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Keynote lectures

K1. E-Health as eff ective support for family caregivers

DE VUGT Marjolein

Maastricht University, Netherlands

Ehealth interventions to support informal caregivers of people with dementia are 
a relatively new but promising � eld. It o� ers opportunities to increase accessibility 
and tailoring to individual needs in a cost-e� ective way. Ehealth interventions may 
be unguided self-help, or so-called blended care, including guidance of a profes-
sional. In this presentation di� erent Ehealth interventions for informal caregivers 
of people with dementia will be discussed. Attention is paid to early as well as later 
stages of the dementia process, young as well as late onset dementia, develop-
ment, e� ects and implementation of the interventions, and future perspectives 
for research and clinical practice.

K2. Empowerment and wellbeing among people with dementia

GERRITSEN Debby

Radboud University Medical Centre, Radboud Alzheimer Centre Nijmegen, 

Netherlands

In the last decades, improving wellbeing and quality of life has become important 
in research about and care for people with dementia. There is increasing insight into 
the experiences of people with dementia and into the strategies that they use to 
maintain a high level of wellbeing, for instance focused on keeping an emotional 
balance, or on having meaningful social contacts and activities. Recently, remaining 
engaged and being needed have been found to be highly important for experienc-
ing wellbeing. Yet, as dementia progresses a person with dementia may become 
more dependent on others to experience wellbeing. However, unfortunately, not 
enough attention is being paid to focusing on people’s strengths and their need 
to feel useful in current health care. In long-term care, for instance, the focus has 
traditionally been on alleviating problems and care home sta�  have di�  culties in 
connecting with the capabilities of persons with dementia.
There needs to be attention for how both informal and formal carers can contrib-
ute optimally to the wellbeing of persons with dementia, so that persons with 
dementia can live their life as they want to, for as long as possible. In this regard, 
the concept of empowerment may be helpful. Empowerment is considered a pro-
cess that supports health and wellbeing and is expected to increase the extent to 
which people can manage their life and their illnesses.
However, it is important to specify what empowerment means and includes for 
people with dementia, and how it can be shaped in the relationship between the 
individual and people in their environment. Thereto, new research e� orts focus on 
the content and meaning of empowerment and wellbeing in people with demen-
tia and the association between the two.

Plenary presentations

PL1. Diagnosis and post-diagnostic support

PL1.1. Improving the diagnosis, post-diagnostic support, care and 
inclusion of people with dementia: Th e fi ndings of the 2nd

European Joint Action on Dementia

HUGGINS Geoff

NHS Education for Scotland, United Kingdom

Throughout the development of national policies on dementia, there had been 
a focus on improving diagnosis rates and early detection. However, despite best 
e� orts we are still a long way from achieving this aim. As part of the EU Joint 
Action Act on Dementia we have explored practical and attitudinal reasons why 
delays are still happening. We also look at the case for why a late diagnosis can 
potentially harm to the person with dementia and their carers, and makes the 
case more strongly about “why” clinicians need to improve their con� dent in ear-
lier diagnosis. Many states are also looking carefully at how the newly diagnosed 
are supported to adjust to their diagnosis and to plan their support needs. Whilst 
there is much excellent guidance and good practice available we have looked fur-
ther at how a good care management and crisis response and planning can make 
a positive di� erence to the post diagnostic care of people living with a dementia 
diagnosis live well and safely in their communities.
The inclusion of people with dementia has to be a fundamental part of planning 
services and developing community based responses to the challenges of a grow-
ing population of people living with dementia and we have explored this in terms 
of the key components of e� ective dementia friendly communities.
Act on Dementia provides:

• practical guidance for policymakers on developing and implementing 
national dementia plans, policies and strategies

• cost-e� ective and practical examples of the core components of good 
dementia diagnosis, care and support.

Four central work packages are identi� ed:
• diagnosis and post-diagnostic support
• crisis and care coordination
• residential care
• dementia-friendly communities.

PL1. 2. Research leading to better diagnosis and care in memory clinics 
– fi ndings from the ABIDE project

VAN DER FLIER Wiesje

Amsterdam UMC, Amsterdam, Netherlands

The advances in diagnosis of AD using MRI, markers in Cerebrospinal Fluid (CSF), 
and amyloid-imaging using PET are among the largest successes of AD research. 
Nonetheless, in a large proportion of patients, a diagnosis is only made in a late 
disease stage. A better and timely diagnosis would be very bene� cial, as patients 
can receive help quicker and more e� ectively.
ABIDE is a Dutch project that aims to improve AD diagnosis in memory clinics, by 
promoting e� ective application of MRI, CSF, and PET for diagnosis of MCI and AD in 
memory clinics, taking into account patients’ perspective and wishes on their use.
In this lecture, innovations in diagnosis will be discussed with a focus on practical 
implications at everyday memory clinics. We developed individualized risk mod-
els that allow estimation of probabilities of progression from MCI to dementia, 
taking into account patients’ characteristics. The risk models are integrated in an 
easy to use app, called the ADappt. An audiotape study provides a sneak preview 
in the consulting room with patients, caregivers and professionals, and shows that 
patient-doctor communication to date is a rather one-direction street and only 
limited information is provided on a patients’ personal prognosis. A Delphi study 
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resulted in a core topic list on which patients, caregivers and professionals agree 
that these should be discussed during the diagnostic process, and this could help 
to empower patients/caregivers and provide doctors with a guideline on how to 
incorporate shared decision making in the AD diagnostic process.
With the development of new diagnostic tests, we enter an era where we can actu-
ally start to translate � ndings from science to everyday clinical practice. Tools to 
support the diagnostic process, may act as a catalyst for quicker and more e� ec-
tive diagnosis. Diagnosis of AD should be personalized, in terms of both patient 
biology and preferences.

PL1.3. After the diagnosis… what next? Post-diagnostic support for 
people with dementia and their families

BRODATY Henry1, LOW Lee-Fay2, PHILLIPSON Lyn3, RAIT Greta4, 
ROBINSON Louise5, RYMASZEWSKA Joanna6, SWAFFER Kate7, 
VEDEL Isabelle8, VERHEY Frans9

1UNSW Sydney, Australia, 2University of Sydney, Sydney, Australia, 
3University of Wollongong, Wollongong, Australia, 4UCL, London, United 

Kingdom, 5University of Newcastle, United Kingdom, 6Wroclaw Uni, 

Wroclaw, Poland, 7Dementia Alliance International, Adelaide, Australia, 
8McGill University, Montreal, Canada, 9Maastricht University, Maastricht, 

Netherlands

Despite clinical guidelines on how to make a dementia diagnosis, communicate 
the diagnosis and provide post-diagnosis support, rates of dementia diagnosis 
remain suboptimal. Even when a diagnosis is made, it is not always communi-
cated or communicated appropriately. When given the diagnosis, persons living 
with dementia (PLWD) and their care partners o� en receive insu�  cient informa-
tion and have negative experiences. Post-diagnostic support is negative or lacking 
and does not focus on quality of life.
Personal, patient and health system-related and societal factors in� uence behav-
iours of persons living with dementia, care partners and health practitioners. Fear 
and stigma (including self-stigma), cultural beliefs and the desire to protect fam-
ily members a� ect help-seeking intentions. GPs report a lack of knowledge, time, 
skills and con� dence in diagnosis, its communication and subsequent care of 
dementia. They worry about distressing their patients and � nd communicating 
the diagnosis di�  cult, avoid discussing prognosis and would like more training. 
Anti-stigma campaigns, mass media and educational programs, public campaign-
ing and working with health professionals may assist.
COGNISANCE aims to co-design and deliver in partnership with PLWD, family care 
partners and health care professionals, toolkits and campaigns to improve the 
dementia diagnostic process and post-diagnostic support in Australia, Canada, 
the Netherlands, the UK and Poland; and to evaluate the campaigns. COGNISANCE 
will provide a new internationally adaptable set of recommendations, toolkits for 
persons with dementia, care partners and health care practitioners on how to 
make the diagnostic process and post-diagnostic care as positive an experience 
as possible, and a playbook to assist other countries with implementing their 
own change campaigns.
COGNISANCE is funded nationally and awarded through the JPND.

PL2. Technology and eHealth

PL2.1. Warm technology and co-design with people with dementia

IJSSELSTEIN Wijnand

Eindhoven University of Technology, Eindhoven, Netherlands

Some of us, as we age, will experience cognitive decline, or worse, the damaging 
corrosions of dementia. This experience, however, does not de� ne who we are. As 
we are focusing our scholarly and design e� orts to improve the lives of people 
living with dementia, we are acutely aware that aging does not equate deteriora-
tion, even though it may be a part of it. Consequently, our best technology design 

e� orts should not have a singular focus on the support, substitution or ameliora-
tion of functional decline, but on better ways of a�  rming old age – of remaining 
open and attached to the world and to other people, of ‘staying alive to life itself’ 
as Lynne Segal (2013) so beautifully put it. In this light, there is a need to reimagine 
the roles of technology in old age, and to challenge the dominant but problematic 
rhetoric of technology as a solution to the ‘burden of care’ for an aging popula-
tion. In this talk, we will highlight the concept of ‘warm technology’, a framing of 
technology that intentionally challenges the prevalent connotation of technol-
ogy as rational and e�  cient, yet impersonal, complicated and disconnected from 
an individual’s lived experience. We will provide examples of warm technology in 
the context of dementia care, and discuss the person-centered process of design-
ing for and with people living with dementia – a process based on mutual trust, 
dignity, and personal history, context and preferences.

PL2.2. What role for “wearables” in the detection of people at risk of 
dementia and in monitoring disease progression

AARSLAND Dag, OWENS Andrew

King’s College London, London, United Kingdom

Dementia is characterized by impaired cognition and diminishing ability to per-
form activities of daily living (ADL). In addition, behavioural changes, psychiatric 
symptoms and motor and autonomic nervous system changes may occur and 
further impact quality of life. Until recently, measuring these changes relied on 
direct clinical observation or caregiver recall at discrete intervals, limiting the 
reliability and sensitivity to changes in function. This is important for early diag-
nosis, as well as for clinical trials. The enormous advances in healthcare devices, 
including portal technologies and wireless communications has made it possible 
to measure function in people’s everyday environment using Remote Measure-
ment Technologies (RMTs), providing the opportunity to capture detailed data over 
numerous time points. These devices continuously, remotely and relatively unob-
trusively record signs and changes, enhancing both the sensitivity and speci� city 
of change in function of the patient. This is a rapidly developing area, with the 
number of dementia-focused digital technologies increasing rapidly. In addition 
to measures of physical signs, such as gait velocity, balance, heart rate variabil-
ity and blood pressure, a number of digital technologies for assessing cognition, 
mood, and ADL now exist, including smartphone/tablet applications, wearables, 
and smart homes. For those with cognitive de� cits, mobile applications can be 
used for cognitive monitoring, cognitive assistance and cognitive training. Wear-
able cameras can also monitor social behaviour. Applying smart home technology 
can be used to monitor daily functioning across multiple physical, cognitive and 
psychosocial domains, the latter being particularly di�  cult to measure sensitively 
using traditional pen and paper methods. These technologies can help monitor-
ing early disease stages and preserve independence and quality of life of people 
with dementia, although there are a number of ethical challenges that need to 
be addressed and solved, including privacy, security, consent capacity, and socio-
economic barriers.

PL2.3. Identifying the needs and views of carers of people with 
dementia: Th e online platform of Alzheimer Nederland

BLOM Marco

Alzheimer Nederland, Netherlands

In November 2016, a� er more than one year of preparation, Alzheimer Nederland 
launched an online platform to support family caregivers of people with living 
with dementia. The online platform dementie.nl developed from a more content 
based platform towards a more interactive platform. In 2017 more than 600.000 
unique visitors used the platform. This number grew steadily to almost 1.000.000 
in 2018. The number of returning visitors is compared to other platforms relatively 
high: on average 35%. In building and expanding the online platform we rely very 
much on the needs and experiences of family caregivers. We organize focus groups 
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to test content and applications during the developmental phase, we monitor use 
and ask feedback on a frequent basis. Every year we conduct an in-depth survey 
with user groups of caregivers.
Since the start the online platform aims to help by o� ering a lot of information 
and tips (> 260 articles), sharing personal stories (> 60) and experiences and giving 
access to a variety of professional experts (> 15) who can answer personal ques-
tions. Services were expanded by developing an online training for dealing with 
challenging behaviour, o� ering a self-test for measuring caregiver burden and 
implementing an app (MyInlife) to build a supportive network. We also integrated 
our existing online forum and implemented a ‘call back’ service from our national 
helpline. Development of the online platform is also strengthened by the part-
nership with several companies and research institutes. Driving principle behind 
dementia.nl is the necessity to be relevant to family caregivers and following their 
needs and experiences throughout the caregiving process. In 2019, we will support 
even more family caregivers.

PL2.4. Navigating everyday challenges of life-story work with Deaf sign 
language users with dementia

FERGUSON-COLEMAN Emma, YOUNG Alys, KEADY John

University of Manchester, Manchester, United Kingdom

This presentation will focus on the speci� c needs of Deaf citizens in the UK.  The 
capital D in Deaf represents a cultural linguistic minority group that uses sign lan-
guage, of which there are approx. 87,000 members, as opposed to those who are 
hard of hearing or whom have lost their hearing later on in life.  Deaf British Sign 
Language (BSL) users consistently experience unequal access to health and social 
care provision because their language and communication needs are inadequately 
met and their cultural identity not recognised by the mainstream.  Inequities of 
access, service provision and e� ective outcomes can be exacerbated when Deaf 
people live with dementia. There is little evidence about the applicability of cultural 
life-story work with Deaf people with dementia and their families.  This presen-
tation will share � ndings from work completed in the United Kingdom with Deaf 
people with dementia and their families. The study took place within the Deaf with 
Dementia Life-Stories work programme as part of the � ve year (2014–2019) multi-
site ESRC/NIHR funded Neighbourhoods and Dementia study. The main presenter 
completed Deaf-led data collection in BSL by facilitating two focus groups and 
six interviews. Data established that Deaf carers are uniquely placed to support 
their Deaf family member with dementia, as they use innovative visual methods 
in which to engage conversations.  However, challenges in accessing appropriate 
support and care a� er diagnosis superseded the positive construction of cultural 
life-story work.  These issues will be discussed with potential solutions o� ered.

PL3. Making our societies more dementia-inclusive

PL3.1. My expectations from dementia-inclusive communities

HEISE Bernd

Member of EWGPWD, Germany

Alzheimer’s disease is sometimes still characterized by prejudice. It is hardly con-
sidered by a part of the population as a social problem. And it was for a long-time 
rarely discussed in public and in the media. And therefore not perceived as a task 
to act by many people. It is primarily regarded as an old-age disease. But the Alz-
heimer’s disease has many facets and can also a� ect people in the middle of their 
working life. This may lead to a collapse of their life planning: the workplace may 
be lost, friends and acquaintances may turn away. She/he may be denied impor-
tant competences.
And PWD (people with dementia) require all comprehensive information about 
the disease, its course and medical care.
Very important are the initiatives for PWD

• To form dementia-friendly communities

• Create opportunities for exchange between those a� ected
• Removing barriers to MdM in public life

There are also positive developments that give us hope :
• Treatment of the topic already in the schools and the
• Dementia-friendly treatment of the topic in the media
• In schools in Germany, the topic of dementia in the classroom has been 

started.
• Despite signi� cant setbacks, research on Alzheimer’s disease continues.

But that is still too little: The Alzheimer’s disease and their role in the public e.g. in 
TV hardly matters. But the disease is diverse and can also a� ect people in working 
life. When PWD are involved in communities, it is usually the social organizations 
and Alzheimer’s societies that lead the way.
However, the goal remains that the inclusion and the removal of barriers for MmD 
is as must in our society as a whole.

PL3.2. Embedding intercultural care to support dementia care 
amongst minority ethnic communities

RAUF Mohammed Akhlaf

Meri Yaadain CiC, Bradford, United Kingdom

The generalised view of South Asian families is that they prefer to look a� er their 
own. The extent to which this fact many be true or not depends on the barriers and 
facilitators for these families in their ability to gain adequate support for dementia. 
Never-the-less, what is certain is the fact that these communities are part of the 
ageing population who migrated to Britain in the 1950s, 60s and 70s – now aged 
in their 60's, 70’s and 80’s. The expected seven to eight-fold increase in demen-
tia amongst the minority ethnic communities, will have a signi� cant impact on 
health and social care service provision. Existing research identi� es the inability 
of services to meet the current needs and expectations from the people in these 
communities who are living with dementia and from their family carers. It also 
appears to be true that services are not embedding policy into practice enabling 
an equitable access to support services for a number of reasons. My research, as 
well as the work of Alzheimer Europe – ‘The development of intercultural care and 
support for people with dementia from minority groups’, highlight evidence to 
suggest there is a vital need for a greater understanding of the transitions associ-
ated with dementia and dementia care; especially given that these communities 
(families) are also undergoing changes. The � ndings of the report and the research 
study present a contemporary review of the perceptions relating to in� uences of 
stigma, faith and gendered roles in the community as well as the barriers restrict-
ing uptake of culturally appropriate dementia care and support.

PL3.3. Th e Dutch National Programme for a dementia-inclusive society 
– A collaboration involving national and local authorities, 
associations and companies

MEERVELD Julie

Alzheimer Nederland, Netherlands

An inclusive society for people with dementia requires a concerted e� ort: experi-
ences from the Netherlands.
This is what we know: Dementia is a� ecting more and more people. Currently 
270,000 men and women in the Netherlands have a form of dementia. By 2040 
this number will be half a million. Everyone will have to deal with the disease: as 
a patient, as a caregiver or as a family member or friend.
Also the number of professionals and informal carers per person with dementia is 
decreasing and a third of the people with dementia live alone. They want to live at 
home for as long as possible and increasingly continue to participate as much as 
possible. This has an impact not only on families, but also on the streetscape, the 
shopkeeper, the neighbourhood, police, home care and the hospital etc.
This is what we want: A society that accepts and knows how to communicate with 
people with dementia in every day life.
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This is what we do:
• Through TV commercials and social media campaigns we ask the public 

to support the movement and do the free online training.
• We ask companies and municipalities to train their employees to become 

more dementia friendly.
This is how we monitor what we achieve:

• We count the size of the dementia friendly movement: supporters, train-
ing courses, companies, municipalities, activities.

• We monitor changes in the society.
• We monitor experiences of informal carers nationwide (Dementia Moni-

tor for Informal Care 2018).
• We collect testimonials (on website).
• We monitor government policies to ensure that they combine professional 

care with a more social approach.
• We evaluate our own activities.

Our impact? I will tell you! You can have a look at some results at: www.samen-
dementievriendelijk.nl.

PL3.4. Comparing dementia care and dementia-friendly initiatives 
across OECD countries

SUZUKI Elina

Organisation for Economic Co-operation and Development (OECD), Paris, 

France

In recent years, OECD countries have enhanced their e� orts to provide high-qual-
ity dementia care during diagnosis, early and advanced dementia, but improving 
measurement is necessary for enhancements in care quality and outcomes for peo-
ple with dementia. This presentation will discuss the policies that OECD countries 
have pursued to improve the quality of care, and support the families and carers 
of people living with dementia, to ensure people live in societies that are open 
to and inclusive of people with dementia. Measuring and comparing the services 
that are delivered to improve the quality of care and quality of life for people with 
dementia is a crucial part of improving dementia care, yet most health systems 
continue to have very poor data on dementia care. The presentation will further 
explore the extent to which health systems have taken steps to strengthen meas-
urement for the quality of care of dementia.

PL4. How can research lead to better prevention?

PL4.1. Multidomain lifestyle interventions to prevent cognitive 
impairment and dementia: From FINGER to World-Wide 
FINGERS

NGANDU Tiia1, KIVIPELTO Miia2

1Finnish Institute for Health and Welfare, Helsinki, Finland, 2Karolinska 

Institutet, Stockholm, Sweden

Background: Finding e� ective preventive interventions is crucial as we are facing 
the expected worldwide increase in the number of people living with dementia 
and Alzheimer's disease (AD). Given the multifactorial etiology of dementia and 
late-onset AD, multi-domain interventions targeting several lifestyle-related and 
vascular risk factors are most likely to be e� ective.
Aims: This presentation gives an overview of the latest � ndings of the Finnish Geri-
atric Intervention Study to Prevent Cognitive Impairment and Disability (FINGER), 
and updates from the new global trials following the FINGER model.
Findings: FINGER is a pioneering trial providing the � rst evidence that a multi-
domain lifestyle intervention may prevent cognitive impairment. New results 
concerning functional decline, quality of life, and other secondary outcomes will be 
presented. Application of the FINGER model in the public health context is explored 
in the Nordic countries, and various facilitators and barriers for implementing the 
FINGER intervention into everyday practice have been identi� ed. FINGER represents 

a successful pragmatic model, which is now being tested in di� erent geographical, 
cultural, and economic settings. Novel approaches include combination of lifestyle 
intervention with pharmacological intervention and use of modern technology. To 
promote synergy across these studies and optimize the e� orts towards dementia 
prevention, we launched the World-Wide FINGERS network to share experiences 
and data, and plan joint initiatives, and over 25 countries have already joined.
Conclusions: There is increasing evidence that it is possible to prevent or post-
pone the onset of late-life cognitive impairment and dementia with multi-domain 
lifestyle interventions. Tailored multimodal interventions are most likely to be 
the most e� ective strategy to prevent AD/dementia. WW-FINGERS will facilitate 
synergistic use of data from several countries, creating a unique opportunity for 
rapid implementation of knowledge and de� nition of e� ective prevention pro-
grams for diverse populations.

PL4.2. Th e role of imaging in epidemiological studies: Findings of the 
Rotterdam Scan Study

VERNOOIJ Meike

Erasmus MC, Rotterdam, � e Netherlands

Observational cohort studies following large population of healthy individuals for 
occurrence of disease are an optimal setting to study determinants and risk factors 
for disease. Neuro-epidemiologic studies have traditionally focused on studying 
these associations treating the pathway in between risk factor and outcome as 
a ‘black box’. With the availability of non-invasive, advanced neuroimaging tech-
niques, it has become possible to directly study brain changes occurring in this 
‘black box’. This importantly enables us to unravel pathways of diseases such as 
Alzheimer’s disease, � nd new disease markers or identify subjects at high risk. 
Imaging in such population-based studies is also called ‘population imaging’: 
“the large-scale application and analysis of medical images in controlled popula-
tion cohorts”. This lecture discusses the rationale of population neuroimaging, 
the various ways to extract visual or quantitative information from these images, 
and the implications for understanding etiology, disease prediction and clinical 
impact within the context of research on Alzheimer’s disease.

PL4.3. Prevention of dementia: Time to act

KÖHLER Sebastian

Maastricht University, Maastricht, Netherlands

Prevention of dementia through lifestyle interventions and risk management has 
gained much momentum during the past years. While strong causative evidence 
for many risk factors is lacking behind, the wealth of studies has shaped a common 
belief that “what is good for your heart is good for your brain”. Recent reports and 
guidelines from the Lancet Commission, the Global Brain Health Council and the 
World Health Organization echo the growing awareness in the � eld that primary 
prevention must be the key response to o� set or at least postpone dementia onset. 
At the Alzheimer Europe conference 2018, the INTERDEM task force on dementia 
prevention has been launched to bring together experts in research on psycho-
social risk factors and dementia prevention with the aim to develop a platform 
for joined research and put brain health high on everybody’s agenda. At the same 
time, there is a large need for better knowledge transfer of information on the link 
between lifestyle and brain health in older as well as younger populations. Several 
governmental agencies from both middle and high-income countries have started 
integrating brain health into their existing public health measures. In this presen-
tation, the evolution of the � eld and current developments will be presented. The 
future direction is clear: it’s time to act!
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Special symposia

SS1. “Music for  Memory”

SUQUÉ Isabel, BOADA Mercè, AGUILÀ Oriol, RODRÍGUEZ Isabel

Spain

The main objective of the research is to improve people’s health and quality of life. 
One of the objectives of the ACE Foundation is the comprehensive approach to 
dementia research, in general, and Alzheimer’s disease (MA) in particular. That is 
why we do research in aspects as diverse as molecular and cellular biology, diag-
nosis, pharmacological and non-pharmacological therapy, and everything related 
to ethical-legal aspects and social implications.
It is well known that psycho-stimulation programs with people su� ering from AD 
and other dementias have proved to be bene� cial. If we speak of cognitive param-
eters, more limited clinical bene� t, as well as the pharmacological treatments we 
currently have. But it is not so in terms of quality of life and well-being. The Com-
prehensive Stimulation Program (PPI) and FACE-Estimul’Art Project aims to show 
how the beauty of art and music provide knowledge that can help them live more 
fully, when AD and other diseases a� ect our cognitive abilities. This initiative has 
a rigorous scienti� c background and scienti� c follow-up.
Following this model, “Music for Memory”, supported by Festival Castell de Per-
alada, wants to establish a close collaboration between the Festival’s artists and 
people with dementia. The program that is going on this year, is based on the 
value of music as the driving force that integrates the two groups. It has been the 
famous Toast of La Traviata the chosen one to put it on the scene. The educational 
program was divided into three phases:
1) Testing the toast for a month at the “Chorus FACE Day Care Unit”
2) Sing the toast with the Intermezzo Chorus of the Liceo in Barcelona, conducted 
by Jose Luis Basso
3) Responded to the survival of learning and its sensations from participants and 
their families.
Have we won with emotional memory? Did they feel full, excited and respected 
on their stage? And the heart? That meant for a heart of such high-level singing 
with people with Alzheimer’s. 

This special symposium is sponsored by Fundaciό ACE.

SS2. Alzheimer Café on hospital care and dementia

GERRARD Nicci, HOOGEVEEN Frans

Netherlands

In a special edition of an Alzheimer Cafe, the famous writer Nicci Gerrard is inter-
viewed about her latest book ‘What Dementia Teaches Us about Love’. The book 
gained a lot of awareness in the media and the general public. A� er the interview, 
attendants of this lunch symposium are invited to raise questions and discuss 
with each other. At the end, Nicci Gerrard will be asked to re� ect on the discussion 
and give her thoughts on the future of dementia care. A� er her own father’s death 
from dementia, Nicci Gerrard set out to explore the illness that now touches mil-
lions of us, yet which we still struggle to speak about. What does dementia mean, 
for those who live with it, and those who care for them? Her book is an attempt to 
understand. It is � lled with stories, both moving and optimistic: from those liv-
ing with dementia to those planning the end of life, from the scientists unlocking 
the mysteries of the brain to the therapists using art and music to enrich the lives 
of su� erers, from the campaigners battling for greater compassion in care to the 

families trying to make sense of dementia. It explores memory, language, iden-
tity, ageing and the notion of what it truly means to care. And it asks, how do we 
begin to value those who become old, invisible, forgotten? What do we owe them, 
and each other as humans? What, in the end, really matters? 

This special symposium is organised by Alzheimer Nederland.

 SS3. Clinical trials in Alzheimer's disease

SS3.1. My experience of Alzheimer’s research as a research participant

INGLIS Brian

EPAD, Scotland, United Kingdom

The presentation is a short talk on my experiences (good and bad) directly related 
to the EPAD research study. What actually motivated me to get involved in Alz-
heimer’s research in the � rst place. An overview of what’s involved being an EPAD 
participant, and the role of the EPAD participants panel. I will also provide and 
share a summary of other unexpected yet signi� cant personal bene� ts, oppor-
tunities and learnings that I would not have otherwise gained had I not become 
involved in Alzheimer’s research.

SS3.2. Taking stock – What can we learn from unsuccessful Alzheimer’s 
trials?

LOVESTONE Simon

Janssen-Cilag, Brussels, Belgium

Recent years have seen multiple trial failure with compounds developed for Alz-
heimer’s disease modi� cation. What can we learn from this experience and what 
can we do to maximise our chances of success? Learning is never over and striv-
ing for success is a continuous process. But there are three points that will be 
emphasized in this presentation. First, develop better drugs. A case will be made 
that the � eld is doing this both by increasing the types of therapy in development 
and focusing on good targets for intervention. Second, treat the right people. It 
was a shock to discover that many people in clinical trials seemed not to have the 
pathology that the trial-drug was made to counter. Great progress is being made 
in the development and use of biomarkers that are already transforming how we 
diagnose Alzheimer’s, even before the onset of dementia and this will very sig-
ni� cantly improve prospects for clinical trials. Third, work together. The cost – in 
terms of money, time and human resources – of developing new drugs is phenom-
enal and trying to do this independently is a huge challenge even for the largest 
pharmaceutical companies. Working together, in public-private, precompetitive 
consortia such as the European Prevention of Alzheimer’s Disease and in data-
sharing initiatives such as the European Medical Information Framework and others 
is one important way to accelerate the development of therapies for Alzheimer’s 
disease. We need such acceleration if we are to mirror the progress that has been 
made elsewhere in medicine.

SS3.3. Beyond amyloid – New avenues for Alzheimer’s research

SCHELTENS Philip 

Amsterdam UMC, Amsterdam, Netherlands

No disease-modifying treatments have been successful in Phase III clinical trials 
for Alzheimer’s disease underscoring the very high rate of failures in Alzheimer’s 
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disease drug development programmes (99.6% failure rate during 2002–2012; Cum-
mings at al, 2014). The clinical development success rates for Alzheimer’s disease 
programmes is comparable with the rate in cancer research, but unfortunately the 
total volume of trials in AD is much lower, so failures are more visible each time 
and a blow to the � eld as a whole.
Amongst the most high pro� le investigations that have failed were trials target-
ing amyloid such as vaccines or antibodies targeting Aβ clearance (crenezumab, 
solanezumab, aducanumab) or β-secretase inhibitors (verubecestat, lanabecestat, 
atabecestat, CNP520). Researchers are now focusing on other targets, as well as life-
style interventions and Prof. Scheltens will provide an overview of some of the clinical 
investigations currently being undertaken to prevent or delay Alzheimer’s dementia. 

 This special symposium is supported by a grant from Janssen.

SS4. EWGPWD: “Inspired by connections”

ROCHFORD-BRENNAN Helen1, POTOTSCHNIGG Angela2, 
ERIKSSON Stefan3, ROBERTS Chris4, GRŽINIČ Tomaž5, LAMPINEN 
Petri6, AGUIAR Idalina7, VAN LAER Geert8

Members of the EWGPWD, 1Ireland,2Austria, 3Sweden, 4United Kingdom, 
5Slovenia, 6Finland, 7Portugal, 8Belgium

Members of the European Working of Group of People with Dementia will be giv-
ing a series of speeches and short video clips on the topic of connections. This will 
cover how people with dementia connect to their communities and the impor-
tance of these connections to maintaining a meaningful and full life and to carry 
on contributing towards society. They will also emphasise transport as a key facili-
tator in getting to places and staying connected but also that the “journey” itself 
is o� en important. These short speeches and clips will hopefully inspire people 
with and without dementia to � nd new ways to connect with each other. There will 
be time at the end of the session to connect with the speakers and presenters, as 
well as their supporters. The presenters will be: Helen Rochford-Brennan, Angela 
Pototschnigg, Stefan Eriksson, Chris Roberts (for the speeches) and Tomaž Gržinič, 
Petri Lampinen, Idalina Aguiar and Geert van Laer (for the clips). 

This special symposium is organised by the European Working Group of People 
with Dementia.

SS5. WYLD: Technological innovations in dementia diagnosis and 
care

LEIST Anja1, MC ARDLE Ríona2, NEWMAN Haza3, LANCASTER 
Claire4, DAWN FREIESLEBEN Silka5, HESS-WIKTOR Katarzyna6

1University of Luxembourg, Esch-sur-Alzette, Luxembourg, 2Newcastle 

University, Newcastle Upon Tyne, United Kingdom, 3Geras Solutions, 

Stockholm, Sweden, 4University of Oxford, Oxford, United Kingdom, 5Charité 

– Universitätsmedizin Berlin, Germany, 6Minnity, Stockholm, Sweden

Researchers and entrepreneurs present technological innovations in dementia 
diagnosis and care, particularly through the use of wearables, apps, and novel data 
analysis techniques. These innovations address complex challenges of di� erential 
dementia diagnosis and ensuring high-quality and safe home and formal care.
Ríona McArdle: Wearable technologies and di� erential dementia diagnosis

We only observe a snapshot of individuals’ behaviours in clinic. With wearable 
technology, we can unobtrusively monitor behaviour in the real world. Ríona will 
present clinical applications of wearable technology for di� erential diagnosis of 
dementia subtypes.
Haza Newman: A medical device for diagnosis and post-diagnostic support
Geras Solutions is an AI-based medical device that objectively measures cognition 
via thousands of digital data points, and simpli� es post-diagnostic support for 
patients and professionals. Following FINGER recommendations, the device ena-
bles patients to engage in lifestyle changes for risk reduction.
Claire Lancaster: Understanding healthy cognition to detect early signs of dementia
GameChanger is a research project that analyses touch, movement, and voice data to 
understand cognition in healthy volunteers in order to detect early signs of dementia.
Silka Dawn Freiesleben: Testing end-users’ experience of GPS devices for people 
with dementia
There is a lack of research and quality standards on design of and user guidelines for 
GPS devices in home dementia care. This makes it di�  cult for end-users to select and 
clinicians to recommend GPS technology. Silka presents on user experience of people 
with dementia and their caregivers, including evaluations of clinical e� ectiveness.
Katarzyna Hess-Wiktor: Facilitating learning and person-centered professional 
dementia home care
Formal caregivers of people living with dementia o� en lack knowledge and skills 
to follow the person-centered approach to care. By using the Minnity app, pro-
fessionals will understand better the people they provide care for, and be able to 
acquire relevant skills to ensure high-quality home care. 

This special symposium is organised by World Young Leaders on Dementia (WYLD).

SS6. Deltaplan Dementie: National Strategy in the Netherlands 
DeltaPlan

SCHELTENS Philip1, DE VISSER Marianne2, BEKKENKAMP Dinant3, 
KWINT Karlijn4

1Deltaplan Dementie, Amersfoort, Netherlands, 2ZonMW Program 

Committee, � e Hague, Netherlands, 3Alzheimer Nederland, Amersfoort, 

Netherlands, 4Vilans, Utrecht, Netherlands

In this session you will learn about the Dutch dementia strategy, called the ‘Del-
taplan Dementie’. The Deltaplan Dementie was installed in 2012 to address and 
manage the growing problem of dementia in the Netherlands. This second national 
strategy was launched by the ministry of Health, Welfare and Sports and will 
last until 2020. It relies on three main pillars, focussing on respectively scienti� c 
research (from basic research into prevention and � nding a cure for dementia to 
research with a focus on treatment, support and quality of life), improving care 
and creating a dementia friendly society. The total amount of budget of the plan 
is approximately € 90 million, coming both from the government and private 
organisations. The Deltaplan Dementie is also a cooperative network with mem-
ber organisations in the � eld of science, education, healthcare institutions, patient 
organisation, healthcare insurance and business. All speakers are closely involved 
in the implementation and give you an insight into the design, implementation, 
results and impact of the Deltaplan Dementie. 

This special symposium is organised by Deltaplan Dementie and Alzheimer 
Nederland.
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SS7. Joint Action on Dementia

HUGGINS Geoff1, NUTTAL David2, KROLAK-SALMON Pierre3, 
VANACORE Nicola4, KIRKEVOLD  Øyvind5, ESTRADA SABADELL 
Maria-Dolores6, SERRA-SUTTON Vicky6, BARCLAY Gillian7

1NHS Education Scotland, Edinburgh, United Kingdom, 2Department 

of Health and Social Care, UK Government, London, United Kingdom, 
3Institut du Vieillissement, Lyon, France, 4National Institute of Health, 

Rome, Italy, 5Aldring og helse, Oslo, Norway, 6Avaluació Sanitàries de 

Catalunya (AQuAS), Barcelona, Spain, 7Scottish Government, Edinburgh, 

United Kingdom

Act on Dementia is an EU Joint Action to promote collaboration among EU Mem-
ber States to improve the lives of people living with dementia and their carers.
Act on Dementia provides practical guidance on developing and implementing 
national dementia plans, policies and strategies, with practical examples of good 
dementia diagnosis, care and support.
Priorities:

• Improving dementia diagnosis rates and post-diagnostic support using 
collaborations and agreements with international experts, and detailed 
analysis of current scienti� c literature and pilot projects.

• Addressing delays in detection and diagnosis in ambulatory care settings 
– GP training around dementia and enhanced competence; primary care 
collaboratives, involving nurse interventions, were established; detection 
and diagnosis among nursing-home residents were enhanced through 
teleconsultations and specialist interventions.

• Improving crisis response services and care coordination by developing 
good practice recommendations based on literature reviews and guide-
lines on dementia care using a standardised tool.

Pilot programmes in care settings in Bulgaria, France, Scotland, Italy and the Neth-
erlands, included education packages for professionals, support for GPs through 
connections to dementia specialists and coordinators, and support for informal 
carers.

• Addressing behavioural and psychological symptoms (BPSD) in residential 
care settings, promoting biopsychosocial model and person-centred care.

Pilot projects in Bulgaria, Greece and Romania adapted and developed models then 
tested their feasibility and usefulness in residential care homes. In the Nether-
lands and Norway, wider implementation of existing models was used to address 
BPSD, with evaluation of an e-learning programme on palliative care in nursing 
homes in Norway.

• Collating evidence-based information and recommendations on pro-
moting, nurturing and sustaining dementia-friendly communities (DFC) 
through adopting system-wide approaches, sustaining good practice 
and promoting bene� ts for communities.

DFC piloted in Bulgaria, Greece and Italy is based on people, places, networks and 
resources, with people living with dementia being central. The sites represent a 
mix of population size, urban/rural settings, and cultures. 

This special symposium is organised by the Joint Action on Dementia.

SS8. SMART4MD: Tablet application for people with mild 
dementia and their carers, pre-liminary 12-month results 
of its' clinical trial and potential commercial usage

SS8.1. Support, Monitoring and Reminder Technology for Mild 
Dementia (SMART4MD) platform: Tablet application 
developed specifi cally for people with MCI and dementia and 
their informal carers

ŠTEFAN Michal

DEX Innovation Centre, Liberec, Czech Republic

Background: SMART4MD is an EU-wide research project involving 11 international 
partners, focusing primarily on improving quality of life of people with mild cog-
nitive impairment (MCI) or mild dementia and their carers. The project developed 
the eponymous (SMART4MD) digital platform including an application which was 
speci� cally designed for people with MCI or mild dementia, their informal carers, 
and healthcare professionals. The SMART4MD app, pre-installed at 7inch tablets, 
is available in 5 di� erent languages, and includes features to increase treatment 
compliance, reduce missed health appointments, reduce functional decline, reduce 
hospital re-admissions and increase e�  ciency savings.
Method: The development process of SMART4MD platform included focus groups 
and interviews done with 62 people with MCI and dementia, 57 informal carers 
and 39 healthcare professionals across 5 countries of Europe – UK, Sweden, Spain, 
Belgium and the Czech Republic. Feasibility study has been carried out with the 
prototype of the platform in Sweden and Spain with 20 persons before it has been 
� nalized for the main clinical study.
Results: SMART4MD application has been developed with 7 core functionalities: 
My reminders (for medicines, appointments and general tasks), My health (with 
multiple symptoms tracking), People I know, Games & Resources (with cognitive 
games and interesting news), About Dementia, personalize my app (with options 
to increase size of text, volume, disable functionalities, change colours etc.) and 
Share with others (e.g. carers and healthcare professionals). The application itself 
is highly customizable based on the conditions and preferences of each users and 
is developed to be used by both people with MCI or dementia, their personal car-
ers, and also by their healthcare professionals.

SS8.2. Preliminary 12-month results of a large scale pilot randomized 
controlled clinical trial of the SMART4MD platform

ANDERBERG Peter2, BARNESTEIN-FONSECA Pilar 3, GUZMAN-
PARRA Jose3, GAROLERA Maite4, QUINTANA María4, MAYORAL-
CLERIES Fermin3, GARCÍA-BETANCES Rebeca5, LEMMENS Evi6, 
SANMARTIN BERGLUND Johan2

2Department of Health, Blekinge Institute of Technology, Karlskrona, 

Sweden, 3Research Unit, La Unidad de Gestión Clínica de Mental Health, 

Instituto de Investigación Biomédica de Málaga, Hospital Regional 

Universitario Málaga, Malaga, Spain, 4Brain, Cognition and Behavior 

– Clinical Research, Consorci Sanitari de Terrassa, Barcelona, Spain, 
5Life Supporting Technologies (LifeSTech), ETSI Telecomunicaciones, 

Universidad Politécnica de Madrid, Madrid, Spain, 6University Colleges 

Leuven-Limburg, Research Expertise Centre Health Innovation, Genk, 

Belgium

Background: SMART4MD platform and its objectives are currently being tested 
through a large scale randomized controlled clinical trial with more than 1000 
dyads including both people with MCI or dementia and their informal carers. As 
the SMART4MD clinical study comes nearly to the end, the aim of this session is to 
present and discuss preliminary 12-month results of the study with the potential to 
prove the research hypotheses, i.e. the SMART4MD platform being able to improve 
QoL-AD by 1.28, increase adherence to medication by 10%, reduce functional decline 
by 10%, increase adherence to appointments and decrease informal carers‘ burden.
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Method: SMART4MD platform is based on a preexisting global health management 
platform and was re-engineered to be used daily at home by people living with MCI 
or dementia. A feasibility study was done and the 18-month trial of the SMART4MD 
platform is currently running to test several research hypotheses providing basis 
for further exploitation of the SMART4MD platform in EU territories. More than 
1000 dyads (people with MCI or dementia and their carer) were recruited to either 
the intervention group (with the platform) or control group (receiving usual care). 
Regular 6-month visits at health centres are providing data on quality of life (by 
using QoL-AD), cognitive function (MMSE), functional decline (EQ-5D), medication 
(dose and pill counts) and appointments adherence combined with data gathered 
from the application on user behaviour.
Results: Currently, 6-month data from more than 1000 researched people with MCI 
or mild dementia with an average age of 74 years, their starting average MMSE 
score of 25,5 points and GDS-15 at 3 points, shows a slight increase of MMSE score 
among the intervention group as compared to control group and average MMSE 
year-to-year decrease. It also pinpoints the most frequently used functions of the 
SMART4MD application being MyReminders, MyHealth and Games&Resources.

SS8.3. Workshop on value defi nition for commercial use of the 
SMART4MD platform for healthcare professionals, healthcare 
providers, people with MCI and mild dementia and their carers, 
technology companies and researchers

ŠTEFAN Michal1, AHMED Ifty2

1DEX Innovation Centre, Liberec, Czech Republic, 7Healthbit, Londong, 

United KIngdom

Background: There exist multiple scenarios of how the SMART4MD platform could 
be commercially used in EU countries a� er the end of the clinical trial, depend-
ing on its bene� ts and values to di� erent target groups – including people with 
MCI anddementia, their carers, healthcare professionals, healthcare providers and 
other groups – including researchers, technology companies and public authori-
ties. The aim of this workshop session is to discuss di� erent value propositions 
that SMART4MD platform could o� er to selected relevant target groups.
Method: Participants of the workshop session will be divided into several discus-
sion groups based on their pro� le � t to selected target groups for SMART4MD, 
including healthcare professionals, healthcare providers, carers, technology com-
panies, researchers, and other, depending on the composition of the participants´ 
group. 2 key challenging questions will be selected for all discussion groups: i) 
what are the top values/bene� ts you see of using SMART4MD platform for your 
group and why, and ii) what are the key challenges/barriers for a possible adoption 
of SMART4MD by your group? Inputs from di� erent groups will be summarised 
among all participants.
This special symposium is sponsored by SMART4MD.

SS9. Innovations in dementia care in the Netherlands

MIESEN Bere1, WILLEMSE Bernadette2, DE BRUIN Simone3, 
DRAAISMA Willem4

1� e Hague, Netherlands, 2Reigershoeve, Heemskerk, Netherlands, 3RIVM, 

Bilthoven, Netherlands, 4Participe, Amstelveen, Netherlands

The Netherlands is well known for its innovation strength in health care. With the 
� eld of dementia, the concept of the Alzheimer Cafe and its rapid development 
both in the Netherlands as in other countries serves as a good example of these 
kind of innovations. In this session we will start of with presentation on the Alz-
heimer Cafe on its origins and evolution by Bere Miesen, the founding father of 

the Alzheimer Cafe. In addition, we want to share new developments in small scale 
housing and care farms as an alternative to regular day care and nursing home 
facilities. Small scale housing is nowadays the state of the art in nursing home 
care. Care farms are more recently come into practice and there are some prom-
ising initiatives which serve as good examples for other, both in the Netherlands 
but also internationally. Because innovation can also mean ‘expanding on ideas 
from other countries’ we will show how the Danish concept of a Odensehouse is 
picked up in the Netherlands and developed into a new facility in the dementia � eld. 

This special symposium is organised by Alzheimer Nederland.

SS10. Data sharing in dementia research

SS10.1. Clinical data sharing landscape in dementia research: Benefi ts 
and experiences of data sharing and future perspectives

VISSER Pieter Jelle

Maastricht University, Amsterdam UMC, Netherlands

Alzheimer’s disease is the most common form of dementia. There is yet no 
treatment available and many clinical studies investigate the underlying patho-
physiology, prognosis, and diagnosis of AD. In order to speed up research it is 
essential to have access to large datasets of research participants and patients. In 
the past few years a number of initiatives have started to facilitate data sharing. 
These include the Dementia Platform UK (DPUK), ROADMAP, the Medical Infor-
mation Framework of the Human Brain project, EMIF-AD, the Amyloid Biomarker 
Study Group, and the Netherlands Consortium of Dementia cohorts. The presenta-
tion will give an overview of how these initiatives provide access to existing data. 
In addition, a few examples will be given of how data sharing has advanced our 
understanding of Alzheimer’s disease.

SS10.2. Legal frameworks underpinning data sharing:  Impact of the 
GDPR on health research

MAYRHOFER Michaela

BBMRI-ERIC, Austria

This talk aims to shed some light on the impact of the GDPR on health research. 
O� en forgotten, the objective of the GDPR is to strike a balance between both the 
protection of personal data of individuals and the free movement of personal data 
(Art.1). Thus, the complexity and comprehensive reach across sectors make the GDPR 
a hard nut to crack in practice. Although the GDPR overall creates fewer variations 
in interpretation between Member States, national derogations for example from 
data subject rights are allowed especially in relation to processing for scienti� c/
historical research or statistical purposes (Art.89.2).
In the research sector, the GDPR applies to any type of scienti� c research that 
uses personal data, such as studies in (bio)medicine, the social sciences, as well 
as the arts or the humanities. It a� ects EU researchers who need to be able to col-
lect, process, and re-process personal data and to collaborate globally. It a� ects 
European citizens whose data is used in international research projects as well as 
non-EU citizens whose data has been collected in Europe. It imposes obligations 
and responsibilities on researchers to provide research participants with detailed 
information on what will happen to their personal data that is collected. It also 
requires the organisations, which are legally responsible for compliance, to ensure 
that the data are properly protected, minimised, and ultimately destroyed when 
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no longer needed. Most obligations have already been in place prior to the GDPR 
but gained a new sense of urgency due to the general awareness raised by various 
data scandals and practices (e.g., Cambridge Analytica) but perhaps more so by 
the threat of extensive � nes (Art.83). This makes data sharing practice embedded 
between research integrity and the protection of privacy of research participants, 
situated in a clinical, health care or health research context.

SS10.3. Th e views of patients and the general public on data sharing 
– Th e DataSavesLives campaign and the European Patients’ 
Forum

BEDLINGTON Nicola

European Patients’ Forum, Brussels, Belgium

The European Patients’ Forum is an umbrella organisation bringing together Euro-
pean Disease Speci� c Organisations and National Patient Coalitions. Alzheimer 
Europe is a founding member. Digital health and health data have become prom-
inent topics for the EPF over the last few years. This presentation will explore the 
work we have undertaken with our members on this topic, enabling us to under-
stand the general views of patients on data sharing.
It will also introduce a new initiative called ‘Data Saves Lives’, a multi-stakeholder 
platform hosted by EPF which aims to provide neutral, quality, state of the art 
information about health data in an accessible format on a web portal, and also 
create a health data community to provide a useful space for discussions on how 
hard and so�  policy on health data impact on patients’ lives.
The presentation will also provide a snapshot of the various projects in which EPF 
is engaged on digital health and health data, all of which aim to ensure a strong 
patients voice in driving change for the bene� t of patients. 

This special symposium is supported by a grant from Gates Ventures.

SS11. Roche: “Tip of the Iceberg: A panel discussion on 
confronting the hidden costs of Alzheimer’s disease”

ATRI Alireza1, WILEY Ryan2, MARTENSSON Birgitta3, TRABER 
Martin4

1Banner Sun Health Research Institute, Sun City, USA, 2 Shift Health, 

Toronto, Canada, , 3ADI, Switzerland, 4F. Ho� mann-La Roche, Switzerland

A diverse panel of experts will explore the implications of the review article “Tip 
of the Iceberg: Assessing the Global Socioeconomic Costs of Alzheimer’s Disease 
and Related Dementias and Strategic Implications for Stakeholders” (Journal of 
Alzheimer’s Disease, vol. 70, no. 2, pp. 323–341, 2019).
A central theme in this review is that it is challenging to gauge the true value of 
ADRD-related interventions given the long-term, progressive nature of the disease; 

its broad socioeconomic impact beyond the formal healthcare system; and the 
complexities in accurately calculating the full costs to society. The study further 
highlights that a potentially massive component of the total cost of ADRD is ‘hid-
den’ from current cost estimates—including those related to caregiver burden and 
the long pre-diagnosis stage of the disease. There is an urgent need for all stake-
holders to de� ne approaches to measure these costs more accurately including by:

• Leveraging new technologies to more accurately measure the time and 
burden of caregiving-related activities

• Promoting better coordination and data sharing across sectors to gain a 
deeper understanding of who is shouldering the burden at every stage 
of the disease.

• Developing more accurate cost-of-illness frameworks to support rational 
resource allocations and investment decisions

• Preparing guidelines for the use of � uid-based biomarkers and neuro-
imaging markers that could be employed in the use of potential future 
disease-modifying therapies

• Exploring innovative approaches to assessing the costs and bene� ts of 
diagnostics and disease-modifying therapies

Lead author Dr. Ali Atri will present a summary of key � ndings from the article and 
then participate in a moderated panel discussion alongside experts from patient 
groups, government and industry to explore perspectives on the impact of poten-
tial solutions to improving our understanding and management of ADRD burden. 
The session will conclude by engaging the audience around prioritizing core rec-
ommendations for the near term.

This special symposium is sponsored by Roche
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Parallel sessions

P1. Alzheimer Nederland – Young onset dementia

DE VUGT Marjolein1, HENDRIKS Stevie1, VAN DE VEEN Dennis2, 
KOOPMANS Raymond2

1Alzheimer Centre Limburg, Maastricht, Netherlands, 2Radboud Alzheimer 

Centre, Nijmegen, Netherlands

People with young-onset dementia (YOD), with a symptom onset at a relatively 
young age, have speci� c care needs directly linked to the younger active life phase. 
Healthcare services should be equipped to meet these needs. However, there is no 
consensus regarding the terminology and operational de� nition of YOD, and data 
on the prevalence and incidence of YOD is scarce. The Prevalence, REcognition and 
Care pathways in Young-Onset DEmentia (PRECODE)-study aims to provide a uni-
vocal understanding of YOD. A common terminology and adequate estimate of 
the prevalence are prerequisite to plan appropriate care and support in YOD. A� er 
a brief introduction of the PRECODE-study, � rst results of a Delphi-study concern-
ing terminology and prevalence rates will be discussed. Consensus was reached 
on the majority of the statements on terminology and de� nition, however some 
statements remained without consensus. This one-hour session has the aim to 
discuss in person these statement with experts in the � eld in a World Café session. 
Participants will discuss in a group of 6–8 persons every statement during about 
10 minutes. The session will end with a wrap-up of the outcomes. 

This session is organised by Alzheimer Nederland and PRECODE.

P2. Memory clinics and centres

P2.1. Setting standards for UK memory services: 10 years of the 
Memory Services National Accreditation Programme

CARTWRIGHT Vicky

� e Royal College of Psychiatrists’ Centre for Quality Improvement, London, 

United Kingdom

The Memory Services National Accreditation Programme (MSNAP) is a quality 
improvement and accreditation network for services that assess, diagnose and 
treat dementia. MSNAP is an initiative of the Royal College of Psychiatrists’ Centre 
for Quality Improvement and was established in 2009. There are currently 92-mem-
ber services across England, Wales and Northern Ireland.
The standards set by MSNAP for memory services cover assessment and diagno-
sis; care management and follow-up; pharmacological intervention; psychosocial 
interventions and service management.
For the past 10 years MSNAP has gathered, via self-assessment and peer review 
visits, about how services operate to meet these standards as well as sta�  ng lev-
els, service size, caseload and time from referral to assessment.
This presentation will cover:

• How standards for UK memory services were developed and how these 
have changed over the 10 years the project has been running

• Variation in caseload numbers, diagnostic rates and service sta�  ng geo-
graphically and over time

• Successful examples of quality improvement in memory services as a 
result of working towards the MSNAP standards

This presentation will be of interest to professionals that assess, diagnose and 
treat dementia and will share practical examples of how the MSNAP standards 
can be applied to memory services across Europe.

P2.2. ABIDE Delphi study:  Information provision in memory clinics

FRUIJTIER Agnetha1, VISSER Leonie1, BOUWMAN Femke1, VAN 
DER FLIER Wiesje1, SMETS Ellen2

1Alzheimer Center Amsterdam, Amsterdam UMC, location VU medical 

center, Amsterdam, Netherlands, 2Medical Psychology, Amsterdam UMC, 

location AMC, Amsterdam, Netherlands

Introduction: Information given to patients and care partners during the clinician-
patient consultations varies considerably between memory clinic professionals. 
Patients and caregivers express a clear desire for more information [2,3]. In the 
ABIDE Delphi study we � rst identi� ed informational topics on which health care 
professionals, patients and caregivers agreed that these should be discussed dur-
ing diagnostic consultations in memory clinics. Next, we aimed to establish; 1) to 
what degree these informational topics are actually discussed in clinician-patient 
consultations, 2) if these are discussed during the pre- and/or post-diagnostic 
testing consultations, and 3) who initiated the discussion of the topic, the profes-
sional, the patient or the caregiver.
Methods: We performed a three-round Delphi consensus study. Professionals (N=80), 
patients (N=66) and caregivers (N=76) rated the importance of 44 informative topics 
through an online questionnaire. Audio-recordings of pre- and post-test clinician-
patient consultations of 71 patients, seen by 32 clinicians, were collected in eight 
memory clinics and content-coded by two coders. The coding scheme encompassed 
the core informational topics that resulted from the Delphi consensus procedure.
Results: In the ABIDE Delphi study we identi� ed 17 topics on which health care pro-
fessionals, patients and caregivers agreed that these should be discussed during 
diagnostic consultations in memory clinics. In addition, eight topics were identi-
� ed on which the three groups signi� cantly disagreed. We are currently analyzing 
the audio-recorded consultations.
Conclusion: Expected results will provide insight into which relevant informational 
topics are (not) routinely discussed, when they are discussed and who initiates the 
discussion. The core list of topics, supplemented with these insights, can support 
professionals in their communication with patients and caregivers. In addition, 
the topic list can empower patients and caregivers in their preparation for and 
communication during diagnostic clinician-patient consultations.  

P2.3. A regional approach to reducing variation in memory services

COOK Laura, ISAACS Jeremy

NHS England, London, United Kingdom

In the UK, dementia is predominantly diagnosed in memory services operated by 
mental health providers.  There is limited data comparing diagnostic and care prac-
tices between memory services.  In 2016, memory services in London were invited 
to participate in a comparative audit of consecutive patient referrals. 10 out of 30 
services in London took part, contributing to data on 590 patients in total (mean 
number of patients audited per service 50, range 43–92). Results demonstrated 
signi� cant variation in; referral rejection rates, location of initial assessment (i.e. 
home versus clinic), referral for imaging (and choice of imaging modality) and 
neuropsychology, rates of diagnosis of mild cognitive impairment and dementia 
sub-types, access to pharmacological treatment and cognitive stimulation therapy 
and provision of information about research.  Average time from referral to diag-
nosis varied from 5 to 23 weeks. The proportion of patients deemed not to require 
brain imaging ranged from 6% to 43%.  We deemed much of this variation to be 
unwarranted. Notably, 85% of people under the age of 65 referred to memory ser-
vices were found not to have dementia.
Following the audit, three pan-London projects were initiated to reduce variation in 
care. Firstly, memory service clinical pathways were mapped, which revealed several 
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areas where e�  ciencies could be introduced to reduce time to diagnosis without 
impacting on quality of care. Guidance on streamlining pathways was published, and 
local implementation supported. Secondly, recommendations for several non-demen-
tia conditions were published to support memory services and general practitioners 
in managing patients with cognitive symptoms who do not have dementia. Thirdly, 
neuroimaging guidance was published to advise practitioners on the most appro-
priate use of brain scans in the investigation of suspected dementia.
Services are currently being re-audited to establish the impact of these improve-
ment projects. Data from the re-audit will be presented. 

P2.4. Clinicians’ communication with patients receiving an MCI 
diagnosis: Th e ABIDE project

VISSER Leonie1, VAN MAURIK Ingrid1, BOUWMAN Femke1, 
STAEKENBORG Salka2, VREESWIJK Ralph3, HEMPENIUS Liesbeth4, 
DE BEER Marlijn5, ROKS Gerwin6, BOELAARTS Leo7, KLEIJER 
Mariska8, VAN DER FLIER Wiesje1, SMETS Ellen9

1Alzheimer Center Amsterdam, Department of Neurology, Amsterdam 

Neuroscience, Vrije Universiteit Amsterdam, Amsterdam UMC, Amsterdam, 

Netherlands, 2Department of Neurology, Tergooi Hospital, Blaricum, 

Netherlands, 3Department of Clinical Geriatrics, Spaarne Gasthuis, 

Haarlem, Netherlands, 4Geriatric Center, Medical Center Leeuwarden, 

Leeuwarden, Netherlands, 5Department of Neurology, Reinier de Graaf 

Gasthuis, Delft, Netherlands, 6Department of Neurology, ETZ Hospital, 

Tilburg, Netherlands, 7Geriatric Department, NoordWest Ziekenhuis 

Groep, Alkmaar, Netherlands, 8Department of Neurology, LangeLand 

Ziekenhuis, Zoetermeer, Netherlands, 9Department of Medical Psychology, 

Amsterdam Public Health research Institute, Amsterdam UMC, University 

of Amsterdam, Amsterdam, Netherlands

Objective: The use of the label mild cognitive impairment (MCI) in clinical practice 
is challenging for clinicians, since it describes the individual’s current situation, 
but does not imply the cause of symptoms or prognosis in terms of dementia or 
symptom development. Despite these challenges, guidelines recommend accurate 
communication about the MCI diagnosis, cause, prognosis and long-term (care) 
planning. We aimed to explore clinicians’ communication about these issues in 
post-diagnostic testing consultations with MCI patients.
Methods: Thematic content analysis was used to qualitatively analyze clinicians’ 
communication during audiotaped consultations in which clinicians (n=10) 
disclosed diagnostic test results to 13 MCI patients and their care partners. All 
audio-recordings were independently coded by two coders, using a self-developed 
coding scheme. The coded communication combined with transcripts of the con-
sultations were further analyzed to extract core � ndings.
Results: The analyses yielded six core � ndings: clinicians  1) di� ered in the way 
they informed about the MCI diagnosis; 2) o� en addressed the cause of patients’ 
symptoms in a tentative manner; 3) (implicitly) steered against additional bio-
marker testing by an unbalanced presentation of arguments; 4) rarely speci� cally 
informed about the risk of developing dementia; 5) o� en informed about the 
expected course of symptoms by particularly emphasizing potential symptom 
stabilization/improvement in addition to progression, and; 6) did not engage in 
a conversation on long-term (care) planning.
Conclusion: Clinicians o� en did not provide MCI patients with speci� c information 
about the underlying cause, risk to develop dementia and implications for long-
term (care) planning. Since most patients and care partners have a strong need 
to explain the patient’s symptoms, and for information on prognosis and impli-
cations for the future, clinicians’ approach may not match with those needs. We 
should develop recommendations on how to optimally communicate about these 
issues, and develop tools to support clinicians in their adherence to MCI guidelines.
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P2.5. Dementia diagnostic processes and practices in Ireland: A 
national survey of clinicians who assess people with suspected 
dementia

TIMMONS Suzanne, DESIUN Anna, BEGLEY Emer, MANNING Mary

National Dementia O�  ce, Tullamore, Ireland

Background: The Irish National Dementia Strategy (2014) identi� ed timely diagno-
sis and intervention as a priority area. The National Dementia O�  ce established a 
Dementia Diagnostic Project to develop a framework for diagnostic services nation-
ally. As part of preparatory work, a national survey explored baseline peri-diagnostic 
practice in geriatric medicine, neurology and psychiatry of old age services.
Methods: A survey was developed by the project steering group, piloted, and then 
distributed to all 86 geriatricians, 39 neurologists, and 34 psychiatrists of Old Age 
Psychiatrists in Ireland. Two reminder e-mails were sent.
Results: In total, 56 clinicians responded (response rate 35%). The majority (74%) 
saw 1–20 People with Suspected Dementia (PwSD) per month. Most referrals came 
from general practitioners or other physicians; but rarely from health and social 
care professionals. Most people were referred speci� cally for their memory com-
plaint, rather than a co-morbidity. Waiting times for urgent review varied between 
24 hours and 4 years; neurology services had the longest waiting times. Only 30% 
saw PwSD in a dedicated clinic; about the same proportion saw PwSD in their own 
home; or in residential care settings. About half reported assessing people with 
intellectual disability and suspected dementia, mainly the neurologists.
The Montreal Cognitive Assessment was the most commonly used cognitive tool 
(89%), followed by the Addenbrook’s Cognitive Examination (56%). Only 17% com-
monly used functional brain imaging in diagnosis, mainly neurologists; half of 
respondents ‘never’ or ‘rarely’ used cerebrospinal � uid analysis. Multidisciplinary 
input was mainly from occupational therapists (61%), psychology/neuropsychol-
ogy (52%), and nursing disciplines (33%). When asked which discipline would most 
bene� t their diagnostic service, neurologists all chose psychology input; geriatri-
cians selected a range of disciplines.
Conclusion: The signi� cant variability within current services who see PwSD, in 
terms of multidisciplinary involvement, waiting times, setting, and supporting 
investigations, supports the need for a national diagnostic framework.

P2.6. Implementing dementia memory clinic models in primary 
care: Experiences from Ontario, Canada

MCAINEY Carrie1, VEDEL Isabelle2, BERGMAN Howard2, 
COUTURIER Yves3, INGRAM Jennifer4, HAWKINS Stacey4, 
HUNTSBARGER Deana5, KAY Kelly4, TONG Catherine1, LEE Linda6, 
ARSENAULT-LAPIERRE Genevieve2, KAASALAINEN Sharon7

1University of Waterloo, Waterloo, Canada, 2McGill University, Montreal, 

Canada, 3University of Sherbrooke, Sherbrooke, Canada, 4Seniors Care 

Network, Coburg, Canada, 5Kawartha Centre, Peterborough, Canada, 
6Centre for Family Medicine, Kitchener, Canada, 7McMaster University, 

Hamilton, Canada

The Canadian consensus guidelines on dementia recommend that the majority 
of cases of dementia are managed by general practitioners (GPs) in primary care. 
However, many GPs � nd it challenging to provide such care, as they may not feel 
they have the required dementia expertise. In addition, while some practices have 
moved towards team-based models, many practices are still organized to manage 
acute and simple chronic conditions, and not complex conditions like dementia. To 
address these issues, di� erent models of dementia care in the primary care setting 
have been developed. The purpose of this presentation is to describe two models 
that have been developed in Ontario, Canada and to examine the factors in� uenc-
ing implementation of these models in 8 primary care practices.
In this qualitative descriptive study, semi-structured interviews were conducted 
with 30 health care professionals (e.g., physicians, nurses, occupational therapists, 
pharmacists, administrators). The interviews were transcribed and two authors (CM 

& CT) independently coded two transcripts and developed the initial coding struc-
ture. CT then engaged in line-by-line coding, using a priori and thematic coding.
Three practices described themselves as being in the ‘early’ stages of implementa-
tion of their model and � ve considered their models to be ‘established’. Barriers to 
implementation of the models included: physician recruitment, balancing roles, 
wait times, and physical space constraints. Ten participants reported that there 
were no implementation barriers faced. Implementation facilitators included: sta�  
buy-in, training, use of an interdisciplinary approach, having leadership support 
and champions, and enjoying the work in dementia care.
Approaches to support GPs and other primary care providers in managing demen-
tia are needed. Findings from this study provide insight into the implementation 
of novel models of dementia care in primary care settings.

P3. Needs and experiences of people with dementia and their 
carers I

P3.1. Needs of young people with dementia: Views and experiences 
of people with young onset dementia and families

MCDERMOTT Orii, ORRELL Martin

University of Nottingham, Nottingham, United Kingdom

Background: People with young onset dementia (YOD) o� en have di� erent needs 
from older people with dementia but age appropriate local support is not always 
available. Our study entitled ‘Needs of young people with dementia’ aimed to 
explore the needs, unmet needs and their preferred type of support from the per-
spectives of younger people with dementia and their families.
Methods: The study comprised three stages: (1) Focus groups and interviews with 
young people with dementia (n=20) and their families (n=21), (2) UK-wide survey, 
and (3) consensus meeting. The qualitative data from focus groups and interviews 
were analysed to develop the survey. Thematic analysis of qualitative data and 
descriptive analysis of the survey were brought together to produce a lay sum-
mary report for the consensus meeting.
Results: Thematic analysis has highlighted: a ‘postcode lottery’ as availability of 
dementia services appropriate for younger people varied greatly depending on 
their locality, a lack of knowledge of YOD among local doctors leading to delayed 
diagnosis of dementia and a lack of sign-posting to appropriate post diagnostic 
support, and a lack of up-to-date YOD speci� c online information. Young people 
with dementia stated maintaining their ability to go out independently and to 
look a� er their home environment was particularly important. Di�  cult experiences 
of reduced social networks and the impact on family/spouse relationships were 
also highlighted. Finally, all participants who had access to peer-support groups 
emphasised the essentiality of ‘knowing you are not on your own’.
Conclusion: Experience of stigma and social isolation is not uncommon among 
young people with dementia. In addition to developing centralised guidelines and 
resources for timely YOD diagnosis and post-diagnosis support, strengthening 
peer-support networks and providing longer-term carer support was regarded as 
crucial to support their independence and to promote the social health of young 
people living with dementia and their families.

P3.2. Access to formal care in dementia: Th e international Actifcare 
study

VERHEY Frans, DE VUGT Marjolein, WOLFS Claire, KERPERSHOEK 
Liselotte, on behalf of Actifcare study team

Maastrich University, Alzheimer Centrum Limburg, Maastricht, 

Netherlands

Introduction: Many individuals are o� en not receiving services of the type, qual-
ity and timing that they need. The international Actifcare study aimed to better 
understand the reasons for inequalities in access to healthcare. At the macro level, 
we assessed and compared health care systems giving access to formal home care 
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across Europe using literature review, expert consultation and focus groups. At the 
individual level, performed a cohort study in 8 EU countries in order to examine 
the predisposing and enabling factors for access to formal care, needs and quality 
of life in community dwelling dementia patients and their carers. This was com-
bined with a cost–consequences analysis, based on the clinical and economic data. 
Based on these empirical � ndings, we formulated recommendations to improve 
access to formal care across Europe.
Results: Facilitators for formal care use were a lower score on instrumental and daily 
activities of life, the person with dementia living alone, having a higher educated 
informal carer, and the informal carer visiting a support group. Older and higher 
educated people with dementia and younger carers found access to home per-
sonal care easier, and lower educated carers were more likely to be admitted sooner. 
These � ndings indicate inequity in access to care. Qualitative results showed that 
there was a lack of information about available services, and that having a key con-
tact person was regarded as crucial. The number of unmet needs was associated 
to a lower quality of life, but not to costs. Thus, untimely access to care does not 
impact short-term costs but reduces quality of life. Future research should assess 
the longer-term e� ects as well as focus on strategies to prevent unmet needs.

P3.3. Caring for relatives with agitation at home: A qualitative study 
of positive coping strategies

HOE Juanita1, LIVINGSTON Gill2, JESNICK Leah2, TURNER 
Rebecca2, LEAVEY Gerry3

1City, University of London, London, United Kingdom, 2UCL, London, 

United Kingdom, 3Ulster University, Coleraine, United Kingdom

Background: In the middle and later stages of the illness, over 50% of people 
with dementia will experience agitation, including repetitive speech, sounds and 
movements, verbal abuse, shouting, restlessness and aggression.  Agitation is 
associated with family carer distress resulting in the breakdown of care and care-
home admission.  Trials of psychological interventions for reducing agitation in 
people with dementia living at home have been unsuccessful.  Our aim was to 
identify successful strategies of family carers with relatives with dementia and 
agitation living at home, to inform future care interventions.
Methods: We held a focus group with participants from the Alzheimer’s Society 
Research Network, who suggested topics for inclusion in the individual interview 
schedule.  We then conducted in-depth individual interviews with 18 family car-
ers.  All were caring for a relative with dementia and symptoms of agitation.  We 
asked the carers to talk about their experiences and explored the agitation (type, 
severity, duration, provocation factors and reaction) and the e� ectiveness of strat-
egies used.  We used thematic analysis to identify emerging themes.
Results: Carers described initial surprise and then acceptance that agitation is a 
dementia symptom and learned to respond � exibly.  Their strategies encompassed: 
prevention of agitation by familiar routine; reduction of agitation by addressing 
underlying causes and using distraction; preventing the situation getting worse 
through enabling risk, not arguing; and control of their emotional responses by 
ensuring their relative’s safety then walking away, carving out some time for them-
selves and using family and services for emotional and practical help.
Conclusions: Overall family carers devised, learnt and implemented e� ective strat-
egies to reduce or avoid agitated behaviour, and this enabled them to continue 
caring for their relative at home for longer.  These interviews provide valuable 
information on potentially helpful strategies that can be manualised and tested 
in future randomised controlled trials for clinical e� ectiveness.

P3.4. Dat ben ik (Th is is me) – Th e app conversation starter based on 
good memories

KOSTER Yvonne1, VAN OTTERDIJK Robin2

1Alzheimer Nederland, Amersfoort, Netherlands, 2Proxcellence, Den Bosch, 

Netherlands

Starting a conversation with someone who has dementia can be di�  cult some-
times. How do you connect with someone who struggles to answer all kinds of 
questions because the memories are too hard to reach? The app “Dat ben ik” (This is 
me), for iOS and Android, originates from a grandchild’s wish to talk to his grandpa. 
The app can be used as a conversation starter, by reminisce on good memories. It 
can be � lled with personal stories using pictures, text, video and audio. The laugh-
ter of a grandchild, the holiday pictures of 1950 or the sound of the ballet class can 
all bring back memories and makes it easier to connect.
The app is being developed in close contact with caregivers, relatives and health 
professionals. “This is me” is a collaboration of Alzheimer Nederland, SAP and Prox-
cellence, in order to combine substantive and technological knowledge.  
The presentation will show the process of development: how the idea of a grand-
child trying to reach his grandfather was embraced by three organisations to 
start developing.

P3.5. Th inking ahead: Older carers’ declining health and fears about 
the future

GREENWOOD Nan

FHSCE, St George’s University of London and Kingston University, London, 

United Kingdom

As populations age, numbers of unpaid, o� en family carers are growing. Data from 
the United Kingdom (UK) show that numbers of carers in general have increased 
by approximately 11% since 2001, but numbers of older carers have grown by over 
35% over the same period. The proportion of carers aged over 85 years is increas-
ing particularly rapidly. Many of these older carers are supporting someone living 
with dementia.   
We undertook a two-phase qualitative focus group study including 17 older carer 
(aged 70+ years) participants of people living with dementia in London, UK where 
we asked the participants to describe their experiences as older carers. Focus groups 
were audio recorded, transcribed and analysed thematically.
In the � rst phase, carers emphasised their love for the care recipients and the 
need to remain positive. They highlighted a range of challenges and satisfactions 
in their role. Satisfactions included a sense of achievement and personal growth 
whilst the challenges included tiredness, loneliness and di�  culties in accessing 
support. Carers’ own declining health and concerns about what would happen 
to their loved ones if they died or were unable to care featured prominently. In 
the second phase, we asked carers to focus speci� cally on their concerns for the 
future.  Analysis here showed how anxiety about the future care of their loved 
ones negatively a� ected older carers’ well-being. It also identi� ed how di�  cult 
they found it to broach the topic with the person they cared for, the wider family 
and with professionals. Those that had made practical plans for the future high-
lighted their enormous sense of relief. Carers here suggested the voluntary sector 
was ideally placed to provide carers with support in planning for the future. Many 
carers thought this support could best be provided in groups giving both peer 
support and support from trained volunteers and professionals.

P3.6. Caregivers’ beliefs about dementia: Findings from the IDEAL 
study

QUINN Catherine1, JONES Ian Rees2, MARTYR Anthony3, NELIS 
Sharon3, MORRIS Robin4, CLARE Linda3

1Centre of Applied Dementia Studies, University of Bradford, Bradford, 

United Kingdom, 2Wales Institute for Social and Economic Research, Data 

and Methods, Cardi�  University, Cardi� , United Kingdom, 3REACH: � e 

Centre for Research in Ageing and Cognitive Health, University of Exeter, 

Exeter, United Kingdom, 4King’s College London Institute of Psychiatry, 

Psychology and Neuroscience, London, United Kingdom

Informal caregivers of people with dementia develop their own beliefs about the 
condition, referred to as dementia representations (DRs), as they try to make sense 
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of the changes they are observing. A better understanding of caregivers’ DRs would 
enable healthcare professionals to provide more targeted support. The � rst aim 
of this study was to provide a pro� le of the types of DRs held by caregivers. The 
second aim was to examine the impact of caregivers’ DRs on their well-being, sat-
isfaction with life (SwL), and caregiving stress. The participants were 1264 informal 
caregivers of people in the mild-to-moderate stages of dementia from time-point 
1 of the IDEAL cohort study. DRs were measured using questionnaire items cover-
ing: identity, cause, control, and timeline. Open-ended questions on identity and 
cause were analyzed using directed content analysis. Multivariate modelling was 
used to investigate associations between components of DRs and well-being, 
SwL, and caregiving stress. We found that almost half (49.2%) of caregivers used 
a diagnostic term to describe the person’s condition, although 93.4% of caregiv-
ers stated they were aware of the diagnosis. Higher well-being, SwL, and lower 
caregiving stress, were associated with the use of an identity term relating to spe-
ci� c symptoms of dementia, attributing the cause to ageing or not knowing the 
cause, and believing the condition would stay the same. Lower well-being, SwL, 
and higher caregiving stress were associated with believing there was little that 
could be done to control the e� ects of the condition. The � ndings indicate that 
healthcare professionals should assess and gain an understanding of caregivers’ 
DRs in order to provide more tailored information and support.

P4. INTERDEM – Technology and human interaction: INDUCT: 
Best practice guidance on human interaction with technology 
in dementia

DROËS Rose-Marie1, ORRELL Martin2, VERHEY Frans3, VERMEER 
Yvette4, LIBERT Sebastien4, GABER Sophie5, WALLCOOK Sarah5, 
RAI Harleen6, CAVALCATI BARROSO Aline6, VAN DER MOLEN – 
VAN SANTEN Joeke3, BEENTJES Kim3, BARTELS Sara7, CHRISTIE 
Hannah7, MIRANDA Rose8, VAN DAEL Annelien8, SHIELLS Kate9, 
PINTO BRUNO Angel3, DIAZ BAQUERO Angie Alejandra10

1Alzheimer Center Limburg/Maastricht University, Maastricht, the 

Netherlands, 2University of Nottingham, Nottingham, United Kingdom, 
3VU University Medical Centre, Amsterdam, Netherlands, 4University 

College London, London, United Kingdom, 5Karolinska Institute, 

Stockholm, Sweden,6University of Nottingham, Nottingham, United 

Kingdom, 7Alzheimer Center Limburg/Maastricht University, Maastricht, 

Netherlands, 8Vrije Universiteit Brussel, Brussel, Belgium, 9Charles 

University, Prague, Czech Republic, 10Universidad de Salamanca, 

Salamanca, Spain

INDUCT (Interdisciplinary Network for Dementia Using Current Technology) is 
a Marie Sklodowska Curie funded International Training Network. It is aimed at 
developing a multi-disciplinary, inter-sectorial educational research framework 
for Europe to improve technology and care for people with dementia, and to pro-
vide the evidence to show how technology can improve the lives of people with 
dementia. Within INDUCT (2016–2020) 15 Early Stage Researchers work on projects 
in three technology areas: Technology to support every day life; technology to pro-
mote meaningful activities; and health care technology.
The following transversal objectives were formulated by INDUCT: 1) To determine 
the practical, cognitive and social factors needed to make technology more useable 
for people with dementia; 2) To evaluate the e� ectiveness of speci� c contempo-
rary technology; and 3) To trace facilitators and barriers for implementation of 
technology in dementia care.
In this symposium, the Early Stage Researchers of INDUCT will present their main 
recommendations resulting from the research projects. These recommendations, 
which are meant to be helpful for di� erent target groups (i.e. people with demen-
tia, their formal and informal carers, policy makers, designers and researchers) 
were integrated in a digital Best Practice Guidance on Human Interaction with 
Technology in Dementia. The main aim of the Best Practice Guidance, which will 
also be presented at the symposium, is to improve the development, usage and 

implementation of technology for people with dementia in the three mentioned 
technology areas.
This Best Practice Guidance is the result of the intensive collaborative partnership 
of INDUCT with academic and non-academic partners as well as the involvement 
of representatives of the di� erent target groups throughout the INDUCT project.
Acknowledgements: The research presented was carried out within the Marie Sklo-
dowska Curie International Training Network (ITN) action, H2020-MSCA-ITN-2015, 
grant agreement number 676265. 

This session is organised by INTERDEM.

P5. Neuronet: European research collaboration in Alzheimer’s 
disease and beyond

P5.1. Th e Innovative Medicines Initiative and its neurodegeneration 
portfolio

VAUDANO Elisabetta

Innovative Medicines Initiative, Brussels, Belgium

Some 179 million Europeans are living with brain disorders including neurodegen-
erative diseases e.g. Alzheimer’s disease. Mental health conditions, like depression, 
o� en accompany such diseases increasing the complexity and the burden for the 
a� ected individuals and society. There is still no cure for neurodegenerative disor-
ders nor a treatment able to slow the progression of disease, and the best patients 
can hope for is a treatment to alleviate their symptoms. Unfortunately, for many 
patients, the limited treatments on o� er do not work or come with severe side 
e� ects. Part of the problem is that developing new drugs is a slow, costly process, 
and this is especially true for drugs for neurodegenerative disorders. Despite sig-
ni� cant investment by both the public and private sector to tackle the challenge, 
while there has been some basic progress, we still do not have tangible results 
such as a new Alzheimer’s treatment. The achievement of such target will depend 
on the ability to break silos and work together across stakeholders with a common 
agenda. The silos are both scienti� c (e.g. “disease silos”) and due to di� erence in 
culture and incentives among the complex stakeholder community (industry, aca-
demia, regulators, payers etc). Most importantly, it is necessary that the patients are 
partners to ensure meaningful outputs and outreach to the citizens for full societal 
impact. The Innovative Medicines Initiative (IMI) has been a champion of these 
approaches and has particularly invested in neurodegenerative disorders research, 
with speci� c focus on Alzheimer’s disease. In my talk, I will present examples of 
the important partnerships established by IMI, the resources developed and the 
already delivered results to show the power and further potential of the IMI model.

P5.2. Neuronet – Effi  ciently networking European neurodegeneration 
research

DÍAZ Carlos1, PLA Sandra1, COLL Nina1, GEORGES Jean2, BOUVY 
Jacoline3, MARSTON Hugh4, PRADIER Laurent5, ROACH Arthur6, 
TRABER Martin7, MERLO-PICH Emilio8, PEMBERTON Darrel9

1SYNAPSE, Barcelona, Spain, 2Alzheimer Europe, Luxembourg, 

Luxembourg, 3NICE, London, United Kingdom, 4Eli Lilly, Windlesham, 

United Kingdom, 5Sano� , Chilly, France, 6Parkinson’s UK, London, United 

Kingdom, 7Roche, Basel, Switzerland, 8Takeda, Glattpark, Switzerland, 
9Janssen Pharmaceutica, Beerse, Belgium
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NEURONET is a new Innovative Medicines Initiative (IMI) Coordination and Support 
Action (CSA) aiming to support and better integrate projects in the growing IMI 
Neurodegenerative Disorders (ND) portfolio. Its primary objective is to establish 
an e�  cient platform to drive synergy and collaboration across IMI ND projects, 
multiplying their impact, enhancing their visibility and facilitating coordination 
with related initiatives both in Europe and globally.
NEURONET has been conceived as an eminently operational, pragmatic and agile 
instrument that will analyse information, assets and needs from the various ND 
initiatives supported by IMI in order to accelerate the development and implemen-
tation of novel therapeutics in this area across Europe. This will be achieved by 
developing a platform that, on the one hand, will facilitate interactions between 
IMI ND projects and provide management support to the whole programme, and, 
on the other hand, will map and assess their scienti� c impact and their intellectual 
and technological contributions. Moreover, NEURONET will also aim to identify 
common issues across projects, share the lessons learned and assist in the build-
ing of future projects that could address any detected unmet needs in the � eld. 
All NEURONET learnings and analyses will be recorded, and a series of actions 
will be recommended for optimizing their value, accessibility and sustainability.
Although resources in NEURONET are very limited, the resources invested in the 
IMI ND project portfolio are huge (in terms of capacity and expertise). Therefore, 
NEURONET aim will be to catalyse those resources, by creating structures that 
help create common direction, de� ne problems and harness the power of the dif-
ferent projects towards jointly bene� cial outcomes. Designed to take a di� erent 
approach to typical CSAs, NEURONET ultimate aim is to fuel scienti� c progress and 
collaboration that can improve the lives of the millions of people who live with 
neurodegenerative diseases.

P5.3. Patient and Public Involvement in the IMI research portfolio

DIAZ Ana

Alzheimer Europe, Luxembourg, Luxembourg

The presentation will introduce the concept of Public and Patient Involvement 
(PPI) in dementia research. It will focus on di� erent ways in which organisations, 
like Alzheimer Europe, can contribute to the IMI research portfolio, in particular 
though the involvement of people a� ected by dementia at di� erent points of the 
research cycle. PPI is about carrying out research ‘with’ or ‘by’ people a� ected by 
dementia rather than ‘to’, ‘about’ or ‘for’ them” and should be conducted in such 
a way that it promotes their meaningful and active involvement, representing a 
true partnership between people a� ected by dementia and researchers. Examples 
of the work that AE and its European Working Group of People with Dementia have 
conducted in the context of PPI with di� erent IMI projects will be provided. The 
presentation will also brie� y highlight speci� c European initiatives and organi-
sations, such as the IMI-funded project PARADIGM, currently working to develop 
models of meaningful patient involvement. 

This session is organised by NEURONET.

P6. Awareness and policy campaigns

P6.1. Global Dementia Friends Network: Taking action and delivering 
impact at a global level

FERNANDEZ GOMORA Daniela1, VAN DEN BOS Katrine2

1Alzheimer’s Society, London, United Kingdom, 2Alzheimerforeningen, 

Kobenhavn, Denmark

Globally there has been a persistent lack of understanding that dementia is a 
medical condition and broader stigma is still widely associated.
The Dementia Friends programme is the biggest initiative to raise awareness of 
dementia, change perceptions and address stigma. Every Dementia Friends pro-
gramme is di� erent, tailored depending on the country, and sometimes named 
di� erently to suit the cultural context. Alzheimer’s Society coordinates the Global 
Dementia Friends Network (GDFN), supporting other countries to develop their 
own Dementia Friends programmes by providing capacity building support and 
fostering a global network. Under the GDFN, national Alzheimer’s associations and 
other organisations in more than 45 countries are working together to transform 
societies and enable those a� ected by the condition to feel empowered and realise 
their rights by actively challenging stereotypes and discrimination.
The simple and accessible approach of Dementia Friends has delivered impactful 
results globally: 86% Dementia Friends in England and Wales have a better under-
standing of dementia, 67% of Dementia Friends in Germany feel more con� dent 
interacting with people with dementia, 83% of GDFN members have used Demen-
tia Friends to engage with the health & social care sector while others have used 
Dementia Friends to engage with and support dementia self-advocates, to engage 
policy makers and to develop intergeneration approaches. It also contributes to 
the WHO target that ‘50% of Member States must have at least one dementia-
friendly initiative by 2025.’ To date, members of the GDFN have collectively created 
more than 16 million Dementia Friends across all continents.
This session will be delivered by representatives from Alzheimer’s Society (Eng-
land & Wales) and Alzheimerforeningen (Denmark), discussing the impact of their 
Dementia Friends programmes and will present a 3-minute � lm showing how 
Dementia Friends globally are turning knowledge into action, transforming the 
way the world thinks, acts and talks about dementia.

P6.2. Delisting of anti-Alzheimer’s drugs in France: An exclusive 
survey of France Alzheimer’s and related diseases

FRASCA Guillaume, GILLY Lorène

France Alzheimer’s and related diseases, Paris, France

Since June 2019 and the decision of the French government to stop the reimburse-
ment of the four drugs used to treat Alzheimer’s disease and related disorders, 
France Alzheimer has repeatedly raised the alarm to draw attention on the grow-
ing distress caused to the 3 million of families a� ected. To make their voices and 
truths heard, the French organisation conducted a national survey between Octo-
ber 9 and November 16, 2018 and questioned 2,547 people:

• 2,463 caregivers
• 84 people with dementia .

Le�  with no alternative solution, people with dementia and their caregivers are 
su� ering the full consequences of the total delisting of the so-called “anti-Alzhei-
mer’s” drugs. In response to the French Government’s intransigence, this national 
survey has been conducted to raise awareness of the issue. Its results show three 
direct and worrying consequences:

• The sudden cessation of the treatment is causing a brutal increase of 
the cognitive impairments. This deterioration was reported by 52% of 
respondents. 

• Families already under pressure now have to pay considerably more for 
these treatments out of their own pockets: 2 out of 3 respondents were 
taking at least one of the four drugs when the announcement of the del-
isting was made. 20% have stopped their treatment and 10% expect to 
stop soon, mainly because of the excessive cost, especially given that VAT 
on these drugs has increased by 8 percentage points.

• The therapeutic relationship between doctor and patient has broken down. 
Only 55% of those who have decided to stop taking their treatment will 
continue to see a specialist, 38% have already stopped doing so, and 7% 
are considering it.
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For the sake of people with dementia and their families, the Government must 
now prioritise research to o� er patients long-term solutions that are fully funded 
and appropriate for their needs.

P6.3. Forget dementia, remember the person!

CONSTANT Olivier

Flanders Centre of Expertise on Dementia (Expertisecentrum Dementie 

Vlaanderen), Antwerpen, Belgium

If we focus on the possibilities of people with dementia instead of their limita-
tions, their dementia will disappear behind their talents and not the other way 
round, that is the starting point of the Flemish awareness raising campaign ‘Forget 
dementia, remember the person’ (‘Vergeet dementie, onthou mens’). The innova-
tive and emancipatory story of this campaign forms one of the foundations of the 
Dementia Strategy of Flanders (Belgium) and is written together with people with 
dementia and their caregivers. Their vision is the beating heart of ‘Forget demen-
tia, remember the person’, with a clear starting point: respectful communication 
is the basis for person-centered care and an inclusive society.
On the dynamic web platform and social media of the campaign, people can � nd a 
wide range of dementia-friendly communication tools, as a starting point to break 
down the stigma on dementia and to give a voice to the person behind the con-
dition. We’ve released a series of cartoons that translate the campaign baseline. 
Together with a professional photographer and people with young-onset dementia 
we made posters that carry out the message. We made four short graphic novel-
stories about communication in the last stages of dementia when words disappear. 
People can order for free photographs from a picture database. But the beating heart 
of the campaign, are the personal stories of the experts, namely the persons with 
dementia, their caregivers and the people who experience dementia day-to-day.
In this presentation, we explain the vision behind the campaign, we give snap-
shots of the rich source of communication tools developed, we share highlights 
of the personal testimonies we recorded and we will share the short animation 
movie ‘Forget dementia, remember the person’, written together with people with 
dementia who will also be present at the conference to share their experiences 
with the international audience.

P6.4. Shifting from awareness raising to creating meaningful 
outcomes for people living with dementia

HUGHES Jeremy, FRANCIS Vivienne, ROBERTS Pamela

Alzheimer’s Society, London, United Kingdom

In 2019, Alzheimer’s Society embarked on making our communications and pol-
icy programmes ever more outcome focused, insight driven and evidence based.   
No longer is it okay for charities’ to only broadcast messages and hear anecdotally 
that programmes are making a di� erence. We must all work hard to understand 
audience insights – those from our bene� ciaries and the public – so we can make 
sure communications and our programmes are e� ective in changing people’s 
behaviours around dementia and, most importantly evidence the meaningful 
actions taken and create the change we want to see.
We believe that people living with dementia have the right to live free from discrimi-
nation. The right to be recognised as who they are and not de� ned by a diagnosis. 
And the right to continue with day-to-day life, being included in our communities 
and not live in isolation or loneliness. But how do we know that things are get-
ting better? That a� er all these years, that we’ve made a considerable di� erence?
Hear from Vivienne Francis, Director of Marketing and Communications, who will 
discuss latest � ndings on how the public’s discourse around dementia in the UK 
has changed and how we are using this insight and insight from over 500 people 
living with dementia to shape our dementia-friendly communities programme 
and accelerate the movement for change.

Pamela Roberts, living with dementia and her daughter Joanne, will join us to share 
the di� erence they’ve seen in their local community and how our communications 
and programmes are leading the grassroots movement for change. 

P6.5. Paving the way for more women in dementia research

KEILY Aoife, GRAY Katherine

Alzheimer’s Society, London, United Kingdom

Research has shown that studies with at least one female contributor are more 
likely to tackle women’s health issues and di� erence between the sexes and we 
know that dementia is an issue that disproportionately a� ects women.
The number of women in science, technology, engineering and mathematics (STEM) 
occupations is beginning to increase. Analysis of the UK labour force survey for 
2018 by WISE records around 900,000 women in STEM occupations, but this still 
only makes up only 22% of the total STEM workforce. The majority of women with 
STEM quali� cations do not work in STEM careers, unlike their male counterparts. 
This means that the � eld is haemorrhaging talent.
Alzheimer’s Society is working hard to attract excellent researchers to demen-
tia research and to keep them there. We have done this through taking part in 
establishing the UK Dementia Research Institute, as well as building supportive 
relationships with and rewarding our excellent researchers through our Dementia 
Research Leaders Programme.
We have most recently become one of the few charitable funders who provide 
maternity/paternity/adoption and sick pay and leave for our PhD students as well 
as providing guidance and support for more senior researchers. Our researchers 
have told us that lack of work life balance and support from research institutes is 
a major factor contributing to women leaving research.
We believe that research funding organisations have a key role to play in keep-
ing excellent female researchers in the � eld. We are continuously evaluating our 
research funding schemes to remove any gender based bias and support women 
in research. Of our 154 active research projects 85 are led by women, representing 
55% of the current portfolio.
This session explores Alzheimer’s Society’s and other initiatives that can foster 
and retain female expertise in dementia research.

P6.6. Promoting a brain-healthy lifestyle to reduce dementia risk: 
Results from the MijnBreincoach public health campaign

HEGER Irene, VAN BOXTEL Martin, DE VUGT Marjolein, VERHEY 
Frans, KÖHLER Sebastian, DECKERS Kay

Alzheimer Centrum Limburg, School for Mental Health and Neuroscience, 

Maastricht University, Maastricht, Netherlands

Background: Preventing or delaying dementia onset is a public health priority, but 
requires awareness in the population and targeted strategies. A public health cam-
paign to raise awareness of dementia prevention, targeting 12 previously identi� ed 
lifestyle-related risk and protective factors, ran from March 2018 to January 2019 
in the South of the Netherlands.
Methods: The MijnBreincoach public health campaign aimed at raising awareness 
of the relationship between lifestyle and brain-health using the tagline ‘We are 
the medicine ourselves’ targeting people aged 40–75 years old in the province of 
Limburg (Netherlands). It used both a mass media and a community-participation 
approach (divided over 3 living labs). Part of the campaign was a freely accessi-
ble eHealth platform (MijnBreincoach app) that � ags individual room-for-lifestyle 
improvement and produces daily noti� cations on improving brain-health. A survey 
of the public knowledge about lifestyle and brain-health was conducted in two 
independent samples before (September 2017) and a� er (February 2019) the cam-
paign to assess population-level change in awareness.
Results: Physical activity and healthy diet were recognized more o� en by peo-
ple as being protective against dementia at the post-assessment (71% and 61%, 
respectively) in comparison with the pre-assessment (63% and 50%, respectively). 
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Approximately 20% of the respondents had heard about the campaign and more 
than 30% recognized the campaign material (e.g. lea� ets). Those exposed to the 
campaign, were signi� cantly more aware of dementia risk reduction and were more 
motivated to take action to improve their own brain-health. The community-partic-
ipation approach with more and targeted exposure resulted in better recognition of 
campaign material and more people who had heard about the MijnBreincoach app.
Conclusions: Public health interventions on dementia risk reduction are both rel-
evant and feasible, and increase awareness and willingness to take action in those 
exposed. Hence, future large-scale campaigns should aim at maximizing exposure 
in the general population.

P7. Technology

P7.1. Transforming research into resource: A massive open online 
course to support carers as dementia progresses

POOLE Marie1, YEMM Heather1, YOUNG Julie2, DAVIS Nuala1, 
ROBINSON Louise1

1Newcastle University, Newcastle upon Tyne, United Kingdom, 
2Northumberland, Tyne & Wear NHS Foundation Trust, Newcastle upon 

Tyne, United Kingdom

To translate empirical research � ndings on improving end of life dementia care into 
an accessible educational resource for carers, we have developed a free, massive 
online open course (MOOC).  To address unmet support needs of family carers of 
people with advancing dementia, the MOOC provides an educational resource to 
prepare and empower learners. Based on a model of interactive social learning, the 
MOOC provides a � exible and interactive approach to learning which can accom-
modate caring commitments and enable global participation. 
Re� ecting key UK government recommendations on supporting carers, the course 
focuses on: guiding carers to understand dementia as a progressive, life-limiting 
condition; decision-making and advance care planning; and recognising their 
own needs as carers.
Based on 7 key components of good end of life care the interactive content is deliv-
ered through articles, videos, discussion steps, quizzes and images.  Personal and 
professional perspectives and experiences of care towards end of life are shared 
by family carers and health and social care professionals alongside research-based 
written content. 
The MOOC has achieved signi� cant global reach during the initial release.  To 
date, over 2000 learners from 100 countries joined to learn more about dementia 
progression.  Over half of participants were aged over 56, and a quarter over 65, 
indicating relevance to carers of all ages.  Through posting comments – sharing 
advice and experiences – learners have created a supportive global community. 
Initial � ndings suggest that this model can support meeting unmet needs for 
carers of people with advancing dementia.  Disseminating research � ndings in a 
timely and accessible way through an interactive platform enables learners to � nd 
out more about dementia progression and access support from peers.  Explora-
tion of internet access, relevance of UK � ndings, systems and English language in 
an international context are ongoing.

P7.2. Promoting adoption of assistive technology among people with 
dementia

ØKSNEBJERG Laila1, WOODS Bob2, WALDEMAR Gunhild3

1Danish Dementia Research Centre, Bagsværd, Denmark, 2Dementia 

Services Development Centre Wales, Bangor, United Kingdom, 3Danish 

Dementia Research Centre, Copenhagen, Denmark

Assistive technology (AT) has potential to support cognition and self-management 
of people with dementia and an increasing amount of AT is promoted as applicable 
within this scope. However, there is growing awareness on the many challenges 
that need to be addressed in research to provide evidence-based AT for people with 

dementia, e.g. the need for user-involvement in design and test of AT, and the need 
for applicable and e� ective methods to promote adoption and adherence to AT.
In the ReACT study [1] a holistic app solution to support self-management of people 
with dementia was designed and tested through a process of extensive user-
involvement. Secondly, two studies were conducted to explore various methods for 
dissemination and adoption of the app among people with dementia. One study 
explored a method of group-based cognitive rehabilitation (N=19) and the other 
study explored a self-applied method of implementation (N=112).
Results have shown that both methods were applicable and e� ective to promote 
adoption of AT and long-term adherence. In general, there was great variation in 
background and disease-related factors among those who adopted AT, but the 
results demonstrated a signi� cant impact of timely intervention and caregiver 
support on adoption of AT among people with dementia. 
The results of this study provide new and important perspectives on user-involve-
ment in design and test of AT for people with dementia and the importance of 
providing structured interventions tailored to people with dementia to promote 
adoption and adherence to AT.
[1] ReACT: Rehabilitation in Alzheimer’s disease using Cognitive Support Technol-
ogy: http://www.videnscenterfordemens.dk/react-in-english/ 

P7.3. Th e digital future of dementia health and care

COOPER Nicola, ANDERSON Gillian

Alzheimer Scotland, Edinburgh, United Kingdom

Digital solutions have the potential to transform the lives of people with dementia, 
their families and carers but only if we can ensure fair access and the opportunity 
to fully engage with this rapidly developing area of innovation.
The next decade will see digital services exert a major in� uence over how people 
connect with health and social care services and it is important the active voice of 
people with dementia, families and carers shape these developments. 
Alzheimer Scotland is leading a Scottish Government funded ‘National Test of 
Change’ which aims to support better self-management outcomes for people whose 
lives are a� ected by dementia through early intervention digital solutions. We are 
working with 15 partners from health, social care, housing and the third sector to 
scrutinise where the digital future might take us, ensuring ethical and moral con-
cerns can be addressed. 
Our digital lead team will demonstrate how we have engaged with people with 
dementia and their support networks to ensure digital services and products 
are designed inclusively and trusted by this community. We will show how high 
street consumer technology can be used to create a person-centred digital care 
environment and highlight opportunities for the internet of things, voice assis-
tants and wearable technology to provide solutions tailored to individual needs, 
preferences and circumstances.
This national project will help to improve the accessibility and quality of digi-
tal health and care services across Scotland. The potential is for more people to 
remain in their homes for longer and have greater choice in their options around 
self-management, and that families have greater peace of mind. 
We seek to enhance understanding and the adoption of person-centred digital 
solutions, as we have seen and can evidence the bene� ts.

P7.4. Memory service professional practice regarding assistive 
technology in England

NEWTON Lisa1, ROBINSON Louise1, ADAMSON Joy1, TAYLOR 
John-Paul1, BRITTAIN Katie2

1Newcastle University, Newcastle upon Tyne, United Kingdom, 
2Northumbria University, Newcastle upon Tyne, United Kingdom

Background: Assistive technology (AT) could potentially support people with demen-
tia to live independently for longer. Research has highlighted a complex system 
surrounding the provision of AT. General Practitioners and families living with 
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dementia do not know where to get information on or how to access AT. Path-
ways need to be clari� ed to support people with dementia to obtain AT. In England, 
Memory Services (MS) are the � rst service providing information a� er diagnosis.  
This presentation explores the results of two surveys exploring MS professional 
practice surrounding AT in England.
Methods: Two surveys were developed and piloted with MS professionals. One sur-
vey for MS managers or lead professionals looking at service characteristics and 
another survey to MS professionals looking at individual professional practice. 
Professionals included: psychiatrists, specialist dementia nurses, psychologists, 
occupational therapists and other professionals in direct contact with people 
living with dementia. Each survey included � xed response and open-ended ques-
tions. Surveys have been distributed via the Royal College of Psychiatrists memory 
service national accreditation programme and the National Institute for Health 
research portfolio to more than ninety-two MS.
Results: Surveys are open until 31/5/19.  Preliminary responses (n=592) have been 
analysed using descriptive statistics and thematic analysis of open ended ques-
tions. Results highlight the diversity of MS in England and a wide range of standard 
practice surrounding the provision of information on and support provided to 
access AT. This is surprising, given England has had a National Dementia Strategy 
and Prime Minister’s challenge on dementia for many years.   
Conclusions: Development of pathways to help people with dementia to obtain 
AT need to be clari� ed, but in the MS setting this will be challenging given the 
diverse MS landscape and variety of information and support provided to people 
with dementia.

P7.5. An online service for people with memory disease – Case 
Muistipuisto® (Memory Park)

LAUNIAINEN Helena1, TAMMINEN Anna2

1Miina Sillanpää Foundation, Helsinki, Finland, 2Alzheimer Society of 

Finland, Helsinki, Finland

Introduction: Muistipuisto® is an online service with the focus of brain health 
of people with memory disease and elderly population. It was developed by two 
NGOs, the Alzheimer Society of Finland and Miina Sillanpää Foundation. It is free 
of charge for the user. There are of plenty brain-training applications and online 
programs that focus on speci� c areas of brain health. Most of them have an inad-
equate theoretical basis and rarely meet the user requirements of people with 
memory disease.
Aim: The aim of Muistipuisto® is to provide new theoretically proven ways for 
enhancing one’s brain health. The service applies game-design elements and game 
principles to improve user’s motivation, engagement, learning and lifestyle changes.
Methods: Service design principles were implemented in an iteratively designed 
development project of Muistipuisto®, ensuring website’s value, users’ satisfac-
tion and usability for its’ users. All together, 2000 people with memory disease, 
their caregivers, volunteers and professionals took part in service creation, ensur-
ing that the service meets their speci� c needs and have value for them. The service 
design principles and multimodal methodology enabled to empathize with the 
target groups and build up a genuine understanding of their experiences, needs 
and wishes.
Results: Muistipuisto® was launched in Finnish on September 12th, 2018. There 
have been over 30,000 users during the � rst six-month period. The feedback indi-
cates, that the service provides a meaningful way for enhancing brain health in 
the areas of cognitive training, mental wellbeing, exercise, brain healthy diet, and 
music and memories.
Discussion: Service design thinking provides new perspectives for improving exist-
ing services and creating new ones, particularly for the people with memory disease 
and elderly population. An iterative design methodology provides � exible ways to 
test service content and user interface throughout the development process, and 
hence increase the quality of user experience.  

P7.6. Th e use of artifi cial intelligence and automatic speech and 
image analysis for remote cognitive testing

TRÖGER Johannes3, KÖNIG Alexandra1, RAMAKERS Inez2

1INRIA, Cobtek 1CoBTeK (Cognition-Behaviour-Technology) Lab, Memory 

Clinic, University Côte d’Azur, Nice, France, 2School for Mental Health and 

Neuroscience (MHeNS), Maastricht University Medical Center, Maastricht, 

Netherlands, 3German Research Center for Arti� cial Intelligence, 

Saarbrücken, Germany

Today, the procedure of getting enrolled as participant in clinical dementia trials 
are rather lengthy, costly, invasive and characterized by high failure rates – only 
one of ten initial candidates is selected. Besides, older adults living in rural areas 
rarely even onboard into trials due to the limited access and long travel times to 
clinics. Thus, there is an increasing need for innovative tools to detect early signs 
of cognitive decline remotely; ecologically valid and sensitive methods are required 
to improve accessibility as frontline screening in the general population for clini-
cal trials as well as remote disease tracking. 
Hinging on recent advances in automatic speech analysis and computational lin-
guistics, the DeepSpa project aims to explore the use of a telecommunication-based 
system empowered by arti� cial intelligence (AI) to facilitate large scale popula-
tion based pre-screening and monitoring of potential trial participants. For this, 
the objective is to validate a semi-automated telephone tool for neurocognitive 
pre-screening and pre-selection of participants of clinical trials targeting vari-
ous neurodegenerative diseases. In addition, a videoconference system is used 
for remote disease monitoring, e.g. patients will be assessed at their own homes.
In two di� erent sites (Netherlands/France), observational studies are performed 
with 180 participants to assess the feasibility and usability of such phone and tele-
communication-based neurocognitive assessment. It consists of a short interview 
on how the participants perceive their memory, and overall mental state, a verbal 
(visual) memory task, and � uency tasks. The predictive potential of information 
extracted from the participant’s speech and image during cognitive and narra-
tive tasks are examined. Longitudinal and cross sectional data is collected and 
results extracted remotely validated against face-to-face results. Moreover, the 
degree to which participants experience the phone/teleconference system-based 
as satisfactory as a F2F assessment will be evaluated with the help of qualitative 
interview at the end of the study.

P8. Socio-economic aspects of dementia

P8.1. Delivering fair dementia care of people with advanced dementia

PEARSON James

Alzheimer Scotland, Glasgow, United Kingdom

People with advanced dementia do not have equitable access to free health and 
nursing care on a par with those who have other progressive and life limiting 
illnesses in Scotland. Alzheimer Scotland is campaigning to end this injustice.
Alzheimer Scotland established the Fair Dementia Care Commission, a small group 
of experts led by the former First Minister for Scotland, Sir Henry McLeish, to con-
sider what was needed to end the inequality in access to health and nursing care 
in advanced dementia and end the unfair and disproportionate � nancial impacts 
of social care charges on people with advanced dementia, their carers and fami-
lies. The Commission sought to:

• determine how advanced dementia is de� ned and recognized in practice
• estimate the size of the population of people living with and dying from 

advanced dementia in Scotland
• examine and describe the current charges and cost framework of advanced 

dementia care
• make recommendations on what needs to change for Scotland to lead 

the way in achieving fair dementia care from diagnosis to the end of life.
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In January 2019, Alzheimer Scotland published the Commission’s report, ‘Deliver-
ing fair dementia care for people with advanced dementia’. The report highlights 
that the complex needs associated with advanced dementia have not been fully 
understood or recognised as health or nursing care and therefore free at the point 
of delivery.
The report also makes recommendations to the Scottish government and other 
public bodies, including a recommendation that the government accept that peo-
ple with advanced dementia must have equality of access to free health care on 
a par with people who are living with other progressive and terminal illnesses.
The report marks the beginning of a campaign to end this glaring inequality. This 
presentation will set out the key � ndings of the report and provide an update on 
the campaign.

P8.2. Are workplaces fi t for the dementia care needs of the 21st

century?

GERRARD Lizzie, LITTLE Amy

Alzheimer’s Society, London, United Kingdom

A 2018 report by Alzheimer’s Disease International and the Karolinska Institutet 
(‘Global estimates of informal care’), calculated the annual global number of 
informal care hours provided to people with dementia was 82 billion hours, the 
equivalent of more than 40 million full-time workers, and women contribute 58 
billion (71%) of these hours.
So what happens when a woman needs to work and provide dementia care sup-
port? Add a global aging population, and care for other conditions to the equation 
and we’re seeing a huge but unsustainable and unfair reliance on unpaid female 
carers. Women are o� en expected to care for young children as well as the older 
generation (the so-called ‘sandwich generation’), o� en alongside paid professional 
work. We cannot get away from the fact that unpaid care supporters are compen-
sating for under-developed and under-resourced social care systems.
What is the impact on these under-supported care partners? And why are gov-
ernments and corporations so slow to recognise the social, health and economic 
bene� ts of supporting those with care responsibilities?
Through breakthroughs in gender equality, women’s participation in the workplace 
continues to grow, and girls’ participation in education and training opportunities 
is increasing. Social and cultural family structures are evolving. Yet the � nancial, 
social and cultural pressure for families, mostly women, to provide care contin-
ues, o� en forcing women to leave paid employment, reduce hours or take unpaid 
leave if their employer allows. Can governments keep assuming that there will be 
su�  cient women available, ready and willing to assume unpaid dementia caring 
responsibilities? And should they be?
This session explores examples of government policies and proactive workplace 
practices to address inequalities and support those with caring roles. For the sake 
of women’s economic empowerment, global economies and the right to healthy 
lives and wellbeing, a new approach is urgently needed.

P8.3. Cost of dementia in Switzerland

ACKERMANN Maya, BEGEY Karine, BECKER Stefanie

Alzheimer Switzerland, Bern, Switzerland

Facts and � gures about dementia such as monetary costs of the illness are impor-
tant tools to raise awareness and achieve societal change. Thus, the goal of this 
study is to estimate the cost of dementia in Switzerland. Our objective is double-
fold: Firstly, we estimate the prevalence-based total annual cost of dementia in 
Switzerland from a societal perspective and combine top-down as well as bot-
tom-up approaches. Furthermore, we include both direct and indirect costs of 
dementia. These estimations are based on Swiss national statistics and surveys, 
international reviews and expert interviews and can be compared to the interna-
tional literature in this � eld of research. Second, we estimate the individual costs of 
a needs-based dementia care depending on di� erent parameters such as severity 

of the dementia or housing situation. To do so, we create four hypothetical cases 
of a person in di� erent stages of Alzheimer’s disease (AD). We employ two focus 
groups with experts and family caregivers that quantify this person’s needs in an 
ideal care situation. Based on this information, we determine the costs for each 
case and take account of regional variations. In sum, the present study will show 
the annual costs of dementia in Switzerland and allow for some crucial conclu-
sions regarding the monetary consequences of a needs-based dementia care.

P8.4. Health-related quality of life in people with pre-dementia or 
dementia

LANDEIRO Filipa1, MUGHAL Seher1, WALSH Katie1, NYE Elsbeth1, 
MORTON Jasmine1, WILLIAMS Harriet1, GHINAI Isaac1, CASTRO 
Yovanna2, LEAL Jose1, ROBERTS Nia1, WACE Helena1, HANDELS 
Ron3, LECOMTE Pascal4, GUSTAVSON Anders2, RONCANCIO-
DIAZ Emilse5, BELGER Mark6, JHUTI Gurleen2, BOUVY Jacoline7, 
POTASHMAN Michele8, TOCKHORN-HEIDENREICH Antje6, GRAY 
Alastair1

1University of Oxford, Oxford, United Kingdom, 2F. Ho� mann-La Roche, 

Basel, Switzerland, 3Maastricht University, Maastricht, Netherlands, 
4Novartis Pharma, Basel, Switzerland, 5GE Healthcare, Amersham, United 

Kingdom, 6Eli Lilly and Company, Windlesham, United Kingdom, 7National 

Institute for Health and Care Excellence, London, United Kingdom, 8Biogen, 

Cambridge, United States

Dementia profoundly a� ects the health-related quality of life (HR-QoL) of the per-
son living with it and their caregivers.
We conducted a systematic literature review and meta-analysis summarising HR-
QoL, measured using preference based instruments, of people with dementia or 
disease stages preceding dementia, to understand how HR-QoL changes across 
the full disease spectrum.
We searched MEDLINE, Embase, CDSR, CENTRAL, DARE, NHS EED, and PsycINFO for 
studies published between January 1990 and April 2017, reporting utility estimates 
for people with adult-onset pre-dementia or dementia. Utilities were extracted by 
stage of the disease, for both self-rated and proxy-rated measurements.
A meta-analysis was conducted in which utilities obtained from EQ-5D were pooled 
by disease severity and respondent (self- or proxy-rated) using a � xed e� ects 
approach. Of the 61 references identi� ed, 47 (77%) used EQ-5D to measure HR-
QoL. Caregiver proxy-rated QoL declined from 0.80 for mild cognitive impairment 
(MCI) (95% CI: 0.75 to 0.85) to 0.36 for severe dementia (95% CI: 0.18 to 0.53), while 
self-rated QoL showed little change, at 0.86 for MCI (95% CI: 0.78 to 0.93) and 0.82 
for severe dementia (95% CI: 0.64 to 1.00).
As disease progresses, signi� cant discrepancies are found between self- and proxy-
ratings. A number of factors may explain this di� erence including: the validity of 
self-reported HR-QoL in later stages of the disease, a bias resulting from reduced 
response rates as the disease progresses, patients being able to adapt to the chronic 
condition, caregiver’s burden in� uencing their ratings of the patient’s HR-QoL.
Future studies assessing the sensitivity of EQ-5D in these populations might prove 
useful as well as studies investigating the impact of caregiver burden on proxy-
rated HR-QoL. This work forms part of the real world outcomes across the AD 
spectrum for better care: Multi-modal data access platform (ROADMAP) project.

P8.5. Th e preferred place of care for middle-aged and older adults 
who had acquired dementia

NAKANISHI Miharu1, MIYAMOTO Yuki2, NAKASHIMA Taeko3, 
SHINDO Yumi4, NISHIDA Atsushi1

1Tokyo Metropolitan Institute of Medical Science, Tokyo, Japan, 2� e 

University of Tokyo, Tokyo, Japan, 3Nihon Fukushi University, Aichi, Japan, 
4National Center for Geriatrics and Gerontology, Aichi, Japan
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Background: Japan introduced dementia-friendly initiatives into its national poli-
cies to help people with dementia remain involved in society as long as possible. 
Understanding middle-aged and older adults’ preferences for place of care and 
identifying factors that in� uence their preferences would help policy decision 
makers promote dementia friendly initiatives.
Aim: The present study aimed to investigate the care preferences of middle-aged 
and older adults if they acquired dementia in Japan and the United States.
Methods: We conducted a cross-sectional observational study using an internet-
based questionnaire survey of Japanese residents with Japanese ethnicity, Japanese 
Americans, and non-Asian Americans aged 40–70 years. Overall, 104 Japanese 
residents, 93 Japanese Americans, and 104 non-Asian Americans completed the 
survey. Participants were asked to answer the items based on a hypothetical situ-
ation in which they had acquired dementia requiring regular care and supervision.
Results: Participants, if they acquired dementia, preferred nursing home care 
(29.9%), followed by professional home care (19.6%), family home care (17.6%), 
and hospital care (11.3%). Japanese residents had a signi� cantly lower preference 
for professional home care than did Japanese or non-Asian Americans (adjusted 
odds ratio = 0.28, 95% con� dence interval = 0.10–0.75). Between-ethnicity di� er-
ence in care preferences was not observed.
Conclusions: A low preference for professional home care among the middle-aged 
and older adults may be in� uenced by country-speci� c long-term and demen-
tia care systems. Policy decision-makers should develop family-centred support 
programs to increase the choice and control available for families of people liv-
ing with dementia.

P8.6. Service priorities for people with dementia in Ireland: A mixed 
methods study of health care professionals

PIERSE Tom, KEOGH Fiona, O’SHEA Eamon

CESRD, NUI Galway, Galway, Ireland

Background and Aims: Public services for people with dementia living in the com-
munity face signi� cant resource constraints. The aims of this study are to identify 
an optimum mix of services for six dementia case types and to gain a greater under-
standing of the resource allocation decision making process.
Methods: Irish datasets were used to identify dementia cases types representing 
46% of cases in the datasets. Vignettes were prepared for six case types ranging 
from low to high dependency and needs. Carers, people with dementia and health 
and social care professionals (HSCPs) took part in mixed methods workshops. 
Initial � ndings for the HSCPs are reported here (N=23).  HSCP participants � rstly 
quantitatively identi� ed an optimum care package for a set of six vignettes, then 
qualitatively discussed the needs and individual case factors that were driving 
service recommendations. The quantitative exercise was repeated with a budget 
constraint followed by a qualitative discussion.
Results: When no budget constraint is imposed, participants recommended the use 
of a wide range of services. Home help, in-home respite and day care services com-
prised 62% of spending in this scenario. When a budget constraint was imposed, 
participants focused on essential care and reduced services aimed at prevention, 
quality of life and carer support. Resources were not redistributed between cases 
(e.g. from low need to higher need cases) as a similar proportion of the budget 
was allocated to each of the cases in both scenarios.
Discussion: People with dementia living in the community and their families have 
a wide range of health and social care needs. Optimum dementia care packages 
included a wide range of services to meet these needs. However, a budget con-
straint resulted in a much narrower range of services with consequent implications 
in terms of unmet need and a reactive rather than preventive approach to care.

P9. Alzheimer Nederland – Social innovation

Staying active and social trials

THE Anne-Mei1, JANSEN Gerben2, DROËS Rose-marie3, GRAFF 
Maud4, THIJSSEN Marjolein4

1Tao of Care, Amsterdam, Netherlands, 2V&VN, Utrecht, Netherlands, 
3Amsterdam UMC, location VUmc, Netherlands, 4Radboud Alzheimer 

Centre, Nijmegen, Netherlands

Most people with dementia live at home. How can we ensure that these people 
continue to go out themselves for as long as possible, for example to go to a shop 
or their garden club or to take a short walk with their neighbour? It’s advisable to 
keep going out, to move around and not sit on the couch alone at home. Because 
that gives your life meaning, it keeps you � t and makes you less dependent on 
care professionals. This is what people with dementia want or is this still to be 
questioned? And if so, what type of professionals and people are needed to make 
this possible? What kind of adaptations in the neighbourhood are necessary to � t 
to the needs of people with dementia? How do we organise this? To what extent 
can we tempt neighbourhoods, leisure clubs and shops/companies to become 
more dementia friendly and adapt to the possibilities of people with dementia? 
Researchers and a dementia case manager will provide answers and discuss these 
questions in this session. 

This session is organised by Alzheimer Nederland.

P10. Post-diagnostic support

P10.1. Evaluation of a national post-diagnostic support programme 
for people with dementia and carers in Ireland

PIERCE Maria

Independent researcher, Dublin, Ireland

There is growing evidence on the importance of a timely dementia diagnosis, and 
increasing recognition that people who receive a dementia diagnosis can bene-
� t from post-diagnostic supports. In Ireland, the National dementia o�  ce (NDO) 
has convened the dementia Post-Diagnostic Support (PDS) project to support the 
implementation of Ireland’s national Dementia Strategy and address support gaps 
for people a� er receiving a dementia diagnosis. The NDO’s PDS grant scheme has 
funded 18 projects across Ireland to deliver PDS programmes (i.e. cognitive stimu-
lation therapy, cognitive rehabilitation and/or psychoeducation programmes) to 
people with dementia and/or family carers. An evaluation is examining the imple-
mentation and impact of the grant-funded PDS programmes. Evaluation objectives 
are to describe the PDS programmes, implementation processes, and assess the 
impact for people with dementia and family carers. The evaluation includes a pro-
cess evaluation. In consultation with programme providers, a data collection tool 
has been developed, and used by projects to collect information about persons 
with dementia/family carers availing of the programmes and their access to and 
participation in them. Interviews with project leads and sta�  delivering the pro-
grammes are being conducted. To assess programme impact, outcomes assessment 
forms have been developed with input from people with dementia, family carers, 
and programme providers. The forms are tailored to programmes types and col-
lect information from people with dementia/family carers about their responses 
to the programmes. The results from the evaluation will be presented, including 
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� ndings on the processes of developing, adopting and delivering PDS programmes 
in di� erent contexts, and issues faced in programme planning, sta�  ng and deliv-
ery. A pro� le of people with dementia/family carers availing of the programmes 
and information on their participation and responses to the programmes will be 
reported. The � ndings will o� er important and practical lessons for PDS design 
and implementation, of relevance to health care professionals and policymakers.

P10.2. Peer counselling for early stages dementia

KRIPP Monika, POTOTSCHNIGG Angela

Alzheimer Austria, Vienna, Austria

Peer counselling exists since the beginning of this year in Austria, for people with 
early stage dementia. It is a pilot project supported by funding of the social insur-
ance in Austria. Two times a month, a person with early stage dementia is assisted 
to talk to others either in the o�  ce of Alzheimer Austria in Vienna or at their home 
in the capital. It should be available also for people living in other areas of Aus-
tria via Skype or phone. So far this special o� er has not been asked for by people 
living with cognitive disorders. Face to face the project is su�  ciently demanded 
to gather some learnings that we like to share in our presentation. Supporters 
for the counselling are volunteers from Alzheimer Austria. Angela Pototschnigg, 
peer counsellor, shares her experience and learns from her peers. The o� er is free 
of charge. As there is little to none experience with peer counselling in the Ger-
man speaking part of Europe, we like to present our � ndings.

P10.3. INDA© PROGRAM – How to involve diff erent communities and 
professionals into the INDA activities?

ÁGNES Egervári, NORBERT Vajda

Social Cluster association, Budapest, Hungary

Interprofessional Dementia Approach (INDA©) is an innovative program developed 
by the Social Cluster in Hungary for the care of elderly people living with demen-
tia. Its key words are: relationships and communication – not only inside the care 
system, but also with other di� erent professionals, with the families and the policy-
makers. The INDA2 Project (2018–2020) concentrate on local post diagnostic support.
Every second citizen in Hungary has insu�  cient health literacy. Those people do 
not know when, where to turn to if having any health problem. In case of demen-
tia, the taboo and the stigma makes the situation even more challenging.
How to improve knowledge and motivation?
We cannot presume people are motivated, but instead we must � nd the way to 
their circles. We organize workshops for elementary school teachers, experts of care 
services and not least for policy o�  cers and home guards. Well-quali� ed di� erent 
professionals, a� er proper information and training, can recognize challenging 
signs and that means an opportunity for adequate intervention. We gained expe-
rience how the size of the population makes signi� cant in� uence on the adequate 
working methods. We will demonstrate, what are those technics which can � t into 
small villages and what are those methods, which we found useful in bigger cities.
Large families with di� erent generations are already very rare. For young genera-
tions, the daily relationship with the elderly is not natural. That’s why one of our 
latest activities aims to involve teachers into the teamwork. Representatives of 
di� erent professionals must exchange their views on dementia care in each set-
tlement, regularly. We provide opportunities where teams can be formed. Support 
and availability does not equal with the physical presence of experts, so they have 
to have a proactive approach.
Our ultimate goal is to make strong relations, and let local members create demen-
tia friendly communities.

P10.4. Post diagnostic support in the UK: Fragmentation and fragility

WHEATLEY Alison, BRUNSKILL Greta, BAMFORD Claire, 
ROBINSON Louise

Newcastle University, Newcastle upon Tyne, United Kingdom

The overall aim of the PriDem project is to develop and test new ways of providing 
post diagnostic support for people with dementia. One component of the project 
involves exploring current models of post diagnostic support to � nd out which 
aspects work well and identify where changes are needed.
Current UK models were identi� ed through desk-based research and an internet 
mapping survey. We conducted qualitative, semi-structured telephone interviews 
with managers and commissioners of selected services. These focused on their expe-
riences of providing or commissioning post diagnosis support, views on aspects of 
the recent NICE guidelines for dementia care, and the role of primary care in pro-
viding post diagnostic support. Initial analysis has highlighted the fragmentation 
and fragility of existing services, with a lack of coherent pathways, involvement 
of multiple agencies, and a shi� ing service landscape due to short-term funding. 
Varying levels of primary care involvement were described. Barriers to primary 
care led post diagnostic support included con� icting priorities; lack of skills and 
knowledge; and a perceived lack of interest in dementia among some GPs. Broader 
challenges to providing post diagnostic support were a service-led approach with 
an emphasis on ‘plugging’ people into existing services rather than providing 
person-centred care; managing caseloads; and di�  culties in capturing outcomes. 
Some examples of joined-up services were identi� ed; this included a ‘frailty hub’ 
involving weekly meetings of primary care, secondary care and neighbourhood 
services where individual patients were discussed.
The next phase of the project will focus on a small sample (up to six) of services 
selected from this initial work. It will involve observation of service delivery and 
interviews with frontline sta� , people with dementia, and informal carers.

P10.5. Dementia Connect

FOSTER Helen

Alzheimer’s Society, London, United Kingdom

There are 850,000 people with dementia in the UK, with numbers set to rise to over 
2 million by 2051. Dementia not only a� ects those diagnosed, but their family and 
friends too. There are estimated 670,000 unpaid carers for people with dementia in 
the UK. Dementia is the UK’s most urgent, yet hidden, social care crisis.
Timely diagnosis and support is essential in helping people make decisions about 
their future care needs. The bene� ts in con� rming a diagnosis and putting a care 
package in place early include: better future planning and access to services; 
addressing risks and support needs, including � nancial, self-care, social supports, 
risk minimisation; and identifying carers needing support.
Alzheimer’s Society’s new service, Dementia Connect, our new multi-channel infor-
mation, advice and support service will give people a� ected by dementia access 
to tiered advice, support and self-management services, and is named as a solu-
tion within the NHS Long Term Plan.
Referral to Dementia Connect ensures that health and social care professionals 
have a single point of referral to connect the person with the vital practical support 
they need, working hand in hand with the health and care support they receive. 
Dementia Connect will provide long term support, preventing crisis, reducing iso-
lation, and easing pressure on underfunded councils.
Unpaid carers account for around £11.6 billion of the economic cost of dementia, 
providing 1.3 billion hours of care a year, yet many are struggling in silence, o� en 
dealing with stress, depression and ill health.
Dementia Connect advisers will contact the carer directly and develop a tailored 
support plan. We help them access resources, provide information and refer to part-
ner providers who enhance our support. We keep in touch, making regular catch 
up calls to ensure that if their situation changes or needs increase they have the 
right support available to them.
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P10.6. “It gets you out”: Using social health to evaluate a dementia 
friendly walking group programme

ROBERTSON Jane1, GIBSON Grant1, PEMBLE Catherine1, 
HARRISON Rog2, STRACHAN Kim2, THORBURN Sheila2

1University of Stirling, Stirling, United Kingdom, 2Volunteer researcher, 

University of Stirling, Stirling, United Kingdom

Background: Social health (the potential to ful� l one’s potential, to manage life 
independently and participate in meaningful activities with others) is gaining 
ground as a means of understanding both the multifaceted nature of living with 
dementia, and how to provide support services which enhance wellbeing among 
those a� ected (Dröes et al. 2017). Outdoor activities such as walking can bring 
numerous bene� ts in relation to both physical and social health, however ques-
tions arise about how services, groups or communities can best support people 
with dementia to access the outdoors. Adopting a social health perspective, this 
presentation explores how a national dementia friendly walking group programme 
contributed to wellbeing among people living with dementia attending them.
Methods: Drawing on the expertise of three older people trained in research 
methods, we carried out walking interviews, collected photographic images, and 
conducted focus group discussions with people living with dementia who attended 
six dementia friendly walking groups, supported by a UK walking charity. Thematic 
analysis was applied to analyse these data.
Results: Five themes emerged which illustrated the bene� ts of participating in 
structured outdoor walking groups in relation to social health: being with other 
people, being outdoors, ethos and atmosphere, feeling secure, and leadership 
and organization.
Conclusions: The � ndings demonstrated that walking groups played an important 
part in enabling people with dementia to access the outdoors, to engage in physical 
activity and to socialise with other people within a safe and secure natural environ-
ment. In doing so, taking part led to signi� cant bene� ts in terms of participants’ 
social health. The walking group programme was a powerful example of how to 
promote inclusive access to physical outdoor activities, and involve people with 
dementia with their local communities, and suggests that such programmes are 
well-placed to support the social health of those living with dementia.

P11. Needs and experiences of people with dementia and their 
carers II

P11.1. Advance care planning for people with dementia: Ordinary 
everyday conversations

DE VRIES Kay

De Montfort University, Leicester, United Kingdom

Advance care planning for people with dementia has become a focus of dementia 
care policies in developed countries. However, for people with dementia, it may be 
too late to initiate these discussions in terms of decision-making capacity. Con-
sequently, decisions about end-of-life care for people with dementia are typically 
made by a family member who acts as a surrogate decision maker on behalf of 
the person with dementia. An exploratory qualitative study of twenty-three fam-
ily members who had been caregivers, or provided support for, a family member 
with dementia who had died within � ve years of the interview was undertaken. 
The overarching theme, ‘ordinary everyday conversations’, describes how infor-
mal conversations and discussions within the family relating to preferences at 
the end of life had been embedded in interactions within the families over years. 
Sub-themes revealed three important components enabling adherence to the prior 
wishes of the person with dementia through these conversations: knowing the 
person and belief in ‘doing the right thing’; the importance of Wills and Enduring 
Power of Attorney (EPA); and negotiating unexpected encounters. There is poten-
tial for families to be well prepared for the time when they may need to make 
decisions for the person with dementia based on ordinary everyday conversation 

that take place within families and throughout life. This study also suggests that 
more innovative approaches to making a Will may provide an important vehicle 
for expressing advanced care wishes.

P11.2. E-Health interventions for family caregivers of people with 
young onset dementia

DE VUGT Marjolein1, PEETOOM Kirsten1, BRUINSMA Jeroen1, 
BAKKER Christian2, VERHEY Frans1

1Alzheimer Center Limburg/ Maastricht University, Maastricht, 

Netherlands, 2Radboudumc, Department of Primary and Community 

Care, Nijmegen/ Radboudumc Alzheimer Center/ Florence Care group, � e 

Hague, Nijmegen, Netherlands

E-Health interventions to support family caregivers of people with dementia are 
a relatively new but promising � eld. It o� ers opportunities to increase accessi-
bility and tailoring to individual needs in a cost-e� ective way. Therefore, it can 
be a suitable strategy to address the speci� c needs of caregivers of people with 
young onset dementia. In this presentation, di� erent, newly developed, Ehealth 
interventions for family caregivers of people with young onset dementia will be 
discussed. Ehealth interventions may be unguided self-help, or so-called blended 
care, including guidance of a professional. 
The program Partner in Balance is a blended care intervention that is developed spe-
ci� cally with and for family caregivers of people with dementia in its early stages. 
Results of a randomized controlled study shows signi� cant e� ects of ‘Partner in 
Balance’ on self-e�  cacy, experienced control and quality of life in comparison to 
usual care. In a next step, the program has been tailored to the needs of caregivers 
in young onset dementia. Results of a feasibility study will be presented. 
A second project that will be addressed is RHAPSODY. It is an EU JPND project. The 
project has several aims. First, to evaluate the policy and information environment 
that provides the framework for the treatment and care of people with YOD and 
their carers in six European countries. Second, to assess the speci� c and individ-
ual needs of this particular group. Third, to use this information for designing an 
internet-based, multimedia, interactive learning course for family carers of people 
with YOD. The development and pilot study of this learning course at three sites in 
France, Germany and the UK are � nished. The intervention will be adapted, trans-
lated and implemented in The Netherlands. 

P11.3. Coping resources and strategies among people with dementia: 
A systematic meta-synthesis of qualitative studies

ERIKSEN Siren1–4, HELVIK Anne Sofie1–2, IBSEN Tanja Louise1, 
TELENIUS Elisabeth Wiken1, GROV Ellen Karine3, BJØRKLØF Guro 
Hanevold1

1Vestfold Hospital Trust, Norwegian National Advisory Unit on Ageing 

and Health, Tønsberg, Norway, 2Norwegian University of Science and 

Technology, Department of Public Health and General Practice, Tønsberg, 

Norway, 3Oslo Metropolitan University, Department of Nursing and Health 

Promotion, Oslo, Norway, 4 Vid Specialized University, Oslo, Norway

Background: People with dementia describe experiences of loss that threaten their 
autonomy and ability to contribute to society. An increasing body of literature focus 
on how people with dementia � nd strategies to live with dementia. A review of the 
scienti� c literature on coping and dementia is warranted and can help to advise 
and inform healthcare personnel and decision makers on how they can support 
and plan for appropriate healthcare services for people with dementia. The aim of 
this systematic meta-synthesis was therefore to interpret and synthesize knowl-
edge about persons with dementia’s experience of coping.
Methods: We conducted a systematic, computerized search of Medline, Embase, 
Cinahl Complete, Psych Info and Age Line combining MeSH terms and text words 
for di� erent types of dementia with di� erent descriptions of experience. Studies 
comprised 1) a sample of persons with dementia, 2) a qualitative interview as a 
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research method and 3) a description of experiences of coping were included. The 
search resulted in 7129 articles, of which 164 were identi� ed as eligible and were 
read in full text. Of those 74 articles of good quality encompassing interviews 
with 955 people with dementia were included. The analysis was inspired by the 
qualitative content analyses.
Results: The material revealed two main resources of coping: (1) humour; and (2) 
practical and emotional support, and four overall strategies in which people with 
dementia cope with the challenges they experience: (1) keep going and holding 
on to life as usual; (2) adapting and adjusting to the demands from the situa-
tion; (3) accepting the situation; and (4) avoiding the situation. A comprehensive 
understanding of the categories led to the latent theme: Balancing the struggle 
of living with dementia.
Conclusion: This meta-synthesis indicates that people with dementia cope in dif-
ferent ways and use several parallel strategies to meet the challenges they face.

P11.4. Empowering elderly people with dementia: A qualitative study

VAN CORVEN Charlotte1, BIELDERMAN Annemiek1, GRAFF Maud1, 
LEONTJEVAS Roeslan2, LUCASSEN Peter3, GERRITSEN Debby1

1Radboud University Medical Centre, Radboud Alzheimer Centre, 

Nijmegen, Netherlands, 2Open University, Heerlen, Netherlands, 3Radboud 

University Medical Centre, Radboud Institute for Health Sciences, 

Nijmegen, Netherlands

Background: Currently, empowerment is seen as a promising concept in demen-
tia care. However, it remains unclear what empowerment means and includes for 
people with dementia. This study aims to explore the concept of empowerment 
for elderly people with dementia at home and in nursing homes.
Methods: We conducted thirteen focus groups: two with people with demen-
tia, three with family caregivers, one with people with dementia and their family 
caregiver together, and seven with healthcare professionals. Furthermore, we con-
ducted four individual interviews with people with dementia. Inductive qualitative 
content analysis was used to derive codes, categories and themes from the data.
Results: In total, 15 persons with dementia (83±10 years, 3 males and 12 females), 16 
family caregivers (66±11 years, 2 males and 14 females) and 46 healthcare profes-
sionals (48±11 years, 45 females and one male) participated. For family caregivers, 
7 cared for their parent and 9 for their partner. For healthcare professionals, 27 
provided care in a nursing home and 19 at home.
Preliminary � ndings show that participants considered the following themes 
as important aspects of empowerment: “having a sense of choice and control”, 
“retaining sense of worth”, “having a sense of usefulness and being needed” and 
“being the person who you are”. These themes seem to be equally important at 
home and nursing homes, while practical detailing di� ers, e.g. di� erent types of 
choices are made, or di� erent activities are undertaken to feel useful. People with 
dementia mainly mentioned needs and wishes regarding empowerment, while 
caregivers mentioned what the environment could do to support empowerment 
for people with dementia.
Conclusion: Preliminary � ndings indicate that it is important for people with 
dementia that their capabilities are addressed, they can make their own choices 
and are seen as a person with an own identity who has something to o� er to others.

P11.5. Th e needs of people with dementia as experienced by health 
care providers

ROKSTAD Anne Marie Mork1, ØVERENG Allan2, STRANDLI Elin3, 
TELENIUS Elisabeth Wiken4, ERIKSEN Siren5, BJØRKLØF Guro 
Hanevold4, KIRKEVOLD Øyvind6

1Norwegian National Advisory Unit on Ageing and Health and Molde 

University College, Molde, Norway, 2Norwegian National Advisory Unit 

on Ageing and Health, Stavanger, Norway, 3Norwegian National Advisory 

Unit on Ageing and Health, Tønsberg, Norway, 4Norwegian National 

Advisory Unit on Ageing and Health, Asker, Norway, 5Norwegian National 

Advisory Unit on Ageing and Health and VID Specialized University, 

Drammen, Norway, 6Norwegian National Advisory Unit on Ageing and 

Healht, Norwegian University of Science and Technology (NTNU) and 

Innlandet Hospital Trust, Hamar, Norway

Background: One of the aims in the Norwegian National Dementia Plan 2020 is 
to ensure user involvement and participation. To enhance user involvement and 
individual tailoring of the health care services, a knowledge base of the needs of 
people with dementia is demanded.
Aim: The aim of the current study was to explore the needs of people with demen-
tia as experienced by health- and social care providers.
Method: A qualitative explorative design was used including a total of 49 par-
ticipants from both primary and specialist health- and social care in eight focus 
group interviews. Experienced physicians, nurses, auxiliary nurses, occupational 
therapists, social educators and physiotherapists, all working close to people with 
dementia, constituted the sample. Qualitative text condensation of the transcribed 
interviews was used to analyze the � ndings.
Findings: Five main themes emerged from the analyses; 1) a variety of emotional 
reactions and needs when receiving the dementia diagnosis, 2) to be open about 
the dementia diagnosis or not – a challenging decision to make, 3) the need for 
integrity and self-determination during the course of dementia, 4) the variety 
of need for information – about what, to whom and how? and 5) the need for a 
variety of services and the importance of the health care providers’ approach to 
people with dementia.
Conclusion: Based on the experiences of clinical health- and social care provid-
ers from a wide range of professions, user involvement of people with dementia 
should be encouraged by asking the person: “What is important for you?” The sta�  
should be open minded and listen actively to embrace the individual needs of the 
person with dementia and tailor the treatment and care in line with these needs. 

P11.6. People living with dementia and family members in online 
discussion of their needs from surveillance technology

VERMEER Yvette1, VAN SANTEN Joeke2, CHARLESWORTH 
Georgina1, HIGGS Paul1

1INDUCT and University College London, London, United Kingdom, 
2INDUCT and Amsterdam UMC, VUmc, Amsterdam, Netherlands

Background and objectives: Surveillance technology products such as GPS track-
ers are promoted as products that keep people with dementia independent and 
safe. However, there is a lack of information about what people with dementia 
and family members need from such technology. The objective was to gain an 
understanding of what people living with dementia and family members need 
from surveillance technology.
Method: A qualitative study gathered comments from the Alzheimer Nederland 
online discussion forum on which people with dementia and family members 
posted views and recommendations about surveillance technologies. These com-
ments were analysed thematically with comments by people with dementia being 
analysed separately from those of family members.
Results: The forum showed how family members sought each other’s opinion for 
advice, and how people living with dementia described their views. In total 115 
comments reported needs. The majority of comments were from family mem-
bers and some from people living with dementia themselves. There appear to be 
three popular products, whilst little discussion was about how using surveillance 
technology would result in more independence and safety for the person with 
dementia. Instead, family members mainly discussed the need to locate the per-
son with dementia accurately for their peace of mind. In contrast, people living 
with dementia prioritised user-friendliness, that is, a simple to use technology 
that � ts within their capacity and daily routines.  
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Conclusions: The needs of people living with dementia di� er from the needs of 
family members. This has implications for future development of surveillance 
technology and highlights the importance of involving people with dementia 
themselves in the design process. Existing ‘generic’ products should not simply be 
‘re-purposed’ or ‘re-marketed’ for use by or with people with dementia.

P12. INTERDEM – Care and services

 Delivering individualised interventions for ‘changing 
behaviours’ that challenge caregivers

MONIZ-COOK Esme1, WOODS Bob2

1University of Hull, United Kingdom, 2University of Bangor, United 

Kingdom

Evidence-based interventions and guidelines exist on supporting people with 
dementia who have unmet needs, that caregivers � nd ‘challenging’. However, 
implementing structured individualised protocols remains hard to achieve. Reasons 
for this include tensions in aims of research studies: (i) treatment of ‘Behavioural 
and Psychological Symptoms of Dementia – BPSD / Neuropsychiatric Symptoms 
– NPS, can di� er in aims and emphases, from caregiver support programmes for 
Challenging Behaviour – CB; (ii) di� ering aims can then in� uence the primary 
outcome measure (e.g. symptom reduction vs caregiver e�  cacy) of an interven-
tion and the associated evidence; (iii) people with dementia and their advocates 
are understandably vocal about the ‘BPSD syndrome’; some argue that it contrib-
utes to harmful pharmacological responses; and notions of ‘mis’-behaviour can 
undermine dignity; (iv) some environmental / sta�  support interventions aim at 
preventing or delaying development of behavioural problems, whilst others tar-
get clinically signi� cant symptoms; thus studies rarely provide clarity on what 
might work for who in practice or which caregivers are signi� cantly challenged 
and require support; (v) intervention protocols for unmet health and psychosocial 
need in people who are viewed as ‘challenging’ for caregivers, rarely consider the 
additional needs of di� erent settings and contexts within which care is delivered; 
(vi) di� ering nursing home cultures and organisation require di� ering approaches 
to delivering support; and for those living at home, a good assessment of assets 
and needs of all those involved in supporting the person with dementia is required. 
In this symposium studies from, Germany, Norway Portugal and Italy explore the 
di� ering needs of nursing home and family care systems in delivering interven-
tions for BPSD. The � nal paper outlines multidisciplinary practitioner views across 
the UK, on how evidence-based individualised interventions for ‘Behaviours that 
Challenge’ – BtC care within family and care homes is arrived at. Implications for 
practice are discussed.

P12.1. Implementing the case conference protocol in German nursing 
homes

HOLLE Daniela1,2, TEUPEN Sonja2, GRAF Rabea2, MÜLLER-WIDMER 
Rene2, REUTHER Sven3,2, HALEK Margareta 2,4, ROES Martina2,4

1Hochschule für Gesundheit (hsg), University of Applied Science, Bochum, 

Germany, 2German Center for Neurodegenerative Diseases, Witten, 

Germany, 3Städtische Seniorenheime Krefeld, Krefeld, Germany, 4University 

of Witten Herdecke, Witten, Germany

Background: A structured dementia-speci� c ‘case conference’ protocol using 
systematic assessment, analysis and relevant individualised interventions (i.e. 
WELCOME-IdA) for residents with challenging behaviour (CB) was tested for e� ec-
tiveness in the InDemA and FallDem nursing homes (NHs) studies. To gain insight 
into how the protocol was implemented, process evaluations were conducted, 
including exploring the experiences of end-user nursing sta� .
Methods: Interview and observational � eld note data from 18 nurse teams and 
12 nursing homes were analysed using thematic content analysis. Additionally, 
deductive content analysis (with inductive categorisation) was used to understand 

data from 34 semi-structured telephone interviews and 15 focus groups conducted 
in 4 NHs.
Results: WELCOME-IdA improved nurses’ understanding of the causes of CB, its 
management and their communication with residents. Factors that hindered 
delivery included limited dementia-knowledge, lack of biographical information 
about residents, under-developed facilitator (moderator) skills in focusing case 
conference discussion, and poor access to other professionals. There were also 
variations in the key elements of WELCOME-IdA: most NHs adhered to structural 
roles such as the facilitator (moderator), case reporter, minute-keeper and re� ec-
tion partners. However, the group size of 5–8 participants per case conference was 
only partially adopted; continuity of participation by the core nursing team in all 
case conferences did not occur at all; assessment and analysis occurred outside 
the case conference structure; and evaluation of the interventions was organised 
in di� erent ways.
Conclusions: Aspects for improvement in the delivery of case conferences for CB 
include structural and personal resources (such as access to other professionals/
dementia-knowledge/ improving facilitator skills). Fidelity to the intervention and 
its delivery will also require tailored adaptations of WELCOME-IdA to suit the par-
ticular needs of a given nursing home.

P12.2.  Th e TIME intervention for neuropsychiatric symptoms in 
nursing homes. Why did it work in Norway?

LICHTWARCK Bjørn1, MYHRE Janne1, GOYAL Alka1, ROKSTAD Anne 
Marie Mork2, SELBAEK Geir3, KIRKEVOLD Øyvind1, BERGH Sverre1

1� e Research Centre for Age-related Functional Decline and Disease, 

Innlandet Hospital Trust, Ottestad, Norway, 2Norwegian National Advisory 

Unit on Ageing and Health, Vestfold Hospital Trust, Norway, 3Institute of 

Clinical Medicine, Faculty of Medicine, University of Oslo, Norway

Background: TIME (Targeted Interdisciplinary Model for Evaluation and Treatment 
of neuropsychiatric symptoms), represents a multicomponent bio-psychosocial 
approach for treatment of Neuropsychiatric symptoms (NPS). This includes a rig-
orous assessment, a systematic structured re� ection on the causes of NPS during 
a case conference, and a tailored treatment plan. Case conferences are structured 
using concepts from cognitive behavioural therapy and person-centered care. 
A three-month cluster randomised controlled trial (cRCT) in 33 nursing homes 
showed signi� cant reduction in agitation (primary outcome), other NPS, and bet-
ter quality of life in favor of the TIME intervention. At baseline, 6 and 12 months, 
process evaluation found no between-group post-intervention di� erences in sta�  
knowledge or attitudes towards dementia and NPS, but sta�  had developed a new 
shared knowledge about individual residents. The present study explored where 
there were other sta�  experiences that might have contributed to improvements 
in NPS using TIME.
Methods: 3–6 months following the RCT, we interviewed 32 of the formal caregiv-
ers, leaders, and physicians from 11 of the 17 nursing homes in the intervention 
group, divided into � ve focus groups. Interviews were transcribed and analysed 
using thematic content analyses to extract meaningful themes.
Results: Two main themes emerged: (1) The systematic re� ection method used 
in the case conferences, enhanced learning at work; (2) The structured approach 
helped the sta�  to cope with NPS in residents with dementia.
Conclusion: TIME appeared to shi�  the way in which sta�  learned to manage NPS, 
to promote re� ection-based learning within a process of ‘learning how to learn’ 
at work. A structured approach to delivering bio-psychosocial interventions for 
residents with NPS contributes to positive outcomes.
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P12.3.  Towards family sensitive practices for behavioural and 
psychological symptoms of dementia (BPSD) at home

GONÇALVES-PEREIRA Manuel1, ZARIT Steven2, CARDOSO Ana1, 
ALVES DA SILVA Joaquim1, PAPOILA Ana1, MATEOS Raimundo3

1Nova Medical School/UNL, Lisbon, Portugal, 2Penn State University, USA, 
3Santiago de Compostela University, Spain

Background: Where interventions for behavioural and psychological symptoms of 
dementia (BPSD) are directed at families who support people with dementia, the 
focus is usually on a ‘primary carer’ i.e. the family member who is in most contact 
with the person with dementia. However, families constitute more than one per-
son, and can act as a reactive system where other members and family dynamics 
are involved. Others may have both positive interpersonal resources and also con-
tribute to triggers or maintenance of BPSD and ‘challenges in caregiving’. Little is 
known about the needs and contribution of other ‘secondary’ family carers. In one 
comparative study of primary and secondary carers we found great variability in 
carer experience of BPSD, with notable associations between BPSD and distress; 
but no signi� cant di� erences between primary and secondary carer distress was 
found.1 The present study now compares the needs of this cohort of primary and 
secondary carers who support the person with dementia at home.
Methods: We studied 61 dyads of primary and secondary carers using two carer-
items (dementia knowledge and distress) from the Camberwell Assessment of 
Need for the Elderly-CANE.
Results: Fourteen (23.3%) primary carers had an unmet need for dementia knowl-
edge and 16 (26.7%) had unmet need in the ‘psychological distress’ domain. 
Thirteen (21.7%) secondary carers, had an unmet need for dementia knowledge 
and 10 (16.7%) had unmet need in the ‘psychological distress’ domain. Primary 
and secondary carers did not di� er on these two domains of ‘need’ (i.e. p=1.000 
and p=0.180, respectively).
Conclusion: The present study con� rms the view that there is justi� cation in assess-
ing the needs of family network as a whole, in order to provide family-sensitive 2

tailored support for the management of BPSD at home.
References:
1Gonçalves-Pereira et al. A comparison of primary and secondary caregivers of per-
sons with dementia. (2019, Psychology and Aging in press).
2Gonçalves-Pereira. Toward a family sensitive practice in dementia. In: Verdelho 
& Gonçalves-Pereira. Neuropsychiatric symptoms of cognitive impairment and 
dementia. Springer, 2017. https://doi.org/10.1007/978-3-319-39138-0

P12.4.  Early psychosocial intervention for family carers in Italy: Eff ects 
on behavioural problems and carer distress

CHATTAT Rabih1, AMICI Serena2, OTTOBONI Giovanni1

1Department of Psychology, University of Bologna, Bologna, Italy, 2Azienda 

Sanitaria Locale, N.1 dell ‘Umbria, Perugia, Italy

Background: Early psychological intervention (PSI) for carers supporting people 
with dementia at home, can have a positive e� ect on their distress and on how 
they understand and react to behavioural problems. This was demonstrated in the 
landmark New York ‘Mittleman’ spouse-carer counselling study of over two dec-
ades ago. Initially spouse-carer distress was reduced; later the PSI demonstrated a 
signi� cant positive e� ect on breakdown of care at home and on how carers reacted 
to behavioural problems (but not on the frequency of these). The present study 
outlines post-treatment (3-month post-baseline) � ndings of an adapted ‘Mittel-
man’ PSI, conducted in Italy.
Methods: This prospective multicenter randomised controlled trial included over 
200 family carers who were supporting a person with dementia at home. Families 
were randomly allocated to either the modi� ed ‘Mittelmann’ PSI or an educational 
intervention. The PSI involved 6 hours of face-to-face counselling/psychosocial sup-
port provided by psychologists and follow-up telephone support; the educational 
intervention comprised a 6-hour meeting, to o� er information about dementia.

Results: Regression analysis demonstrated signi� cant reductions in both the fre-
quency and carer reaction to behavioural problems associated with the length of 
time (hours) that carers received treatment i.e. longer treatment was associated 
with fewer reported behavioural problems and better coping by the carer. No e� ect 
was seen on reported distress from this analysis. For both treatment conditions 
psychological burden, measured by mood indicators was higher for those in receipt 
of more hours of treatment.
Conclusion: The results con� rm � ndings from other PSI studies – that the timing 
of delivering interventions and measuring outcome is important. The moderating 
e� ect of PSI on caregiver distress might appear later, as family carers, with support 
from psychologists/counsellors, adjust to their situation.

P12.5.  How do practitioners in the UK target evidence-based 
individualised interventions for ‘Behaviours that Challenge 
-BtC’?

DUFFY Frances2, MONIZ-COOK Esme3, JAMES Ian1

1Newcastle Tyne and Wear NHS Foundation Trust, United Kingdom,
2Northern Health and Social Care Trust, Belfast, Northern Ireland, United 

Kingdom, 3University of Hull, Hull, United Kingdom

Background: Rational decision-making processes are the cornerstone of interven-
tions for Behaviours that Challenge ‘BtC’ caregivers. Assessments reviewed within 
multidisciplinary meetings (‘case conferences’) are used to formulate individual-
ised interventions for unmet health and psychosocial need. Little is known about 
use of structured processes to formulate interventions – or how UK practitioners 
make decisions. The NICE dementia revised guideline (2018) did not specify within 
its ‘BtC’ sections (i.e. managing non-cognitive symptoms-1.7/supporting carers 1.11) 
best practice multidisciplinary procedures for targeting interventions. This study 
investigates professional views on use of rational decision-making for interven-
ing in BtC, described in the UK as ‘formulation’.
Methods: Modi� ed Delphi study with face-to-face consultation; an online 34-item 
survey (6 themes); and review by an expert multidisciplinary practitioner reference 
group. The formulation 8-item theme from the online survey and its thematic 
analysis is reported.
Results: Of 378 responses, 357 (nurses, psychologists, psychiatrists, elderly medicine, 
neurology, GPs, OTs, social workers etc) were about formulation. 275 participants 
used formulations; 81 did not. Formulations were used with: almost everyone 
(104) / o� en (84) / rarely (9). They were seen as: ‘extremely useful’ (n=131) / ‘useful’ 
(n=71) / ‘slightly useful’ (n=6). Perceptions of the value of formulation were: func-
tion (empathy towards the person/family; person-centered not problem centered); 
process (collaborative meetings combines knowledge including life stories of the 
person/family; better outcomes (sharing responsibility facilitates review/resolu-
tion/reformulation). Obstacles were: practical constraints (time, sta�  shortages, 
larger caseloads, excessive paperwork); resource (lack of psychologists to facilitate 
formulation meetings); weak outcomes (support plans become a ‘paper exercise’). 
When multidisciplinary formulation is not used, unstructured approaches to inter-
vention and unclear outcomes may occur.
Conclusion: BtC remains the most complex and costly aspect of dementia. Rational 
decision-making can be time-consuming at the assessment/formulation phase.1

Advantages of multidisciplinary formulation-driven individualised interventions 
outweigh practical and resource obstacles.
Reference: 1 Wolfs, et al (2012) Rational decision-making about treatment and care 
in dementia: A contradiction in terms? Patient Education Counseling 87,1, 43–8. 

This session is organised by Alzheimer Nederland.
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P13. Neuronet: From risk, to dementia – Understanding disease 
progression and its causes

P13.2. PHAGO – Targeting TREM2 and CD33 of phagocytes for 
treatment of Alzheimer’s disease

HODGE Angela

King's College, London, United Kingdom

“Alzheimer’s disease (AD) is an age-related chronic neurodegenerative disease 
with progressive loss of nerve cells and their connectivity in the brain. Today, over 
46 million people live with dementia worldwide and this number is estimated to 
increase to 131.5 million by 2050. Phagocytes accumulate around amyloid plaques 
in the brains of AD patients and show a dysfunctional activation pro� le. Genetic 
approaches have identi� ed two innate immune receptor genes TREM2 and CD33/
SIGLEC3 as disease relevant players in AD. These � ndings present novel and attractive 
targets for treatment. However, their exact role and underlying cellular mecha-
nisms are still unclear.
PHAGO aims to � ll this knowledge gap and provide tools and assays for targeting 
these innate immune receptors, namely TREM2 and CD33/SIGLEC3, which might help 
to pave the way for new therapeutic strategies for AD, in a collaboration between 
academia and industry under the Innovative Medicines Initiative (IMI 2 JU No 115976).
So far, PHAGO has succeeded in developing and establishing a range of highly 
valuable tools, such as novel animal models for TREM2 mutations (Xinag et al, 
2018), the � rst set of isogenic iPSC lines of TREM2/CD33 variants that will be fur-
ther expanded (Garcia-Reitboeck et al 2018, plus unpublished available through 
EBiSC2) and cellular TREM2 and CD33 reporter systems to allow a � rst pilot screening 
attempt (Carillo-Jiminez et al, 2018). Furthermore, one of several systematic analy-
ses of transcriptome data on PHAGO’s bespoke knowledge and omics platform 
has described that loss of TREM2 in microglia leads to widespread disruption of 
cell coexpression networks in mouse brain (Carbajosa et al. 2018). The CD33 crys-
tal structure complexed with sialic acid derivatives has been resolved (Miles et al, 
2019) to eventually support rational drug design.
The PHAGO consortium is also interacting with other IMI-collaborative undertak-
ings in order to maximally utilize synergisms throughout the European Research 
landscape, e.g. in bioinformatics (IMI ADAPTED), iPSC (IMI EBiSC2) and animal mod-
els of tauopathy (IMI IMPRiND).”

P13.3. AETIONOMY – Disease mechanisms for patient subgroup 
identifi cation and disease progression modeling

HOFMANN-APITIUS Martin1, SCHNEIDER Reinhard2, FORGÓ 
Nikolaus3, CORVOL Jean-Christophe4, CARNARD Luc5, FRÖHLICH 
Holger6, SCORDIS Phil7 and the AETIONOMY consortium
1Fraunhofer Institute for Algorithms and Scienti� c Computing (SCAI), 

Sankt Augustin, Germany, 2Université du Luxembourg, Belvaux, 

Luxembourg, 3University of Vienna, Vienna, Austria, 4Institut du Cerveau et 

de la Moelle (ICM), Paris, France, 5Sano� , Chilly-Mazain CEDEX, France, 
6UCB BioPharma, Monheim, Germany, 7UCB BioPharma, Slough, United 

Kingdom

The AETIONOMY project was initiated to pave the way for a “mechanism-based 
taxonomy for neurodegenerative diseases”. The generation of such a “mechanism-
based taxonomy” is an extremely ambitious undertaking, as neurodegenerative 
diseases are widely known as “idiopathic diseases”, which means that the disease 
etiology is unknown.
Over the project runtime of 5 years, the AETIONOMY consortium has implemented 
a big data approach that delivered not only the proof-of-concept that a mech-
anism-based taxonomy for neurodegenerative diseases is possible, but also a 
broad spectrum of resources, which are of highest value for ongoing and future 
research on neurodegeneration. AETIONOMY has generated the largest inven-
tory of knowledge-based, computable disease mechanism representations for 

Alzheimer´s disease and Parkinsonism worldwide. It has furthermore developed 
the text analytics machinery to keep these computable models of disease up to 
date. Moreover, in the course of the project we developed the algorithmic basis 
for modeling and mining that associates disease mechanisms with (longitudinal) 
patient-level data. All these resources were made freely accessible and usable to the 
scienti� c community. The clinical work package has recruited its own Parkinsonism 
– cohort and in close collaboration between data scientists and clinical research-
ers, we could demonstrate that de� ned candidate mechanism have the potential 
to identify patient subgroups in this cohort and an independent control cohort.
AETIONOMY has paved the way for future strati� cation of patients according to 
underlying disease mechanisms (or combination of disease mechanisms). As 
the � rst project of this kind, AETIONOMY has successfully demonstrated that an 
approach that tries to make all public knowledge and all public data in a given 
indication area interoperable and amenable for modeling and mining, is possible.
More than that: AETIONOMY has also shown that the substantial investment in 
this e� ort is well justi� ed, as it leads to meaningful results. 

This session is organised by Neuronet.

P14. (Inter)National dementia strategies

P14.1. National Dementia Strategy 2014–2019 from Switzerland – 
Findings from 6 years of implementation

MARTA GAMEZ Facia, OETIKER Pia

Federal O�  ce of Public Health, Bern, Switzerland

The main objective of the «National Dementia Strategy 2014–2019» is to support 
those a� ected by dementia and promote their quality of life while consistently 
taking their individual circumstances into account. The Strategy de� nes four areas 
requiring priority action:
1. «Health literacy, information and participation»: In order to draw attention to the 
realities of people with dementia and to promote an open approach to dementia, 
two professional organizations have launched an awareness-raising campaign in 
order to draw attention to the realities of people with dementia and to promote 
an open approach to dementia.   
2. «Needs-appropriate services» and 3. «Quality and professional skills»: Demen-
tia patients and the people closest to them should have the possibility to call on 
� exible, high-quality and needs-appropriate care services. In this context, for exam-
ple, recommendations for improving early detection, diagnosis and treatment in 
primary care have been developed. Other professional organizations launched an 
online tool in order to provide specialists with knowledge and models for the sup-
port, care and nursing of people with dementia in long-term care.
4. «Data and knowledge transfer»: Systematically collected data is necessary to 
ensure that the improvement of quality of care can be assured in the future. There-
fore, data of existing health statistics have been collected and three studies (surveys 
among family doctors, memory clinics and the population) have been carried out.
The strategy was evaluated, as it will run out by the end of 2019. The evaluation 
focused on how the implementation of the strategy is to be assessed (strengths, 
gaps, weaknesses, appropriateness of the measures, impacts, etc.) and what needs 
for action or recommendations can be derived for future action. These evaluation 
results, the achieved project results and an outlook on future activities are the 
contents of our presentation.
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P14.2. From plan to impact: National plan responses to the WHO 
Global Action Plan on Dementia

MARTENSSON Birgitta, LYNCH Chris

Alzheimer’s Disease International, London, United Kingdom

The adoption of the global action plan on dementia at the World Health Assembly 
in May 2017 and the subsequent initiation of the Global Dementia Observatory 
(GDO) later that year ensured that dementia became an international priority. The 
global action plan is ambitious in scale and scope, with 7 key action areas. Data 
has also started to be uploaded to the GDO through 21 pilot countries, with more 
coming online. By October 2018, 18 months on, what progress is being made? 
Developing, funding, deploying and monitoring national dementia plans is the 
best tool available to governments to tackle the challenge. This presentation will 
review the global progress, identifying what is working well and what are the barri-
ers, highlighting global examples, including in low- and middle- income countries, 
alongside European plan developments.
At the time of submission, there are 30 national plans in existence, with up to 6 
more forecast for 2019. Currently, this equates to just 15% of the global action plan 
target. The presentation will explore strategies for supporting plan development 
in key regions and countries to tackle the de� cit and look to exemplar or bench-
mark plans, that are being managed well, to act as a source of inspiration. In key 
regions, there are no plans at all (sub-Saharan Africa) but encouragingly, many of 
the plans in development are in low- and middle- income countries.
In addition, the presentation will review progress in the other action areas, including 
dementia awareness and friendliness (including a review of PAHO regional aware-
ness campaign); risk reduction; diagnosis, treatment & care; support for carers; 
information systems; and research & innovation. In the continued absence of a 
disease modifying treatment, the focus continues to fall on key areas of aware-
ness, care and risk reduction.

P14.3. Measures to implement the Austrian Dementia Strategy “Living 
well with dementia”

SCHRANK Sabine

Federal Ministry of Labour, Social A� airs, Health and Consumer Protection, 

Vienna, Austria

Around 130,000 people are currently living in Austria with dementia. As a result of 
demographic developments and rising life expectancy, this number is expected to 
double by 2050. In addition, 30% of cases on the long-term care bene� t registry 
cite dementia as the responsible factor. Dementia is therefore a key challenge for 
the Austrian long-term and health-care system (integrated care). In 2015, the for-
mer Federal Ministry of Social A� airs and Health developed a national dementia 
strategy. In order to support a coordinated approach, the dementia strategy plat-
form was set up in 2016 and up to now, the federal government, the states, and 
social insurance authorities have implemented more than 70 measures to achieve 
the goals of this strategy.
The Federal Ministry of Social A� airs recently funded the project “People with 
dementia in public transport”, with the aim of developing a brochure for employ-
ees of transport companies to help improve the social participation of people 
with dementia.  
On 29th September 2019, the second congress of the Dementia Strategy Platform 
will take place in Vienna, where over 100 participants of the Austrian platform will 
discuss about the inclusion of people with dementia and perspectives for the fur-
ther implementation of the dementia strategy.
The presentation will highlight current measurements to include, support and 
strengthen people with dementia as well as their caregiving relatives and will fur-
thermore present the � rst results of the upcoming guidelines “Living well with 
dementia in nursing homes” to support suitable conditions for a good life and 
working in nursing homes in Austria. 

P14.4. Developing a Dutch Dementia Care Registry to stimulate the 
improvement of dementia care – Progress & lessons learned

DÖPP Carola1, FRANCKE Anneke1, VAN DER HEIDE Iris1, JOLING 
Karlijn2, KWINT Karlijn3, BLOM Marco4, VERHEIJ Robert1

1Nivel, Utrecht, Netherlands, 2Amsterdam UMC, Amsterdam, Netherlands, 
3Vilans, Utrecht, Netherlands, 4Alzheimer Nederland, Amersfoort, 

Netherlands

In the Netherlands, a national dementia care registry is developed to facilitate 
‘learning and improving’ in dementia care. More speci� cally, the registry will pro-
vide information about the use and quality of formal care for people with dementia 
and their informal caregivers, both on a national and regional level. In addition, 
the registry will be available for research contributing to the quality of dementia 
care. A basic principle in developing this registry is that we reuse and link existing 
data. This is data that is routinely recorded by care professionals and will be derived 
from national databases. This concerns data on for example the medication that 
is used, hospital visits, and visits to the general practitioner. 
The steps along which the registry is developed will be discussed such as iden-
tifying and consulting relevant stakeholders, identifying relevant data sources, 
data extraction and linking, and testing the usability of the information from the 
registry during pilot studies with networks delivering integrated dementia care.
In addition, we will elaborate on the lessons we have learned up to now in develop-
ing this registry. Lessons learned relate to the necessity to create bearing surface 
among main stakeholders, such as representatives of people with dementia, care 
providers and data suppliers. Other lessons involve the need to avoid additional 
administrative burden for professionals, the development of an e� ective govern-
ance structure, and taking measures to protect the privacy of people with dementia, 
informal caregivers, professionals, and organizations.

P14.5. Development of the Czech National Action Plan for Alzheimer’s 
disease and related illnesses

BROULIKOVA Hana Marie1

1Ministry of Health of the Czech Republic, Prague, Czech Republic

This study describes the current experience of the Czech Republic with the process 
of revising its National Action Plan for Alzheimer’s disease and related illnesses 
(the Plan) from the perspective of the Plan’s coordinator. A� er encountering seri-
ous issues in implementation of the Plan’s previous version, the recent e� orts 
have been following guidelines, recommendations and tools recently issued by 
the World Health Organization. In line with the step-by-step methodology pro-
posed by the WHO Guide, the Czech Republic has divided the Plan development 
into several stages: situation analysis, setting priorities, creating strategic frame-
work, assessing resource needs, and obtaining political and stakeholder approval. 
At the moment, the only completed stage is the situation analysis; it was carried 
out by collecting Global Dementia Observatory indicators, which enables systemic 
identi� cation of existing gaps as well as an international comparison. Additional 
stages will have been completed by the 2019 Alzheimer Europe conference. During 
the whole development process, considerable e� ort is being devoted to engag-
ing stakeholders since their low buy-in hindered the success of the previous Plan. 
With the Plan being developed in parallel to the National Action Plan for Mental 
Health, there are synergies between the two strategy documents, such as promo-
tion of community services operating on the borderline of social and health care.

P14.6. Th e Flemish reference framework for quality of life, housing 
and care for people with dementia

DELY Herlinde

Flanders Centre of Expertise on Dementia, Antwerp, Belgium
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Quality of care and quality of life for people with dementia is a constant aim for care 
professionals, policy makers and a hot topic for researchers. But what is quality of 
care? What are the foundations of good care and how can we put these into practice?
On request of the Flemish government, the Flemish Centre of Expertise on Demen-
tia published the � rst Flemish reference framework for quality of care & quality of 
life for people with dementia. It was launched in October 2018 and is now being 
implemented all over Flanders.
The reference framework describes six foundations of good care and illustrates 
them with best practices from all over the world. The document wants to encour-
age conscious thinking about quality of care, inspire health care organizations 
and care professionals and stimulate them to optimize the care and support they 
give to people with dementia and their relatives. The framework is relevant to 
hospitals, nursing homes and home care organizations. Together with the book/
publication, we launched an educational package for health care students and are 
running several pilot projects in Flanders.
At the Alzheimer Europe conference, we will share our vision on care for people with 
dementia with other countries. In an oral presentation, we will present the refer-
ence framework with its six foundations and how we put it into practice in Flanders.

P15. Risk factors and dementia

P15.1. SaniMemorix: A public health awareness campaign to promote 
a brain-healthy lifestyle

STEYAERT Jan

Expertisecentrum Dementie Vlaanderen, Antwerp, Belgium

Background: Across the world, a lot of investment goes into � nding a cure for 
dementia (for future generations) and providing good care to persons with demen-
tia and their family caregivers (for the current generation). Over the past years, 
research has emerged on the relation between lifestyle at middle age and risk for 
dementia at old age.  A scholarly consensus has grown that up to 30% of future 
cases of dementia could be avoided if everybody adopts a brain-healthy lifestyle.
However, there is currently a very low awareness among citizens and health and 
care professionals about this link between lifestyle and dementia risk. Raising that 
awareness is a � rst necessary step to start work on primary prevention of dementia.
Methods: In June 2018, a representative baseline survey was organised to meas-
ure what the Flemish citizens at middle-age (between 40 and 75) know about 
dementia and the link with brain-health related lifestyle aspects. Only 34.8% of 
these had awareness about the link between lifestyle at middle age and risk of 
dementia at high age.
On the international Alzheimer day (21st of September 2018), a public campaign was 
launched to raise the awareness. This campaign consisted of distributing “Sani-
Memorix vaccine boxes” at railway stations and through the network of pharmacies. 
The contents were not a traditional vaccine, but information on brain-health. This 
was followed by another similar action during the brain health week, March 2019.
Results: A follow-up survey by IPSOS showed that the awareness among Flemish 
adults grew from 34.8% tot 44.8%, and grew equally across all educational levels.
During our presentation, we will present the aims and activities of our awareness 
campaign, more results from the survey and observations how such campaign 
might be organised elsewhere.

P15.2. Dementia risk reduction and the NHS Health Check

BROCK Helen

Public Health England, London, United Kingdom

Introduction: 30% of dementia is potentially avoidable through modi� able life-
style factors, with current evidence suggesting mid-life changes can have most 
impact on reducing risk (Lancet Commission, 2017). However public understand-
ing is low, with only 34% of British adults thinking it was possible to reduce their 
risk of developing dementia (Alzheimer’s Research UK, 2019).

Methodology: The NHS Health Check is a health check-up for all adults in England 
aged 40–74. It’s designed to spot early signs of cardiovascular disease. It represents 
an ideal opportunity to highlight dementia risk reduction given the overlap with 
cardiovascular risk factors. When the dementia component on the NHS Health 
Check was introduced in 2013, it was focused on raising awareness of the condi-
tion amongst those aged 65–74 years.
Following a successful pilot project in 2016/17, dementia risk reduction messag-
ing is now recommended and o� ered to everyone attending an NHS Health Check. 
Support for commissioners, providers, and practitioners is crucial to both the like-
lihood of dementia risk reduction messages being included in the NHS Health 
Check, and to the quality of the information shared.
Results: To support the implementation of the dementia risk reduction component 
of the NHS Health Check, the following actions have been taken:

• Publication of a range of training resources speci� cally for the NHS Health 
Check, by Public Health England, Alzheimer’s Research UK, Alzheimer’s 
Society and Health Education England

• An audit to understand the extent to which the dementia risk reduction 
messaging was being locally implemented and the type of support local 
stakeholders wanted

• Communications planned to further embed dementia risk reduction mes-
saging in the NHS Health Check .

Conclusion: This presentation will demonstrate the experience and learning from 
work to promote dementia risk reduction messaging as part of the NHS Health 
Check in England.

P15.3. MyBrainRobbie, a new initiative to help promote brain health 
in school-age children

BAYEN Eléonore1, GOURIOU Clémentine2, CLERET DE LANGAVANT 
Laurent3, PRADAT-DIEHL Pascale1, YAFFE Kristine4, LAWLOR Brian6

1Sorbonne Université-Pitié-Salpêtrière hospital, Paris, France, 2Pitié-

Salpêtrère hospital, Paris, France, 3Université Paris-Est Créteil, Créteil, 

France, 4University of California, San Francisco, United States, 6Trinity 

College Dublin, Dublin, Ireland

Background: Recent research projects that up to 35% of dementia cases may be 
preventable by targeting modi� able risk factors (Ya� e 2014, The Lancet Commis-
sion 2017). MyBrainRobbie was launched in 2019 in English and French languages 
to promote brain health among children with support from the Global Brain Health 
Institute and the Alzheimer’s Association.

Development: The MyBrainRobbie.org project engaged a wide inter-professional 
collaboration of experts (neuroscientists, medical/health professionals, education 
specialists, teachers, parents, communication/design experts) as well as Atlantic 
Fellows from the Global Brain Health Institute, and faculty from Sorbonne Univer-
sity, University of California San Francisco and Trinity College Dublin. The initiative 
includes (1) a 7-minutes video (free on YouTube) of a little brain character (Robbie) 
which helps children learn about eight simple and lifelong healthy lifestyles, (2) a 
web site with links to scienti� c references and educational resources to support 
public health interventions in schools.
A pilot implementation of 1-hour class on brain health prevention was carried in 
three French elementary schools (13 classes) in June 2018 to assess the acceptabil-
ity of MyBrainRobbie initiative, a� er obtaining principals’ and teachers’ approval. 
The class included viewing of the video, use of the educational pack of MyBrain-
Robbie.org, Q&As about the brain and brain health. Global results in 303 students 
aged 6–11 years showed that student’s satisfaction of the video was high (ratings 
‘excellent’=64%, ‘good’=29.7%); the video was self-rated as ‘very easy’ and ‘easy’ 
to understand in 68.4% and 24.6% respectively; on average, students memorized 
a mean of 7 neuro-protective factors (SD=1.3; min=1-max=8).  
Conclusion: MyBrainRobbie brings positive messages to empower children while 
pointing out that lots of pleasant daily life activities are good for the brain. MyBrain-
Robbie aims at increasing global public awareness of the importance of brain health 
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across the life-span in an enthusiastic way while reducing social health inequities. 
Adaptation in � ve more languages is underway.  

P15.4. Social health and structural brain changes in older adults

VAN DER VELPEN Isabelle1, MELIS René2, PERRY Marieke3, KAS 
Martien4, VERNOOIJ-DASSEN Myrra5, IKRAM Arfan6, VERNOOIJ 
Meike1

1Department of Epidemiology, Erasmus MC, Rotterdam; Department of 

Radiology and Nuclear Medicine, Erasmus MC, Rotterdam, Netherlands, 
2Department of Geriatric Medicine/Radboud UMC Alzheimer Center, 

Radboud UMC, Nijmegen; Radboud Institute for Health Sciences, Radboud 

UMC, Nijmegen, Netherlands, 3Department of Geriatric Medicine/

Radboud UMC Alzheimer Center, Radboud UMC, Nijmegen; Department 

of Primary and Community Care, Radboud UMC, Nijmegen, Netherlands, 
4Groningen Institute for Evolutionary Life Science, University of Groningen, 

Groningen, Netherlands, 5Department of IQ Healthcare, Radboud UMC, 

Nijmegen, Netherlands, 6Department of Epidemiology, Erasmus MC, 

Rotterdam, Netherlands

Background: Poor quality of social connections has been shown to increase the 
risk of dementia. We hypothesize that social health in� uences brain health and 
consequently cognitive function. We studied loneliness and perceived social sup-
port in relation to structural brain changes.
Methods: Cross-sectional data were collected from 2002–2008 in the Rotterdam 
Study. Loneliness was measured by a single question on the Center for Epidemio-
logic Studies depression scale (CES-D). Perceived social support was measured by 
a 5-item questionnaire on relationships with family and friends. Brain structure 
was measured by magnetic resonance imaging (MRI). Markers used were brain vol-
umes, small vessel disease markers (white matter lesion (WML) volume, presence of 
microbleeds and lacunar infarcts) and white matter structural integrity (fractional 
anisotropy, mean di� usivity). We used regression analyses to adjust the crude asso-
ciations for age, sex, intracranial volume, mini mental state examination (MMSE) 
and education. Additionally, we performed strati� ed analyses for age and sex.
Results: The study sample comprised 3,812 subjects (mean age 59.1 years, 54.6% 
female). Compared to non-lonely subjects, lonely subjects had smaller total brain 
and white matter (WM) volumes (mL) (β(se) -3.87 (1.62), p=0.02; -4.10 (1.67), p=0.01 
respectively), with larger WML volume and worse WM integrity. Better social sup-
port was associated with larger total brain and grey matter volumes (β(se) 1.32 
(0.58), p=0.02; β(se) 1.16 (0.51), p=0.02 respectively), smaller WML volume and bet-
ter WM integrity. E� ects of loneliness were more pronounced for males and for 
younger subjects (&lt;65 years). Social support e� ects on brain volumes were larger 
for older subjects, and the e� ect on grey matter volume was larger for females.
Conclusion: In this cross-sectional study, lonely subjects had worse brain health 
than non-lonely subjects. Better perceived social support was associated with bet-
ter brain health. These � ndings highlight potential for prevention, which we will 
further explore in longitudinal analyses.

P15.5. Self-reported sleep quality as a risk factor for cognitive decline: 
Maastricht Ageing Study (MAAS)

PARK Hyun Young (Hailey), VAN BOXTEL Martin, RUTTEN Bart, 
KÖHLER Sebastian

Maastricht University, Maastricht, Netherlands

Reduced sleep quality is an emerging risk factor for developing cognitive impair-
ment in both preclinical and clinical Alzheimer’s disease (AD). Previous studies have 
examined the association between sleep quality and cognitive decline, however, 
there is still a lack of studies with a longitudinal design, su�  cient power, and a 
detailed neuropsychological assessment. The aim of this study was to investigate 
the relation between self-reported sleep quality and cognitive decline in the gen-
eral population and across the adults age span using data from the longitudinal 

Maastricht Ageing Study. Sleep quality was measured using the sleep subscale 
score of the 90-item Symptom Checklist. At each time points at baseline, 6, and 
12 years, cognitive performances in multiple domains were assessed, including the 
immediate and delayed recall of the Visual Verbal Learning test (verbal memory), 
Concept Shi� ing Test, Stroop Color Word Test, Animal Fluency Test (all executive 
functions/attention), and Letter Digit Modality Test (processing speed). Linear 
mixed models were used to explore the association between continuous and 
tertiles of subjective sleep quality and cognitive change over time. Models were 
adjusted for demographic backgrounds and other health and lifestyle covariates. 
The results showed that sleep quality at younger age (<65 years) was associated 
with decline in executive functions/attention and processing speed, whereas at 
older age (≥65 years) it was associated with decline in verbal memory (immedi-
ate and delayed word recall). Additional analyses with gender showed that sleep 
quality was associated with decline in executive function/attention in men, but 
with decline in verbal memory and processing speed in women. Taken together, 
poor self-reported sleep is associated with age-accelerated cognitive decline in the 
general population. Di� erential association between younger and older adults and 
across sexes need further research.

P15.6. Quantifying an individual’s potential for dementia prevention: 
Validation and implementation of the “LIfestyle for BRAin 
health” (LIBRA) score

DECKERS Kay, HEGER Irene, VAN BOXTEL Martin, VERHEY Frans, 
KÖHLER Sebastian

Alzheimer Centrum Limburg, School for Mental Health and Neuroscience, 

Maastricht University, Maastricht, Netherlands

Background: From a public health perspective, those at increased risk of dementia 
should be identi� able based on readily available risk factors that are truly ame-
nable to change. To this end, the ‘’LIfestyle for BRAin Health’’ (LIBRA) score was 
developed a� er triangulation of results from a systematic literature review on risk 
and protective factors for dementia and an expert consensus study. LIBRA quan-
ti� es an individual’s potential for dementia prevention by � agging their ‘room 
for improvement’.
Methods: LIBRA consists of 12 risk and protective factors which can be targeted 
by lifestyle interventions and risk management in primary care. Risk factors are 
coronary heart disease, diabetes, hypercholesterolemia, hypertension, depression, 
obesity, smoking, physical inactivity and renal disease. Protective factors are low-to-
moderate alcohol use, high cognitive activity and healthy diet. A weight is assigned 
to each factor based on the factor’s relative risk from meta-analyses (total score: 
-5.9 to 12.7), with higher scores indicating higher dementia risk.
Results: In pooled analyses from six prospective studies, a one-point change in 
LIBRA increased dementia risk by 15% (95%CI=9%-21%) in people aged <65 years 
and by 11% (95%CI=7%-15%) in those aged 65–75 years, but not at older ages. Higher 
LIBRA scores were also associated with cognitive decline in middle-aged individuals 
(Doetinchem Cohort Study), correlated with cognition scores in a health-seeking 
sample, related to intervention e� ects in early dementia prevention trials (preDIVA, 
FINGER) and associated with brain atrophy and cerebrovascular changes (Maas-
tricht Study). Further, LIBRA is currently used by several international partners to 
give middle-aged individuals from the general population insight into their own 
lifestyle in order to promote brain health in later life.
Conclusions: There is a public need for knowledge transferon brain health and 
potential for delaying dementia. LIBRA might be a useful tool to inform individu-
als of their pro� le and identify target behaviors.



Making valuable connections / Th e Hague 2019

Abstract Book / Parallel sessions

31

P16. Psychosocial interventions 1

P16.1. Which type of case management best meets the needs of 
persons with dementia: Th e COMPAS study

VAN HOUT Hein1, MEILAND Franka1, SMAARDIJK Veerle2, JOLING 
Karlijn1, VAN DER ROEST Henriette1, MACNEIL-VROOMEN Janet1

1Amsterdam University medical center, Amsterdam, Netherlands, 2Tilburg 

University, Tilburg, Netherlands

Background: Persons with dementia and their close relatives have needs in mul-
tiple areas including environmental, physical, and psychosocial domains. Case 
management may address these needs. It is not clear whether some forms of case 
management are better able to meet unmet needs than others.
Objective: The aim of the study was to evaluate the impact of two forms of case 
management on the type and course of unmet needs of persons with dementia 
and their informal caregivers over two years. We hypothesized that dementia case 
management organized in an integrated way (IC) compared collaboration of mul-
tiple organizations (CC), and usual (fragmented) community care (UC) would lead 
to a better response to and course of unmet needs over time.
Methods: The COMPAS study was a prospective, controlled cohort study, with 
2-year follow-up of 521 dyads of community dwelling persons with dementia and 
their informal caregivers recruited in regions with and without case management.
Outcomes: were unmet needs on four domains (environmental, physical, psy-
chological, and social) composed of 24 items from the Camberwell Assessment 
of Need for the Elderly (CANE), as reported by informal caregivers every 6 months. 
We adjusted for group di� erences at baseline by propensity score matching. We 
compare changes in the four domains and on speci� c unmet needs between two 
case management models and usual care group through GEE-analyses.
Results: Compared to usual care, IC positively impacted the psychological and 
social domains, including four speci� c care needs: ‘Dealing with Eyesight, hearing 
or communication’, ‘Memory support’, ‘Having daytime activities’, and ‘Receiv-
ing Information’, while CC impacted two speci� c needs ‘Managing medication’, 
and ‘Behavior’.
Conclusions: Compared to usual care, both forms of case management contrib-
uted to meeting unmet needs. Integrated forms had more impact, especially on 
psychological and social domains, compared to collaborative forms.

P16.2. Exergaming for people with dementia in day care centres: 
Results of a randomized controlled trial

VAN SANTEN Joeke1, DRÖES Rose-Marie1, BOSMANS Judith2, 
BLANSON HENKEMANS Olivier3, SCHOONE Marian3, VAN 
BOMMEL Sjef4, HAKVOORT Esther5, VALK Ronald6, SCHOLTEN 
Carla7, WIERSINGA Joris8, SMIT Marjolein8, VAN STRATEN 
Annemieke9, MEILAND Franka1

1Department of Psychiatry, Amsterdam Public Health research institute, 

Amsterdam UMC, location VUmc, Amsterdam, Netherlands, 2Department 

of Health Sciences, Faculty of Science, Vrije Universiteit Amsterdam, 

Amsterdam Public Health research institute, Amsterdam, Netherlands, 
3Healthy Living, TNO, Leiden, Netherlands, 4Sjef van Bommel Management 

& Support, Amsterdam, Netherlands, 5Scienti� c Committee Evean, 

Purmerend, Netherlands, 6HilverZorg – Day-care center Zonnehoeve, 

Hilversum, Netherlands, 7Embedded Fitness B.V., Vlierden, Netherlands, 
8SilverFit B.V., Woerden, Netherlands, 9Department of Clinical- neuro- and 

developmental Psychology, Faculty of Behaviour and Movement Sciences, 

VU University Amsterdam, Amsterdam, Netherlands

Background: Everyone can bene� t from physical activity. However, people living 
with dementia (PwD) experience several barriers, such as risk of falls and orienta-
tion issues. Exergaming (“physical exercise interactively combined with cognitive 
stimulation in a gaming environment”) is relatively new and may help overcome 

these barriers. This study evaluates the (cost-)e� ectiveness of exergaming compared 
to regular activities in day-care centres (DC’s) for PwD and informal caregivers (IC). 
Facilitators and barriers to implementation of exergames are also investigated.
Methods: A cluster Randomized Controlled Trial (RCT), with a process evaluation 
alongside. PwD and IC were interviewed at baseline, and at 3 and 6 months. Primary 
outcomes were mobility and physical activities of PwD. Secondary outcomes for 
both PwD and IC were physical, cognitive, social and emotional functioning, and 
quality of life. Additionally, for IC: subjective burden and positive care experiences. 
Mixed model analyses were conducted. The economic evaluation was done for the 
primary outcome measures. For the process evaluation, thematic analysis was 
performed on data from online surveys, qualitative interviews and focus groups.
Results: Twenty DC’s (11 exp, 9 control) in the Netherlands and 112 dyads (PwD/IC; 
73 exp, 39 control) participated in the study. Preliminary results show that there 
was a tendency for exergaming to be bene� cial regarding the emotional burden 
of the IC. Also, cost-e� ectiveness analyses showed (non-signi� cant) positive ten-
dencies. Exergaming was highly appreciated by participants, family and sta� . 
Facilitators for successful implementation were a.o. easy accessibility of equip-
ment, support from management and colleagues, and � nances. Further results 
will be discussed at the conference.
Discussion: This study contributes to the evidence base of innovative exercise 
interventions for people living with dementia. Safe opportunities for enjoyable 
physical exercise and insight into its bene� ts will enable and motivate PwD to be 
more physically active. Guidelines are given to promote successful implementa-
tion of exergaming.

P16.3. Perspectives of non-drug-therapies in dementia – Results of the 
multicomponent MAKS – Intervention

PENDERGRASS Anna1, BEHRNDT Elisa-Marie2, LUTTENBERGER 
Katharina, GRAESSEL Elmar
1Friedrich-Alexander University Erlangen-Nürnberg (FAU), Erlangen, 

Germany, 2Erlangen, Germany

Background: Multi-component interventions seem to have the biggest impact 
on di� erent outcomes for people with dementia. Unstructured and non-evidence 
based interventions are commonly used in German day care centers (DCCs). In this 
study, we investigated the multicomponent MAKS-therapy in DCCs, a� er it has 
already been evaluated in German nursing homes. The MAKS- therapy is a highly 
standardized intervention consisting of four components: motor stimulation, 
practice of activities of daily living (ADLs), cognitive stimulation, and social-com-
municative component.
Methods: A cluster-randomized, controlled, single-blinded trial involving a 6-month 
intervention phase was performed. 362 cognitively impaired people in 32 German 
DCCs took part in the trial. Multiple regression analyses were used to determine 
whether MAKS therapy led to any statistically signi� cant and clinically relevant 
improvement over time (compared to membership in the control group) in these 
persons’ cognitive abilities and activities of daily living (ADL) abilities.
Results: The multimodal non-drug therapy of dementia resulted in stabilization 
of the cognitive ability and the ability to perform ADLs in the intervention group, 
whereas both abilities in the control group decreased. So in the primary per-proto-
col analysis at 6 months, the intervention group had signi� cantly better cognitive 
ability scores (MMSE) and ADL scores (ETAM) than the control group (Cohen’s d, 0.26 
and 0.21, respectively; p = 0.012 for both). The same was found in the ITT analysis at 
6 months (Cohen’s d = 0.21, p = 0.033; and Cohen’s d = 0.20, p = 0.019, respectively).
Conclusion: MAKS therapy is e� ective for persons with cognitive impairment rang-
ing from mild cognitive impairment (MCI) to moderate dementia who live at home 
and regularly visit a day care center. More e� ects on secondary outcomes of the 
cognitively impaired people (e. g. neuropsychiatric symptoms, transfers to nursing 
homes) and the impact on their caregivers will be discussed as well.
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P16.4. What is important to people with dementia living at home? A 
core outcome set for community interventions

REILLY Siobhan1, MORBEY Hazel1, FARAZ Ahmed1, LEROI Ira2, 
DAVIES Linda3, WILLIAMSON Paula4, SWARBRICK Caroline1, 
KEADY John3, HARDING Andrew1

1Lancaster University, Lancaster, United Kingdom, 2Trinity College Dublin, 

Dublin, Ireland, 3University of Manchester, Manchester, United Kingdom, 
4Liverpool University, Liverpool, United Kingdom

Background: High variability in outcomes in dementia care trials impedes com-
parisons of e� ectiveness and makes the interpretation of results di�  cult. One 
way for trialists to address these problems is to use and report a core outcome 
set (COS) – a list of core outcomes which should be measured and reported as a 
minimum across all relevant e� ectiveness trials. Consultation with people liv-
ing with dementia regarding the outcomes that matter most would also help to 
avoid research waste associated with poor outcome selection.  The key aim of this 
study is to establish an agreed standardised core outcome set (COS) for use when 
evaluating non-pharmacological health and social care interventions for people 
with dementia living at home.  
Methods: We developed a modi� ed two-round 54 item Delphi survey to attain 
consensus on core outcomes from key stakeholders from the UK. We � nalised the 
core outcome set in a face-to-face consensus meeting in 2018.
Results: Of the 288 participants who completed round 1 (21 people living with 
dementia, 58 care partners, 137 relevant health and social care professionals, 60 
researchers, 12 policy makers) 246 completed round 2 (85% response rate). Ten 
items met the inclusion criteria for the COS. From 24 items that were discussed 
by participants attending the consensus meeting a further three items were voted 
in. Respondents living with dementia who rated these 13 outcomes as very impor-
tant in the second round of the Delphi ranged from 50% to 95%. 
Conclusions: Providing there are adequate measures, the 13 outcome items should 
be included and reported in trials on the e� ectiveness of non-pharmacological 
interventions and community-based interventions for people with dementia living 
at home and in their neighbourhood. An additional abstract reports a systematic 
review of existing outcome measurement instruments so that we can recommend 
‘how to measure’ the 13 outcome items.

P16.5. Barriers and facilitators to implementing Dementia Care 
Mapping™ in care homes: Results from the EPIC trial

GRIFFITHS Alys1, KELLEY Rachael1, GARROD Lucy2, PERFECT 
Devon3, ROBINSON Olivia1, SHOESMITH Emily1, MCDERMID 
Joanne4, BURNLEY Natasha1, SURR Claire1

1Leeds Beckett University, Leeds, United Kingdom, 2Oxford Health NHS 

Foundation Trust, Oxford, United Kingdom, 3University of Birmingham, 

Birmingham, United Kingdom, 4King’s College London, London, United 

Kingdom

Many people living with dementia in care homes have complex behaviour and 
care needs, such as agitation and other neuropsychiatric symptoms. Psychoso-
cial person-centred interventions are considered best practice for addressing these 
needs, to improve people’s quality of life. Dementia Care Mapping™ (DCM) is an 
established practice development tool that aims to support sta�  in the delivery 
of person-centred care. To date, a limited number of studies have evaluated the 
e�  cacy of DCM and have found mixed results. This may be due to di� erences in 
intervention implementation. For example, the studies implemented DCM in dif-
ferent ways, using sta�  led and researcher led approaches, across several countries. 
A randomized controlled trial (the EPIC trial) was conducted, which evaluated the 
e� ectiveness and cost-e� ectiveness of DCM within 50 UK care homes (31 interven-
tions: 19 control). Eighteen of the 31 DCM intervention care homes participated in 
the embedded process evaluation. Semi-structured interviews were conducted with 
83 participants, consisting of care home managers, trained DCM users (mappers), 

expert external mappers, sta�  members, relatives, and residents. The � ndings 
demonstrated that barriers and facilitators to DCM implementation were found 
at the mapper level (e.g. motivation and con� dence), the DCM intervention level 
(e.g. complex nature of DCM) and the care home level (e.g. openness to change, 
manager support). Further barriers caused by the burden of trial participation 
were also identi� ed (e.g. input from expert mappers). Implementing DCM is com-
plex and challenging within care homes, and a greater consideration of potential 
barriers and facilitators is needed in future studies and practice. This would help 
improve implementation, which is associated with increased e� ectiveness. Addi-
tionally, sharing best practice models of implementation with practitioners and 
research teams is crucial to support future use of DCM.

P16.6. Change in daily behaviour in carers of people with dementia: 
Mechanisms in an experience sampling intervention

BARTELS Sara Laureen1, VAN KNIPPENBERG R.1, VIECHTBAUER 
W.1, SIMONS C.1, PONDS R.1, MYIN-GERMEYS I.2, VERHEY F.1, DE 
VUGT M.1

1Maastricht University, Maastricht, Netherlands, 2KU Leuven, Leuven, 

Belgium

The six-week ‘Partner in Sight’ intervention for carers of people with dementia was 
based on the Experience Sampling Method (ESM), meaning carers self-monitored 
own a� ect and behaviours ten times/day via a mobile device. Additionally, the 
experimental group received personalized feedback focused on behaviors related 
to high positive a� ect to raise awareness for those, while the pseudo-experimental 
group performed self-monitoring only. Furthermore, a control group (care as usual) 
was included. The randomized controlled trial showed a pre-to-post change in emo-
tional well-being in both intervention groups with increased sense of competence 
(SoC), decreased perceived stress and reduced negative a� ect (NA)). The present 
study evaluated if the intervention also led to behavioral changes. Furthermore, 
the link between daily behaviors, a� ect, activity-related stress, as well as carers’ 
SoC over the course of the intervention was investigated. Therefore, ESM-data 
of 72 carers was post-hoc analyzed. The experimental group reported signi� cant 
increases in passive relaxation activities over the six weeks (B=.28, SE=.12, Z= 2.43, 
p<.05). Passive relaxation in this group was negatively associated with NA (r=-.50, 
p=.01) and positively associated with activity-related stress (r=.52, p=.007) from 
baseline to post-intervention. The other groups did not report signi� cant behav-
ioral changes. The results indicate that personalized feedback is a crucial element 
in an ESM intervention for carers to facilitate a change in daily behaviors. The pro-
cess of behavioral change seems to be aligned with mixed emotions. ESM-data 
describes the complexity of caregiving and the acknowledgement of both positive 
and negative a� ect might be necessary for sustained coping during caregiving.

P17. Alzheimer Nederland – Technology and e-Health

RENES Steije1, VAN VUGT Dennis2, BOOTS Lizzy3, VAN OTTERDIJK 
Robin4

1TNXTO, Bussum, Netherlands, 2Born05, Utrecht, Netherlands, 3Alzheimer 

Centre Limburg, Maastricht, Netherlands, 4Proxcellence, Eindhoven, 

Netherlands

Part of the success of the online platform for caregivers of people with dementia 
lies in building strategic partnerships with relevant stakeholders. PGGM (pension 
fund), CZ (health insurance company and KNB (umbrella organization of notaries) 
were founding partners of the platform and helped both � nancially and with rele-
vant expertise in the � rst years. In addition, there are partnerships with Alzheimer 
Centre Limburg, Trimbos-institute and Nivel which lead to evidence-based develop-
ment and implementation of innovative applications. More recently, collaboration 
is started with Monuta (funeral company) and SAP/Proxcellence (so� ware and ICT) 
in sharing expertise and developing a new app. Developing and innovating an 
online platform like dementia.nl is not business as usual for an organization like 
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Alzheimer Nederland. With the help of a strategic partner (TNXTO) and a creative 
agency (Born05) we keep on building and expanding our platform. In this session 
we like to share our experience in partnerships with research institutes and com-
panies in the growth of dementia.nl. 

This session is organised by Alzheimer Nederland.

P18. Inclusion of people with dementia

P18.1. Th e many voices of dementia advocacy

SWAFFER Kate1, GORDON Howard2

1Dementia Alliance International, Adelaide, Australia, 23 Nations 

Dementia Working Group & Dementia Alliance International, She�  eld, 

United Kingdom

Dementia Alliance International (DAI), 3 Nations Dementia Working Group (3NDWG) 
and Alzheimer’s Society worked as partners to deliver a small capacity building 
project for self-advocacy and inclusion on dementia. The project aimed to identify 
the barriers as well as tools to support inclusion of people impacted by demen-
tia in campaign activity and self-advocacy. The project partners consulted with 
dementia working groups and individuals, identifying that barriers to self-advo-
cacy can include: con� dence, accessibility, discriminatory language, stigma and 
lack of engagement from others.
This session will present the project including:

• Analysis of the barriers and solutions to increasing self-advocacy on 
dementia, including the work of dementia working groups worldwide

• A Directory which collates relevant existing resources that support inclusive 
working, including tools to support self-advocacy and to help organisa-
tions work more inclusively

• A short � lm of and by people living with dementia aimed at supporting 
and encouraging self-advocacy by sharing their experiences, motivation 
and tips on speaking out .

Participants of the � lm said:
• “The driving force for me becoming a self-advocate on dementia is there 

is so much I want to do and share and just like my physical health I want 
to do as much as I can while I can because the day will come when I 
can’t.” Kris, USA

• “The � rst few times that you speak out publicly you’re terri� ed of not 
remembering what you want to say but then you � nd out every speaker 
is the same and that even people without dementia are like that.” Kate, 
Australia

• “To someone who is thinking should I advocate or shouldn’t I – try and 
see!” Agnes, Scotland .

P18.2. A toolkit to support and inspire researchers to collaborate more 
with people with dementia/ carers

BRULS Erlen

Alzheimer Nederland, Utrecht, Netherlands

Introduction: To ensure the relevance of the results of scienti� c research for peo-
ple with dementia and carers, Alzheimer Nederland wants them to participate in 
dementia research in the Netherlands. This is why we want to inspire researchers to 
work towards a partnership. In the past several years we have noticed researchers 

are motivated to work together but they are struggling to do so. Therefore, we 
developed a toolkit for them to support and inspire them.
Method: The toolkit was developed using years of experience with patient par-
ticipation within the national research program Memorabel in which Alzheimer 
Nederland is responsible for the involvement of people with dementia and carers. 
Amongst others information was gathered via the progress reports of dozens of 
research projects and by interviews with lay-experts and researchers. The toolkit 
was developed in close collaboration with a science-journalist.
Results: 5 information articles (the what-why-when-where and how) and 4 inter-
view stories were written. The articles give an insight on which parts of the research 
project people with dementia and carers can be involved, why it’s important to 
involve them, when in the research cycle it’s best to involve them, where you can 
� nd them and how they can be involved. The inspiring interviews give an insight 
in the more personal experience of both parties.
Discussion/Evaluation: The toolkit was launched in 2018 and the � rst researchers 
have used the toolkit in the application phase of the grant cycle ‘Memorabel 7’. This 
year the toolkit was evaluated and we will further develop the toolkit.

P18.3. Experiences, challenges and opportunities for involving people 
with dementia and caregivers in Irish research

O’PHILBIN Laura1, QUAID Kevin2

1� e Alzheimer Society of Ireland, Dublin, Ireland, 2Dementia Research 

Advisory Team, Cork, Ireland

People with dementia and caregivers of people with dementia have the right to 
authentic inclusion and involvement in research that pertains to them. In addi-
tion, they can bring unique insights that add signi� cant value to research. Person/
Patient Public Involvement (PPI) occurs when the public/patients work in partner-
ship with researchers in setting priorities for research, planning and managing 
research studies, as well as in disseminating � ndings and putting results into prac-
tice. In line with Alzheimer Europe’s position, the Alzheimer Society of Ireland (ASI) 
is working hard to support and build capacity for PPI in Irish dementia research.
The Dementia Research Advisory Team was established in April 2019 and is sup-
ported by ASI. It is a group of experts by experience (6 caregivers and 5 people living 
with dementia) who in� uence, advise and work with researchers across Ireland in 
a PPI capacity. Team members collectively developed terms of reference detail-
ing their expectations of ASI, researchers, and their role in all PPI activities. Team 
members will focus on becoming active stakeholders in Irish dementia research, 
and ASI will support them to build their capacity to be involved through capacity-
building workshops and continuous evaluation.
This joint presentation will discuss the development, capacity building, and 
experiences of the Dementia Research Advisory Team. Mr Kevin Quaid, who has a 
diagnosis of dementia, will discuss the progress of the team and report on members’ 
experiences of being involved in Irish dementia research. He will also discuss the 
impact that research involvement has had on team members and on the research 
they have been involved in. Practical ‘lessons learned’ on what did and did not work 
well will be presented, in addition to how the Dementia Research Advisory Team 
has navigated challenges and opportunities for involvement of people living with 
dementia and caregivers in research.

P18.4. Creating organisational change to involve Dementia Voice

DOHERTY Adele

Alzheimer’s Society, London, United Kingdom

“Our people will respect the experience and knowledge of PABD by listening to 
their voice and including them in our work to deliver the New Deal on Dementia.” 
Managers Charter Alzheimer’s Society 2019.
In 2017 Alzheimer’s Society invested in a new team of sta�  and volunteers who 
would work to embed a culture of meaningful and continuous engagement.
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The Dementia Voice plan (2018–2022) is a rights based (not just a “nice to do”) stra-
tegic plan for involvement of people a� ected by dementia in our work and that of 
wider society through our policy and campaigning o� er.
It builds on the work of the engagement and participation team (2014–2017) which:

• Introduced the “co-production” concept to our people
• Increased awareness of the need to include people a� ected by dementia 

in decision making
• Reviewed how we gather data about type and frequency of involvement 

activity .
By March 2022, the Alzheimer’s Society will be exemplars in the � eld to inspire, 
enable and in� uence others to change:

• O� ering everyone a� ected by dementia (carers and people with dementia 
at all stages of the illness) the opportunity to use their skills and experi-
ences to in� uence change

• Enabling people a� ected by dementia to: – Volunteer – Continue to work 
for an organisation a� er a diagnosis

• Evidencing involvement at all stages from making decisions with our 
senior leaders through to working with our people providing local service

• Encouraging people under-represented in our work to get involved .
Our people have a strong desire to work together with PABD but there are barriers 
including lack of time and resource, poor understanding of what good involve-
ment is and how to do it. In 2019, AS presents evidence of best practice examples 
of employing PABD, increasing involvement across the organisation including in 
recruitment of sta� , campaigning, marketing, fundraising and service development.

P18.5. Turning ambition into practice – Launch of the fi rst-ever 
‘Flemish Working Group of People with Dementia’ in Belgium

VAN GILS Jan2, VANWELCKENHUIJZEN Cindy1, VAN LAER Geert3, 
VAN LAER Ikuko3, BINS Niek4, DE RU Elena4, GOOSSENS Roland5, 
VANDENBRANDEN Christine5, GOOSSENS Paul6, LEFEVRE 
Katelijne6, VAN GILS Jan2, DE BOCK Norbert5, STEEMAN Els5, 
LAMERS Hilde1, GOMMERS Lieve1, VERSCHRAEGEN Jurn7, 
CONSTANT Olivier7

1Alzheimer’s League Flanders, Turnhout, Belgium, 2Flemish Working Group 

of People with Dementia, Mechelen, Belgium, 3Flemish Working Group 

of People with Dementia, Antwerp, Belgium, 4Flemish Working Group 

of People with Dementia, Ghent, Belgium, 5Flemish Working Group of 

People with Dementia, Sint-Niklaas, Belgium, 6Flemish Working Group of 

People with Dementia, Ostend, Belgium, 7Flanders Centre of Expertise on 

Dementia, Antwerp, Belgium

End of 2018, the Alzheimer’s League Flanders and the Flanders Centre of Expertise 
on Dementia started with the � rst-ever ‘Working Group of People with Demen-
tia’ in Flanders (Belgium). The Working Group consists of people with dementia 
and their caregivers.
The idea originates from the Flemish awareness campaign ‘Forget dementia, 
remember the person’ and is in line with the Dementia Strategy of Flanders and 
the mission of the Alzheimer’s League Flanders and the Flanders Centre of Exper-
tise on Dementia to encourage society to strengthen the autonomy of people with 
dementia and their family caregivers.
We are proud to announce that the Flemish Working Group of People with Dementia 
will launch the � rst ‘Charter for a dementia friendly society’ and their introduc-
tion movie in Belgium in May 2019. Together with the members, clear goals and 
ambitions were de� ned, such as reaching out more proactively to the media and 
opinion makers, ensuring meaningful involvement of people with dementia in 
project development, giving research and policy advice and valuing the expertise 
of people with dementia as the starting point to help reduce the stigma around 
dementia. We want to empower people with dementia and reach out to society 
to respond to their needs and know and respect their rights.

In the presentation, coordinators and people with dementia will explain their 
priorities upon which the Charter is based. Their introduction movie will also be 
shown for the � rst time for an international audience. The Charter focuses on the 
importance of the following rights of people with dementia: Listen to us – Give 
us a voice – Include us – Give us the opportunity to meet peers – Use respect-
ful language – Include us in setting policy guidelines – Give us the opportunity 
to learn and experience new things – Evolve towards a dementia friendly society.

P18.6. Dementia friendly taxi journeys in rural areas in South 
Ostrobothnia, Finland

NIINISTÖ-MÄKINEN Päivi, VIHTONEN Sarita

� e Memory Association of South Ostrobothnia, Finland

In South Ostrobothnia, 23% of population are over 65 years old and 7000 people 
live with dementia. Dementia and age-friendly South Ostrobothnia project was 
launched in 2017, to create a speci� c model that will support and improve the qual-
ity of life for older people and people with dementia. Project works closely with 
local � rms and companies.
Aim: The aim is to help � rms and companies to develop and change their services 
towards more dementia and age-friendly. So far 117 di� erent � rms and businesses 
have participated, and especially many taxi entrepreneurs from rural areas have 
improved their services. In rural areas of Finland public transportation is not an 
option. The only choice of transportation for many elderly and especially for peo-
ple with dementia is a taxi. Local, familiar taxi driver can help to reduce stress 
and anxiety of travelling. Reliable transport service for people with dementia can 
enhance their independence for example enabling them to run errands on their 
own. Thus also making everyday life of their carer little bit easier.
Methods: Taxi entrepreneurs and their employees have been taught about mem-
ory disorders, dementia prevention, how to better support, communicate and 
understand people with dementia. In co-operation with older people company’s 
services have been re� ected and enhanced. During the project 1383 older people 
have given their opinions of what they consider as dementia friendly services. 
These opinions and ideas have been communicated to the companies to help 
them improve their services.
By participating in the project, companies get certi� cates and dementia friendly 
stickers to show their specialized customer service. Taxi entrepreneurs play a key 
role in enabling citizens in rural areas to grow old in their familiar neighbourhoods 
with their friends and families, to participate and be an active member of one’s 
community, to independently use local services and run errands.

P19. Young onset dementia

P19.1. ‘You look well’ ………. Living life with the invisible disability of 
early onset dementia

WHELAN Clodagh1, ROCHFORD-BRENNAN Helen2, RYAN Kathy3, 
QUAID Kevin4

1 � e Alzheimer Society of Ireland, Dublin, Ireland, 2 � e Irish Dementia 

Working Group, Sligo, Ireland, 3 � e Irish Dementia Working Group, Cashel, 

Ireland, 4 � e Irish Dementia Working Group, Cork, Ireland

Background: Members of the Irish Dementia Working Group (IDWG) advocate for 
change, raise awareness, confront stigma and engage in research. Throughout this 
work, there is another challenge they face as a result of speaking publicly about 
living with dementia – they do not look unwell.
As a result, professionals and members of the public view these advocates as an 
anomaly, an exception. There is a lack of understanding about life with early onset 
dementia and how, despite their ability to participate in advocacy work, the mem-
bers of the IDWG face daily challenges. ‘I am on the Board of Alzheimer Europe but 
I burn my hands making the dinner’: Helen Rochford-Brennan
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Content: Three members of the IDWG (Kathy Ryan, Kevin Quaid and Helen Rochford-
Brennan who is also Chair of the European Working Group of People with Dementia) 
wish to discuss the reality of living with an invisible disability.
The issue of not looking unwell is something which many people living with younger 
onset dementia face. The discussion will be facilitated by Clodagh Whelan, The 
Alzheimer Society of Ireland. Through their advocacy work, members of the IDWG 
face criticism that they are not ‘typical’ people living with dementia. Their lived 
experience can be devalued because statistically the numbers of people living with 
early on set dementia is lower than those over 65.
The IDWG wish to discuss the impact of that devaluation and examine both the 
similarities and di� erences in their dementia journey.

P19.2. Living with frontotemporal dementia: “You can’t stop the 
waves, but you can learn to surf”

BRUINSMA Jeroen1, PEETOOM Kirsten2, BAKKER Christian3, DE 
VUGT Marjolein3

1Maastricht University, Maastricht, Netherlands, 2Maastricht, Netherlands, 
3Den Haag, Netherlands

Together with a family member of a person with frontotemporal dementia (FTD), 
we present the results of our focus group interviews at the Alzheimer Europe con-
ference. By inviting a family member of a person with FTD to the stage, we would 
like to exemplify our � ndings. 
Introduction: Family members of people with FTD experience high levels of bur-
den and distress due to the young age at onset, a prolonged time to diagnosis 
and the high prevalence of neuropsychiatric symptoms. Despite the need for a 
more family-oriented support approach, most interventions in the area of FTD 
focus on spousal caregiving. 
Aim: This study aims to explore caregiver experiences and tailor an online support 
program (Partner in Balance) to the needs of spouses and other family members 
of people with FTD.
Methods: In this qualitative study, three focus group interviews were organized 
across The Netherlands. A heterogeneous sample of 24 spouses, children, siblings 
and other family members of people with FTD were included using maximum 
variation sampling. Prior to the interview participants completed a booklet con-
taining questions about everyday life. To develop practical advice, participants 
were also asked to write a letter with tips to a family member of someone who 
recently received a FTD diagnosis. During the focus group, participants selected 
topics for the online support programme. Inductive content analysis was used to 
analyse the focus group data.
Results/Discussion: Preliminary results show that family members experience spe-
ci� c problems and needs in the pre- and post-diagnostic period. They also report 
a lack of appropriate support. However, by trial and error most of them developed 
a strategy to cope with the situation. 
Taking good care of yourself, gaining access to professional care and support and 
keeping in touch with family and friends were some of the most important top-
ics for online support. 

P19.3. Th e ANGELA Project: Evidence-based guidelines for diagnosis 
& post-diagnostic support in young onset dementia

STAMOU Vasileios1, O’MALLEY Mary2, OYEBODE Jan1, LA 
FONTAINE Jenny1, PARKES Jackie2, GAGE Heather3, JONES Bridget3, 
CARTER Janet4

1University of Bradford, Bradford, United Kingdom, 2University of 

Northampton, Northampton, United Kingdom, 3University of Surrey, 

Surrey, United Kingdom, 4University College London, London, United 

Kingdom

Background: There are approximately 42,500 younger people with dementia (YPD) 
in the UK today. Research evidence indicates signi� cant delays in diagnosis and a 
lack of appropriate post-diagnostic support.
Objectives: The aim of the Angela Project is to improve services o� ered to YPD 
and their families, by developing guidelines on best practice in diagnosis and 
post-diagnostic support.
Improving diagnosis
Methods: We conducted two Delphi studies to (i) establish gold standards for clini-
cally accurate diagnosis, and (ii) identify the optimum diagnostic experience. A 
national case note audit has compared current UK practice to the gold standards.
Results: Consensus was reached on 45 statements by clinical experts -formulated 
as a Minimum Standard – the top 15 statements voted by ALL experts as being 
absolutely essential or very important and a Gold Standard – all 45 statements, 
voted as being absolutely essential or very important. A digital research platform 
was used to assess compliance with the standards in UK services.
Improving post-diagnostic support
Methods: We conducted a national survey, focus groups and follow up interviews 
with 255 younger people with dementia (YPD) and supporters across the UK. 856 
positive experiences with services were described.  Inductive thematic analysis 
informed by social constructionism explored service objectives and delivery, and 
the needs met.
Results: Analysis resulted in seven themes: Three related to how positive services 
were delivered: ‘Sensitive Engagement’, ‘Continuity and Consistency’, and ‘Accessi-
ble and Responsive’, and four related to major needs met by positively experienced 
services: ‘being held and supported’, ‘empowerment’, ‘togetherness’, and ‘living well’.
Conclusions: We have developed evidence-based guidelines on best practice in diag-
nosis and post-diagnostic support. Our guidelines highlight fundamental needs 
of YPD and standards of best practice in diagnosis and post-diagnostic support. 
They provide a basis from which e�  cient and e� ective needs-led person-centred 
practice can be provided.   

P19.4. Diff erences in advance care planning in young-onset dementia: 
A qualitative study with Belgian and American family caregivers

VAN RICKSTAL Romy, VAN DEN BLOCK Lieve, VAN RICKSTAL 
Romy, DE VLEMINCK Aline, VAN DEN BLOCK Lieve

End-of-Life Care Research Group, Brussels, Belgium

Background: Advance care planning (ACP) is a process of communication between 
patients, family and professionals for exploring preferences for future care, includ-
ing end-of-life care. ACP in young-onset dementia (YOD) largely remains a blind 
spot within literature, despite the hypothesis that younger persons with dementia 
and their caregivers have distinct needs in terms of ACP. Additionally, it has been 
suggested that the content and process of ACP might be in� uenced by the legal 
context in which persons live. Therefore, our study inquires, from the perspective 
of family carers of people with YOD: “What are di� erences between American and 
Belgian persons with YOD and their family caregivers regarding their engagement 
in and ideal conceptualisation of ACP?”.
Methods: We conducted semi-structured interviews with 15 Belgian and 13 Amer-
ican family caregivers of persons with YOD. Verbatim transcripts were analysed 
through the method of constant comparative analysis. 
Results: Three themes emerged in terms of di� erences between Belgian and Ameri-
can caregivers. First, respondents spontaneously paid attention to those end-of-life 
decisions that are found in the law of their respective countries. Second, Belgian 
caregivers emphasized � nancial planning less than American respondents. Third, 
if professionals were consulted for advance directives, Belgian respondents relied 
on physicians, while American caregivers relied on lawyers.
Discussion: We found that a country’s legal framework for end-of-life decisions 
is re� ected in people’s framework for thinking about these decisions. Caregivers’ 
concerns for costs of care appear lower in Belgium than in the USA. In the USA, 
continuity of care between legal and medical professionals in terms of ACP is 
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lacking. Conclusively, some challenges faced by family carers of persons with YOD 
in terms of (planning for) care can be linked to sensitivities within their respective 
societal and legal climate. Professionals should be aware of nuances and speci� c 
challenges within a certain country in terms of ACP.

P19.5. Focusing in people with behavioural variant of frontotemporal 
dementia: An innovative approach

KOOPMANS Raymond1, PRINS Elly2, BAKKER Christian1, 
GERRITSEN Debby1, HENDRIKS Alwies2

1Radboudumc Alzheimer Center, Nijmegen, Netherlands, 2Joachim en 

Anna, Nijmegen, Netherlands

Frontotemporal dementia (FTD) is a neurodegenerative brain disease with the 
behavioural variant FTD (bvFTD) as the most common variant. Besides apathy, disin-
hibition is one of the main neuropsychiatric symptoms in bvFTD with a prevalence 
of 76%. Disinhibition is linked to the degeneration of the orbitofrontal and dor-
solateral prefrontal lobe. In patients with bvFTD, the ability to inhibit is impaired. 
Therefore, the process of suppressing internal stimuli like activated information, 
selecting external stimuli, focusing on the relevant information and inhibiting 
irrelevant information is reduced. Consequently, patients with the bvFTD cannot 
decide which incentives are important and which incentives are not. This can result 
in for instance socially inappropriate behaviour, repetitive or stereotypic behav-
iour and loss of basic emotions.
To date there is hardly any psychosocial intervention available that is e� ective in 
caring for people with bvFTD with disinhibited behaviour. However, a psychologist 
and psychomotor therapist of ‘Joachim en Anna’, centre for specialized geriatric 
care, developed a psychosocial intervention named “Focussing”. This approach 
consists of 5 distinct ways to guide the disinhibited behaviour: (1) structuring the 
day and create a safe environment; (2) focussing on a single activity; (3) focus-
sing on a single sensory organ; (4) supress external stimuli; and (5) focussing on 
team agreements.
In this oral presentation, the principles of Focussing will be presented using video 
of a resident with bvFTD with extreme disinhibited and repetitive behaviours. 
Also, the 5 ways of this intervention and the e� ect of the resident will be shown.

P19.6. Diff erences of palliative care in patients with advanced young 
and late onset dementia – A focus on psychotropic drug therapy

DIEHL-SCHMID Janine1, ROßMEIER Carola1, HARTMANN Julia1, 
KEHL Victoria2, EGERT-SCHWENDER Silvia3, SCHNEIDER-
SCHELTE Helga4, DINKEL Andreas5, FLEISCHHAKER Mareike1, 
SLAWIK Till1, JOX Ralf6

1Technical University of Munich, School of Medicine, Department of 

Psychiatry, Munich, Germany, 2Technical University of Munich, Medical 

School, Institut für Medizinische Informatik, Statistik und Epidemiologie 

and Münchner Studienzentrum, Munich, Germany, 3Technical University 

of Munich, Medical School, Münchner Studienzentrum, Munich, Germany, 
4German Alzheimer Association, Berlin, Germany, 5Technical University of 

Munich, Medical School, Department of Psychosomatic Medicine, Munich, 

Germany, 6Geriatric Palliative Care, Department of Medicine, Lausanne 

University Hospital, Lausanne, Switzerland

Background: The study EPYLOGE (IssuEs in Palliative care for people in advanced 
and terminal stages of Young-onset and Late-Onset dementia in GErmany) is one 
of the � rst studies worldwide that investigates patients with advanced neurode-
generative young onset dementia (YOD) and how they are cared for. At the end 
of the study, 100 patients with YOD will be compared with 100 late onset demen-
tia (LOD) patients.
Methods: As of Dec 31st 2018, 122 of the 200 patients were included: 62 with YOD and 
60 with LOD in advanced stages. 43% were cared for in long term care, 47% at home.

Results: Comparison between advanced LOD and YOD revealed only minor di� er-
ences regarding cognition, psychological symptoms of dementia (BPSD), activities of 
daily living, quality of life, pain, su� ering, and care. Point-prevalence of psychotropic 
drug therapy did not di� er. 42% of the patients were treated with antipsychot-
ics (AP). Not in the LOD group but in the YOD group and particularly in the young 
onset AD patients (as compared to FTD) there were statistically highly signi� cant 
di� erences between patients with and without AP treatment: YOD patients with 
AP showed much more BPSD and had less quality of life than YOD patients without 
AP. A closer look into the medication revealed that many patients with high NPI 
scores seemed to be undertreated with surprisingly low AP dosages. Conversely, 
30% of all patients with AP had almost no behavioral disturbances (de� ned as 
NPI sum score < 15) during the 4 weeks before the study visit – which might indi-
cate overtreatment.
Conclusion: Psychiatric expertise is necessary to treat BPSD, particularly in YOD, 
with appropriate drugs and dosages. AP-deprescribing should be initiated, when-
ever possible.

P20. INTERDEM – Needs and experiences of people with dementia 
and their carers

Introduction: Social health and self-management

VERNOOIJ-DASSEN Myrra1, ORRELL Martin2

1Department of IQ Healthcare, Radboudumc, Nijmegen, Netherlands, 
2Institute of Mental Health, University of Nottingham, United Kingdom

Social factors related to dementia have been neglected for a long time. Recently the 
umbrella concept of social health opened new avenues to gain better knowledge 
on its in� uence on cognitive functioning and on the potential for interventions to 
improve cognitive functioning. In this symposium we present several aspects of 
social health research in dementia. We explore which social health indicators are 
used in epidemiological research and will be used to explore the relation between 
social factors and cognition. An important social factor is the relation of the person 
with dementia with the informal caregiver. Di� erential types of dyads may need 
di� erential support. Knowledge on these dyads might be bene� cial in developing 
tailored support structures instead of standard care or individualized support. New 
interventions to stimulate social health have been developed. An intervention to 
promote self-management and social health (in particular through engagement in 
life) will be presented, as well as an intervention using the technology of a closed 
social networking platform.

P20.1. Social health in epidemiological dementia research

VERNOOIJ-DASSEN Myrra1, PERRY Marieke2, VAN DER VELPEN 
Isabelle3, MELIS Rene4

1Department of IQ Healthcare, Radboudumc, Nijmegen, Netherlands, 
2Radboud University Medical Center, Nijmegen, Netherlands, 3Department 

of primary and community vcare, Radboud University Medical center, 

Nijmegen, Netherlands, 4Radboud Institute for Health Science, Radboud 

University Medical center, Nijmegen, Netherlands

Background: Social health relates to the in� uence of social and environmental 
resources on an individual’s functioning, especially on the balance between capaci-
ties and limitations. Social resources contribute to whether capacities have the 
opportunity to thrive and limitations to be accepted or compensated. This might 
in� uence the onset and development of dementia through impacting an individ-
ual’s capacity to withstand brain pathology. The aim of this paper is to explore 
the operationalization of social health in epidemiological dementia research.
Methods: Exploration of operationalization of social health in epidemiological 
databases. The exploration is guided by the domain structure of social health: 
the in� uence of social resources on ful� lment of potential and obligations, on 
autonomy and on the ability to participate in social activities.
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Results: In the recently started JPND SHARED we bring together >40 studies includ-
ing more than 150.000 individuals that together capture the whole life course and 
the entire population from cognitively healthy to severe dementia. The available 
longitudinal data include social, environmental, clinical, mental and physical factors 
and data on cognitive and brain reserve and brain imaging. The social factors include 
information on autonomy and on the ability to participate in social activities, but 
not on the in� uence of social resources on ful� lment of potential and obligations.
Conclusion: Epidemiological data are very important in providing insight into the 
in� uence of social factors in the course of dementia. They allow to study determi-
nants and consequences of social health. The current databases can be improved 
by including measures that better re� ect social health.

P20.2. Are there typical dyads of persons with dementia and their 
informal caregivers and what do we know about diff erences in 
observed quality of life and social participation? Results from 
the German PfADe-Study

WOLF-OSTERMANN Karin1, WIEGELMANN Henrik1, VERHAER 
Lisa-Marie2, SCHIRRA-WEIRICH Liane2, ARZIDEH Farhad3, 
BRANNATH Werner3

1Health Sciences Bremen, University of Brenen, Germany, 2Institut für 

Teilhabeforschung, Katholische Hochschule NRW, Köln, Germany, 
3Competence Center for Clinical Trials, University of Bremen

Background: In home-based dementia care di� erent types of care-arrangements 
concerning the primary informal caregiver (CG) taking on the decisive role in pro-
viding care and support for the person with dementia (PwD) can be found. Due to 
the progression of illness and burden of care not only PwD but also many CG are 
socially deprived and vulnerable to risks of illness. Focusing on PwD and their CG as 
a dyad is therefore vitally important for a more comprehensive identi� cation and 
description of care situations as well as the development and implementation of 
targeted support for both CG and PwD. The objective of the PFADe-Study therefore 
was � rst to identify typical dyadic CG-PwD constellations and second, to describe 
potential di� erences in observed quality of life (QoL) and social participation.
Methods: A secondary analysis using latent class analyses based on cross-sectional 
data collected within the multi-centered DemNet-D study (Germany, 2012–2015) was 
performed. A total of 548 CG-PwD-dyads were included in the analysis.
Results: We identi� ed six typical types of dyads (CG-PwD-constellations) depending 
on signi� cant di� erences in sex, age, relationship, housing situation, professional 
activity of CG and care intensity of CG. The most frequent dyads consisted of old 
male PwD and their spouses (31.4%) or old female PwD and their daughters (22.9%) 
but also non-familial types were found. QoL di� ered signi� cantly between dyad-
types for PwD as well as for CG. Also reported burden of care (BIZAD) varied between 
types of dyads. For social inclusion (SACA) no signi� cant di� erences could be found.
Conclusion: The results suggest that taking into account the type of dyadic struc-
ture and social embedding of the PwD-CG-constellation might be bene� cial to 
develop and implement speci� cally tailored support structures for these PwD-
CG-dyads in order to improve QoL.

P20. 3. Results of the Journeying through Dementia randomised 
controlled trial

MOUNTAIN Gail

University of Bradford, Bradford, United Kingdom

Background: Self management is a self-evident approach to ensure social health 
while living with dementia yet has had relatively limited empirical testing. The 
aim of this paper is to evaluate an intervention promoting self management and 
social health following a dementia diagnosis.
Methods: Journeying through Dementia is an intervention developed to promote 
self management and social health (in particular through engagement in life) fol-
lowing dementia diagnosis. It is a menu driven, manualised intervention, comprised 

of 12 weeks of facilitated group sessions with up to 12 people with early stage 
dementia and monthly one to one sessions with a facilitator. Supporters are able 
to join certain of the group sessions and the one to one sessions if the participant 
chooses. Enactment of activities with support from other group members and the 
facilitators is a key aspect of the intervention.
Results: The intervention has been evaluated in England from 2015–2019 through 
a pragmatic randomised controlled trial with 480 participants in 13 sites. This 
presentation willprovide the quantitative � ndings from this trial, which will not 
be known until the beginning of October as outcome measurement is on-going 
until theend of May 2019. The presentation will also recount headlines from the 
associated � delity assessment and the embedded qualitative study.
Conclusion: The present study will assist with building the evidence base needed 
to support commissioning and further develop knowledge which places the per-
son at the centre of support services.

P20. 4. Exploring how people with dementia and carers engage with  
and use a closed social networking website

WOLVERSON Emma1, PAULSON Kevin2, DUNN Rosie1, HOWE 
Dave1, THORPE Jonathan1, WHITE Caroline1

1Facullty of Health Sciences, University of Hull, United Kingdom, 2Faculty of 

Science and Engineering, University of Hull, United Kingdom

Background: Web-based platforms could address unmet social-support needs for 
people living with dementia/cognitive impairment (PwD) and carers. However, a 
lack of detailed logging within previous research, and a reliance on self-report to 
measure interaction, has limited our understanding of how groups engage with 
and develop social networks online. This paper describes user engagement within 
a closed social networking platform during the UK arm of the Horizon 2020 CAR-
EGIVERSPRO-MMD study. Our aim is to outline the dynamics of the network and 
how PwD and carers engage with social networks.
Methods: 95 Dyads of PwD and their carers were recruited and randomised to 
intervention (n= 49). 80% of participants had home access to the Internet. Inter-
vention dyads received web-enabled devices to access the closed platform. Regular 
training groups were o� ered to participants. Activity was analysed from logging 
actions such as logging on/o� , clicking through information or posts, ‘liking’ and 
making friends.
Results: User engagement was high with no signi� cant di� erences between PwD 
and carers’ use of the platform. Experience of the Internet did not correlate with 
engagement. Both PwD and carers showed wide variations – we were able to iden-
tify eight distinct digital personas. 20% of participants created content and used 
all features, with a quarter of these being PwD. 63% of participants read posts, but 
under half would respond. Participants who met other participants face-to-face 
had more engagement and more network friends. Most friendships were between 
people who attended training sessions together; however, some acted as network 
‘bridges’ between groups.
Conclusion: With appropriate support, PwD are willing/able to use a digital plat-
form, with many actively contributing. Meeting in person signi� cantly increased 
social networks online. The digital personas developed may allow services to be 
designed for speci� c groups. The importance of content creators was highlighted 
by their high connectivity across the network.

This session is organised by  INTERDEM.



29th Alzheimer Europe Conference

Abstract Book / Parallel sessions

38

P21. Neuronet: Improving data access and the 
development of predictive models

P21.1. EQIPD – Data quality in preclinical research

MACLEOD Malcolm1, STECKLER Thomas2, on behalf of The 
European Quality in Preclinical Data consortium
1University of Edinburgh, Edinburgh, United Kingdom, 2Janssen, Beerse, 

Belgium

To date, e� orts to develop disease modifying treatments for Alzheimer’s disease 
have been unsuccessful. In addition to the therapeutic challenge of arresting and 
reversing complex neurodegenerative processes, the preclinical literature is char-
acterised by a low prevalence of reporting of measures which might reduce risks 
of bias such as randomisation and blinding; over-estimation of e�  cacy in such 
studies; a degree of � exibility in the outcome measures reported; and evidence sug-
gesting selective outcome reporting bias (https://doi.org/10.1002/ebm2.15, https://
doi.org/10.1371/journal.pbio.1001609). These shortcomings are widely prevalent 
across biomedical research, and have only become apparent through the cura-
tion and analysis of large datasets collated from hundreds of individual studies.
The European Quality in Preclinical Data (EQIPD) IMI consortium seeks to address 
these issues through a coordinated and multidimensional approach:
We are conducting systematic reviews of data from published and unpublished 
experiments to evaluate the performance of key experimental approaches.
A systematic review of guidelines for in vivo research has informed a Delphi pro-
cess providing a thematic overview of recommendations.
We are conducting a series of in vivo experiments (Open Field, Sleep Wake EEG 
and Irwin test) across multiple academic and industry labs to explore reasons for 
di� erent � ndings across labs.
We are developing the content and governance of a research quality system suit-
able for implementation across di� erent types of labs.
We are developing a training platform in relation to experimental design and to 
the operation of the quality system.
We have developed data standards and data warehousing for data collated from 
reviews of published data; historical industry datasets; and new data generated 
during the project.
Key additional outputs will include an annotated repository of primary research in 
Alzheimer’s disease, and a systematically collated set of guidelines for the conduct 
of in vivo research, to inform the curriculum for research training and continuing 
professional development.

P21.2. EMIF – European Medical Information Framework

VISSER Pieter Jelle

Maastricht University, Amsterdam UMC, Netherlands

Alzheimer’s disease (AD) is the most common form of dementia. There is yet no 
treatment available and many clinical studies investigate the underlying patho-
physiology, prognosis, and diagnosis of AD. Collaborations between individual 
studies will increase sample size and this will likely foster progress in clinical AD 
research. The European Medical Information Framework for Alzheimer’s disease 
(EMIF-AD, www.emif.eu) was set-up to facilitate re-using and combining AD-related 
data and ended in June 2018. First, we will give an overview of the infrastructures 
that were developed as part of the project: 1. the EMIF-AD catalogue which includes 
meta-data of over 50 cohorts; the EMIF-AD tranSMART database, which includes 
harmonized subject level data of over 8 cohorts; and the EMIF-AD switchbox which 
gives remote access to 4 local databases. Next we will present 3 cohorts that were 
set-up as part of EMIF by enriching ongoing studies with new assessments: the 
EMIF-AD preclinAD study in 260 cognitively normal individuals, the EMIF-AD 90+ 
study in 120 elderly older than 90 years, and the EMIF-AD multimodality biomarker 
discovery in 1200 individuals. We will present major scienti� c achievements on prev-
alence and course of predementia AD, genetic and environmental risk factors for 

amyloid pathology, the e� ect of amyloid pathology on cognition in non-demented 
individuals. Finally, future plans of EMIF-AD will be discussed.

P21.3. ROADMAP – Real world outcomes across the AD spectrum

GALLACHER John1, BOUVY Jacoline2, DE REYDET DE VULPILLIERES 
Frédéric3, DÍAZ Carlos4, LEVITCHI Mihaela5, REED Catherine6, VAN 
DER LEI Johan7

1University of Oxford, United Kingdom, 2NICE, London, 3Novartis, 

Switzerland, 4SYNAPSE, Spain, 5Biogen, United States, 6Lilly, United 

Kingdom, 7Erasmus University, Netherlands

ROADMAP is a public-private partnership to evaluate the usability of multiple 
data sources, including real-world evidence (RWE), in the decision-making process 
for new treatments in Alzheimer’s disease (AD), and to advance concepts in dis-
ease and pharmacoeconomic modeling. ROADMAP will identify key disease and 
patient outcomes for stakeholders to make informed funding and treatment deci-
sions, deliver data integration methods and standards, and develop conceptual 
cost-e� ectiveness and disease models designed in part to assess whether early 
treatment provides long-term bene� t. ROADMAP provides a stakeholder consen-
sus approach to optimizing patient and societal bene� t from new AD treatments. 
Initial � ndings from ROADMAP on the accessibility of real world data, its utility for 
disease modeling and policy formation will be discussed.

P21.4. IM2PACT – Discovery of blood-brain barrier targets and 
transport pathways to treat neuro/metabolic diseases – A 
public-private partnership

LESUISSE Dominique1, CADER Zameel2, ROCOLLE Philippe1

1Sano� , France, 2University of Oxford, United Kingdom

This 5-year IMI project (IM2PACT) is gathering 17 academic partners, 7 pharmaceu-
tical companies and 4 biotechs. The overall aim is to further the understanding 
of the BBB in health and disease states towards the development of innovative 
brain delivery systems, especially for biopharmaceuticals (e.g., peptides, antibod-
ies, etc.) and the identi� cation of novel disease drug targets (Alzheimer’s Disease, 
MS, metabolic disease). The related key deliverables will be as follows: 1. Identi� -
cation and validation of speci� c genes and/or mechanisms which are altered in 
brain endothelial cells in disease. 2. Generation, validation and characterization 
of robust and predictive iPSC-derived BBB models. 3. Characterized mechanisms 
of AAV’s and neurotropic virus-mediated BBB penetration. 4. New, e�  cacious and 
safe mechanisms and technologies of brain delivery 5. New therapeutic targets 
for neuro/metabolic diseases. 

This session is organised by Neuronet.
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P22. Acute and hospital care

P22.1. Peri-operative Enhanced Recovery hip FracturE Care of 
paTiEnts with Dementia (PERFECTED)- Cluster randomised 
control trial results

FOX Chris1, PENHALE Bridget1, POLAND Fiona1, SAHOTA Opinder2, 
HOWARD Robert3, BALLARD Clive4, MACULLICH Alasdair5, TEALE 
Elizabeth6, KNAPP Martin7, HENDERSON Cate7, HAMMOND 
Simon1, SHEPSTONE Lee1, CROSS Jane1

1UEA, Norwich, United Kingdom, 2University of Nottingham, Nottingham, 

United Kingdom, 3UCL, London, United Kingdom, 4University of Exeter, 

Exeter, United Kingdom, 5University of Edinburgh, Edinburgh, United 

Kingdom, 6University of Bradford, Bradford, United Kingdom, 7LSE, 

London, United Kingdom

Background: Hip fracture in people with dementia and delirium, presents major 
challenges for older patients, their families/carers and health and social care. The 
outcomes a� er surgery for elderly hip fracture patients are o� en poor and are worse 
in patients with cognitive impairment (CI). The costs of care are 40% more than 
in those without CI. Our previous work shows that patients, families, carers and 
sta�  repeatedly report the need for more sensitive ways to look a� er people with 
CI. Sta�  have also highlighted the need for sta�  training to engage them more 
meaningfully with the needs of this group.
To address this need, we developed a complex intervention called PERFECT-ER made 
up of: a best practice checklist, a sta�  training manual, sta�  time to implement 
the items on the checklist, sta�  time to train colleagues and a process to help 
continuous improvement in care. 
Method: A cluster randomised control trial of the PERFECT-ER programme in 11 
hospitals in England and Scotland involving 282 people with hip fracture and CI. 
Results/Evaluation: PERFECT-ER had signals for improving cognition (MMSE) (1-point 
improvement) and in-patient hospital survival rate (1.5x higher). EQ 5 D proxy was 
signi� cant at 3 and 6 months follow up. From the process evaluation: despite dif-
� culties in the acute hospital environment with sta�  ng levels, bed pressures and 
numbers of frail patients, the intervention was utilised in the intervention hospitals.
Conclusions/Perspective: People admitted to hospital with hip and CI are vulner-
able. Communication and planning have repeatedly been found to be poor and in 
hospitals, training for sta�  is at best limited. PERFECTED is the largest trial to date 
in acute hospital care in CI and has shown that this intervention can be imple-
mented and has the potential to improve important outcomes. Further larger 
scale evaluation is required. 

P22.2. Th e care and support needs of people living with dementia and 
cancer

KELLEY Rachael1, SURR Claire1, GRIFFITHS Alys1, COLLINSON 
Michelle2, MASON Ellen2, FARRIN Amanda2, HENNELL June3, 
ASHLEY Laura1

1Centre for Dementia Research, Leeds Beckett University, Leeds, United 

Kingdom, 2Leeds Institute of Clinical Trials Research, University of Leeds, 

Leeds, United Kingdom, 3Expert by Experience, Gloucestershire, United 

Kingdom

Background: Dementia and cancer are both common among older people, making 
it likely that many people will have both conditions. People living with dementia 
and cancer could have complex care needs, making cancer care provision more 
di�  cult. However, there is little research in this area to inform practice.
Aim: This study aimed to identify the prevalence, characteristics, cancer treatment 
and care needs of people living with dementia and cancer.
Methods: We undertook two studies. Study 1 used a large dataset from UK GP 
records. We identi� ed the numbers of people with cancer and dementia, their char-
acteristics, and what NHS services they used, comparing their data to people with 

only dementia or cancer. Study 2 used ethnographic methods to explore experiences 
of cancer care for people living with dementia. We used interviews, conversations 
and observations of cancer care to include the perspectives of people living with 
cancer and dementia, their families, and hospital sta� .
Results: Study 1 found that 3.1% of people living with cancer also had dementia, 
and 7.3% of people living with dementia also had cancer. The prevalence of demen-
tia amongst people with the four most common cancers ranged from 2.3% (lung 
cancer) to 4.1% (prostate cancer). People living with dementia and cancer di� ered 
in important ways from people with cancer but not dementia. Study 2 identi� ed 
a number of cancer care challenges for people living with dementia, including 
recognition of dementia, and di�  culties around decision-making, care processes 
and care environments. Families played important and di�  cult to replicate roles 
in their relative’s care.
Conclusions: This study provides the best available UK estimates of the size, char-
acteristics and cancer care needs of people living with dementia. It highlights how 
hospitals and their sta�  can improve cancer treatment and care experiences for 
people living with dementia, and areas for further research.

P22.3. Are hospital outcomes worse for people living with dementia? 
An analysis of hospital episode statistics

REILLY Siobhan2, REEVES David1, HOLLAND Fiona1, HANN Mark1, 
AHMED Faraz2, MORBEY Hazel2, KEADY John3

1University of Manchester, Manchester, United Kingdom, 2Lancaster 

University, Lancaster, United Kingdom, 3University of Manchester, 

Lancaster, United Kingdom

Concern over the quality of care provided to people living with dementia dur-
ing hospital stays has led to a wide range of initiatives to improve care. A key 
indicator frequently referenced as evidence of poorer care is that people living 
with dementia have longer mean stays in hospital compared to other patients. 
However, previous analyses of hospital spell data have only weakly controlled for 
demographic, health and other di� erences between the groups. Using routine 
data (Hospital Episode Statistics) for hospital admissions in 2016/17 for ~400,000 
people living with dementia and ~2 million people without across 187 large acute 
hospitals, we constructed a range of patient and hospital spell-level variables 
including demographics (age, sex, ethnicity, residential and income deprivation); 
spell characteristics (type of admission, time of year and day of week, discharge 
destination and delay); pre-existing health (comorbidities, previous admissions); 
and reason for admission and treatment burden.
People living with dementia accounted for 15% of all hospital admissions. They 
were on average older (75% aged 80 or older versus 40%), more likely to be female 
(58% versus 51%), to be admitted as an emergency (96% versus 78%), be discharged 
to a care home (8% versus 2%), and have di� erent conditions for admission but 
similar overall numbers of comorbidities.  Overall, people with dementia spent 
on average 3.6 days longer in hospital (mean length of stay 9.5 days compared to 
5.9), but a� er controlling for confounding factors this reduced to 0.5 days, with the 
remaining di� erence possibly accounted for by residual confounding.
Longer hospital stays reported for people living with dementia can be mostly or 
fully accounted for by pre-admission di� erences in patient characteristics and 
health, rather than di� erences in the hospital care received. The analysis is currently 
being extended to examine other patient outcomes including hospital mortality, 
emergency re-admissions and hospital-acquired conditions.

P22.4. Acute hospital care experiences of patients with Alzheimer’s 
disease

JENSEN Anders Møller1, HOUNSGAARD Lise2, PEDERSEN Birthe2, 
WILSON Rhonda2, OLSEN Rolf3

1VIA University College, Holstebro, Denmark, 2University of Southern 

Denmark, Odense, Denmark, 3-, Odense, Denmark
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Patients with Alzheimer’s as a co-morbidity � nd hospital stays challenging, because 
the focus is primarily on the somatic cause for the admission. This results in poorer 
holistic care, compared to patients without dementia, and an increased cost for 
the healthcare sector and, society as a whole.
This study conducted participant observation research strategies to follow patient 
journeys with Alzheimer’s disease admitted to orthopaedic wards, to learn about 
their experiences as patients. Longitudinal data were gathered by following one 
patient at a time, in both day and evening shi� s, commencing at patient admis-
sion and concluding at time of discharge. 257 hours was spent observing, covering 
37 shi� s and involving three patients. The mean observation time, for the full days 
the patients were in hospital, was 14 hours and 36 minutes.  This to ensure unique 
data on the patient’s admission experiences.
The data were interpreted from a phenomenological-hermeneutic perspective, 
inspired by Ricoeur’s interpretation theory, and incorporates Person-Centred Care 
and Interactional Nursing Practise Theory, in the analysis.
The study revealed a communication style among nurses who failed to take into 
account the comprehensive needs of patients with dementia, in terms of timely 
information exchange and clinical relevance. Patients expressed the desire to be 
more fully engaged in the care decision-making, together with indicating their 
appreciation of the work of the health professionals who cared for them. The data 
revealed that the process of getting to know the patient at the beginning of every 
shi�  le�  little room to alleviate patients’ experienced distress, caused by being in 
hospital. This resulted in patients who were less involved in the caring situation, 
or, if a patient took the initiative to act, intentions ended up being misinterpreted 
as disruptive behaviour.
The � ndings have relevance for sta�  and ward management who are interested in 
becoming a dementia-friendly hospital.

P22.5. Th e experiences of nurses in the care for hospitalized people 
with dementia

KEUNING Annette1, FINNEMA Evelyn1, ROODBOL Petrie2

1NHL Stenden University of Applied Science/ University of Groningen, 

Leeuwarden, Netherlands, 2University of Groningen, Groningen, 

Netherlands

Introduction: Worldwide, around 50 million people are living with dementia. With 
the ageing population, also the number of people with dementia will increase. 
People with dementia are regularly hospitalized because of other diseases. They 
have a greater risk of complications, longer admission and re-admissions. Inter-
nationally, it is estimated that around 25% of the hospital beds are occupied by 
older patients with dementia. Nurses have an important role in the quality of 
care during admission.
Aim of the study: The aim of this study is to describe nursing care practices, nurses’ 
attitudes and perceptions of caring for elder people with dementia in acute care 
in the Netherlands based on person-centred care.
Methods: A cross-sectional quantitative survey design was used. The question-
naire was based on the Geriatric In-Hospital Nursing Care Questionnaire (Persoon, 
2015) supplemented with two parts of the questionnaire of Hynninen (2015) about 
challenging the behaviour of hospitalized people with dementia. The question-
naire was distributed in six hospitals and via social media.
Results: The preliminary results show that nurses (n=159) overall rate their skills 
more than su�  cient. However, they report that they lack time to give good care 
and that they have problems coping with challenging behaviour. They experience 
the care as demanding because they don’t know how to deal with challenging 
behaviour, experience communications as di�  cult and time-consuming and think 
that people with dementia don’t belong in their ward. Finally, they point out that 
the hospital environment is not suitable and not safe for people with dementia, 
because of the high pace and the many sensations.

Discussion / conclusion: Nurses experience caring for people with dementia as 
complex. Despite the high overall self-scores of nurses, there are concrete indica-
tions that nursing care for hospitalized people with dementia can be improved.

P22.6. Th e relationship between dementia training, knowledge, 
attitudes, staff -strain and culture in hospital staff 

AHMED Faraz1, REILLY Siobhan1, MORBEY Hazel1, HARDING 
Andrew1, REEVES David2, HOLLAND Fiona2, HANN Mark2, KEADY 
John2

1Lancaster University, Lancaster, United Kingdom, 2University of 

Manchester, Manchester, United Kingdom

Improving the quality of care in hospitals is a key priority within national dementia 
strategies. The impact of dementia training on multiple aspects of sta�  outcomes 
has seldom been evaluated, especially with regards to understanding the relation-
ship between key interrelated factors within a hospital; e.g. dementia knowledge, 
sta�  attitudes, sta�  strain, organisational culture.
We conducted a sta�  survey to explore the extent of training, knowledge, attitudes, 
sta�  strain, organisational culture and satisfaction in caring for people living with 
dementia in acute National Health Service (NHS) hospitals. We used a range of 
validated tools, i.e. Dementia Knowledge Assessment Tool V2, Sense of Compe-
tence in Dementia Care Sta�  scale, Culture of Care Barometer, Maslach Burnout 
Inventory. We identi� ed and approached 24 randomly selected hospitals, based 
on low, ‘average’ or high scores in each of the domains of governance, patient-
related outcomes and training, derived from 2016 National Audit of dementia 
organisational checklist data.  We recruited 11 hospitals (46%response rate) and 
294 sta�  (average: 27 sta�  per hospital). The sample consisted of nurses and mid-
wives (29.9%), health care assistants (26.9%), allied health professionals (16.0%), 
medical and dental doctors (11.6%), support sta�  and members of the wider health 
team (11.2%), general management (4.1%), and other (0.3%).
This presentation covers the complex relationship between sta�  knowledge, atti-
tudes, sta�  strain and organisational culture among acute NHS hospital sta� , 
with a focus on dementia training. We will be presenting the results of a mixed 
e� ect model, which was adjusted for a range of sta�  related factors. Our � ndings 
indicate that the impact of dementia training on sta� ’s sense of competence in 
dementia care is limited, when we take into account sta�  demographics (including 
their professional background), and organisational culture. Our � ndings empha-
sise the need for broader practice and policy changes to support dementia training 
for hospital sta� .

P23. Home and residential care I

P23.1. Optimal Time study: Investigating whether there is an optimal 
time for a person with dementia to move to a care home

COLE Laura, SAMSI Kritika, MANTHORPE Jill

King’s College London, London, United Kingdom

Deciding if and when to move to a care home may be distressing for people with 
dementia and their families. The Optimal Time study investigated when (if any) 
was an ‘optimal’ or best time for a person with dementia to move to a care home. 
This three year, mixed methods study addressed an important research question 
which was prioritised by the James Lind Alliance and the Alzheimer’s Society. Eighty 
face-to-face qualitative interviews were conducted with (1) care home managers 
and (2) social workers who had supported moves to a care home; (3) people with 
dementia who had recently moved to a care home, and (4) their relatives. Partici-
pants were asked about their experiences, beliefs and attitudes about an ‘optimal’ 
time. Interviews were audio-recorded, transcribed and analysed thematically. Four 
overarching drivers from these interviews were identi� ed: (1) ability of family carer 
to continue caring; (2) amount of other support in the home received; (3) manag-
ing risks and safety at home; (4) wishes of person with dementia. These themes 
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were fed into the next part of the study, a factorial survey. Themes were incor-
porated into a ‘skeleton’ vignette about a � ctitious person with dementia, Jane, 
living at home with her husband; and a total of 54 possible vignettes were con-
structed. Survey participants were each presented with seven of these vignettes 
and asked “would you recommend that Jane move to a care home or continue liv-
ing at home?” 100 surveys were completed by dementia care practitioners across 
England. Emerging results from the factorial survey suggest that the wishes of 
the person with dementia, along with the ability of the carer to continue to care 
were prioritised. We will present � ndings from both qualitative interviews and the 
factorial survey. Overall � ndings will be used to develop fact sheets to support 
individuals with this decision.

P23.2. Multicomponent non-pharmacological interventions for sleep 
disturbances in people with dementia – Systematic review of 
intervention components

HYLLA Jonas1, WILFLING Denise2, BERG Almuth3, HALEK 
Margareta1, KÖPKE Sascha2, MEYER Gabriele3, MÖHLER Ralph4, 
DICHTER Martin N.1

1German Center for Neurodegenerative Diseases (DZNE), Witten, Germany, 
2Institute of Social Medicine and Epidemiology, Nursing Research Unit, 

University of Lübeck, Lübeck, Germany, 3Institute for Health and Nursing 

Sciences, Medical Faculty, Martin Luther University Halle-Wittenberg, 

Halle (Saale), Germany, 4School of Public Health, Bielefeld University, 

Bielefeld, Germany

Background: Sleep disturbances are frequent in people with dementia (PwD). A 
recent prevalence study in Germany showed that nearly one quarter of 1187 resi-
dents with dementia in 28 nursing homes had disturbed sleep. To prevent sleep 
disturbances and reduce distress in PwD and caregivers, it is important to provide 
e� ective interventions, which can positively in� uence sleep. Studies have shown 
that pharmacological interventions are not e� ective in PwD. In a current study, we 
aim to develop and evaluate a “Multi-modal, non-pharmacological intervention 
for sleep disturbances in nursing home residents with dementia (MoNoPol-Sleep)”. 
Within this project, we conducted a systematic review to present an analysis of 
multicomponent interventions.
Methods: The review followed four methodological steps: (1) comprehensive search 
in several databases, (2) applying the Cochrane risk of bias tool or CASP tool for 
observational studies, (3) in-depth extraction and analysis of intervention compo-
nents using the TIDieR checklist, (4) applying the CReDECI 2 checklist to analyse 
quality of reporting. All steps were performed by at least two independent reviewers.
Results: The literature search revealed 2024 publications of which 130 full-texts 
were screened. Of these, 14 studies were included, each evaluating a multicompo-
nent intervention. The number of intervention components in individual studies 
ranged from two to six. Frequently applied components were physical or social 
activities and sta�  training. Also, results showed that none of the studies inves-
tigates interaction between components or take the context characteristics at 
intervention development into account.
Conclusion: The results are an important step in the development of an e� ective 
multimodal non-pharmacological intervention for sleep disturbances in PwD. Only 
two thirds of the included studies indicated positive � ndings. For the development 
of an intervention, it is important to consider interaction between components 
and speci� c context characteristics.

P23.3. Eff ectiveness of a palliative care programme for nursing home 
residents with and without dementia in seven countries: Th e 
PACE cluster-randomised controlled trial

VAN DEN BLOCK Lieve1, HONINX Elisabeth2, PIVODIC Lara2, 
MIRANDA Rose2, ONWUTEAKA-PHILIPSEN Bregje3, VAN HOUT 
Hein3, PASMAN Roeline3, OOSTERVELD-VLUG Mariska3, TEN 

KOPPEL Maud3, PIERS Ruth4, VAN DEN NOORTGATE Nele4, 
ENGELS Yvonne5, VERNOOIJ-DASSEN Myrra5, HOCKLEY Jo6, 
FROGGATT Katherine6, PAYNE Sheila6, SZCZERBIŃSKA Katarzyna7, 
KYLÄNEN Marika8, GAMBASSI Giovanni9, PAUTEX Sophie10, 
BASSAL Catherine10, STEFANIE De Buyser4, LUC Deliens11, SMETS 
Tinne2

1End-of-Life Care Research Group, Vrije Universiteit Brussel (VUB), Brussels, 

Belgium, 2Vrije Universiteit Brussel (VUB), Brussels, Belgium, 3Amsterdam 

UMC, Amsterdam, Netherlands, 4Ghent University Hospital, Gent, Belgium, 
5Radboud University Medical Center, Nijmegen, Netherlands, 6Lancaster 

University, Lancaster, United Kingdom, 7Jagiellonian University Medical 

College, Krakow, Poland, 8National Institute for Health and Welfare, 

Helsinki, Finland, 9Università Cattolica del Sacro Cuore, Rome, Italy, 
10University of Geneva, Geneva, Switzerland, 11Ghent University and Vrije 

Universiteit Brussel, Brussels, Belgium

Objective: We investigated the e� ects of the PACE Steps to Success Programme 
–a one-year multicomponent programme aimed at implementing non-specialist 
palliative care in nursing homes– on outcomes for residents with and without 
dementia, and for sta� .
Method: Cluster-randomised controlled trial comparing the PACE Programme with 
usual care in 78 nursing homes in seven countries (Belgium, England, Finland, 
Italy, Netherlands, Poland, Switzerland). Primary outcomes were resident’s qual-
ity of dying measured as sta� -assessed symptom burden in the last week of life 
(EOLD-CAD) and sta�  palliative care knowledge (Palliative Care Survey). Secondary 
outcomes included quality of care for residents in the last month of life (QoD-LTC).
Results: We collected data on 610 deceased residents at baseline and 983 post-
interventions in 37 intervention and 36 control homes. At sta�  level, we collected 
2,680 questionnaires at baseline and 2,437 post-interventions in 37 intervention 
and 38 control homes. Quality of dying in residents did not di� er between interven-
tion and control groups (baseline-adjusted mean di� erence -0.55, 95% CI -1.71;0.61; 
p=0.35). Sta�  in the intervention group had signi� cantly better knowledge of basic 
end-of-life care issues (one of three Palliative Care Survey subscales) than sta�  in 
the control group, but the di� erence was small (baseline-adjusted mean di� er-
ence 0.04, 95%CI 0.02;0.05; p<0.001; Cohen’s d=0.16). The quality of end-of-life 
care was rated signi� cantly better in the intervention group (baseline-adjusted 
mean di� erence 3.40, 95%CI 2.01;4.80; p<0.001; Cohen’s d=0.44); the di� erence was 
medium-sized. There was no di� erential e� ect between the subgroups of people 
with or without dementia on the total EOLD-CAD or QOD-LTC scores.
Conclusion: While there was no e� ect on symptom burden in the last week of life 
and only a small e� ect on sta�  palliative care knowledge, the PACE Programme 
was e� ective in improving quality of end-of-life care, and this for residents with 
and without dementia.
Trial registration ISRCTN14741671.

P23.4. Palliative care for people with dementia living at home: A 
systematic review of interventions

MIRANDA Rose1, BUNN Frances2, LYNCH Jennifer2, VAN DEN 
BLOCK Lieve1, GOODMAN Claire2

1End-of-Life Care Research Group, Vrije Universiteit Brussel (VUB) and 

Ghent University, Brussels, Belgium, 2Centre for Research in Primary and 

Community Care, University of Hertfordshire, Hat� eld, United Kingdom

Background: Over the coming decades, a growing number of older people with 
dementia are expected to live and die at home. To improve their quality of life, a 
palliative care approach has been widely recommended. The European Association 
of Palliative Care (EAPC) de� ned optimal palliative care in dementia based on evi-
dence and expert consensus. Yet, we know little on how to achieve this for people 
with dementia living at home.
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Objectives: To examine evidence on home palliative care interventions in demen-
tia, in terms of their e� ectiveness on end-of-life care outcomes, factors in� uencing 
implementation, the extent to which they address the EAPC palliative care domains 
and evidence gaps.
Methods: A systematic review that adhered to the PRISMA guidelines. The proto-
col was registered with PROSPERO (CRD42018093607). We searched four electronic 
databases up to April 2018 (PubMed, Scopus, Cochrane library and CINAHL) and 
conducted lateral searches.
Results: We retrieved eight relevant studies, none of which was of high quality. The 
evidence showed the potential bene� ts of the interventions in improving end-of-
life care outcomes, such as in reducing behavioural disturbances at the end-of-life. 
The interventions most commonly addressed important palliative care domains 
irrespective of the reason for dying, e.g. optimal symptom management, conti-
nuity of care and psychosocial support. Other EAPC palliative care domains that 
are speci� cally important for people with dementia were rarely addressed by the 
interventions, e.g. prognostication of dying, avoidance of burdensome interven-
tions or advance care planning. No direct evidence was found on facilitators and 
barriers to implementing the interventions.
Conclusions: The review highlights the paucity of high-quality research and demen-
tia-speci� c interventions in palliative care for people with dementia living and dying 
at home. It recommends key areas for future work, such as the need to develop 
interventions integrating palliative care and dementia care and to identify facili-
tators and barriers to implementing interventions.

P23.5. Time from diagnosis to institutionalization and death in people 
with dementia. Results from the BESIDE project

JOLING Karlijn1, JANSSEN Olin2, FRANCKE Anneke3, VERHEIJ 
Robert4, LISSENBERG-WITTE Birgit1, VISSER Pieter-Jelle5, VAN 
HOUT Hein1

1Amsterdam UMC, location VUmc, Amsterdam, Netherlands, 2Alzheimer 

Centre Limburg, School for Mental Health and Neuroscience, Maastricht 

University, Maastricht, Netherlands, 3Nivel, Netherlands Institute of Health 

Services Research/ Amsterdam UMC, location VUmc, Utrecht, Netherlands, 
4Nivel, Netherlands Institute of Health Services Research, Utrecht, 

Netherlands, 5Alzheimer Centre Limburg, School for Mental Health and 

Neuroscience, Maastricht University/ Amsterdam UMC, location VUmc, 

Alzheimer Centre Amsterdam, Amsterdam/ Maastricht, Netherlands

Background: Insight in the time from diagnosis until institutionalization and death 
is important for persons with dementia and their caregivers and of relevance for 
practice and policy. So far, information has mainly been based on studies with 
selective and relatively small samples. This study analyzed time until institutionali-
zation and death from nationwide routine care registry data in community-dwelling 
incident dementia cases, and examined factors associated with these end points.
Methods: People with dementia were identi� ed from general practitioner records 
and linked with national administrative databases. Survival regression models 
were used to estimate median time from diagnosis until institutionalization and 
death and to examine associations with socio-demographic and clinical factors. 
Comparisons were made with an age and gender matched control group without 
a dementia diagnosis or memory disorder.
Results: Data of 9,230 persons with dementia and 24,624 matched controls were 
analyzed. The median time until institutionalization was 3.9 years, and 5.0 years 
until death in people with dementia and could not be estimated for controls, as 
the cumulative incidence curve did not incline above 50%.
Once institutionalized, median time to death was longer for persons with demen-
tia (2.5 years) than for controls (1.2 years). Older age, being female, native, living 
alone, not being frail and receiving home care were associated with a shorter time 
to institutionalization in people with dementia. Older age, being male, native, 
polypharmacy, being (pre)frail and receiving home care were associated with a 

shorter time to death. People who were prescribed dementia medication a� er the 
year they were diagnosed had a prolonged time to death.
Conclusion: The estimations and risk factors can support policy makers in plan-
ning care and allocating resources for people with dementia. Managing frailty 
and medications in persons with dementia may be challenging but may impact 
institutionalization and survival.

P23.6. Enjoying Life: A narrative approach to long-term psychogeriatric 
care

HUIJG Johanna1, VAN HAEFTEN-VAN DIJK Marijke2, KERSTENS 
Fanny2, SLAETS Joris1

1Leyden Academy on Vitality and Ageing, Leiden, Netherlands, 2ActiVite, 

Leiderdorp, Netherlands

Background: In the Netherlands, the current long-term care system mainly focuses 
on the diseases, disabilities, and needs of nursing home residents. The Enjoying 
Life project takes a di� erent approach and aims to increase attention on residents’ 
personal wellbeing and desires.
Method: Using participatory action research (PAR), a narrative approach to the 
provision and justi� cation of care was developed collaboratively with care pro-
fessionals of eleven Dutch (psychogeriatric) care organizations. Nurses (n=110) 
were trained to explore residents’ personal wellbeing and desires, and to act and 
report on this in a narrative way. Simultaneously, the approach and its integration 
in current care processes were evaluated and adapted based on observation and 
feedback of the nurses. Questionnaires were administered to map nurses’ expe-
riences (n=85 at baseline), and interviews were held with nurses (n=24), residents 
with dementia (n=29) and signi� cant others (n=28) to examine di� erent perspec-
tives on personal wellbeing, desires and roles.
Results: The PAR resulted in a narrative approach to psychogeriatric care, includ-
ing exploring residents’ narratives on their personal wellbeing and desires, using 
these narratives to provide individualized person-centred care, and using narratives 
on the experiences of nurses, residents and signi� cant others to justify quality of 
care. Nurses reported that the new approach increases insights in the wellbeing 
and desires of their residents, and that it facilitates them to o� er person-centred 
care and to structurally re� ect on doing the right thing. Moreover, the approach 
contributes to the collaboration between nurses, residents, and signi� cant others.
Conclusion: The narrative approach developed collaboratively with the care pro-
fessionals of eleven Dutch care organizations, appears to be feasible to integrate 
in psychogeriatric care. Currently, multiple organizations are implementing the 
approach of the Enjoying Life Project. Insights in the development and evalua-
tion of the approach will be presented, as well as factors in� uencing successful 
implementation.

P24. Psychosocial interventions II

P24.1. Psychosocial support for people with dementia with changing 
behavior and their carers living in the community

PRINS Marleen1, VAN DER SCHOT Astrid1, VAN ASCH Iris1, 
WILLEMSE Bernadette1, POT Anne Margriet2

1Trimbos-instituut, Utrecht, Netherlands, 2Vrije Universiteit, Amsterdam, 

Netherlands

Background: Behavior of people with dementia (PwD) living in the community 
changes over time. These behavior changes can be di�  cult to cope with for PwD 
themselves and their family carers. Research has shown negative e� ects on quality 
of life of the PwD, their family carer and their relationship. Changes in behav-
ior that are di�  cult to cope with accelerates the placement of the PwD in a care 
home. Apart from the fact that people prefer to stay in their own environment as 
long as possible, placement in a care home also has a substantial impact on the 
already high costs of long-term care. Therefore, the availability of psychosocial 
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interventions for managing challenging behaviors is important and currently 
lacking in the community. Psychosocial interventions for managing challenging 
behaviors should use a person-centered approach and try to discover underlying 
causes of behavior and try to in� uence them, in line with the theory of Kitwood.
Interventions: Two interventions have been developed and evaluated. These inter-
ventions focus on discovering underlying causes for the behavior and formulate 
individualized plans. The � rst intervention is an e-learning that consists of six 
� lms with di� erent types of behavior that are freely available on the national 
dementia platform (dementie.nl). In these � lms, family carers and professionals 
explain what the behavior entails, what common causes are and how they coped 
with the behavior in the past. The second intervention is aimed at dementia case 
managers. They learn to follow a six step method in helping PwD and their family 
carers to manage challenging behavior. Important elements are: multidisciplinary 
approach, involving family carers in discovering causes and evaluating the indi-
vidualized plan. These interventions improve psychosocial care for PwD and their 
carers dealing with challenging behavior living in the community. The develop-
ment and content of and experiences with both interventions will be presented.

P24.2. Th e eff ects of the Namaste Care Family program on caregiving 
experiences of caregivers of people with dementia

SMALING Hanneke1, JOLING Karlijn2, FRANCKE Anneke3, 
ACHTERBERG Wilco1, VAN DER STEEN Jenny1

1Leiden University Medical Center, Department of Public Health and 

Primary Care, Leiden, Netherlands, 2Amsterdam Public Health research 

institute, Amsterdam UMC, location VU University Medical Center, 

Department of General Practice and Elderly Care Medicine, Amsterdam, 

Netherlands, 3Amsterdam Public Health research institute, Amsterdam 

UMC, location VU University Medical Center, Department of Public and 

Occupational Health, Amsterdam, Netherlands

Family caregivers of people with advanced dementia regularly judge quality of life 
as poor and � nd it di�  cult to meaningfully connect with their relative. Psycho-
social interventions for people with advanced dementia generally do not involve 
family caregivers or lack evaluation of the e� ects on caregiver outcomes. The 
daily Namaste Care program provides person-centered care o� ering meaningful 
activities to people with advanced dementia. We adapted Namaste Care to more 
actively involve family caregivers. Using a cluster-randomized controlled trial, 
we examined the e� ect of Namaste Care Family on family caregiver experiences. 
Ten nursing homes implemented Namaste Care Family for 117 residents, while 
nine nursing homes provided usual care for 114 residents. The Gain in Alzheimer 
Care Instrument (GAIN) was used to measure family caregivers’ gains in demen-
tia caregiving at baseline and a� er 1, 3, 6, and 12 months. Qualitative interviews 
with family caregivers took place 12 months a� er the start of the program. Mixed 
models were used to take clustering of repeated measurements within subjects 
and subjects within nursing homes into account. Interaction terms for group with 
time were also added. No overall e� ect of group on caregivers’ gains was found. 
However, the di� erence in caregivers’ gains between the Namaste group and con-
trol group at 6 months was signi� cantly di� erent with lower caregivers’ gains in 
the Namaste group. Qualitative data indicated that family caregivers changed in 
how they perceived people with dementia (more positive awareness), visited their 
relative more o� en, experienced improved contact with their relative, and reported 
that the program a� ected their own feelings (e.g. feeling happy when seeing their 
relative enjoying him/herself, but also � nding it confronting to see residents in 
more advanced stages of dementia). Involving family caregivers in Namaste Care 
Family can have both a positive and negative impact on caregiving experiences.

P24.3. How to implement evidence-based therapies for people with 
dementia in low- and middle-income countries: Th e case of 
Cognitive Stimulation Th erapy and Brazil, India and Tanzania 
(CST-International)

STONER Charlotte, SPECTOR Aimee

University College London (UCL), London, United Kingdom

Background: It is estimated that the 58% of people with dementia currently reside 
in low-and middle-income countries (LMICs). Despite growing numbers, service 
provision and access to medication can be limited in many world regions. As such, 
there is an urgent need for e� ective therapies for people with dementia in LMICs. 
Cognitive Stimulation Therapy (CST) is a brief, evidenced-based, e� ective and cost-
e� ective intervention that, in a Cochrane review of 15 randomised controlled trials, 
has been found to consistently improve cognition over and above any medication 
e� ects. CST now takes place in 29 countries around the world, with pilot work in 
Brazil, India and Tanzania � nding the same bene� cial e� ect. However, CST is yet 
to be implemented into routine care.
Methods: Using novel implementation research methodology we aim to develop, 
test, re� ne and disseminate implementation strategies for CST in these three 
diverse parts of the world. Initially, stakeholder meetings involving policy mak-
ers, healthcare professionals, people with dementia and carers were undertaken 
in each country to explore the barriers and facilitators to CST provision. Mecha-
nisms to support implementation were then devised and rated for importance and 
ease by the stakeholders. From this, an implementation plan for each country was 
developed and agreed upon.
Preliminary Results: In Tanzania, 49 people including a regional mental health co-
ordinator and 6 people with dementia took part in stakeholder meetings. Barriers 
included stigma, lack of available specialists and language di� erences. An advi-
sory committee (n = 16) rated each of the mechanisms devised for importance and 
ease and an implementation plan was developed. Examples of mechanisms in the 
implementation plan included ensuring CST facilitators are granted protected time 
from other duties and to develop and run a ‘dementia awareness course’ for fam-
ily carers and professionals. Results and implementation plans for Brazil and India 
will be presented at the conference.

P24.4. Co-creation of a web-based interactive educational tool for 
family caregivers of people with dementia

BUFFEL Connor1, LUYCKX Evi2, VANDER STICHELE Geert2

1MindBytes, Edmonton, Canada, 2MindBytes, Turnhout, Belgium

Background: Family caregivers of people with dementia experience substantial 
burden, yet receive limited training. Although digital tools have shown promise 
in supporting this growing population, they have not been widely implemented 
because they are not co-created, evidence-based, nor validated.
Objective: The objective of this research was to co-create a web-based interac-
tive educational tool with dementia stakeholders that could o� er value to family 
caregivers by providing them with insights and advice on coping and interacting 
with their loved ones with dementia.
Method: The SERES Framework was used to guide the development process. A 
literature review was performed to establish a conceptual model and identify bar-
riers and drivers of caregiver burden, which were linked with real-life scenarios. 
Psychologists (n=3), family caregivers (n=6), and support volunteers (n=3) vali-
dated the model and scenarios. An interactive educational tool was developed and 
feedback was collected on content, design, and usability in a � eld test of family 
caregivers (n=18) and focus groups of family caregivers (n=14) and volunteers (n=10). 
Feedback was also collected on content and deployment strategy from dementia 
clinicians (n=7), researchers (n=5), patient/caregiver organization representatives 
(n=8), healthcare mutuality (n=1), and government (n=1) from 15 institutions in Bel-
gium and the Netherlands.
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Results: An interactive educational tool was developed, which could be played by 
groups or individuals. It consisted of 10 modules linked to barriers and drivers of 
caregiver burden. Each module included a narrative of three scenarios. Users could 
choose between three actions per scenario and received qualitative and quantita-
tive feedback. Dementia stakeholders suggested that language should be simpler 
and more positive, quantitative feedback should be more intuitive, and a voice-
over was recommended.
Conclusions: Application of the SERES Framework generated relatable scenarios to 
facilitate the exploration of coping strategies and advice by family caregivers. A 
web-based interactive educational tool could o� er value to family caregivers.

P24.5. CRDL – Interactive technology to elicit engagement in elderly 
people with dementia

LEXIS Monique, VAN DEN HEUVEL Renee, DANIELS Ramon

Zuyd University of Applied Sciences, Heerlen, Netherlands

Background: People with an advanced stage of dementia encounter problems 
with communication and interaction, leading to decrease in participation and 
social isolation. CRDL (Cradle) is an interactive instrument developed for people 
with dementia to stimulate communication and social interaction. The aim of 
this study was to examine the e� ects of two CRDL interventions on engagement 
among people with dementia.  
Methods: The study consisted of a mixed-methods design. Two interventions with 
CRDL were developed and tested in two nursing homes with 30 clients following 
an ABB-design; phase A included one ‘care-as-usual’ session without CRDL; phase 
B (B1 – B2) included sessions with CRDL. The primary outcome engagement was 
measured with the Positive Response Schedule (PRS). Furthermore, interviews with 
participating professionals were conducted to evaluate their experiences. PRS data 
were analyzed using the Wilcoxon signed rank test by comparing scores on the 
individual items of sessions A-B1 and A-B2.
Key results: 30 clients with severe dementia (22 females, 8 males) and 6 care pro-
fessionals participated in the study. The professionals could choose intervention 
(1) ‘in� uencing behaviour’ or (2) ‘enabling social interaction’. For 10 clients, inter-
vention (1) was selected, and for 20 clients, intervention (2). For the intervention (1) 
‘in� uencing behaviour’, positive e� ects were found compared to care-as-usual on 
four items of the PRS, i.e. deliberate body movement (B1-A p=0.051; B2-A p=0.025), 
deliberate head movement (B1-A p=0.017), focus on environment (B1-A p=0.011; B2-A 
p=0.091) and engagement (B1-A p=0.059; B2-A p=0.097). No di� erences were found 
on PRS items for intervention (2). Professionals all reported positive experiences 
and expressed their willingness to proceed working with CRDL.
Conclusion: This study gave positive indications for e� ects of CRDL to stimulate 
engagement. Future research on the e� ects of other CRDL interventions and in 
other target populations is recommended.

P24.6. Prison initiatives to support older prisoners and those with 
dementia: Th e prisoner’s lived experience

BROOKE Joanne

Birmingham City University, Birmingham, United Kingdom

Background: The prevalence of dementia in the prison setting is increasing due 
to the aging prison population with poor health (Brooke et al. 2018). Initiatives to 
support older prisoners and those with dementia have been implemented. The 
aim of this study was to explore prisoners lived experience of attending an initia-
tive designed for older prisoners and those with dementia.
Method: A phenomenological inductive study in a category C male prison in Eng-
land, which implemented 2 initiatives for older prisoners and those with dementia, 
including a work group and a social group for prisoners over the age of 55. Data 
was collected in 2017, through focus groups (n=4) with prisoners (n=11) attending 
the work group (n=2) and social group (n=2). Focus groups were completed within 

the prison setting, audio recorded, transcribed verbatim, and thematic analysis 
as described by Braun and Clarke (2006) was completed.
Result: The participants from the social group were older and more physically and 
cognitively impaired than those attending the work group. Three themes emerged: 
(1) ‘The need to feel safe’, prisoners felt attending these initiatives provided them 
with a safe haven away from boisterous and unsettled younger prisoners; (2) ‘Being 
provided with a purpose’, prisoners felt they belonged to a group, which motivated 
them to complete activities; (3) ‘Prison initiatives should not be aged de� ned’, these 
prisoners felt excluded from other initiatives within the prison.
Conclusion: Prisoners experienced the support and safety of attending groups 
created and designed for older prisoners and those with dementia, however also 
expressed the need to be integrated into wider prison initiatives. Both the social 
and work group supported prisoners with dementia to be active in the prison 
setting and not to be unduly locked in their cells. The impact of these initiatives 
beyond prisoner’s experiences needs to be further explored.

P25. Alzheimer Nederland – Dementia Lab

BRANKAERT Rens1, HOUBEN Maarten1, THOOLEN Myrte1, 
KENNING Gail2, TUMMERS Ans1, IJSSELSTEIJN Wijnand1, 
SUIJKERBUIJK Sandra3, NAP Henk Herman3, HENDRIKS Niels4, 
WILKINSON Andrea4, HODGE James5, MORRISSEY Kellie6

1TU/e, Eindhoven, Netherlands, 2University of Technology, Sydney, 

Australia, 3Vilans, Utrecht, Netherlands, 4LUCA School of Arts, Genk, 

Belgium, 5University of Newcastle, Newcastle, United Kingdom, 6University 

College, Cork, Ireland

Making Design Work, engaging with dementia in context
This session is hosted by the Dementia Lab community, which organizes the 
Dementia Lab conference 2019 taking place just before the Alzheimer Europe con-
ference in partnership with Alzheimer Nederland. The dementia lab community 
brings together researchers, designers, innovators and artists to share and � nd 
novel ways to increase the quality of life of people living with dementia and their 
surrounding network. In this session we will share the best work from the 2019 
conference and present novel technologies, interventions and methods. The focus 
of this community is on inclusion, ethics, empowerment, and person-centered 
care in interventions in dementia and strives to adhere to these in their design 
and technology practices. The community promotes and attitude toward design 
with people rather than for. Come and join us to discuss the future of design and 
technology in the context of dementia! 

This session is organised by Alzheimer Nederland.

P26. Connecting with minority groups

P26.1. Providing culture-sensitive care for elderly LGBT* with 
dementia

ROSUL-GAJIC Jagoda, PLATHNER Juliane, PEREK Franziska

MÜNCHENSTIFT GmbH, Munich, Germany

The MÜNCHENSTIFT GmbH (MST) is a non-pro� t cooperation of the city of München. 
It consists of 13 nursing homes and a home care nursing service. Since the year 2014, 
MST has been addressing and promoting the issues of elderly LGBT*.
This paper deals with the individual and culture-sensitive care for elderly LGBT* 
a� ected by dementia. PwD o� en have a changed or reduced inhibition threshold. A 
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former hidden homosexuality could come to the fore in older age. In order to under-
stand the needs of elderly LGBT*, our nursing sta�  is trained in raising awareness, 
adequate language and code of conduct. This is carried out in close cooperation 
with the LGBT* community (Raviola 2017, p. 48) as well as with our nursing home 
residents. The slogan of the disability movement applies to our work: “Listen to 
the voice of the LGBT*“.
The presenters will show aspects of inclusion, not segregation, illustrated by spe-
cial training programs, visibility through the home page, the design of the nursing 
homes, social rooms and through cultural events.
Our � nal aim is the involvement and the empowerment of the elderly LGBT* living 
in our nursing homes. Our approach is innovative and contributes to a new aware-
ness of the elderly LGBT* and new structures of elderly care in the German society.

P26.2. Intellectual disability and dementia – Eff ects of the 
implementation of non-pharmacological interventions

WATCHMAN Karen

University of Stirling, Stirling, United Kingdom

This 3-year participatory action study, 2017–2020, investigated if non-pharmaco-
logical interventions resulted in positive changes in behaviour associated with 
dementia in people with intellectual disability. Interventions included reminiscence 
in a range of di� erent formats, life story, music playlists, cookery, aromatherapy, 
pet therapy, environmental or design change, exercise, cognitive games or sen-
sory activities.
People with intellectual disability a� ected by dementia were involved at the incep-
tion of the study as advisors (n=1) and co-researchers (n=4). The study consisted of 
two cycles, each 6-months in duration. Cycle 1 included 7 participants with intellec-
tual disability in the early stage of dementia and 12 support sta� . Cycle 2 included 
9 participants with a more profound disability or advanced dementia, and 10 sup-
port sta� . In both cycles, a goal-setting tool � rstly helped to identify individualised 
non-drug interventions. A pre- and post-behaviour change tool Neuropsychiatric 
Inventory Questionnaire (NPI-Q), was completed alongside semi-structured inter-
views, a bespoke tool to measure ‘in the moment’ changes, intervention diaries, 
and photovoice (accessible method to enable co-researchers with intellectual dis-
ability to share perspectives through photography). Cycle 2 saw the addition of the 
QUALID tool to measure quality of life in advanced dementia.
Of 239 separate interventions over a 6-month period in Cycle 1, 193 resulted in 
positive behaviour change with 75% of goals being achieved or exceeded. Cycle 
2 � ndings are currently being analysed and will be presented at the conference.
The study recognised the importance of ‘in-the moment’ behaviour changes with 
consistent positive e� ect recorded on agitation, increase in verbal communica-
tion and positive changes in body language. Use of non-drug support has led to 
cultural change within participating organisations with less reliance on medica-
tion as a � rst response. Overall, � ndings suggest that non-drug interventions can 
provide an e� ective (and safe if used appropriately) alternative or complement to 
medication for people with intellectual disabilities. 

P26.3. People aff ected by dementia who have a faith, should be 
supported to practice it

FERNANDEZ GOMORA Daniela, BOULD Emma

Alzheimer’s Society, London, United Kingdom

75% of people across England and Wales identify as having a faith, and many are 
a� ected by dementia. For people with dementia and the associated problems of 
isolation and depression, support to live well is crucial to mental and emotional 
well-being. For many, support comes predominantly from their faith community. 
The bene� ts of continuing to practise faith include solace and routine. The right 
support is needed so people with dementia can remain actively engaged in activi-
ties they want to continue to do as part of everyday life.

Lack of understanding of dementia in certain communities is exacerbating the 
problem of isolation and this work aims to:

• Find solutions to overcome challenges faced by people with dementia in 
places of worship and in the community

• Inspire faith communities and places of worship to become 
dementia-friendly

• Change perceptions about dementia, resulting in meaningful support for 
people with dementia and their carers

• Encourage more people a� ected by dementia to remain engaged with 
their faith as part of our mission for people living with dementia to lead 
the lives they choose .

To do this Alzheimer’s Society has:
• Hosted a faith event in Spring 2018 to share best practise, gather learning 

and insight how to support faith groups
• Produced faith lea� ets with information for six key faith groups, to prompt 

understanding across di� erent faith groups .
This lea� et provides information on what is dementia, the importance of faith to 
a person with dementia, challenges people face when interacting with their faith 
and speci� c recommendations how to help someone a� ected to continue to prac-
tise. These were translated into 11 languages including:

• Islam and dementia – Bengali, Arabic, Urdu, Somali
• Sikhism and dementia – Punjabi
• Hinduism and dementia – Guajarati, Hindi
• Faith and dementia – Cantonese, Mandarin, Polish, Welsh
• Christianity and dementia – Welsh
• Judaism and dementia . 

P26.4. Dementia Friendly Bronx: Extending a European care model to 
aging minority residents living with dementia of New York City

MCGOVERN Justine, BAMBURY Alvan, URENA Natalie

Lehman College, City University of New York, Bronx, New York, United 

States

This presentation traces the successes and challenges experienced by the authors 
in replicating a global dementia care model, the Dementia Friendly Community 
(DFC) model, in the Bronx, New York. With some of the highest rates of ethnic and 
cultural diversity and worst social and health outcomes in the United States, Bronx 
residents face speci� c challenges that become increasing di�  cult with advancing 
age and the progression of Alzheimer’s disease and related dementias.
Speci� cally, few tailored services and supports are in place to meet the increasing 
needs of diverse residents living with dementia and aging in place, and service 
providers report feeling under-prepared. As a result, older adults living with demen-
tia in the Bronx, experience high rates of institutionalization and social isolation, 
with concurrent conditions such as poor outcomes from illness and injury, poor 
quality of life, and pre-mature mortality.
Evaluations of the DFC model in the UK and the Netherlands indicate that it is suc-
cessful in supporting individuals living with dementia and their carers who remain 
at home. In the US, DFCs have been implemented in Minnesota, Wisconsin, Colo-
rado and other areas, but are largely absent from major urban centers with highly 
diverse, aging immigrant and minority populations. However, as a community-
based person-centered care model, DFCs are well suited to increasing quality of 
life and social and health outcomes for hard-to-reach and under-served popula-
tions, such as those living in the Bronx.
Beyond tracking the progress of program implementation, the presentation will 
articulate implications for improving care for minority persons living with dementia, 
and will make suggestions for next steps. These include enhancing community-
based multi-disciplinary collaborations, and increasing workforce preparedness 
with specialized training. The � rst of its kind in New York City, Dementia Friendly 
Bronx highlights the importance of international exchange in better meeting needs 
of persons living with dementia.
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P26.5. Importance of religion in dementia experience of and dementia 
care for older migrants in Belgium

BERDAI CHAOUNI Saloua1, CLAEYS Ann2, DE DONDER Liesbeth3

1Erasmus Hogeschool Brussel, Brussels, Belgium, 2University of Applied 

Sciences Erasmus Brussels / Vrije Universiteit Brussel, Brussels, Belgium, 
3Vrije Universiteit Brussel, Brussels, Belgium

The number of older people with a migration background in West-European cities 
like Brussels is growing fast. At this moment, one-third of the older adults above 
65 years in Brussels has a migration background. In 2020, this will be one in two 
older adults.  Yet, little is known about dementia experience of and dementia 
care for this group. Although dementia experience is de� ned by universal aspects 
related to the impact of dementia as a physical and cognitive condition, studies 
showed that migration, culture and religion also a� ect this experience. This study 
aims to explore the role of religion in the lived experiences of informal caregivers 
caring for older people with migration background. In-depth interviews were held 
with 40 family caregivers of older migrants with dementia of Moroccan, Turkish 
and Italian origin having a Muslim and Christian background. The results show 
the importance of religion as (1) a co-de� ner of the experience of dementia, (2) a 
potential dementia care supporting tool, (3) an in� uencer of the daily dementia care 
practice and the experience of professional care use (4) and an important coping 
strategy in dealing with dementia for both people with dementia and the family 
caregiver. Religion seems an important factor in the lived experience of dementia 
for religious family caregivers with a possible positive e� ect on the provision of care.
The discussion emphasizes the need to broaden the biomedical framework and to 
recognize the importance of religion into the experience of dementia. Religion-
sensitivity is needed when designing and implementing a more suitable care that 
meets the multi-layered identity of older people with a migration background 
avoiding a essentialistion of these older persons to a certain ‘culture’ or ‘cultural 
group’. Recognizing and naming religion and spirituality as part of the dementia 
experience o� ers opportunities for better and more holistic care.

P26.6. Dementia in Bedouin society in Southern Israel – Raising 
awareness and developing services

BAR EL FREMDER Hadas

EMDA, Ramat Gan, Israel

In Israel, di� erent sectors and societies coexist. In Southern Israel there are 250,000 
Bedouins. Approximately 17% of their elderly population are people with demen-
tia (PwD).
The Bedouins are Muslims. In the past they were tribes of nomads, and today most 
of them are permanent residents in nine municipalities. Their society is complex 
– on the one hand they are closed, traditional and patriarchal (where duty and 
family members taking care of the elderly is automatic, and it is not customary to 
send them to day care centers / old people’s homes). On the other hand, demen-
tia is o� en considered to be a normal part of getting old, and in most cases it is 
hidden and not spoken about. Bedouins are generally unaware that dementia is a 
disease, with both treatment options and support for family care-givers. This lack 
of awareness can cause situations of neglect, and even abuse, due to frustrated 
and exhausted care-givers.
Additionally, in Bedouin society, old people are considered to be wise and experi-
enced, and are o� en regarded as policy-setting authorities. PwDs lose their elevated 
status in society, and this is devastating both for them and their family members.
In EMDA, the Alzheimer Association in Israel, we are working, through the last year, 
on a thorough process of raising awareness of dementia among Bedouin profes-
sionals, and through them reaching out to family care-givers. We’ve met with 
social workers, academics, Muslim leaders and health professionals, distributed 
materials in Arabic, and more.
The outcomes: A support group for female family care-givers was founded, a psy-
chosocial intervention program for families started, and professional dementia 

forums and professional conferences organized. There is still a lack of knowledge 
and cultural boundaries, but both professionals and family members are inter-
ested and enthusiastic to continue this process together.  

P27. Meaningful day-time activities and respite

P27.1. People with dementia attending farm-based day care in 
Norway. Individual and farm characteristics associated with the 
participants’ quality of life

IBSEN Tanja Louise1 ,2, KIRKEVOLD Øyvind1 ,3 ,4, PATIL Grete Grindal5, 
ERIKSEN Siren1 ,6

1Norwegian National Advisory Unit on Aging and Health (Aging and 

Health), Vestfold Hospital Trust, Tønsberg, Norway, ²University of Oslo, 

Faculty of Medicine, Oslo, Norway, 3Norwegian University of Science and 

Technology (NTNU) Department of Health Sciences in Gjøvik, Norway, 
4Centre of Old Age Psychiatry Research, Innlandet Hospital Trust, Norway, 
5Department of Public Health Science, Faculty of Landscape and Society, 

Norwegian University of Life Sciences, Ås, Norway, 6VID Specialized 

University, Faculty of Health Studies, Oslo, Norway

Background: Farm-based day care (FDC) for people with dementia is supposed to 
contribute to better quality of life for the participants, using activities and resources 
of the farm environment to promote mental and physical health. The aim of the 
present study was to describe the group attending FDC in Norway and explore the 
association between individual and farm characteristics and the quality of life.
Methods: From January 2017 to January 2018, a sample of 94 people with demen-
tia attending FDC was recruited from 25 FDCs across Norway. Interview with the 
participants and their next of kin was performed using standardized instruments. 
Information about the farm was retrieved from data material used in a former 
study. The association between individual characteristics, characteristics of the 
farm and quality of life, was examined using a linear multilevel regression model.
Results: The attendants had mean age 76 years and consisted of 62% men. 68 
percent had an additional education a� er primary school. Most of them had mild 
(54.3%) or questionable dementia (18.3%). The use of antipsychotics was 3.7%, tran-
quillizers 9.9% and painkillers 13.6%, while 30.9% used antidepressants. Quality 
of life was associated with the experience of having social support, low score on 
depressive symptoms and spending time outdoors at the FDC. The variation in qual-
ity of life between the FDC services, was related to time spent outdoors at the FDC.
Conclusion: Most attendants at FDC had early-stage dementia. The use of antide-
pressants was high, while the use of other psychotropic drugs was limited. Time 
spent outdoors at the FDC was an important contribution to quality of life for the 
participants, together with good social support and low levels of depressive symp-
toms. When comparing with regular day care, we see that participants at FDC are 
more o� en men, younger and with a higher educational level.

P27.2. Farm based day care services for people with dementia – An 
observational study

ELLINGSEN-DALSKAU Lina Harvold1, PEDERSEN Ingeborg1, DE 
BOER Bram2

1Norwegian University of Life Sciences, Ås, Norway, 2Maastricht University, 

Maastricht, Netherlands

Background: Day care services for people with dementia should provide meaning-
ful activities in a safe social community. To ensure a good person-environment � t a 
variety of day care services should be o� ered. One alternative to ordinary day care 
is farm based day care. The two services are organized in similar ways, but farm 
based day care o� er activities related to the resources and surroundings of the 
farm. In this study we wanted to get a better understanding of what farm based 
day care comprise by investigating possible di� erences in aspects of daily lives 
for people with dementia in ordinary and farm based day care.
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Methods: A validated momentary assessment observation tool was used. A total 
of 42 participant attending farm based day care and 46 participants attending 
ordinary day care was included. Type of activity, level of physical e� ort, location, 
social interaction and mood during the activity was registered 12 times for each 
participant, during one day while attending their day care service. An Independent-
samples t-test was used to compare these aspects of daily life between the groups.
Results: A large proportion of the day was spent on common meals and time to 
sit and rest in both types of day care services. However, participant in ordinary 
day care spent more time on quizzes, listening to someone read aloud, music 
and chair exercise. In farm based day care, more time was spent on promenading, 
doing domestic chores and taking care of animals. In addition, these participants 
were statistically signi� cantly more outdoors, had a higher level of physical e� ort, 
social interaction and positive mood compared to people in ordinary day care.
Conclusion: Farm based day care may be a good supplementary service, o� er-
ing activities where people with dementia can spend more time outdoor and be 
more physically active. 

P27.3. Multiple stakeholders’ perspectives on respite service access for 
people with dementia and their carers

O’SHEA Emma1, TIMMONS Suzanne2, O’SHEA Eamon3, IRVING 
Kate1

1Dublin City University, Dublin, Ireland, 2University College Cork, Cork, 

Ireland, 3National University of Ireland, Galway, Ireland

Introduction: People with dementia and carers do not always access respite services 
in a timely manner, and in some cases, they do not access respite services at all. 
While carers’ perspectives on respite access have been explored, other stakeholder 
perspectives, especially those of people with dementia, are under-represented in 
the existing literature. The aim of this study was to synthesise multiple stakehold-
ers’ perspectives, including people with dementia, on accessing respite services 
in the context of dementia.
Methods: Purposive sampling was employed. Semi-structured interviews were 
conducted with 35 key stakeholders, including people with dementia (N=6), carers 
(N=9), respite front-line sta�  (N= 4), respite managers (N=8), primary care profes-
sionals (N=3) and policy-makers/academics (N=5). Informed consent was obtained 
from all stakeholders who could give this. Dewing’s ‘process consent’ method was 
employed in relation to people with dementia. Data were interpreted inductively 
using thematic analysis. We aimed to move beyond the semantic level of mean-
ing, and to interpret patterns of meaning in the data. Re� exivity was considered 
throughout the research process.
Results: Three themes (‘Service Acceptability’; ‘Navigational Knowledge and Skills’; 
‘Constructing and Adjudicating Respite Need’) were identi� ed that relate to how 
access to respite services is negotiated between service providers and dyads.
Discussion: A number of the � ndings support previous research; however novel � nd-
ings discussed relating to the access negotiation process include (1) the ambiguous 
legitimacy of respite needs, in a system con� gured to deliver a biomedical model 
of care and which considers non-medical care as a family responsibility, and (2) the 
constraining e� ects of disparate conceptualisations of ‘respite’ between carers and 
providers. Future research should interrogate the appropriate boundaries of public 
responsibility in relation to respite service planning/delivery for dementia, with 
particular reference to client preferences for community and in-home provision.

P27.4. Physical activity in day care services for people with dementia

FINNANGER GARSHOL Bjørnar, ELLINGSEN-DALSKAU Lina, 
PEDERSEN Ingeborg

Norwegian University of Life Sciences, ÅS, Norway

Background: Day care services for people with dementia should give its partici-
pants an opportunity to experience social, physical and cultural activities. Despite 
public focus on the importance of physical activity and � ndings showing the 

bene� ts of such activity, research has shown that people with dementia are less 
physically active and have more sedentary behaviour than other people in simi-
lar age groups. Farm-based services have been highlighted as an innovative and 
customized day care service, which could facilitate such activity. While organized 
similarly as ordinary day care, farm-based day care based their activities on the 
farms resources and natural surroundings. The aim of this study was to explore 
the di� erences in levels of physical activity between participants in the two types 
of services and to investigate if levels of physical activity related to days spent at 
the farm based service.  
Methods: In this comparative cross-sectional study, we gathered one week of 
actigraphy data from 107 people attending ordinary day care and 29 people attend-
ing farm-based day care. We used linear regression, adjusting for age, gender and 
physical function, to compare levels of physical activity between the groups. Fur-
ther, we used mixed model analysis to analyse physical activity between days 
spent at the farm and at home for people attending farm-based dementia care.
Results: Persons attending farm-based day care spent statistically signi� cant 
longer time in moderate activity, approximately half an hour each day, compared 
to persons attending ordinary day care. Further, participants in farm-based day 
care spent statistically signi� cant less time spent in sedentary activity and more 
time in light and moderate activity, compared to days not at the farm.  
Conclusion: The � ndings indicate that farm based day care services have higher 
levels of physical activity compared to ordinary day care and that it increases lev-
els of physical activity for its attendees.

P27.5. Demonstrated added value of the individualized Meeting 
Centres Support Programme

DROËS Rose-Marie1, VAN RIJN Annelies2, RUS Eline3, DACIER 
Seghoslène4, BOSMANS Judith5, MEILAND Franka1

1Department of Psychiatry, Amsterdam UMC, location VUmc, Amsterdam 

Public Health Research Institute, Amsterdam, Netherlands, 2Department of 

Psychiatry, Amsterdam UMC, location VUmc, Leiden, Netherlands, 3Dept 

of Clinical psychology, Faculty of Behavior and Movement Sciences, VU 

University, Amsterdam, Netherlands, 4Department of Neuropsychology, 

Faculty of Behavior and Movement Sciences, VU University, Amsterdam, 

Netherlands, 5Health Economics and Health Technology Assessment, 

Faculty of Science, VU University, Amsterdam, Netherlands

Objective: There is little support for community-dwelling people with dementia 
to continue to ful� l their potential in society and still relatively little support for 
informal carers by e-Health. In this study, we evaluated the e� ectiveness of the 
individualized Meeting Centers Support Program (iMCSP), which consists of three 
innovative interventions: DemenTalent (people with dementia work as volunteers 
in society based on their talents), Dementelcoach (telephone coaching) and STAR 
e-learning for carers.
Method: An explorative randomized controlled trial, with pre/post measurements 
(M0-M6) and 3 groups, was conducted to compare iMCSP with regular MCSP and 
No day care control group.
Results: A broader group of participants (people with dementia, carers) utilized 
the centres which o� ered iMCSP. Both regular MCSP and DemenTalent positively 
impacted participants’ a� ect. Regarding behaviour and mood symptoms, DemenTal-
ent had added value (moderately positive e� ect) and symptoms proved less severe. 
Carers of DemenTalent participants reported less emotional impact of behaviour 
and mood symptoms. Also, DemenTalent proved cost-e� ective. No di� erences 
between iMCSP and regular MCSP were demonstrated in carers’ experienced bur-
den, sense of competence or quality of life. Compared to those receiving No respite/
support carers using iMCSP (by DemenTalent, Dementelcoach or STAR-e-Learning) 
proved happier. People with dementia and carers highly valued individualized and 
regular MCSP.
Conclusion: iMCSP can be e� ectively applied for people with dementia and car-
ers who prefer individualized activities/support as alternative of, or in addition 
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to, regular MCSP. In people with dementia, DemenTalent decreased behaviour 
and mood symptoms, in carers emotional burden, and it was cost-e� ective. All 
iMCSP interventions resulted in happier carers (compared to No respite/support). 
To evaluate the impact of iMCSP on other quality of life domains of participants, 
further research on a larger scale is needed.
This study was funded by ZonMw-Memorabel, Stichting Dioraphte, Stichting RCOAK, 
Fonds Sluyterman Van Loo, Stichting Ho� e Codde & Van Beresteyn, Bavostichting.

P27.6. Are community day care centres for the elderly ready for 
the provision of support services to persons with cognitive 
impairment and their family caregivers in Hong Kong?

LAW Gemma KC

HKU SPACE, Hong Kong SAR, China

This year support services to elderly with cognitive Impairment and their family 
caregivers following the annual speech made by Chief of Executive are launched 
though the subvented community day centres are mainly to provide day care res-
pite, home care and support services for physically frail elderly in Hong Kong since 
late 1970s. A registered social worker is employed to be responsible for develop-
ing the support services for dementia to own catchment area. There is a lack of 
protocol or community model of dementia care for setting up dementia support 
services for social worker to adopt. The challenge is to provide a range of support 
services to persons with cognitive impairment and their family caregivers by a 
single social worker. The presenter, as advisor of Hong Kong Carers Alliance for 
Dementia, has initiated collaboration with seven NGOs for organizing the road 
shows to their local districts in March, May and September 2019. The purpose of 
the road show is to help with promotion of the dementia services whilst � nding 
out public knowledge to dementia and their needs of services. The road show is 
to reach out to ageing districts of New Territories and Kowloon.
Quantitative data for measuring public knowledge on dementia and their aware-
ness of new dementia service will be collected through face to face interview at 
the site. Towards the end of the road show, the collaborators will be interviewed to 
share their plans for o� ering support services to local elderly dwellers with cognitive 
impairment and their family caregivers.  The structured questions will be focused 
on their management support, professional knowledge on dementia care, their 
service plan and concerns.  Descriptive analysis will be presented on demographic 
characteristics, knowledge and needs of services. Comparison of the knowledge, 
public awareness and needs of services will be done across the three districts.

P28. INTERDEM – Training and education of  researchers: Every-
thing you ever wanted to know about career development

VERHEY Frans1, DE VUGT Marjolein1, DIAZ Ana2, CHATTAT Rabih3, 
KOOISTRA Minke4

1Alzheimer Centrum Limburg, Maastricht, Netherlands, 2Alzhiemer 

Europe, Luxembourg, Luxembourg, 3University of Bologna, Bologna, Italy, 
4Alzheimer Nederland, Amersfoort, Netherlands

“Should I plan my future career step-by-step? Will I ever be able to make a switch 
from academia to another � eld? How do I combine my career with having a family? 
What about my options when I do not get (or do not want) all these big grants?”
For this workshop about career development we have invited a mix of established 
representatives working in the � eld of policy, clinic, company and academia (e.g. 
academia and non-academia). These speakers will tell you more about their own 
background, career path, choices they have made and challenges they have faced 
along the way. They bring some � rst-hand experience of all the choices and chal-
lenges faced by early stage researchers, as they all were once at the point that you 
are now. Note that this is an interactive workshop with room for personal input, 
so please feel free to send all your career-related questions in advance to inter-
dem-masterclass@maastrichtuniversity.nl, so we can tailor the content to your 
needs and expectations.

This seminar is organized for PhD students and post-docs attached to the INTERDEM 
Academy; interested researchers who are not part of this network are also welcomed. 
The INTERDEM Academy has been established in 2014, and it has been committed 
to stimulating the career development and capacity building of researchers in the 
area of psychosocial interventions and timely diagnosis in people with demen-
tia, as well as supporting the pathway to senior academic posts in the INTERDEM 
network. The network has grown to around 200 early stage researchers. For ques-
tions regarding this seminar or INTERDEM Academy, please contact the executive 
o�  ce (interdem-masterclass@maastrichtuniversity.nl). 

This session is organised by INTERDEM.

P29. Neuronet: Diagnosis, patient engagement and trials

P29.1. AMYPAD – Amyloid imaging to prevent Alzheimer’s disease

MOLINUEVO José Luis

BarcelonaBeta Brain Research Center, Barcelona, Spain

Beta-amyloid (β-amyloid) deposition is the considered to be a necessary – albeit 
not su�  cient – step on the path towards development of Alzheimer’s disease (AD). 
Depiction of brain β-amyloid in vivo can therefore be used to support an early diag-
nosis of AD and, when recognized in a presymptomatic population, provides an 
opportunity to consider secondary prevention of AD. Understanding the value of 
imaging of β-amyloid using positron emission tomography (PET) provides a unique 
opportunity to achieve 3 major goals: 1) improve the diagnostic workup of patients 
suspected to have AD and their management; 2) understand the natural history 
of AD in a presymptomatic stage; and 3) select patients for treatment trials aim-
ing at preventing AD by ensuring more homogeneous and appropriate enrolment.
The Amyloid Imaging to Prevent Alzheimer’s Disease (AMYPAD) will ful� l those 
goals through two di� erent studies: The Prognostic and Natural History Study 
(PNHS) and the (Diagnostic and Patient Management Study (DPMS).
The DPNS will determine in a real-world clinical setting for whom β-amyloid imag-
ing is appropriate, when this is best performed and how the resulting information 
is in� uencing diagnostic certainty, patient management and ultimately decision 
trees and cost-e� ectiveness of dementia care. This will be performed through a 
randomized clinical trial including subjective cognitive decline, mild cognitive 
impairment and dementia patients suspected to be due to AD. The DPNS has 
already included over 450 patients and is aiming to reach 900.
On the other hand, the Prognostic AMYPAD PNHS will study the natural history of 
amyloid deposition in liaison with the European Prevention of Alzheimer Demen-
tia (EPAD) study. This study will provide a relevant imaging biomarker dimension 
complementary to CSF amyloid and will complement the phenotyping and disease 
modelling e� orts in EPAD to improve anti-amyloid treatment monitoring. In addi-
tion, the PHNS will include additional non EPAD cohorts which include preclinical 
and prodromal AD participants. The PHNS is expecting to include 2000 participants 
with a strong focus on longitudinal imaging of cognitively unimpaired subject 
with intermediate amyloid levels.

P29.2. EPAD – European prevention of Alzheimer’s dementia 
consortium

RITCHIE Craig

University of Edinburgh, Edinburgh, United Kingdom
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The European Prevention of Alzheimer’s Dementia (EPAD) project is a Pan-European 
programme of coordinated activity whose objective is to facilitate the e� ective 
and e�  cient development of interventions for the secondary prevention of Alz-
heimer’s dementia. It is a public: private partnership through funding from the 
Innovative Medicines Initiative.
The programme has � ve key components: [1] A Europe wide virtual register of poten-
tial research participants to draw into [2] The EPAD Longitudinal Cohort Study (LCS) 
which has the dual role of generating data for disease modeling and secondly to 
characterize research participants for potential entry into [3] The EPAD Proof of 
Concept clinical trial which is a perpetual, phase 2 adaptive clinical trial with mul-
tiple concurrent arms accommodating several interventions tested in parallel and 
sharing placebo between arms. Data derived from the LCS is managed in [4] The 
EPAD Academy, which also actively promotes the work and development of Early 
Career Researchers. Finally, the PoC trial and LCS are delivered in [5] an integrated 
Trial Delivery Centre Network.
The LCS has almost 2,000 research participants screened into it with 30 Trial Deliv-
ery Centres expected to be open by the end of 2019. The PoC trial is planned to 
commence in mid-2020. Research Participant Engagement in design, delivery 
and operational aspects is key to the success of EPAD. This is formally achieved 
by local, regional and programme level participants panel and an active and pur-
poseful communication and dissemination strategy focus on the public generally 
and research participants speci� cally.
The experience, data and samples arising from the programme are of great ben-
e� t to the broad academic community and the Neuronet Project of which EPAD is 
a foundation partner is now facilitating this.
The background to and ongoing need for EPAD will be presented alongside early 
outputs from the cohort study.

P29.3. MOPEAD – Models of Patient Engagement in Alzheimer’s 
Disease: A European project to develop and test innovative 
patient engagement strategies

BOADA Mercè1,15, CAMPO Laura2, SHERING Craig3, RODRIGUEZ-
GOMEZ Octavio1,15, WINBLAD Bengt4, JOHANSSON Gunilla4, 
WIMO Anders4, JESSEN Frank5, SANNEMANN Lena5, JELLE VISSER 
Peter6, ZWANN Marissa6, KRAMBERGER Milica7, BONN Jaka7, 
SIMÓ Rafael8, CIUDIN Andreea8, RODRIGO Adrián9, DUMAS 
Annette10, GEORGES Jean11, BINTENER Cristophe11, KRIVEC David12, 
MAGUIRE Peggy13, DRON Amanda14, WYATT Jerry14
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for Alzheimer Research, Div. of Neurogeriatrics, Huddinge, Sweden, German 

Center for Neurodegenerative Diseases (DZNE), Bonn, Germany, 6Stichting 

VUmc, Amsterdam, Netherlands, 7University Medical Centre Ljubljana, 

Ljubljana, Slovenia, 8Institut de Recerca Hospital Universitari Vall 

d’Hebron (VHIR), Barcelona, Spain, 9GMV Soluciones Globales Internet 

S.A.U., Barcelona, Spain, 10ASDM Consulting, Auderghem, Belgium, 
11Alzheimer Europe, Luxembourg, Luxembourg, 12Spomincica — Alzheimer 
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Dublin, Ireland, 14Modus Research and Innovation Ltd, Hudders� eld, 

United Kingdom, 15Networking Research Center on Neurodegenerative 

Diseases (Ciberned), Instituto de Salud Carlos III, Spain

Background: Numerous studies have shown that a timely diagnosis of Alzheimer´s 
disease (AD) leads to economic and social bene� ts. It has been also suggested that 
an earlier intervention results in a higher probability of success when testing new 
drugs. Despite this evidence, the diagnosis of AD is still made at late stages in 
Europe, and even a proportion of cases remain undiagnosed. In this context, raising 
awareness of the importance of timely diagnosis among the general population 

and health care professionals is of great importance. The development of new 
and more e�  cient patient engagement (PE) strategies should be a priority as well.
Methods: MOPEAD is a European project conducted by a multinational consortium 
funded by the Innovative Medicines Initiative (IMI), that involves academic partners, 
IT experts, the pharmaceutical industry and patient associations among others.
MOPEAD aims to test 4 di� erent PE strategies called Runs, which allow us to conduct 
a pre-screening procedure to identify individuals at risk of cognitive impairment. 
Run 1 is a pre-screening procedure based on online tools. Run 2 is an Open House 
Initiative in which individuals are welcome to test their cognition in a memory clinic 
without the need of a physician´s referral. Runs 3 and 4 are campaigns to detect 
cognitive impairment in the primary care setting and diabetes specialist o�  ce 
respectively. The 4 Runs have been conducted simultaneously in 5 European coun-
tries (Spain, Netherlands, Sweden, Germany and Slovenia). The individuals at risk 
identi� ed at each Run have been referred to a MOPEAD memory clinic to undergo 
a full diagnostic examination enhanced with biomarkers. The data will be analyzed 
using a big data approach in order to identify the most cost•e� ective PE strategies.
Results: The grant agreement was signed in October 2016 and the time frame for 
the completion of the project is 33 months. Recruitment has � nished in May 2019. 
Currently the project is in the data analysis phase and the results will be available 
for the scienti� c community and the general public before the end of this year.
Conclusions: MOPEAD is an innovative project based on a synergy of several private 
and public institutions with di� erent expertise pro� les which aims to promote a 
change in the paradigm of early AD diagnosis and PE strategies.

P29.4. RADAR-AD – Remote Assessment of functional decline in 
Alzheimer’s Disease

AARSLAND Dag, OWENS Andrew

King’s College London, London, United Kingdom

Alzheimer’s disease (AD) leads to impaired functioning, i.e. the ability to perform 
activities of daily living. Until recently, measuring the patient’s ability to function 
has relied on direct clinical observation or caregiver recall at discrete intervals. 
This limits the reliability and sensitivity to change, which is especially relevant, as 
functional impairment is required for di� erentiation between dementia and mild 
cognitive impairment and is a key outcome for clinical trials in AD. In addition, 
recent studies have found that subtle functional impairment occurs also during 
pre-dementia AD. The enormous advances in health-care devices, including por-
tal technologies and wireless communications, allow measuring function in AD 
patients’ everyday environment using Remote Measurement Technologies (RMTs), 
providing the opportunity to capture detailed data over numerous time points.
The goal of the Innovative Medicines Initiative (IMI) Remote Assessment of Disease 
and Relapse (RADAR)-AD project is the development and validation of technology-
enabled, quantitative and sensitive measures of functional domains in people with 
early stage AD. To achieve this, we will, in close collaboration with patient organi-
zations and regulators, select, and if needed, modify, the most relevant available 
devices that can sensitively measure early and clinically meaningful functional 
decline in people with AD. We will validate the selected devices in a cross-sectional 
multicenter observational clinical study of 220 individuals across the AD spectrum.
The RADAR-AD’s tailored combination of devices and smartphone applications, which 
began early 2019, will act as a powerful new tool in personalised medicine. During 
the � rst 6 months we have prioritised functional domains that are declining early in 
AD and being ranked as important by Alzheimer’s Europe’s Patient Advisory Group. 
We have selected the most relevant RMTs, and developed the trial protocol, includ-
ing a substudy that involves technologies being installed in the subjects’ home. 
RADAR-AD � nishes in 2022. 

This session is organised by Neuronet.
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P30. Legal and ethical issues

P30.1. Tailoring legislation and legal instruments to the needs of 
people with dementia

BLANKMAN Kees

VU University Law Faculty, Amsterdam, Netherlands

Countries across western Europe are in a process of developing new legislation and 
� ne tuning legal instruments in order to better meet the needs of older people, 
especially people with dementia. There are four main avenues of supporting and 
protecting people with dementia: adult guardianship measures, private mandates, 
ex lege representation and informal arrangements. A general trend is changing the 
balance between autonomy and protection into putting more weight on autonomy 
and less emphasis on protection.
Although countries in western Europe are at di� erent stages in their development, 
some general features can be observed. The majority of countries has abolished or 
is moving away from plenary guardianship. The second general feature is that more 
and more private mandates seem to replace adult guardianship measures: instead 
of a court appointed legal representative, the person himself appoints someone 
he trusts to be his representative. The third feature is the trend to replace legal 
incapacity (you are not allowed to act) by actual incapacity (you are not able to act 
because you do not understand or oversee the consequences). The last develop-
ment that can be seen when overlooking the European landscape is that countries 
are adjusting their legislation and legal instruments to meet the requirements set 
out by the CRPD (Convention on the Rights of Persons with Disabilities).
In discussing the pros and cons of the four avenues we will deal with questions 
such as: What kind of supervision is needed in case of a private mandate and is 
it wise to inform the children? When is it wise to appoint a representative from 
outside the family, although partner or nearest relatives are ex lege authorized to 
represent in case of incapacity? When to advise against informal arrangements?

P30.2. Living wills – Best practices from Belgium, Germany, the 
Netherlands, Switzerland and the UK

STELMA-ROORDA Rieneke

Vrije Universiteit, Amsterdam, Netherlands

Over time the perception of how the rights and interests of people with dementia 
should be protected has changed. Under the in� uence of the (CRPD) Convention 
on the Rights of Persons with Disabilities, the focus has come to lie on the right 
of autonomy and self-determination of adults. New instruments have been devel-
oped allowing adults a greater role in the protection of their (future) interests. The 
living will, internationally better known as a continuing power of attorney, is such 
an instrument. By means of a living will, adults can make their own tailor-made 
arrangements for the future, entrusting the execution thereof to a self-chosen rep-
resentative. Notwithstanding the great value of this instrument as an instrument 
that promotes the autonomy of adults, research shows that problems with regard 
to the application of the living will can occur in practice. These include the accept-
ance of the living will by third parties such as hospitals, care homes and banks 
and the risk of (� nancial) abuse or mismanagement by the representative in cases 
where there is limited supervision, or no supervision at all. Countries in Europe are 
at di� erent stages when it comes the regulation and � ne tuning of the living will. 
Some European countries are further advanced than others. A comparative study, 
funded by a fellowship scholarship granted by Alzheimer Nederland, is currently 
ongoing, focusing on the legislation and practical application of the living will in 
� ve carefully selected countries: Belgium, Germany, the Netherlands, Switzerland 
and the United Kingdom. In this presentation, an overview will be given of the 
common problems that occur in these countries and the best practices that have 
been found as a solution to these problems.

P30.3. Private mandates in case of diminished capacity to act: Right to 
free movement?

KARJALAINEN Katja

University of Eastern Finland, Joensuu, Finland

The European Union secures free movement to all its citizens including elderly 
and people with cognitive impairments. Many Northern and Central-European 
citizens use this possibility and retire in Southern Europe, in Spain and Portugal, 
for instance. Also, in these cases it is practical to anticipate the possible need for 
representation in future and dra�  a continuing power of attorney (CPA) which is 
also the key way to protect person´s right to self-determination (UNCRPD 12(3)).
There are, however, signi� cant di� erences in private international law approaches 
and material laws of di� erent European countries which in� uence on possibilities 
to use private mandates in cross-border protection situations.
Thus, multiple di� erent questions can be asked in this regard. Can a person who 
has dra� ed a CPA, trust that it is usable also when he or she cross boarders? Does 
it make sense the dra�  a CPA for cross-border use? What are the possible problems 
in this regard? What is the di� erence between representation in � nancial matters 
and personal matters? Do problems in circulation of private mandates create a hin-
drance to free movement of persons e.g. with cognitive impairments (TEU 21, but 
also UNCRPD 18)? Would the harmonization of national legislations lead to better 
outcomes? Is this possible under the current EU competences? In this contribution, 
these questions are explained and preliminary answers are contemplated in the 
light of practical comparative law (Finnish/Spanish, Dutch/Portuguese) examples.

P30.4. Having Alzheimer’s without symptoms? Confl icting meanings 
of the disease in research and in the public debate

SMEDINGA Marthe1, BUNNIK Eline2, RICHARD Edo3, SCHERMER 
Maartje2

1Radboud UMC/ErasmusMC, Nijmegen, Netherlands, 2Medical Ethics, 

ErasmusMC, Rotterdam, Netherlands, 3Neurology, Radboud UMC, 

Nijmegen, Netherlands

The hope to prevent or delay the onset of dementia by intervening early in its 
underlying pathophysiological process has led to a proposal for a new research 
de� nition of Alzheimer’s disease (AD): as a biological process in the brain, re� ected 
in AD biomarkers, that may or may not lead to dementia. Consequently, research 
participants with no or only mild cognitive impairment who have positive bio-
markers of AD can now be labeled as having ‘preclinical’ or ‘prodromal’ AD. How 
does this new understanding relate to the meaning of AD in the public debate?
We analyzed framings of AD in the scienti� c articles that propose this new de� ni-
tion and in Dutch national news paper articles on AD over the last � ve years. We 
focused speci� cally on how the framings of AD steer the reader’s thinking about 
the disease and how to act on an AD diagnosis. 
Framings of AD in the analyzed scienti� c literature imply that asymptomatic people 
with positive AD biomarkers have AD and will develop dementia unless a phar-
maceutical intervention is applied soon. It steers into thinking that these people 
should be identi� ed ‘before it’s too late’, even though it may take years before they 
will develop symptoms. In the newspaper articles, on the other hand, AD is used as 
a synonym for dementia and is portrayed as a process of losing independency and 
dignity. It is implied that one should set up advanced directives when receiving a 
diagnosis of AD. Comparing AD framings between both kinds of texts shows how 
misunderstandings may arise when researchers and the general public interact. 
For example, when positive AD biomarker results are disclosed to asymptomatic 
people as evidence for ‘having’ AD, lay people may interpret this as receiving a 
diagnosis of dementia, while, in fact, they may never even develop it.
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P30.5. In search of the promised autonomy – An analysis of the new 
Portuguese legal framework of persons with diminished 
capacity through the lenses of article 12 of the UNCPRD

TÁVORA VÍTOR Paula

Faculty of Law, University of Coimbra, Coimbra, Portugal

In the last years, Europe has been swept by a wave of legal reforms directed to 
adjust the legislation of countries that received the UNCRPD in their legal systems, 
in order to meet the requirements, set out by its rules, namely its pivotal article 12.
Portugal is included in this group of countries. It has approved and rati� ed the 
Convention in 2009 without reservations. However, the legal regime of the Civil 
Code of 1966, that enclosed traditional protection measures, such as full and par-
tial guardianship remained in force for a decade more. The � nal thrust to erase it 
was given in 2016 by the report on Portugal of Committee on the Rights of Persons 
with Disabilities that recommended to repeal these measures. Finally, in August 
2018, the reform of the Civil Code has been approved and published. It presents a 
new system that has claimed to ful� l the demands of the UNCRPD. It has aban-
doned the dualistic system of legal protection of adults and establishes a single 
measure of support – ‘acompanhamento’. However, it still allows the declaration 
of incapacity by the Court and to grant representation powers to the supporter, 
who is bound to act according to a best interest standard. The UNCRPD plays a 
central role when interpreting and applying the new solutions. Indeed, it has to 
be not only the reference that sets the legal standards for the system, but also a 
beacon in the interpretation of the new regime, so that its actual practical applica-
tion does not contradict binding international law. In this presentation, I intend to 
focus on the legal solutions that may put at stake the respect for the autonomy of 
people with dementia and to propose, within the system, the ways to promote it.

P30.6. Moral reasoning in dementia care: Th e ethical challenges of 
long term care

BORG Noel

CareMalta, Ghaxaq, Malta

Dementia needs no introduction to society at large. Yet, it is a known fact that 
the exploration of dementia itself is understood in di� erent ways and means. 
Whilst, the term and ailment itself are under continuous exploration, the ethical 
challenges from a reasoning perspective are merely sought. Ethical theories can 
be applied to context of disease whilst guiding principles can lead care provision. 
The di� erentiation between theory and principles can be explored to tangents and 
dilemmas that dementia care is facing.
This will be further sustained through questions that can be answered through 
moral reasoning on what life is best within the dementia context in view of the 
multitude of challenges that persons with dementia present. The ethical implica-
tions that relate to the individual and how to see a person rather than an ‘object’, 
and the identi� cation of personhood for individualized care will be discussed. 
Other implications that revolve around potential to life and value to life from a 
dementia perspective will be argued within a practical perspective.
Di� erent approaches will be highlighted with emphasis on the ‘Consensus Building 
Approach’ (Aguis, 2009) and how this model can truly enhance person centered care 
in long term care (LTC). Whilst the principle of autonomy has been sought by many, 
this approach has merely been highlighting in dementia care. End-of-life care will 
also be discussed from an LTC point of view with particular emphasis on ethical 
challenges that healthcare professionals face in relation to limitations and futility.
Additionally, this paper will argue on the basis of theoretical application that will 
focus on inherent and universal rights of a person within moral reasoning.

P31. Home and residential care II

P31.1. Care co-ordination in the community for people with dementia 
in Midlothian: An appreciative inquiry into the critical success 
factors

MILLER Michelle1, FLANNIGAN Lynn1, CARSON Jill2, LEAK Paul3, 
MCLERNON Elaine4, MOONEY Andrew5

1Healthcare Improvement Scotland, Glasgow, United Kingdom, 2Alzheimer 

Scotland, Glasgow, United Kingdom, 3Scottish Government, Edinburgh, 

United Kingdom, 4NHS Lothian, Edinburgh, United Kingdom, 5NHS 

Services Scotland, Edinburgh, United Kingdom

Integrated co-ordinated care and support for people with dementia, carers and 
families is crucial in avoiding fragmented care which can result in duplication of 
e� ort and poor experience and outcomes for people with dementia and their carers.
Midlothian Health and Social Care Partnership in Scotland were identi� ed as an 
exemplar site in the evaluation of the Alzheimer Scotland 8 Pillars Model and 
the partnership has attracted much attention from other areas in Scotland and 
internationally to learn how they have sustained an approach to integrated care 
co-ordination for people with dementia and carers. 
Our aims were to:

• To understand the current context in Midlothian which has led to sustain-
ing care co-ordination, building on the previous evaluation of testing the 
8 Pillars model, and to understand any further developments

• To analyse data in Midlothian in order to provide evidence of and improve 
understanding of care co-ordination in practice and bene� ts and out-
comes being achieved

• To produce a report of � ndings so that they can be shared across Europe .
The project took an appreciative inquiry approach which included focus groups 
and sta�  interviews. We also worked with data colleagues to conduct a quantita-
tive analysis linking together health and social care data.  This has allowed us to 
model the care pathways of individuals with dementia to see how they access ser-
vices and better understand how they � ow through the care system.
The qualitative and quantitative data reinforces Midlothian’s position as an exem-
plar. We identi� ed 12 critical success factors during the inquiry which have been 
written up in the form of a report. By extrapolating the 12 critical success factors 
and sharing them with other areas there is an opportunity to inspire improve-
ments in care coordination for people with dementia and their carers across Europe.

P31.2. Th e experiences and perceptions of personhood for people with 
dementia in formal care: A qualitative evidence synthesis

HENNELLY Niamh1, COONEY Adeline2, HOUGHTON Catherine3, 
O’SHEA Eamon1

1Centre for Economic and Social Research on Dementia, NUI Galway, 

Galway, Ireland, 2Centre for Teaching and Learning, Maynooth University, 

Maynooth, Ireland, 3School of Nursing and Midwifery, NUI Galway, 

Galway, Ireland

Background: Personhood is a key element of person-centred care for people with 
dementia. The use of person-centred care models is now common in dementia 
care meaning that research into the components of personhood, especially as 
interpreted and narrated by people with dementia, is crucial to developing and 
furthering best practice. However, little research to date has synthesised studies 
on personhood in dementia. This evidence synthesis examines the experiences and 
perceptions of people with dementia on personhood in dementia care.
Methods: 8 databases were systematically searched for qualitative studies on per-
sonhood in dementia in formal care. Title/abstract and full text screening were 
conducted independently by two authors. A CART analysis was used to carry out 
further screening based on the relevance of the studies. Thematic synthesis was 
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conducted on the included studies. Con� dence in the review � ndings was exam-
ined using GRADE CERQual.
Results: In total 9,150 articles were screened with twenty studies included in the 
synthesis. The synthesis found 3 main themes: living with change, managing care 
arrangements and maintaining sense of self. People with dementia experience 
many changes because of dementia and the experience of being cared for in dif-
ferent settings. They also have varied experiences of adapting to such changes. 
Both familial and care relationships are important to people with dementia as 
personhood is a�  rmed through interactions with family, friends, other care recipi-
ents and formal caregivers, as well as through continued engagement in social 
and occupational roles.
Conclusions: The review raises important implications for dementia care practice, 
policy and regulation. Care should protect the self rather than undermine it and 
relationships should be enhanced not diminished by the care process. Creating 
opportunities for people with dementia to a�  rm the self through interactions 
with others and engaging in occupational and social roles is crucial in dementia 
practice and policy.

P31.3. Daily physical activity level as a predictor of general cognition, 
depressive symptoms, and quality of life in institutionalised 
persons with dementia

WOLF Evelien, MILDERS Maarten, DRENT Madeleine, SCHERDER 
Erik

Vrije Universiteit, Amsterdam, Netherlands

Introduction: This study examined whether general activity (all activities while 
a person is awake) and daily physical activity only can predict cognition, depres-
sive symptoms as well as quality of life (QoL) in institutionalised persons with 
dementia (PwD).
Methods: 154 institutionalised PwD participated in this study. We used an adjusted 
version of the Physical Activity Survey in Long-Term Care (PAS-LTC) to measure activ-
ity level, Mini-Mental State Examination (MMSE), Severe Impairment Battery Short 
version (SIB-S), Eight Word Test (8-WT), Category Fluency Task (CFT), and Digit Span 
Backwards (DSB) to measure cognition; Cornell Scale for Depression in Dementia 
(CSDD) to measure depressive symptoms; and Qualidem to measure QoL. Mixed 
model analyses were used to examine the relationships between general activity/ 
daily physical activity and cognition, depressive symptoms, and QoL.
Results: More general activity and daily physical activity signi� cantly predicted 
better general cognition as measured with MMSE, and SIB-S. More daily physical 
activity also predicted better total QoL. More general activity only predicted bet-
ter functioning on certain QoL domains, but not on total QoL. For daily physical 
activity, there was a � attening curve in the relationships with general cognition 
and total QoL. From around 200 (of 540) minutes of daily physical activity, more 
activity was not necessarily better. Number of depressive symptoms was pre-
dicted by daily physical activity, but not by general activity. Up to around 200 (of 
540) minutes of physical activity, more physical activity predicted less depressive 
symptoms. From around 300 minutes of physical activity, however, more physical 
activity predicted more depressive symptoms.
Discussion: Our results suggest that daily physical activity is more important as 
a predictor of cognition, depressive symptoms, and QoL in institutionalised PwD 
than general activity.
Conclusions and implications: We suggest that increasing the daily physical activ-
ity level in the daily routine could bene� t institutionalised PwD.

P31.4. Th e Cognitive Daisy: A tool for informing care related decisions 
and increasing dementia care competence

HUDSON John, POLLUX Petra  

University of Lincoln, Lincoln, United Kingdom

The Cognitive Daisy (COG-D; Hudson & Pollux, 2017) is a visual pro� ling system for 
enhancing care and support of people with neurological cognitive impairment. 
The COG-D comprises a � ower head consisting of 15 colour coded petals depicting 
information about � ve cognitive domains: visual-spatial perception, comprehen-
sion, communication, memory and attention. The level of impairment in each of 
these areas is determined by a speci� c test and denoted by the number of col-
oured petals. 
An online training programme illustrates the COG-D to users and a Petal-By-Petal 
guide highlights common problems associated with each petal and suggests strat-
egies that might be useful in everyday situations. 
We examined the practicality and utility of the COG-D assessment protocol for 
evaluating cognition in older adults in residential care and assessed the bene� ts 
of the COG-D for care sta�  (n = 39) and older adults (n = 62) over 3 months. In focus 
groups and pre-post intervention measures, care sta�  provided information about 
their knowledge of cognitive dysfunction in dementia, approaches to dementia 
(Lintern, 2009) and competence (Schepers et al., 2014). We also examined the e� ec-
tiveness of the COG-D to directly inform care-related decisions in care sta�  (n = 41). 
Mixed methods analysis showed that COG-D training increased both knowledge 
of cognitive dysfunction in dementia and a sense of competence in dementia care 
sta� . Increased awareness in care sta�  of di� erent cognitive pro� les in residents 
was shown to inform care-related decision making and was reported to markedly 
improve the delivery of person-centred care.
Overall our � ndings indicate that the COG-D is a practical and e� ective interven-
tion for residential care. Cognitive impairment is a precipitating factor for many 
dementia-related behavioural problems. By making cognitive strengths and dif-
� culties visible the COG-D empowers care sta�  with the potential to predict and 
avert behavioural problems and increases dementia care competence.

P31.5.  Physical restraint in nursing homes: Focusing on nurses’ 
decision-making process

DEBIASI Martina1, AMBROSI Elisa2, CANZAN Federica1, MORTARI 
luigina1, SAIANI Luisa1, BRUGNOLLI Anna1

1Univeristy of Verona, Verona, Italy, 2University of Bologna,  Bologna, Italy

Background: Although the goal of a restraint free environment has been consid-
ered the most desirable, the use of physical restraint (PR) in nursing homes is still 
very common in Italy. The residential care facilities are popular setting were elderly 
and people with cognitive impairment (dementia, Alzheimer disease and/or peo-
ple with behavioural disorders) lived. Currently, an ethical and political debate is 
underway regarding PR use.
Aim: to explore the experience of nurses’ decision – making about restraint or 
not-restraint¬.
Study design: A qualitative study based on a phenomenological approach was 
performed
Settings: this study was conducted in ten nursing homes in the North of Italy.
Participants: A purposive sampling of 100 nurses who have been working for more 
than one year in the involved residential care facilities, was recruited.
Methods: Face-to-face semi-structured interviews were conducted to collect data 
focusing on residential nurses’ experience. Data were analysed using Giorgi’s (1975) 
seven-step phenomenological method.
Results: Three points of interest were identi� ed: phenomenology based on facts 
(what happens, reasons for using restraints, monitoring and surveillance); mental 
phenomenology (feelings of family, feelings of patients, experience and feelings of 
nurses, judgments on restraint and conceptualizations); phenomenology of alter-
native actions (actionable actions, and desirable actions good for future policies).
Conclusion: Although the prescription of restraints is a medical act, nurses play 
a key role in decision-making processes regarding PR. The decision-making pro-
cess on the use of PR is a result of a complex trajectory, for ethical implications 
and integration with other professionals. Nurses o� en do not use the restraints 
as a � rst option but evaluate and activate other alternative strategies. The factors 
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in� uencing the decision-making process of nurses concern the characteristics of 
patients, nurses’ experiences and context variables.

P31.6. Living alone with dementia: Related use of drugs

ZAFEIRIDI Evi, MCMICHAEL Alan, MCGUINNESS Bernadette

Queen’s University Belfast, Belfast, United Kingdom

Approximately one-third of community-dwelling people with dementia in the 
United Kingdom and the United States, and 51% of people with dementia in Ger-
many live alone. In 2010, there were 141,460 people with dementia living alone in 
the UK. Research has explored di� erences between people with dementia living 
alone with those who live with an informal caregiver. No di� erence was found in 
drug-related problems, nutrition, quality of life, cognitive and functional impair-
ment; however, people living alone used professional services, such as home care, 
more o� en. Other research explored the unmet needs for people with dementia 
who live alone. These unmet needs include help with looking a� er home, help with 
self-care, and having company. In Sweden, people with Alzheimer’s disease who 
live alone were more likely to receive antidepressants, antipsychotics, hypnotics 
and sedative drugs compared to people who live with an informal caregiver. On 
the other hand, people living with a caregiver were more likely to receive cholinest-
erase inhibitors and cardiovascular medications. A signi� cant di� erence was also 
found in dementia medication because people living with a caregiver were more 
likely to receive memantine than people living alone.
This study explores medication di� erences between people with dementia living 
alone, or living with an informal caregiver, or people with dementia living in care 
homes in Northern Ireland. Data from over 25,000 people with dementia from 
national databases in Northern Ireland are retrospectively analysed. The results will 
inform health care professionals and practices about the e� ect of living arrange-
ments in prescribing medication for dementia and comorbidities.

P32. Training and education of care professionals

P32.1. Th e impact of a dementia service learning project designed for 
pre-medical students: A Friend for Rachel

GOLDMAN Jill1, TROMMER Amy2

1Columbia University Irving Medical Center, New York, United States, 
2Eldercare Innovations, LLC, White Plains, United States

With estimates of 50 million cases of Alzheimer’s disease worldwide, the need for 
good healthcare for people with dementia and their caregivers is essential and 
must include compassion, support, and appreciation for the multitude of dementia 
issues. Implemented in 2011, the companion program, A Friend for Rachel (AFFR), 
was designed to train pre-medical students about dementia and provide them 
with a sustained relationship with people with dementia in order to foster under-
standing, decrease stigma, and increase compassion. 101 students from Columbia 
University participated in the program for at least one academic year. Each stu-
dent was paired with a person with mild to moderate dementia with whom they 
spend 3–4 hours weekly exploring New York or chatting in the home. Students 
were required to attend monthly training sessions about clinical, psychological, 
and social aspects of dementia; caregiving issues; e� ective communication skills; 
dealing with di�  cult behaviors; use of the arts in dementia. They were also required 
to submit weekly re� ections about meetings with their friends. The goal of the 
study presented here was to evaluate the impact of the program on the students. 
Approximately 1200 re� ections were read by each author to identify major recurrent 
themes. These themes were discussed and amended until consensus was reached, 
and then reanalyze for sub-themes. Five major themes emerged: learnings about 
dementia, learnings about caregiving, students’ experienced emotions, impact on 
career choice and learnings about good medicine, and impact on life. The re� ec-
tions expressed appreciation for dementia’s complex issues and compassion for 
and comfort with individuals with dementia. The re� ections also demonstrated 

that participation in AFFR caused a reassessment of students’ personal lives and 
goals. For most students, A Friend for Rachel strengthened commitment to becom-
ing physicians and caused recognition that physicians must have understanding 
of and empathy for their patients and caregivers.

P32.2. Training and education of care professionals: Dementia 
Champions

NOONE Archie2, BUCHANAN Marc1, SDWG Members2

1Alzheimer Scotland, Glasgow, United Kingdom, 2SDWG Member, Glasgow, 

United Kingdom

As a collective voice of people living with dementia, the members of the Scot-
tish Dementia Working Group (SDWG) feel that it is vital health and social care 
professionals learn how to work in partnership with, support and care for people 
living with dementia.
SDWG have been able to directly in� uence this by being involved in the develop-
ment of each of Scotland’s National Dementia Strategies to date.  The current 
National Dementia Strategy committed ‘to implement national action plans to 
improve services for people with dementia in acute care and specialist NHS care, 
strengthening links with activity on delayed discharge, avoidable admissions and 
inappropriately long stays in hospital’.
This aim is echoed in the SDWG member priority of “Supporting a well-trained 
workforce”. Central to this has been the groups ongoing support of the national 
Dementia Champions programme. The programme has been run in partnership 
between University of West of Scotland and Alzheimer Scotland for the past 8 years 
and focuses on: improving the care, experience and outcomes for people living 
with dementia and their families in general hospitals, appropriate discharge and 
alternatives to hospital care.
To date, the programme has produced over 900 Dementia Champions. SDWG have 
been a core partner in the implementation of the programme and the knowledge 
and experience of members have directly in� uence the education of healthcare 
sta�  including nurses, allied health professionals, social workers, Scottish Ambu-
lance Service sta�  and NHS 24 sta� .
Evaluation of the learning experiences of the Dementia Champions clearly evidences 
improvements in attitudes, con� dence and knowledge about working with people 
with dementia. Importantly, it acknowledged: ‘The input of people with dementia 
and their families in the Dementia Champions programme provided the strong-
est and most sustained educational impact on self-de� nition and the de� nition 
of people with dementia by the Dementia Champions.

P32.3. Time for Dementia – A new way of seeing dementia education

DALEY Stephanie1, FEENEY Yvonne2, BANERJEE Sube2

1Sussex Partnership Foundation Trust, Brighton, United Kingdom, 
2Brighton and Sussex Medical School, Brighton, United Kingdom

Background and purpose: Inadequate dementia education can lead to a workforce 
lacking necessary skills, knowledge, and attitudes towards people with dementia. 
E� ectively tailoring dementia education at undergraduate level can prepare the next 
generation of healthcare professionals to provide high quality, compassionate care.
The Brighton and Sussex Medical School developed the Time for Dementia 
programme; an innovative approach to dementia education which provides lon-
gitudinal contact with families a� ected by dementia. Students visit a family over 
a two period, during which families living with dementia share their expert, � rst-
hand knowledge and experiences about the condition with students, helping to 
shape a new generation of dementia friendly healthcare professionals. 
Methodology: A mixed methods study evaluated the e� ect of the programme on 
undergraduate students’ knowledge and attitudes towards dementia and assessed 
their learning outcomes and satisfaction taking part in the programme. Quanti-
tative outcomes (dementia knowledge, attitudes, and empathy) were collected 
at baseline, 12 and 24 months for intervention group students (n=274) as well as 
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a control group of students (n=112). Individual qualitative interviews and focus 
groups were undertaken (n=38 students) at 12 and 24 months as well as satisfac-
tion surveys at 12 and 24 months.
Results: Compared to students who did not participate in Time for Dementia, the 
quantitative evaluation shows statistically signi� cant improvements in student 
knowledge and attitudes. Qualitative interviews and focus groups with students 
have highlighted four key outcomes from the programme: (1) insight and under-
standing, (2) challenging attitudes and assumptions, (3) relational learning, and 
(4) enhanced dementia practice.
Discussion and Conclusions: Our research has demonstrated enhancement of 
knowledge and attitudes towards dementia by putting people a� ected by the 
condition at the centre of learning. This has implications for the way dementia 
education is provided for future healthcare professionals.

P32.4. Maturity of integrated care in primary dementia care networks 
over time: Pitfalls and success factors

OOSTRA Dorien1, HARMSEN Anne1, OLDE RIKKERT Marcel2, 
PERRY Marieke2

1Radboud UMC, Department of Geriatric Medicine, Nijmegen, Netherlands, 
2Radboud UMC, Donders Institute for Brain Cognition and Behaviour; 

Department of Geriatric Medicine, Nijmegen, Netherlands

Background: An essential strategy to establish a sustainable health care system 
for people with dementia, is implementing integrated care in the primary setting. 
To provide knowledge on e� ective strategies to implement integrated care, deeper 
understanding of the development of care integration is needed. The aim of this 
study is to identify the key elements of the development of care integration in pri-
mary dementia care networks over time and describe pitfalls and success factors.
Methods: Longitudinal mixed methods study including 18 primary care networks 
participating in the DementiaNet study, in which a 2-year practice facilitation pro-
gram was administered. Semi-structured yearly interviews based on the Rainbow 
Model of Integrated Care were conducted with network leaders. Network maturity 
scores (range 0–24) were derived from the interview and based on eight integra-
tion domains (range 0–3) categorized into three categories: scope (person-focused 
and population-based), type (clinical, professional, organization and system) and 
enablers (functional and normative). Scores were determined by two researchers 
independently. To explain patterns in network maturity, networks were compared 
based on characteristics and narratives.
Results: Networks consisted of 8 professionals (i.e. median, range 3–48) covering 
medical, care and welfare disciplines. Follow-up was 2–4 years. Preliminary results 
based on the � rst 2 years show an average yearly increase of 2.62 (95%-CI: 1.83–
3.40) for total network maturity. All domains showed signi� cant improvement 
over time (0.23–0.56, respectively p=0.003-p=0.000), except system integration. 
Factors important for improvement include making agreements, knowing each 
other’s expertise, support from organization and shared leadership. Unfavorable 
factors include changes in network composition and lack of time.
Conclusion: The DementiaNet program facilitated a clear progress towards more 
mature primary care networks. Network leadership, commitment and speci� ed 
goals are important conditions for this progress. Findings provide a better under-
standing of mechanisms and future improvement strategies for care integration 
within primary care networks.

P32.5. Learning about dementia care by staff  working in acute medical 
wards: A mixed methods study

SCERRI Anthony1, INNES Anthea2, SCERRI Charles1

1Uni of Malta, Msida, Malta, 2Uni of Salford, Salford, United Kingdom

Aims: To identify the learning needs of sta�  working in acute medical wards when 
caring for patients with dementia and how these learning needs can be met.  

Background: Dementia care in hospitals is sub-optimal and challenging. Hospital 
sta�  are being trained in dementia care with variable outcomes, although little is 
known about their learning needs and what strategies can be used to meet them.
Design: Sequential-explanatory mixed-methods study.
Methods: Sta�  in eleven wards (n=132) completed a questionnaire in May-June 2018, 
that measured dementia knowledge, attitudes, perceived learning needs and sta�  
perceptions of person-centred care. Two focus groups with charge nurses (n=16) 
were held in July 2018. Descriptive/inferential statistics analysed the questionnaires 
whilst thematic analysis was used for the qualitative data. Quantitative � ndings 
were explained by interpreting the qualitative data with reference to Argyris/Schon’s 
organisational learning theory.
Results: Apart from wanting to know more about dealing with challenging behav-
iours, sta�  reported the need to learn about geriatric care and team-working. Sta�  
identi� ed di� erent sources that could facilitate learning such as from profession-
als working in other non-acute settings or from hospital sta�  who are also informal 
carers of persons with dementia who would have better dementia knowledge. Sta�  
with better dementia knowledge and attitudes were more critical about the care they 
delivered. The focus groups provided a tentative explanation– increased awareness 
through re� ection helped participants to question their practice. 
Conclusion: Dementia training of sta�  working in acute hospital wards is urgently 
required and their learning needs identi� ed. Dementia training programs need to 
include organisational learning strategies, such as re� ection-on-action, so that sta�  
can move from single-loop to double-loop learning. Improving dementia knowledge 
through re� ection can trigger sta�  to become more critical of their practice. This study 
can help educators in developing dementia training programs in acute hospital wards.

P32.6. Leading and Learning: Insights from multiple hospital case 
study research on staff  dementia training

MORBEY Hazel1, HARDING Andrew1, SWARBRICK Caroline1, 
KEADY John2, AHMED Faraz1, REILLY Siobhan1

1Lancaster University, Lancaster, United Kingdom, 2University of 

Manchester, Manchester, United Kingdom

Improving the quality of hospital care for people living with dementia is a key 
priority within European and national dementia strategies. Limited research has 
evaluated dementia training, especially to understand the relationship between key 
factors within the context of complex acute hospitals. Furthermore, the involvement 
of people living with dementia in case study research in this setting is unreported.
The DEMTRAIN study, as part of the Neighbourhoods and Dementia Programme, 
utilised an organisational case study design to recruit six acute NHS hospitals in 
England based on a number of factors including: participation in the DEMTRAIN 
hospital and sta�  surveys; CQC rating; 2016 National audit of Dementia Organisa-
tional Checklist data; patient and sta�  experience data, and geography. Case study 
site visits involved data collection from two contrasting wards in each hospital (e.g. 
elderly care and general surgery), and included qualitative data (focus groups and 
interviews); environmental checklists, adapted from the Dementia Action Alliance 
dementia friendly physical environments checklist, and observation of sta�  activ-
ity on wards at shi�  changeover times, guided by the Huddle Observation Tool. We 
also facilitated data analysis co-research visits with people living with dementia.
We used a purposive sample strategy to recruit sta�  at di� erent grades, with di� er-
ent levels of experience, and from di� erent professional groups (including, doctors, 
nurses, support and domestic sta� ). 85 sta�  participated in 12 focus groups and 21 
sta�  in semi-structured interviews. Thematic data analysis included ‘real-time col-
laborative co-research’ analysis during 5 site visits with people living with dementia 
and a data analysis workshop with people living with dementia.
Investigation of processes and facilitators involved is key to the development of the-
ory-based dementia training intervention and policies. We present the way in which 
co-research perspectives in� uenced analytical interpretations, and outline two key 
facilitators to hospital dementia training: leadership and experiential learning.
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Quick oral presentations

QOP1. Care and services I

QOP1.1.Involving families in the hospital care of people living with 
dementia

KELLEY Rachael1, GODFREY Mary2, YOUNG John3

1Centre for Dementia Research, Leeds Beckett University, Leeds, United 

Kingdom, 2University of Leeds, Leeds, United Kingdom, 3University of 

Leeds, Bradford, United Kingdom

Background: A quarter of people in general hospitals are living with dementia, 
but sta�  can struggle to provide them with high quality, person centred care and 
they can � nd being in hospital di�  cult. At home, people living with dementia are 
o� en supported by family members, who may have an in-depth understanding 
of the person. Involving families could help to improve hospital care, but little is 
known about how families are involved in care or the impacts of family involve-
ment practices.
Aim: To explore how families of people living with dementia are involved in hos-
pital care, and the impacts of their involvement. 
Methods: Ethnographic data were collected from two older peoples’ hospital wards 
via observations, conversations and interviews with people living with demen-
tia, families and sta� . In total, 400 hours of observations and 47 interviews were 
conducted. Flexible data collection methods enabled people living with demen-
tia to take part.
Results: When families were involved in care, there were many potential bene� ts 
for people living with dementia, including enhanced: interactions with sta� ; par-
ticipation in care; decision-making; and maintenance of prior routines and levels 
of functioning. Despite these bene� ts, there was great variability in the degree 
to which families and their knowledge were involved in care. In addition, family 
involvement was not uniformly positive; careful attention was required to ensur-
ing the needs and wishes of people with dementia were not overlooked.
Conclusions: This study demonstrates the bene� ts of involving families and their 
knowledge in care, advocating for opportunities for family involvement, alongside 
the involvement of people living with dementia, to become a more routine com-
ponent of hospital care. The � ndings provide much needed evidence about how 
families’ knowledge and expertise can be used to e� ect improvements hospital 
care for people with dementia, and the conditions required to facilitate families’ 
involvement.

QOP1.2.“DECREASE Framework: A holistic approach to managing 
stress and distress in dementia hospital care”

RODRIGUEZ-CASTELLO Cesar1, LITHGOW Stephen1,   DONAGHEY 
Claire2,   MCCARTHY Thomas1

1Healthcare Improvement Scotland, Glasgow, United Kingdom, 2NHS 

Education for Scotland, Glasgow, United Kingdom

Stress and Distress (S&D) is one of the most common and complex aspects of 
dementia care. During our specialist dementia unit improvement programme, 
the need for a structured approach to the prevention, identi� cation, assessment 
and management of S&D in these units was identi� ed.
The NHS Education for Scotland (NES) psychological interventions in response to 
stress and distress in dementia programme was developed to increase the workforce 
capacity to deliver evidence based psychological interventions to S&D in dementia. 
Incorporating the elements of this national programme and based on principles 
of Quality Improvement (QI) and easy-to-remember techniques, we designed the 
DECREASE Framework, with accompanying guide, which incorporates the neces-
sary elements for a proactive holistic approach to S&D:
D iagnosis
E ngagement

C are planning
R eview
E nvironment
A ctivities
S ocial contacts and support
E ducation and training .
An important starting point to address before considering interventions for S&D 
in dementia is the question of ‘Who is this behaviour causing distress to?’ This fol-
lows an important aspect of the DECREASE framework: the emphasis on prevention 
and proactive interventions. In other words, a crucial component of thinking about 
S&D in dementia should be the active search and application of measures that 
have shown to prevent the appearance of distress or that minimise the potential 
for its occurrence and reducing psychotropic medication prescribing.
Using QI techniques, we tested the feasibility of using this framework in two spe-
cialist dementia units in two di� erent ways: � rst, for the assessment and treatment 
of individual patients with high degree of S&D; secondly, to create a new person-
centred nursing documentation and a transferable tool for the care of a person with 
a� er discharge. We are gathering data on its impact on sta� , people with demen-
tia and their carers. We plan on extending the testing to other hospital settings.

QOP1.3.How dementia friendly are Dutch hospitals? Experiences of 
people with dementia and carers with hospital care

VAN DEN BUUSE Susanne1, BRUIJS Anne-marie1, DE BRUIN Hans2

1Alzheimer Nederland, Amersfoort, Netherlands, 2PWD, Utrecht, 

Netherlands

People with dementia are o� en hospitalized due to illness and fractures related to 
falling incidents. It is estimated that 33 to 40% of the hospital beds are occupied 
by people with dementia. Yet, still little is known about how dementia friendly 
hospitals are. Preliminary research indicates that hospital care for people with 
dementia is inadequate. Together with Annette Keuning from the University of 
Groningen, Alzheimer Nederland conducted a study on the experiences of carers 
and people with dementia, using a questionnaire for carers and focus groups with 
carers and people with dementia. The results indicate that hospital care for people 
with dementia is below standards. Only 40% of the carers say they would recom-
mend their hospital for people with dementia. The fact that people have dementia 
is o� en not taken into account by the nursing sta� . Care for people with dementia 
is o� en inadequate, resulting in slower recovery and sometimes even to health 
decline. Carers o� en step in to help with the daily care, which is bene� cial for the 
person with dementia but also creates an extra burden for carers. In this presen-
tation we present the highlights of the study and provide recommendations for 
better hospital care for people with dementia.

QOP1.4.Living with a diagnosis of frontotemporal dementia (FTD): 
What helps and hinders?

CROY Suzanne

University of Abertay, Dundee, United Kingdom

Objectives: (1) To investigate the experiences of living with a diagnosis of frontotem-
poral dementia (FTD) from the perspective of the service user. (2) To identify factors 
which help and hinder living well with FTD, so that we can inform clinical practice.
Methods: Data consists of 13 semi-structured interviews of 7 people with a diagnosis 
of FTD.  Participants were recruited via third sector services across central and western 
Scotland. An interpretative phenomenological analysis (IPA) approach was adopted.
Preliminary results: Four themes emerged in preliminary analysis: (1) Coping with 
the physical symptoms of FTD; (2) The ability to re� ect deeply about their judge-
ment and behaviours a� er they happen, as opposed to a lack of ability and control 
over decision-making ‘in the moment’; (3) Being insightful and aware of changes 
to their sense of self and their societal roles; (4) The importance of family support 
in dealing with challenges as they arise.
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Conclusion: People with FTD o� en experience challenges di� erent to those with 
other sub-types of dementia.  Currently support and services o� ered to people 
with FTD are predominately developed with other sub-types of dementia in mind. 
In order to better support people with FTD, it is paramount to involve people with 
FTD in support and service provision. Developing support and services which places 
the views and experiences of people with FTD at the centre is of fundamental 
importance in improving standards of care, developing e� ective interventions 
and raising awareness of the condition

QOP1.5.Care burden, loneliness and dementia friendly environment: 
Results of the 2018 Dutch Dementia Carers Monitor

VAN DEN BUUSE Susanne, MEERVELD Julie

Alzheimer Nederland, Amersfoort, Netherlands

Every two years the Dementia Carers Monitor (“Dementiemonitor Mantelzorg”) 
is conducted by Alzheimer Nederland and Nivel, the Netherlands institute for 
health services research. The monitor consists of a survey for carers of people with 
dementia about their well-being and needs for care and support. In the monitor 
of 2018 a total of 4,459 carers � lled out the survey (both online and on paper). The 
results show that 1 out of 8 carers of people with dementia feel heavily burdened 
or overburdened because of the care they provide to their relative with dementia. 
In accordance with the European Carers’ Report 2018 of Alzheimer Europe, carers 
o� en reported loneliness: they are twice as lonely as the average Dutch person. For-
tunately, the dementia friendliness of their social environment seems to increase. 
In this presentation we focus on these 3 themes of results: care burden, loneliness 
of carers and the dementia friendliness of their social environment. We also focus 
on which care and support carers indicate they need most. Here, the case manager 

takes a central role. Together with home care and day care, this professional belongs 
to the top-3 of care and support carers say they need most to be able to sustain.

QOP1.6.Understanding personhood in formal care: Th e perspectives 
and experiences of people with dementia, family carers and 
health care professionals

HENNELLY Niamh, O’SHEA Eamon

Centre for Economic and Social Research on Dementia, NUI Galway, 

Galway, Ireland

Background: Personhood in dementia is the cornerstone of person-centred care, while 
supporting personhood and achieving person-centred care are frequently cited as key 
policy objectives. However, there is uncertainty around the meaning of personhood 
and how it is realised in formal care provision. This study examines the experiences 
of personhood in formal care relationships, from the perspectives of three directly 
related groups: people with dementia, family carers and health care professionals.
Methods: Using a multiperspectival design, this study involves semi-structured 
interviews with 31 participants to explore the meaning and application of person-
hood in dementia care: eight people with dementia, eight family carers and 15 health 
care professionals. Using interpretive phenomenological analysis, each individual 
group was analysed separately, then the three groups were examined collectively 
for consensus, con� ict or reciprocity of concepts (Larkin, Shaw & Flowers, 2018).
Results: The study found some consensus on the importance of trust and respect in 
dementia care. Personhood within care relationships is enhanced through: listen-
ing, inclusivity, warmth and humour. Respondents also referenced the importance 
of getting out and about, normalised living and social interaction for maintaining 
and enhancing personhood for people with dementia. However, there was con-
� ict in how the groups conceptualised the person with dementia, particularly in 
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relation to autonomy. While choice and � exibility were identi� ed as important to 
personhood, family carers and health care providers were o� en narrow in their 
interpretation of autonomy in decision-making for people with dementia.
Conclusions: This study raises important questions about how people with demen-
tia are conceptualised within formal care provision, both as individuals and at a 
system level. The � ndings provide a guide to policy makers interested in ensur-
ing that dementia care focuses on supporting personhood and guaranteeing that 
what matters most to the person with dementia is embedded into formal care 
provision and formal care relationships.

QOP1.7.Including informal caregivers in decision making regarding the 
treatment of neuropsychiatric symptoms in dementia

JANUS Sarah1, VAN MANEN J.G.2, WARMELINK E.1, ACHTERBERG 
W.3, ZUIDEMA Sytse1

1University Medical Centre Groningen, Groningen, Netherlands, 2University 

of Twente, Enschede Netherlands, 3Leiden University Medical Center, 

Leiden, Netherlands

Background: In the Netherlands, physicians are legally obliged to ask informal 
consent for medical decisions in patients with insu�  cient decisional capacity. 
The informal caregiver’s knowledge may be important in preventing occurrence 
or escalation of neuropsychiatric symptoms in nursing home residents. However, 
it is not clear how informal caregivers are involved in decision making regarding 
treatment of neuropsychiatric symptoms. This study aims to get an overview on 
the current involvement.
Methods: Participants were selected by applying purposive sampling. In-depth inter-
views with 10 quadruplets – informal caregiver, nurse, physician and psychologist of 
one resident – were conducted regarding either a start, stop or change in dose of a 
psychotropic drug for the treatment of neuropsychiatric symptoms. Interviews took 
place between February 2018 and April 2019. The data was thematically analyzed.
Results: The informal caregiver was contacted in most cases, however, they were 
not present during the phase of discussing treatment options. During the inter-
views, professionals indicated to take the perspectives of the informal caregiver 
into account either explicitly (by asking) or implicitly. However, informal caregiv-
ers were only informed about a decision or presented with a treatment option 
and were asked for consent. Professionals were more likely to involve informal 
caregivers during the decision process that were more assertive. Children were 
more likely to insist on getting involved in comparison to spouses who more 
o� en expressed their trust in professionals and were satis� ed with leaving the 
decision to the professional.
Conclusion: More structural contact moments might be needed with the infor-
mal caregiver linked to behavioral consultations to explore possible treatment 
options together. This is likely to result in better treatment decisions. Discussing 
treatment options with the informal caregiver early on might stimulate spouses 
to take part in the decision making.

QOP1.8.ADDITION: Patient-relevant endpoints in the progression of 
Alzheimer’s disease

MANK Arenda, VISSER Leonie, VAN MAURIK Ingrid, 
V AN DER FLIER Wiesje

VUMC Alzheimercentrum, Amsterdam UMC, Amsterdam, Netherlands

Background: Alzheimer’s disease is a progressive disorder, characterized by a long pre-
dementia stage and a high variability in disease course between patients. Prediction 
of disease progression is important in clinical decision making and care planning. 
Research mainly focused on development of dementia as the endpoint. However, 
we do not know the endpoints of relevance to patients and their care partners.
Objective: The aim of this study is to identify endpoints of relevance to patients 
and their care partners in the progression of Alzheimer’s disease.

Methods: This study uses a two-step approach with focus groups followed by a 
survey. As a � rst step, we will conduct focus groups with patients and their care 
partners between May 2019 and July 2019. Patients who visit a memory clinic for 
diagnostic testing will be recruited. We will compose heterogeneous groups in 
terms of gender, age, education, ethnicity and disease stage (subjective cognitive 
decline (SCD), mild cognitive impairment (MCI) or Alzheimer’s disease dementia). 
Transcripts of the audiotaped focus groups willbe analyzed using thematic content 
analysis, inductively identifying endpoints emerging from the data. The result-
ing list of endpoints will serve as input for the second step; an online survey to 
be completed by a group of patients (N=50) and care partners (N=50). We will ask 
them to select endpoints of most importance, and rank them in order of relevance.
Results: This study will result in a comprehensive list of endpoints relevant to 
patients and care partners, ranked in order of importance.
Discussion: Integration of these patient-relevant endpoints into a disease progres-
sion model will help to provide patients and their care partners with personalized 
information on the disease course. Additionally, such models are important to 
evaluate the (costs)e� ectiveness of new diagnostic and therapeutic strategies that 
aim to in� uence the disease progression of Alzheimer’s disease.

QOP1.9.Dementia Experience Toolkit: Measuring experience of people 
with dementia

DOHERTY Adele, AMBROSE Lindsey

Alzheimer’s Society, London, United Kingdom

The issues: Alzheimer’s Society’s ‘Fix Dementia Care Report, 2018 and Care Quality 
Commission have found that people with dementia o� en receive disproportionately 
poor or variable care. Health and care services need to enable people live better 
with dementia. Small changes can make big impacts. Measuring experience using 
only quantitative methods may exclude people with dementia from being able to 
express themselves meaningfully.
Dementia-friendly qualitative methods, involving people with dementia, can iden-
tify how and why to improve services. Round-table discussions with Department 
of Health and Social Care in 2017 recommended creating a resource to help organi-
sations ‘measure’ experience of people with dementia. 
Identifying solutions
Surveys to learn beyond desktop research:

• Commissioners, regulators, health and care services
• People a� ected by dementia .

Key themes: 37 commissioners, regulators and providers: 
• 1 in 2: sta�  lack skills/knowledge to engage people with dementia about 

their care
• 1 in 4: lack con� dence working with qualitative data
• 1 in 8: concern – people with dementia not capable of being involved .

Key themes: 30 people a� ected by dementia:
• Missed opportunities to learn how and why to improve services
• Professionals not valuing the dementia voice
• Poor approaches to qualitative feedback .

Developing our solution
Prototype web resource: co-produced with around 100 people with dementia, car-
ers, commissioners, researchers and people in health and social care.

• (through to advanced stages of dementia)
• co-production, involvement, unobtrusive and digital methods
• organisations, research studies, initiatives, handbooks and standards .

Feedback about resource: 
• Quick and easy to use
• Helpful to improve services, support integration, and living in communities
• Great it includes work from many organisations including with diverse 

communities and people with learning disabilities
Outcome

• Resource for Alzheimer’s Society’s website .
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QOP1.10.Carer Resilience

REID Laura

� e Dementia Carers Campaign Network facilitated by the Alzheimer 

Society of Ireland, Dublin, Ireland

Background: The Dementia Carers Campaign Network (DCCN) was set up in 2013 by 
the Alzheimer Society of Ireland. The DCCN is a group of people who have experi-
ence caring for a loved one with dementia. It aims to be a voice of and for carers 
of loved ones with dementia in Ireland.
For the Alzheimer Europe Conference, the DCCN would like to present on a piece of 
qualitative research they have recently conducted on the topic of carer resilience 
at the later stages of caring for a loved one with dementia.
Content: The factors found to be of most importance to carer resilience is ‘being 
informed’ and ‘being supported’. The piece of qualitative research recently con-
ducted by the DCCN with its members sought to ascertain how informed and 
supported carers felt as their loved transitioned to long term residential care and 
the stage therea� er.
This research did not discuss the level of professional care given to their loved one 
but what supports and services were o� ered to the carer at that time and how this 
a� ected their resilience. Questions posed to members included: How well prepared 
were you for the transition of your loved one into long term residential care? Look-
ing back, what speci� c supports/services do you feel would have helped you?  The 
feedback from members gave insight into how ill-informed and badly supported 
carers feel at this critical and highly emotional stage.
The topic of caring for a loved one availing of hospice care naturally emerged dur-
ing the research process.  The research indicated that carers felt more informed and 
supported as their loved one availed of hospice care than long term residential care.
A member of the DCCN would like to present these � ndings and speak of their own 
experience of carer resilience at the Alzheimer Europe Conference.

QOP2. Societal perspectives I

QOP2.1.Th e development of a dementia education workshop 
specifi cally for the prison setting

BROOKE Joanne, RYBACKA Monika

Birmingham City University, Birmingham, United Kingdom

Background: The world’s prison population is aging, and their needs are complex 
as they develop long-term conditions, such as dementia, at an earlier age than 
expected (Sharupski et al. 2018). Prisoners with dementia present unique challenges 
and prison sta�  and healthcare professionals report a lack of education and train-
ing to identify and support these prisoners (Dillon et al. 2018).
The aim of this paper is to describe the development of a dementia education 
workshop speci� cally for the prison setting.
Methods: A three phase prospective development of a dementia education work-
shop in a category C male prison in England. Phase 1 and 2 involved understanding 
sta�  and prisoners’ knowledge of dementia, barriers and current initiatives. Phase 3 
involved the development and implementation of a dementia education workshop.
Results: Phase 1: The Dementia Knowledge Assessment Scale was completed by: 
healthcare professionals (n=13), counsellors (n=5), o� enders’ management o�  cers 
(n=7) and senior managers (n=8).
Phase 2: Open-ended questions regarding dementia, including barriers and ini-
tiatives were completed by: healthcare professionals (n=20), prisoners (n=76), and 
prison o�  cers (n=15).
Phase 3: A two-hour dementia education workshop was developed. Barriers and 
initiatives were included and comprehensively addressed. The workshop is inter-
active with the inclusion of videos, handouts and group activities, and has been 
delivered to groups of healthcare professions (n=3), prisoners (n=5), senior man-
agers (n=1), and o� enders management o�  cers (n=1).

Conclusion: The dementia education workshop was well received by all sta�  and 
prisoners who fully engaged in the process and discussions. The workshop has 
been adapted from the feedback from attendees. A limitation of the workshop 
is the development and implementation in only one prison in the UK, this is to 
be addressed and the workshop to be implemented and evaluated in a further 
two prisons.

QOP2.2.A realistic evaluation of Irish National Dementia Strategy 
Implementation Programme

HARTIGAN Irene1, CORNALLY Nicola1, DRENNAN Jonathan1, 
O’PHILBIN Laura1, O’CONNOR Kieran2, O’CAOIMH Rónán2, 
VAN DER STEEN Jenny3, BRAZIL Kevin4, BUCKLEY Catherine5, 
NAUGHTON Corina1, O’REGAN Niamh6, COFFEY Alice7

1University College Cork, Cork, Ireland, 2Mercy University Hospital, Cork, 

Ireland, 3Leiden University, Leiden, Netherlands, 4Queens University 

Belfast, Belfast, United Kingdom, 5Education and Research Centre, St. Lukes 

Home, Cork, Ireland, 6Western University, Ontario, Canada, 7University of 

Limerick, Limerick, Ireland

Background: Ireland’s � rst National Dementia Strategy (NDS) was launched in 2014, 
aiming to meet the needs of people living with dementia in Ireland, now and in 
the future. This was followed by the €27.5m National Dementia Strategy Imple-
mentation Programme (NDSIP), a joint initiative between the Irish Department of 
Health, Health Service Executive, and Atlantic Philanthropies to implement sig-
ni� cant elements of the Irish NDS between 2014 and 2017.
Aim: To evaluate the multi-level impact and progress-to-date of Ireland’s � rst NDS.
Methods: A realist evaluation framework was used to examine broadly what works, 
for whom, under what circumstances and why for each of the NDS priority action 
areas. 3 cycles of data collection were conducted which involved a qualitative 
cycle of stakeholder engagement, a quantitative cycle of surveys and a spotlight 
case study cycle.
Results/conclusions: The signi� cant investment in the NDSIP gave the develop-
ment of dementia care increased priority and impetus. There has been momentous 
progress since the launch of the NDS. The awareness raising campaign Under-
standTogether has been successfully implemented. Timely diagnosis and early 
management of dementia was regarded as crucial, by all participants across the 
3 cycles, to support people living with dementia (PLwD) and their families. How-
ever, evidence suggests that early diagnosis and onward referral to supports and 
services is inconsistent across Ireland. The lack of a national dementia speci� c path-
way for the diagnosis and early management of dementia to support PLwD and their 
families was evident. Plus, the lack of purposively designed or adapted dementia 
friendly healthcare environments caused di�  culties for PLwD and their carers. The 
full impact of the NDS will not be known for some time however, this evaluation 
provides key recommendations which will enable future dementia care in Ireland.

QOP2.3.Citizen Science – Th e Irish Dementia Working Group investigate 
travel

WHELAN Clodagh1, RYAN Kathy2

1� e Alzheimer Society of Ireland, Dublin, Ireland, 2� e Irish Dementia 

Working Group, Cashel, Ireland

Background: At the Irish Dementia Working Group in February members raised 
the issue of public transport for people living with dementia. The group expressed 
their concerns regarding lack of public transport, fear around independence and 
in particular their worry about what happens when a person can no longer drive.
Following a discussion with the IDWG Steering Group it was decided to research 
this topic. The Working Group want to answer the following question:

• Can people with dementia go about their daily lives using public transport?
• What are the experiences of people with dementia on public transport?
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• What di� erence, if any is their between rural and urban access to public 
transport for people living with dementia?

The study aims to capture member experience regarding accessing public trans-
port and also inform the campaign strategy for the IDWG.
Content: This oral presentation will outline the process involved to support mem-
bers of the Irish Dementia Working Group to commission their � rst piece of research 
and become Citizen Scientists;

• How were members consulted ?
• Who had oversight ?
• What did we learn on the journey?

QOP2.4.Terminology and prevalence of young people with dementia: 
Results from the PRECODE-study

VAN DE VEEN Dennis1, HENDRIKS Stevie2, PEETOOM Kirsten2, DE 
VUGT Marjolein2, VERHEY Frans2, KOOPMANS Raymond3, BAKKER 
Christian1

1Radboudumc, Department of Primary and Community Care, Nijmegen/ 

Radboudumc Alzheimer Center/ Florence Caregroup, � e Hague, 

Nijmegen, Netherlands, 2Alzheimer Centrum Limburg/ Maastricht 

University, Maastricht, Netherlands, 3Radboudumc, Department of 

Primary and Community Care, Nijmegen/ Radboudumc Alzheimer 

Center/ De Waalboog Caregroup, Nijmegen, Netherlands

Background: People with young-onset dementia (YOD), with a symptom onset at a 
relatively young age, have speci� c care needs directly linked to the younger active 
life phase. Healthcare services should be equipped to meet these needs. However, 
there is no consensus regarding the terminology and operational de� nition of YOD, 
and data on the prevalence and incidence of YOD is scarce. The Prevalence, REcogni-
tion and Care pathways in Young-Onset DEmentia (PRECODE)-study aims to provide 
a univocal understanding of YOD. A common terminology and adequate estimate 
of the prevalence are prerequisite to plan appropriate care and support in YOD.
Methods: An integrative review was conducted in four databases (PubMed, 
Embase, PsychInfo, Cinahl) and in Google, resulting in 58 peer-reviewed pub-
lications addressing terminology and operational de� nitions. Based on these 
publications, statements were formulated to achieve consensus in a Delphi-study. 
Eighty-six international experts gave their opinion on these statements in three 
rounds. Statements without consensus were included in the next round. Further, 
a systematic literature search was conducted (same databases) on the prevalence 
and incidence of YOD. Two researchers screened the literature in two phases, � rst 
screening titles and abstracts, next screening the full-texts and extracting data. 
Authors were contacted in case of missing data. Meta-analyses were used to pool 
estimates and assess sources of between-study di� erences.
Results: Preliminary results of the Delphi-study show that consensus was reached 
for ‘young-onset dementia’ as preferred term and the use of 65 years at symptom 
onset as cut-o�  criterion. There is consensus on most categories of potential causes 
of YOD. For prevalence and incidence estimates, the literature search yielded 10,370 
articles. Of the � rst 5000 articles screened, over 50 full-texts were directly suitable. 
Additional data from other articles was requested. Analyses are currently ongoing, 
and results will be presented.

QOP2.5.A qualitative investigation into family care givers experiences 
of living with/caring for a person with young onset dementia

BLAKE Cathal, HOPPER Louise

School of Psychology, Dublin City University, Dublin, Ireland

The neurodegenerative condition known as dementia appears to be most prevalent 
in older adults, but some people develop symptoms before the age 65. Although 
less common, it is typically referred to as Young Onset Dementia (YOD). Estimating 
the number of people with YOD in Ireland is di�  cult, as there are few studies of 
this population. Trying to determine what it is like to live with and care for people 

with YOD and to understand their speci� c care needs is also poorly understood. 
This study examined the experiences of primary caregivers of people diagnosed 
with YOD in order to understand the lived experience of caring. Primary caregivers 
(n = 9) were recruited through the Alzheimer’s Society of Ireland and the Dementia 
Carers Campaign Network. Participation involved audio-recorded semi-structured 
one-to-one interviews. Interview data were analysed using inductive thematic anal-
ysis. Five themes emerged from the data including (i) sense of loss; (ii) diagnostic 
issues; (iii) lack of services for younger adults; (iv) stigma; and (v) caregiver burden. 
Findings demonstrate the challenges faced by primary caregivers and health and 
social care providers in Ireland. People with YOD and their families need speci� c 
health and social care supports (particularly community based supports), care 
pathways, and interventions in order to live well with the condition. The needs of 
caregivers of people with YOD should not be considered the same as those who 
care for people with late onset dementia (LOD), given the di� erence in life stage at 
onset. Di�  culties with the diagnostic process suggests a need for education and 
awareness regarding YOD and specialised multidisciplinary assessment separate 
from those available for people with LOD. It is hoped that the � ndings from this 
research will expand our current understanding of living with YOD, inform policy 
and service provision, and underpin further research in the area.

QOP2.6.MCI@work: Is there a role for technology in MCI or dementia 
in the workplace?

SWAMINATHAN Swathi1, ASTELL Arlene1, PERSAUD Deanna2, 
MARTINS Felicia3, FLORA Parminder2, NYGÅRD Louise4, BOGER 
Jennifer5, SHASHTRI Karan5, MÄKI PETÄJÄ Anna6, NEDLUND Anne-
Charlotte7

1University of Toronto, Toronto, Canada, 2Ontario Shores Centre for 

Mental Health Sciences, Whitby, Canada, 3University Health Network, 

Toronto, Canada, 4Karolinska Institutet, Stockholm, Sweden, 5University 

of Waterloo, Waterloo, Canada, 6University of Eastern Finland, Jeonsuu, 

Finland, 7Linköping University, Linköping, Sweden

Mild Cognitive Impairment (MCI) and dementia are increasingly being diagnosed 
among people in the workforce. MCI@work is an international project examining 
the situation of people in Sweden, Finland and Canada, looking in part at their use 
of technology. In Canada seven individuals aged between 46–65 years (mean age 
55) participated in interviews regarding their experiences in relation to technology 
use. The interviews were video-recorded, transcribed and analysed through induc-
tive thematic analysis. Four themes emerged relating to use of technology in the 
workplace: (1) Technology/tools used; (2) Function of tools; (3) Challenges of tech-
nology use; and (4) Suggestions for future technology development.
Whilst it was a small sample, the participants had di� erent educational back-
grounds, came from di� erent employment types and had di� erent post-diagnostic 
experiences in the workplace. The results provide important insights into current 
use of technology by people with MCI and dementia in the workplace, plus future 
directions for innovation to provide greater support to maintain paid employment 
or transition to other meaningful occupation.

QOP2.7.An empowerment intervention for people with young-onset 
dementia: Th e SPANkracht study

BIELDERMAN Annemiek1, BAKKER Christian1, KOOPMANS 
Raymond1, DE VUGT Marjolein2, GERRITSEN Debby1

1Radboud University Medical Center Nijmegen, Radboud Alzheimer Centre 

Nijmegen, Nijmegen, Netherlands, 2Maastricht University, Alzheimer 

Center Limburg, Maastricht, Netherlands

Background: The SPANkracht empowerment intervention for people with young-
onset dementia (YOD) aims to focus on current capacities, to increase opportunities 
to engage in meaningful activities, and to feel useful. It contains methods for struc-
tured conversation about current and desired activities, particularizing activities, 
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and making and executing week schedules. The process evaluation indicated that 
both people with YOD and their carers appreciated the SPANkracht intervention. 
Methods: This pragmatic cluster randomized controlled trial aimed to examine the 
5-months e� ects of the SPANkracht intervention in community-dwelling people 
with YOD and their family carers. Questionnaires were used to evaluate the e� ects 
of the intervention. Primary outcome was self-management abilities of the person 
with dementia (SMAS-30). Secondary outcomes were quality of life, daily function-
ing, apathy, and neuropsychiatric symptoms of the person with dementia (resp. 
QOL-AD, IDDD, AES-10, NPI-Q), and perceived sense of competence and distress of 
the family carer (resp. SSCQ and NPI-Q emotional stress scale). The control group 
received care as usual. Linear mixed model analysis, taking into account cluster-
ing of data, was used to analyze the data.
Results: In total, 61 people with YOD and their family carers participated (n=35 
intervention; n=27 control; mean age 64±6 years; 71% male) with support from 
a familiar professional carer (n=28). The analyses showed no signi� cant e� ect of 
the intervention on the main outcome self-management abilities (estimate=-1.1; 
p=0.485). Furthermore, no signi� cant e� ects on the secondary outcomes for people 
with YOD and their family carers were found. In both the intervention and con-
trol group, the daily functioning of people with YOD declined during the 5-month 
intervention period.
Conclusion: Although participants appreciated the SPANkracht intervention, the 
analyses showed no e� ects of the intervention on self-management abilities, qual-
ity of life or behavioral outcomes of the person with dementia, or on the perceived 
sense of competence and distress of the family carer.

QOP2.8.Th e prevalence and incidence of young onset dementia: A 
systematic review and meta-analysis

HENDRIKS Stevie

Alzheimer Centrum Limburg, Maastricht, Netherlands

Background: When the onset of dementia occurs before the age of 65, it is usu-
ally referred to as young onset dementia (YOD). Di� erences between YOD and late 
onset dementia (LOD) include more heterogeneity in the etiology and di� erences 
in initial symptoms. This frequently leads to a misdiagnosis, and therefore a pro-
longed time to diagnosis. Since people with YOD are usually still in an active life 
phase, their healthcare needs di� er from people with LOD.
Of the total prevalence of dementia, it is estimated that 6–9% are accounted for 
by people under the age of 65, but data to build robust estimates on is very limited 
in this speci� c dementia subgroup. However, valid epidemiological data on the 
prevalence of people with YOD is needed to adequately provide speci� c services 
and care. Therefore, with this systematic review we aim to collate data from pub-
lished literature and estimate the prevalence and incidence rates of YOD.
Methods: A comprehensive literature search in PubMed, Embase, CINAHL and 
PsychINFO was conducted to identify population-based studies on the prevalence 
and/or incidence of dementia in a population aged under 65. Articles published 
between 1990 and 30 November 2018 were screened in two phases, � rst screening 
titles and abstracts, next screening full texts and extracting data, according to the 
PRISMA-guidelines. Authors were contacted in case of missing data. Meta-analyses 
were performed to pool estimates and assess sources of between-study di� erences. 
The study is registered with PROSPERO, number CRD42019119288.
Results: The systematic search yielded a total of 10,370 articles. Of the � rst 5000 
articles screened, over 50 full-texts were directly suitable. Additional data from 
other articles was requested. Analyses are currently ongoing, and results on the 
prevalence and incidence of YOD will be presented.

QOP2.9.Care circles surrounding the patient with young-onset 
dementia: A multisectoral, holistic approach in order to 
improve the patient’s quality of life

VERMEERSCH Gaël1, RATZAN Scott2, VANWEZER Jan3

1Student University of Leuven, Leuven, Belgium, 2Harvard Kennedy School, 

Boston, United States, 3Zorgcirkels Jongdementie & WZC De Wingerd, 

Leuven, Belgium

E�  cient and cooperative dementia care is needed to further improve the patient’s 
quality of life meanwhile keeping our health-care system a� ordable. This abstract 
describes the concept of eight care circles as part of the local young-onset demen-
tia (YOD) policy implemented by the cooperation “Zorgcirkels Jongdementie” in 
the province of Flemish Brabant, Belgium (Zorgcirkels Jongdementie, 2019). Unique 
about this cooperation is the fact that patients together with professionals are part 
of the executive committee and both work out the local policy. The implementa-
tion of care circles, based on the patients input, aims for a more person centred 
approach, guiding from diagnosis until end-of-life.
The development of a “strong-� rst line care” and appointment of a mentor, sup-
porting the patient throughout the care process are part of the � rst two circles.  
The third and fourth circles exist out of activities in local “meeting houses” and 
day-care centres promoting social interaction, cognitive and physical functioning. 
Through the � � h circle named “cohousing”, people in a homogenous phase of dis-
ease live together in adapted accommodations and act as each other’s informal 
carers, reducing social isolation. The sixth circle consists out of the appointment 
of a volunteering ‘buddy” who engages to perform activities based on the patient’s 
speci� c interests. Part of the remaining two circles are educational programmes 
informing family, patients and the broad public about dementia or meetings where 
patients in the same stage of YOD can meet and share experiences with each 
other. In conclusion, this concept existing out of several multisectoral initiatives 
between professional and volunteering co-operators tries to optimise dementia 
care meanwhile further improving quality of life a� er being diagnosed with YOD.

QOP2.10.Specifi cities of early onset Alzheimer’s disease

ROLLIN Adeline1, PASQUIER Florence1, BOMBOIS Stéphanie2, 
CHEN Yaohua3, DERAMECOURT Vincent3, LEBOUVIER Thibaud3, 
MACKOWIAK Marie-Anne3, MAUREILLE Aurélien3, DELBEUCK 
Xavier3, POLLET Marianne3

1CHU Lille, Lille, France, 2Institute of Memory and Alzheimer’s disease, 

Paris, France, 3Memory clinic, CHU Lille, Lille, France

Background: Early onset Alzheimer’s disease (EOAD), with onset before 65 years, 
is the most frequent dementia in young people. The objective of this study was 
to describe clinical presentation of patients with EOAD at inclusion in the COMAJ 
cohort (COhorte de Malades Alzheimer Jeunes).
Methods: All patients included in the COMAJ cohort (EOAD cohort with disease 
onset before 60) at Lille memory clinic (North of France) between June 2009 and 
December 2017 with possible to certain AD criteria based on the NIA and the IWG 
were selected.  Clinical, neuropsychological, social, biological (CSF biomarkers of 
AD), genetics, imaging (MRI and FDG-PET scan) and neuropathological data were 
collected using a standardized medical work-up until death or withdrawal.
Results: We included 205 patients (women: 61.5%) with a mean age of 59.3 years at 
inclusion; 167 had a probable AD, 20 a possible AD and 18 a certain AD. Time interval 
between � rst symptoms and inclusion in the cohort was 5.4 ±2.9 years (mean MMSE 
score: 14.4±7.2); 61% of patients had a typical clinical amnestic presentation; 7.8% 
had a pathogenic genetic mutation (PS1, APP mutations and APP duplications); so 
far 58 patients are deceased (post mortem brain donation was obtained in 31% of 
them). Time between � rst symptoms and death was 10.7 years ± 3.7 (range 2–19.1).
Discussion: EOAD with onset before 60 years represents 6.3% of all AD followed 
in the memory clinics of the North of France (Nord-Pas-de-Calais area) including 
20% at Lille memory center. EOAD di� ers from late onset AD (LOAD) by longer 
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diagnostic delay, more frequent atypical clinical presentation, and higher risk 
of family autosomal dominant disease. Survival is longer in EOAD than in LOAD.    
Conclusion: This cohort will permit to better characterize the natural course of AD 
in young patients and to explore prognostic factors of progression.  

QOP3. Care and services II

QOP3.1.Using Appreciative Inquiry with people with dementia to 
discover positivity and infl uence the future

DAVIES-ABBOTT Ian, HUWS Jaci, WILLIAMS Sion, 
J ONES Carys

Bangor University, Bangor, United Kingdom

Positioning theory aims to understand how narratives inform action. People with 
dementia o� en feel positioned by others as lesser members of society and can 
be denied the power to in� uence this, due to the original position. Appreciative 
Inquiry (AI) is a collaborative methodology that views all social systems as ame-
nable to e� ective and positive change. The AI methodology was introduced to a 
group of people with dementia to explore their own views regarding how they 
felt positioned by other members of society, how they would envision a preferred 
future and to demand action, in this case the creation of a � lm, to in� uence the 
behaviour of others. Using the AI 4D cycle (Discovery, Dream, Design, Delivery) 
allowed the participants to address their concerns with a lens of positivity. Sto-
rytelling is aligned to the poetic principle of AI and the positive stories shared by 
the participants allowed for the identi� cation of contributory factors that needed 
to occur if this group of people was to feel respectfully positioned within soci-
ety. The generative potential of the AI Dream stage liberated the imaginations of 
the participants to propose their ideal world, acknowledging that whilst ‘words 
matter’ it is the context, positions and actions created by words that have the 
greater impact. Using what they had ‘Discovered’ and their ‘Dream’, the partici-
pants ‘Designed’ and created a � lm to share with other members of society as a 
mechanism to in� uence and ‘Deliver’ a positive societal change. AI has the potential 
to acknowledge negative realities whilst positively guiding others to understand 
how people with dementia want to be positioned or treated rather than focussing 
on the limited ideas of how they shouldn’t. AI provides a collaborative process to 
understand the needs and experiences of people with dementia and their caregiv-
ers to inform policy and service design.

QOP3.2.Th e Irish Actifcare Cohort at 42 months: Evidence for continued 
unmet need and transition to long-term care

HOPPER Louise, BLAKE Cathal

School of Psychology, Dublin City University, Dublin, Ireland

The Access to Timely Care (Actifcare) JPND-funded project examined the (un)met 
needs of Irish people with dementia living at home from three perspectives: the 
person with dementia, a family caregiver and an independent researcher. Forty-
three people with dementia (22 female mean age 74.05, mean MMSE 20.34) and 
caregiver (33 female mean age 58.12) dyads participated. Quality of life (QoL), physi-
cal and psychological health, social networks, needs and service use were measured. 
Dyadic relationship quality reduced signi� cantly between each time point. Carers 
of people with moderate dementia (CDR 2) had worst outcomes at each time point. 
Fewer unmet needs were signi� cantly associated with better dyadic QoL, yet high 
levels of unmet need were found, especially regarding psychological and social 
needs (regularly rated as ‘not the right type of care’). Self-care was the only domain 
in which more help was received from local services than from friends and fam-
ily. High levels of met physical need demonstrated a continued primary emphasis 
within the Irish health service on solely supporting these needs. A new 36-month 
follow up study, funded by DCU, was carried out to examine changes in (un)met 
needs and subsequent care trajectories for Actifcare dyads (n = 34). Twenty people 
with dementia were community-dwelling (alone=6, with spouse=7, with other=7), 

12 had moved to long-term care (LTC) and 2 had died since the conclusion of the 
Actifcare project. Total need signi� cantly increased at 36-months primarily driven 
by higher numbers of met needs. QoL ratings show signi� cantly higher need for 
self-care support and signi� cantly reduced ability to carry out usual activities. 
Neither home- nor day-care use changed signi� cantly. We explore the di� erences 
in care trajectories for those who remained living in the community and those 
who transitioned to LTC and the implications of not supporting a holistic range 
of needs in the community.  

QOP3.3.Home based memory rehabilitation in dementia – Update on 
occupational therapy improvement project in Scotland

MCKEAN Alison, HUNTER Elaine

Alzheimer Scotland, Edinburgh, United Kingdom

Background: Scotland’s AHP Dementia Policy Connecting People, Connecting Sup-
port (Alzheimer Scotland, 2017) includes a key ambition around enhanced access 
for people living with dementia (plwd) to AHP led specialist interventions. 
The home based memory rehabilitation (HBMR) programme (McGrath, 2006) is an 
evidence based occupational therapy (OT) intervention in post diagnostic support 
(PDS).  Building on the initial work and utilising an improvement approach, HBMR 
was piloted in 12 Board Areas across Scotland.  The aim was to improve the care 
and experience of plwd and their carers by March 2019 by improving access to a 
specialist OT post diagnostic intervention.
Outcomes: Quantitative data continued to re� ect an increase in use of memory 
strategies and decrease in reported everyday memory problems for plwd.  Rein-
forcing that plwd can learn and utilise new skills.
Qualitative data captured via emotional touchpoints from plwd re� ected an 
improvement in con� dence, sense of control and hope for the future.  Anecdotal 
evidence from clinicians re� ected that plwd were now being referred to OT ear-
lier in their diagnosis.
Next steps based on learning: feedback from clinicians and plwd highlighted that 
it was necessary to review and update the resources, which are currently undergo-
ing a rapid cycle of testing. An electronic system has been created for additional 
resources with the aim of improving individual tailoring and person centredness. 
Learning from clinicians and plwd has resulted in updates to the suite outcome 
measures.  The project is now also informing the International Consortium of 
Health Outcome Measures (ICHOM) dementia standard set.
Learning from national spread and scale is being applied to roll out of other AHP 
interventions in dementia. Regular communication and strong relationships have 
enabled success so far. This will be continued in order to further improve access 
to OT in the PDS period for plwd.

QOP3.4.ABC Model: A tiered, integrated pathway approach to peri and 
post diagnostic support for families living with dementia

ALDRIDGE Zena, HARRISON DENING Karen

Dementia UK, London, United Kingdom

Peri and post diagnostic services for people with dementia and their families in 
England are commissioned with a lack of integration and inconsistency which 
creates gaps in service provision. Service providers are o� en commissioned to pro-
vide components of service provision unaware of the resources that are available 
outside of their organisation to support those a� ected by dementia. Therefore, 
families are not receiving the appropriate care in a timely manner, o� en accessing 
support at a point of crisis as opposed to accessing services in a more preventa-
tive model of care and support. This reactive model of care is costly � nancially to 
the health and social care system and o� en has a negative impact on the quality 
of life of those a� ected.
The ABC model was developed following an evaluation of a pilot Admiral Nurse 
service in Norfolk which identi� ed the varying needs of families a� ected by demen-
tia and the gaps and lack of resources to meet these needs that existed. The ABC 
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model provides a simple and adaptable framework that was developed to sup-
port providers and commissioners to consider the resources required to meet the 
varying needs of families inclusive of both the person with dementia and their 
families and carers.
A- Tier 1 Advice and information provided in generalist information and 
advice services. 
B- Tier 2 Bespoke information and support relating to aspects of dementia care.  
C- Tier 3 Complex clinical care needs in relation to dementia and co-morbidities pro-
vided by Admiral Nurses. 
The model has informed commissioning of services with multiple stakeholders 
working collaboratively to deliver peri and post diagnostic services for people with 
dementia and their families in various formats, reducing gaps in service provision 
and improving outcomes for families a� ected by dementia.

QOP3.5.Living with Alzheimer’s or a related disease

GILLY Lorène, MOLLARD-PALACIOS Judith

France Alzheimer’s and related diseases, Paris, France

On the early spring of 2018, France Alzheimer launched a program dedicated only 
to people with dementia. With this program, the French organization wishes to 
provide new answers to those recently diagnosed.
One of the main objectives of this program is to improve the quality of life for peo-
ple with dementia and their caregivers and specially to enable the newly diagnosed 
person to be proactive in dealing with what they are going through by helping 
them to process the situation. 
France Alzheimer’s and related diseases identi� ed 3 main admission criteria to 
the program for the future bene� ciaries: the diagnosis must have been made and 
announced and the person concerned is interested in the program and wishes 
to participate.
This program, in which the caregiver may not participate, is threefold:

• a personalized group information session to identify the needs and de� ne 
priorities for people with dementia

• several group workshops lasting 2 hours each: (1): Share my experience 
and knowledge of the disease; (2): Emphasize my skills and share my 
solutions; (3): Identify my available tools to help in my daily life; (4): My 
family and social environment, and me; (5) Managing my stress; (6): What 
are my wishes?

• a � nal individual overview led by the workshop moderator who will be 
able to assess the impact of the program on the quality of life of the per-
son concerned .

The evaluations carried out a� er the � rst experienced programs have shown a 
high level of satisfaction among the bene� ciaries. They mention in particular a 
less frequent feeling of isolation and a higher self-esteem, bene� ts from support-
ing each other and sharing strategies and a resumption of activities along with 
a feeling of success.

QOP3.6.Home-based occupational therapy services in France: Findings 
of a national survey

TALBI Benjamin, VILLET Hervé, CASTEL-TALLET Marie-Antoinette

Fondation Médéric Alzheimer, Paris, France

Introduction: Improving home-based care is part of many countries’ dementia strat-
egies. France is no exception: in 2008, care services were implemented nationwide 
to provide personalised occupational therapy (OT) interventions to people living at 
home with mild-to-moderate dementia. The main goals of these 3-month inter-
ventions are to cover better the care needs of people with dementia (PwD) and to 
delay functional decline. Between 2017 and 2018, the Fondation Médéric Alzheimer 
conducted a national survey on these services in order to gather better knowledge 
on their work organisation, on the methods used to tailor interventions to PwD’s 
individual needs, as well as on the issues faced in routine care.

Method: The questionnaire was sent by post and e-mail to all active home-based 
OT services (N = 390; 78% response rate). It contained both open and closed-ended 
questions, which allowed to combine quantitative and qualitative methods of 
analysis.
Results: To personalise interventions, French home-based OT services make use 
of a wide range of needs assessment tools, covering cognitive, physical as well 
as environmental aspects of frailty. The multidisciplinary composition of these 
services largely accounts for their versatility in needs assessment. Furthermore, 
our results suggest that in some parts of the territory, interventions are hindered 
by the lack of integration of OT services in the healthcare system. Indeed, on one 
hand, referring practitioners still have a fragmented knowledge of these services 
and of referral recommendations. On the other hand, at the end of interventions, 
therapists o� en face di�  culties in � nding professionals and services able to ensure 
the continuity of care. Finally, as compared to international settings, French OT 
interventions for PwD living at home di� er in terms of care settings (ambulatory 
vs. home-based), carers’ professions, duration and pace.

QOP3.7.Clinical decision making in additional CSF testing for diagnosis 
in neurodegenerative diseases: Which patient to test?

RHODIUS-MEESTER Hanneke1, VAN MAURIK Ingrid1, 
KOIKKALAINEN Juha2, TEUNISSEN Charlotte1, BARKHOF Frederik1, 
SCHELTENS Philip1, LÖTJÖNEN Jyrki3, VAN DER FLIER Wiesje1

1Amsterdam UMC Alzheimercentrum, Amsterdam, Netherlands, 2VTT 

Tecnnical Research Centre of Finland and Combinostics, Tampere, Finland, 
3Combinostics, Tampere, Finland

Aim: Although relevant for diagnosing Alzheimer’s disease (AD), beta amyloid 
1–42 (AB42) is not measured for all patients in clinical practice due to economic 
reasons, availability and invasiveness of measurement. Therefore, we evaluated 
whether a stepwise approach can identify patients who bene� t most from hav-
ing CSF biomarkers assessed
Methods: We included 535 subjects (65±8 years, 49% female, 24±5 MMSE) from 
three memory clinic based cohorts, consisting of 139 controls, 286 AD, 82 fronto-
temporal lobe dementia (FTD) and 28 vascular dementia (VaD). Each subject had 
CSF biomarkers, MRI images and neuropsychology test results. MRI images were 
quanti� ed using the cNeuro® cMRI quanti� cation tool. Disease state index tech-
nology was used to classify patients to di� erent diagnostic groups. In addition, 
the technology enables de� ning probability of correct class (PCC) for each subject 
estimating the probability that the suggested diagnosis is correct.
Results: When the stepwise approach is applied, only neuropsychology and MRI 
are used � rst. A diagnosis could be made in 228(42%) patients (PCC>0.85). For the 
remaining 308 patients, adding AB42 was simulated. In 102(33%) patients the cuto�  
of PCC 0.85 was reached. When we added the actual CSF results of these patients 
to calculate DSI and PCC, 50(49%) patients could be diagnosed. In total, 52% of 
the patients ((227+50)/535) could be diagnosed with an accuracy of 94%, but CSF 
was measured only in 20% of the patients (102/535). For comparison, when CSF 
was measured for all patients, accuracy was 96% and a diagnosis was made in 
48% (n=256) of the patients.
Conclusions: This study demonstrates that a stepwise approach enables decreas-
ing the number of CSF measurements by >70 % without compromising accuracy.

QOP3.8.Division of household labour: Couples living with dementia

HELLSTROM Ingrid, ODZAKOVIC Elzana, KULLBERG Agneta

Linköping University, NORRKÖPING, Sweden

The majority of people diagnosed with dementia live in their own homes, many 
of them together with their spouse, for an extended period. Most couples living 
with dementia have a long-standing relationship that continues to evolve as the 
condition progresses. This implies that many couples will face many re-de� nitions 
of their relationship regarding for example performing household work such as 
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washing, dishes, shopping, cleaning, laundry, gardening and � nancial manage-
ment. Little consideration has been paid to if and how these tasks and social 
roles are negotiated when the one spouse has received a dementia diagnosis. 
The presentation aims to explore the social process of everyday work in couples 
living with dementia. This presentation is based on an interview study with nine 
couples. The interviews were audio recorded and thematically analysed. All the 
participants with dementia had mild to moderate dementia. All spouses ranged 
in age between 68–81 years. The analysis shows that the participating couples use 
di� erent ways to collaborate in everyday life, for example handing or taking over 
di� erent household tasks, or maintain the division of housework within the cou-
ple. It is a common pattern that the old division of work is re-negotiated and that 
the spouses are open to take on the tasks of other as the condition progress. It is 
obvious that the need to change and re-negotiate household chores is an impor-
tant part of the new tasks the couples encounter a� er diagnosis.

QOP3.9.Living with dementia at home: A private or public matter?

GUDNADOTTIR Margret1, BJORNSDOTTIR Kristin2

1University of Iceland, Reykjavik, Iceland, 2professor, Reykjavik, Iceland

Caring for a person at home has become a common reality for families world-
wide. Numerous studies have described burden of families of persons living with 
dementia. Challenges like anger towards the disease, grieving the loss of the rela-
tive’s personality and mental exhaustion related to 24-hour care burden. Despite 
e� orts devoted to studying this situation, � ndings repeatedly show that families 
feel forgotten and alone. Although some progress has been made, there is still 
considerable lack of knowledge and understanding of how these families might 
be best assisted by formal health and social services.
Using an ethnographic method, we have followed 8 families undergoing a challeng-
ing period of the dementia trajectory, developing detailed case stories. Interpretive 
Description was used in analyzing data, � eld-notes, semi-structured interviews and 
written communication. The � ndings re� ect how families � nd their own pathway 
toward what is of most support and ease in every-day living, how the formal sys-
tem supports them and what is lacking in support to be able to live longer at home.
Families are heterogeneous and the illness has various pathways. But in common, 
participants all needed to come to terms with the impact that dementia had on 
their daily life and relations. They felt alone and helpless. Longing for someone 
to be interested in their situation, listening and willing to follow them as they 
tried to re-establish their life and � nd a new purpose. The results emphasize the 
importance of a personalized support from early on with � exibility and diversity 
in service, integrated with the care provided by family members. Such a support 
is lacking. It is important to increase the healthcare system´s initiatives for an 
ongoing and early person centred support for families in their local community.

QOP3.10.Interdisciplinary guidelines for communication, assessment 
and interventions to prevention and diminish caregiver burden

GRAFF Maud

Radboud UMC, Nijmegen, Netherlands

Background: The Dutch Association for Nurses, Nurse-assistants and Nurse-spe-
cialists in collaboration with the Dutch Healthcare Research Fund proposed and 
� nanced the development of interdisciplinary guidelines for the prevention and 
decrease of caregiver burden. The guidelines should focus on three groups of 
caregivers: young, adult and and older caregivers. Aim of the study was to get 
insight in most eligible communication styles, assessments and interventions 
that � t to the needs of these caregivers and are eligible for use in interdiscipli-
nary and nursing practice.
Methods: � rst the needs and experienced barriers of these three groups of caregivers 
and other relevant stakeholders were obtained, by use of discussion rounds, focus 
group interviews, and additional individual interviews. A� er this, main research 
questions were formulated. Accordingly, a literature review of scienti� c and grey 

literature, and additional focus groups were performed based on these main ques-
tions. Based on this, practical recommendations for communication, assessment 
and intervention were described.
Results: Although there were di� erences in needs and experienced barriers of 
these three groups of caregivers, there was also lots of overlap. Both general and 
speci� c communication styles, assessments and interventions on the prevention 
and decrease of caregiver burden for these three groups of caregivers were found.
Discussion: The most eligible communication styles, assessments and inter-
ventions, will be presented and recommendations for implementation in 
interdisciplinary practice will be discussed. 

QOP4. Societal perspectives II

QOP4.1.No research about us without us – Involvement of persons with 
dementia in assessment of research proposals

HARSTAD Kristine

Norwegian Health Association, OSLO, Norway

Introduction: The Norwegian Health Association is the national patient organi-
zation for persons with dementia and their supporting carers. Since 2014, the 
organization has allocated over 10 million Euros to projects through the Demen-
tia Research Program. We have developed a model that describes involvement of 
persons with dementia in proposals assessment. To our knowledge, this has not 
been reported previously. Our model is therefore innovative and our experiences 
may be useful to other institutions and countries.
Pilot project and implementation of model: In 2017, we conducted a pilot project. 
Based on these experiences, a model was developed and implemented in the 2018 
funding scheme.
A User Representative Panel (URP) was established consisting of two persons with 
dementia and their supporting carers. Based on their experience with dementia, 
the panel members graded lay summaries of proposals according to these crite-
ria: 1. Potential impact and ethical aspects; 2. User involvement; 3. Language and 
communication/dissemination potential. A� er individual assessments, the panel 
members agreed on a consensus grade for each proposal. The panel’s recommen-
dations were presented to a peer review committee prior to common discussions. 
If the scienti� c quality of two or more proposals was found equal, the URP assess-
ments guided recommendations for funding.
Results, evaluation and possible impact: The URPs recommendations swayed the 
� nal funding decision. The panel members found it very meaningful to participate, 
although challenging. The peer reviewers were positive to the implementation of 
the model. A qualitative questionnaire was sent out to the stakeholders; the URP 
members; peer reviewers, the Dementia Research Board and the administration.
We will present the model, guidelines for the URP and results, hereunder the out-
comes from the questionnaire. We aim to show that people with dementia can 
be a resource related to research proposals assessment.

QOP4.2.Stronger together – Th e lessons of creating a working group of 
people with dementia

ROBERTS Chris2, DOXFORD Hilary1, MASON Chris2

13 Nations Dementia Working Group, Yeovil, United Kingdom, 23 Nations 

Dementia Working Group, Rhuddlan, United Kingdom

People with dementia have a right to be involved in work that is going to a� ect their 
lives – ‘nothing about us without us’. Involvement takes many forms. Individuals 
with a dementia diagnosis are frequently approached for contributions to all types 
of project. Whilst this is encouraged and welcomed, a downside is that individuals 
are frequently ‘sold’ as being representative of people with dementia. This is nei-
ther correct nor fair and can add stress to those individuals. One way of gaining 
consensus and a collective voice is from working groups of people with dementia.
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Alzheimer Europe’s working group of people with dementia together with other 
national working groups have demonstrated what people with dementia can con-
tribute to both professionals and to fellow people receiving a diagnosis.
England, Wales and Northern Ireland had no such group working at a national 
level. A group of self-advocates within the UK approached the UK’s Alzheimer’s 
Society with a proposal to create such a group, now established and called the 3 
Nations Dementia Working Group.
We will present and discuss:

• the problems encountered: prior to creating the group, during the early 
days and as we continue to establish ourselves

• the lessons we have learned
• the bene� ts we and those we collaborate with have found

We bene� tted from the experiences of the existing working groups. We hope that 
our experiences could encourage other countries to set up similar groups. All group 
members consistently report the importance of having a purpose, a feeling of 
belonging, of connectivity and personal achievement through our work. Our col-
lective experience contributes to the wider knowledge and understanding of the 
whole spectrum of the needs of people with dementia and brings a focus to our 
choice of projects and campaigns to support.
We are united by experience and purpose.

QOP4.3.Time for Dementia – Involving people with dementia and their 
carers in undergraduate education

DALEY Stephanie1, FEENEY Yvonne2, CASHIN Zoe3, BANERJEE 
Sube3

1Sussex Partnership Foundation Trust, Brighton, United Kingdom, 
2Brighton and Sussex Medical School, Brighton and Hove, United Kingdom, 
3Brighton and Sussex Medical School, Brighton, United Kingdom

Background: Traditionally, dementia education provided at undergraduate level 
has been described as variable and ill-equipped to provide the knowledge and 
attitudes needed to provide person-centred, compassionate care to people liv-
ing with dementia.  Addressing this, the Time for Dementia programme (TFD) 
was developed at Brighton and Sussex Medical School.  The programme involves 
people with dementia and their carers as the lived experience experts, who shape 
student learning by sharing their experiences of the condition. Students visit a 
family living with dementia six times over two years.  Student learning is enhanced 
through shared experiences and longitudinal contact with families living with the 
condition. As well as assessing student outcomes, we were keen to understand 
the experience of families taking part in the programme.
Method: A purposeful sample of families (person with dementia and their carer) 
who had at least 12 months’ involvement in the programme were selected from 
a cohort of 282 families and were invited to take part in an in-depth qualitative 
interview at either 12 or 24 months. Interviews were audio recorded, transcribed 
verbatim and analysed using thematic analysis.
Results: 37 families took part in an in-depth qualitative interviews. Families enjoyed 
participating in the programme, feeling their input would help improve awareness 
and understanding of dementia. Four themes were identi� ed from the analysis, 
these were; motivators, value to family, student factors and student learning.
Conclusions: This study identi� es underpinning factors which motivate families 
to join dementia education programmes and its impact on them. We found that 
engagement in such programmes can have wider bene� ts to participants, and do 
not cause harm. These � ndings can be used to strengthen recruitment and enhance 
family involvement in similar programmes.

QOP4.4.Air travel for people with dementia: Working together to identify 
barriers and facilitators to participation

TURNER Katherine1, WARREN Alison1, SHERRIFF Ian1, BANNIGAN 
Katrina2

1University of Plymouth, Plymouth, United Kingdom, 2Glasgow Caledonian 

University, Glasgow, United Kingdom

A diagnosis of dementia should not mean the end of a person’s ability to partici-
pate in meaningful activities. However, we know that accessibility for people living 
with dementia requires improvement across a range of settings.
Air Travel has been identi� ed as one such area that is not meeting the needs of 
people with dementia. Legislation to protect the right to participation of people 
with hidden disabilities such as dementia does exist, however it is considered that, 
historically, this legislation has been largely interpreted in favour of those with 
physical, rather than hidden, disabilities.
This presentation will outline the results from a series of face to face interviews 
with people with dementia and their travel companions in order to create a picture 
of where the main di�  culties in participation in air travel lie and some strategies 
that may help participation. It will also identify if travellers with dementia are 
aware of their rights in relation to air travel in general or if more needs to be done 
to promote such rights within the United Kingdom.
The presentation will also discuss how people with dementia, their travel compan-
ions, researchers and other interested parties such as The Civil Aviation Authority, 
who regulate air travel within the United Kingdom, have made valuable connections 
in order to improve the air travel experience for this consumer group. Such connec-
tions have included working at a local level at the University of Plymouth through 
doctoral research with a reference group and also at a national level through the 
work of the Prime Minister’s Dementia Challenge Group for Air Transport.
Recent evidence shows that more people requiring assistance are travelling by air 
and in the longer term, this study will inform guidelines for the aviation industry 
on how they can support people living with dementia in the future.

QOP4.5.Forgotten in a crisis: Addressing dementia in humanitarian 
response

SUHARYA Dy1, BLISS Annie1, LITTLE Amy2, GERRARD Lizzie3, 
CORFIELD Sherena3

1Alzheimer’s Disease International (ADI), London, United Kingdom, 
2Global Alzheimer’s & Dementia Action Alliance (GADAA), London, United 

Kingdom, 3Alzheimer Society, London, United Kingdom

Every three seconds, someone in the world develops dementia, with nearly 60 per 
cent living in low- and middle-income countries. Simultaneously, one in every 
70 people around the world is impacted by crisis and urgently needs humanitar-
ian assistance and protection. People living with dementia (alongside millions of 
older people and those with disabilities) are too o� en excluded from humanitar-
ian assistance.
Alzheimer’s Disease International, the Global Alzheimer’s & Dementia Action 
Alliance and Alzheimer’s Pakistan worked together to analyse dementia in humani-
tarian settings for the � rst time. The ‘Forgotten in a crisis: Addressing dementia 
in humanitarian response’ report published in May 2019 draws on the results of a 
systematic desk-based literature review, policy analysis, and research with humani-
tarian and civil society organisations, to identify the impact of emergencies on the 
lives of people living with dementia and the role of actors in humanitarian response.
The World Health Organization’s Global plan on dementia contains a commitment 
to planning for humanitarian emergencies which considered individual support 
for people with dementia and community psychosocial support.
The ‘Forgotten in a Crisis’ report explores the barriers (social exclusion, stigma, dis-
crimination and lack of awareness) that mean people with dementia are largely 
overlooked by humanitarian actors as they can be the hardest to reach. It also 
explores the proposed solutions via a set of policy recommendations (tailored to 
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humanitarian agencies, governments, policy-makers, donors, inter-governmental 
organisations and civil society organisations), which if properly implemented, will 
ensure no-one is le�  behind in humanitarian response simply because of their 
medical condition, age or disability

QOP4.6.Supported decision-making with people with dementia in the 
USA: A multi-stakeholder research exploring opportunities and 
challenges

DE SABBATA Kevin, VAN OIRSCHOT Janneke

Vrije Universiteit, Amsterdam, Netherlands

Deterioration of mental capacity is among the most evident e� ects of dementia. 
Traditionally, western legal systems subordinate the recognition of legal capac-
ity, that is the power to make legally valid choices, to the possession of adequate 
mental capacity, putting people with dementia at risk of being excluded from 
legal decisions. However, thanks to the UN Convention on the Rights of Persons 
with Disabilities, regulations on legal capacity are shi� ing towards a more rights-
based approach, in which even persons with cognitive conditions are recognised 
the right to make choices. In this context, supported decision-making is advocated 
as a model through which an individual receives personalised assistance in deci-
sion-making, which respects their autonomy. Such a model can play a valuable 
role in promoting the right to make decisions of people with dementia. However, 
its potential has not yet been fully explored.
With the aim to � ll this gap, we conducted an exploratory study based on interviews 
with people with dementia, individuals in their support networks, and profes-
sionals from the US, focusing on how individuals with dementia are assisted in 
decision-making.
The study shows that various strategies are adopted in order to support the person 
with dementia in making decisions. They include explaining information, giving 
reminders, and double checking comprehension. In general, even relatives and 
caregivers who thought they did not use supported decision-making, reported prac-
tices re� ecting the model. Potential challenges relate to the timeliness and � uidity 
of decision-making and to providing support tailored to the wishes of the person.
Findings indicate that there is signi� cant scope for supported decision-making in 
dementia care. There is the need for structured e� orts regarding awareness crea-
tion for caregivers, training and guidance of families, and research experiments 
to increase the e� ectiveness of the model.

QOP4.8.Moral case deliberations in nursing homes: Which moral 
dilemmas are currently at stake?

LANDEWEER Elleke

UNO-UMCG, Groningen, Netherlands

Moral case deliberation (MCD) is a method to stimulate re� ection and joint learning 
between health care professionals from concrete and practical experiences. More 
and more elderly care organization want to implement MCD within their teams to 
foster in-depth moral re� ection and competencies. To support MCD, the University 
network of elderly care organizations of the University Medical Center of Gron-
ingen (UNO-UMCG) organizes workshops MCD in the a�  liated organizations for 
healthcare professionals, varying from physicians, (specialist) nurses, case-manag-
ers and nurse assistants. The UNO-UMCG is a network between researchers of the 
UMCG and 20 elderly care organizations in the North and East of the Netherlands. 
Its main goal is to collaborate in developing research that corresponds to actual 
questions experienced in practice and improves the quality of care.
In the MCD workshops, participants bring in actual and concrete moral dilemmas 
a� er which one issue is selected for mutual re� ection and � ne-tuning of the moral 
perspectives of the participants. This has resulted in a database of more than 70 
actual moral issues so far. In addition, the UNO-UMCG organized a dialogue meet-
ing for MCD facilitators of the organizations to share insights on current moral 
issues and chosen strategies. 

In this presentation, we present an overview of the current moral issues addressed 
by healthcare professionals based on the database and outcome of the dialogue 
meeting. One context where concrete moral dilemmas seem to increase is for 
example in working with families in nursing homes, especially when practitioners 
and families have di� erent expectations and ideas of what good care entails. We 
will analyze the reported moral dilemmas and re� ect on why certain moral issues 
are currently dominant in nursing homes from the perspective of healthcare pro-
fessionals as well as discuss strategies that are used to deal with these issues. 

QOP4.9.Municipality views on implementing eHealth interventions to 
support caregivers of people with dementia

CHRISTIE Hannah1, SCHICHEL Mignon2, TANGE Huibert3, VERHEY 
Frans2, DE VUGT Marjolein2

1Maastricht University, Maastricht, Netherlands, 2Department of Psychiatry 

and Neuropsychology and Alzheimer Centre Limburg, School for Mental 

Health and Neurosciences, Maastricht University, Maastricht, Netherlands, 
3Department of Family Practice, CAPHRI School for Public Health and 

Primary Care, Maastricht University, Maastricht, Netherlands

Background: Very few evidence-based eHealth interventions for caregivers of peo-
ple with dementia are implemented into practice (Christie et al., 2018). As part of a 
cross-border collaboration focusing on dementia and depression in the elderly, two 
eHealth interventions for caregivers of people with dementia (‘Myinlife’ and ‘Partner 
in Balance’) were implemented in nine municipalities in the Euregion Maas-Rhine. 
Methods: Eight municipality o�  cials were interviewed using open-ended, semi-
structured interviews about their background, thoughts on the implementation 
of the intervention, recommended strategies, and thoughts on eHealth in gen-
eral. One municipality discontinued the implementation project and submitted 
answers to the interview questions via email. The interviews were transcribed and 
independently analyzed using inductive thematic analysis.
Findings: The perspectives of the municipality o�  cials were grouped into four 
themes: the wider context, the organization, the target groups, and the eHealth 
intervention. Key � ndings were that while municipality o�  cials generally expe-
rienced the adoption of the eHealth technologies as atop down push towards 
implementation, they were enthusiastic and made a conscious choice to imple-
ment eHealth in their communities, based on their conceptions of the timeliness 
and relevance of both the eHealth and the dementia caregiving aspects of the 
intervention. Also, municipality o�  cials’ dissemination strategies for eHealth 
tended to focus on emphasizing personalization through face-to-face events and 
personal contact. Finally, the prospective implementation strategies tended to be 
bottom-up and collaborative with local organizations.
Conclusions: This study provided information on the initial perspectives of munici-
pality o�  cials regarding barriers and facilitators to the adoption, dissemination and 
implementation of eHealth interventions for caregivers of people with dementia, 
as well as their views on eHealth for dementia in general. This study helps � ll the 
gap in the literature concerning the implementation context, which is o� en le�  
unmapped. Future research will explore which strategies proved to be successful.

QOP4.10 DataDay: Self-management app for people with MCI or 
dementia

SWAMINATHAN Swathi1, ASTELL Arlene1, MARTINS Felicia2, 
FLORA Parminder3, WALKER Shannon4, MORELANS Chris5, 
DONOVAN Steve5

1University of Toronto, Toronto, Canada, 2University Health Network, 

Toronto, Canada, 3Ontario Shores Centre for Mental Health Sciences, 

Whitby, Canada, 4Primary Care Memory Services, Oshawa, Canada, 
5Citrus Suite, Liverpool, United Kingdom

Self-management is an important approach to empowering individuals with 
chronic conditions to live as well as possible. DataDay is a self-management app 
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co-created with people with Mild Cognitive Impairment (MCI) or early dementia. 
It comprises four modules: cognition, mood, physical activity and nutrition that 
people are invited to use every day. Usability and usefulness are undergoing test-
ing in Durham Region of Ontario through the Primary Care Memory Clinics. Twelve 
people with MCI diagnosed through Durham Region Primary Care Memory Clinics 
have been testing DataDay. Daily data are uploaded into cloud storage and can be 
reviewed by the individuals plus members of the Memory Clinic team they grant 
access to. Ten participants have been using DataDay for up to six months with 
the majority of participants recording entries for 70 to 80% of the days, with only 
one below 50%. Individuals can keep track of how they are doing through simple 
graphics. Memory Clinic sta�  can review the reported information to determine 
potential ‘red � ags’, i.e. early signs of change in function in one or more domains. 
The majority of people with MCI or dementia are using DataDay most days each 
week. They � nd the ability to track their progress helpful and the knowledge that 
Memory Clinic team members can also see this is reassuring. Some people have 
found the nutrition module time consuming to complete but overall the feedback 
is positive and provides support for encouraging self-management for people 
with MCI and dementia.

Poster presentations

PO1. Acute and hospital care

PO1.1. Hospitalization of dementia patients – A descriptive study on a 
Romanian sample

TUDOSE Catalina, MOGLAN Maria, PAVEL Alexandru Neculai, TIPA 
Raluca

Romanian Alzheimer Society, Bucharest, Romania

Background: Previous studies have shown contradictory results regarding the hos-
pitalization risk of Alzheimer´s dementia patients.
Methodology: Twenty-nine patients were included from the second ward of the 
“Alexandru Obregia” Psychiatry Hospital in Bucharest who were admitted between 
01.01.2018–31.12.2018. All of them had a discharge diagnosis of dementia (early or 
late debut Alzheimer´s and mixed).
Results: In 2018, 1217 patients were discharged from our ward and 59 (4.85%) of 
them had dementia. Most of the patients were male (65.5%) and the mean age was 
72 years (SD 9.69). The most frequent diagnosis was dementia with mixed etiology 
(65.5%), 10 patients scoring over 21 points on the MMSE. Cardiovascular co-mor-
bidities, meaning hypertension or arrythmias, were seen most o� en (51.34%). The 
patients diagnosed with dementia had a mean hospitalization cost per day of 132 lei 
(about 28 euros), compared to non-demented patients, who had 294 lei (62 euros). 
The mean duration of hospitalization was 9.73 days for non-demented patients 
similarly with patients diagnosed with dementia (9.31 days). The main admission 
symptoms of these patients were a� ective and cognitive (51.7%).
Conclusions: Patients come to the hospital especially when cognitive or a� ective 
symptoms emerge, usually noticed by the caregiver. The rather similar hospitaliza-
tion duration and the administration of a low number of medications points out 
the limited treatment options for these patients in a psychiatric hospital. The main 
intervention used is treatment administration. What is more, it is highly likely that 
most of these symptoms are secondary to a somatic imbalance and that a major 
psychiatric intervention might not be needed. That being said, the main necessi-
ties of these patients are not covered by a hospitalization on a psychiatric ward.

PO1.2. Reacting to mental health crises in dementia: Narrative inquiry 
and quantum cognition for dyadic coping

BOSCO Alessandro, SCHNEIDER Justine, COLESTON-SHIELDS 
Donna Maria, ORRELL Martin

University of Nottingham, Nottingham, United Kingdom

Background: Managing crises for people with dementia to help support them at 
home and avoid hospital admission is a challenging problem, for health and social 
services. However, little is known about the experiences of people with dementia 
and their carers around the time of crisis and what could help them cope. This 
study explores how people with dementia and their carers (i.e. the dyad) manage 
episodes of crises.
Methods: This was a participatory case study and purposive sampling was used. 
Participants were recruited from two multidisciplinary teams managing crisis in 
dementia in the UK. We employed longitudinal dyadic interviews with people with 
dementia and their family carers over one month. The analysis was performed 
across cases (thematic analysis) and within cases (narrative inquiry). Grounded 
theory was used to explain the relationship between themes. Inter-rater reliabil-
ity was measured through Cohen’s Kappa.
Results: Five dyads were interviewed. Three dyads were husband-wife and two were 
in daughter-mother relationship. The mean age was 67.4 for carers and 79.8 for 
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people with dementia. Inter-rater reliability was ‘substantial’ (Cohen’s K 0.61–0.80). 
This study found that the episode of crisis disorients members of the dyad with 
respect to how e� ectively manage the situation and when to call for help. During 
a crisis, the carer becomes the most responsible for managing the episode and s/
he is more likely to call for help if the planning is made before the crisis and for 
the next days as opposed to making the call right when the crisis is experienced.
Discussion: Multidisciplinary teams for crisis prove an important asset in dementia 
care as they provide professional support to e� ectively manage critical situations. 
It is advisable to have only one member of sta�  who acts as care coordinator for 
crisis to provide information around behaviour management and care responsibility.

PO1.3. Dementia friendly hospital: A model of care in geriatric ward

FABBO Andrea1, NEVIANI Francesca1, MANZETTO Francesco2, 
ALFANO Gaia2, RENNA Francesca2, RONTAUROLI Caterina3, 
BERTOLOTTI Marco2

1Health Authority and Services of Modena, Modena, Italy, 2University of 

Modena and Reggio Emilia, Modena, Italy, 3Hospital Health Authority and 

Services of Modena, Modena, Italy

Dementia and delirium are conditions that complicate hospitalization and they 
involve a high assistance due to the BPSD, with the need of patient protection, 
prevent of falls and reduce disability (linked to the use of sedative drugs) leading 
to premature institutionalization. The care requires a multicomponent approach 
based on psychogeriatric skills, specialized nursing training and use of psychoso-
cial interventions. In our geriatric ward, we promoted a pilot project with aim of 
realizing a new model of care that reduces length of stay, physical and pharmaco-
logical restrains, risk of medical complications and mortality and improves quality 
of life. We proposed a longitudinal observational pilot case-control study. In the 
� rst phase, we organized a sta�  training (included medical doctors and nurses) on 
BPSD management and delirium care; in the second phase, we requested in the 
team the presence of a specialized rehabilitation therapist on multisensory inter-
ventions, cognitive stimulation and occupational activities conducted in a special 
environment (Snoezelen Room).We admitted in the study the elderly people who 
presented delirium (assessed by 4AT > 4) or BPSD in phase of decompensation 
(evaluated by NPI score > 24 or at least one single item > 12 ) using a comprehen-
sive geriatric assessment both patient (MMSE, 4AT, MDAS, NPI, CIRS, GDS 15 item, 
Conley, ADL / IADL, Barthel,Apache) and caregiver ( Zarit and SCQ) admitted into 
the room. The answer to the care (based on above psychosocial interventions) was 
monitored daily  (frequency and gravity of behavioral disturbances, use of psycho-
tropics agents, restrains, falls and length of stay) in the study group  (SG) compared 
to a control group (CG). 24 cases and 43 controls were recruited for the time being. 
Our preliminary observations shown that this model of care is feasible and is able 
to make a di� erence on quality of care.

PO1.4. Reducing stress and distress in specialist dementia units using 
evidence-based approaches

LITHGOW Stephen, RODRIGUEZ-CASTELLO Cesar, MCCARTHY 
Thomas, MILLER Michelle

Healthcare Improvement Scotland, Glasgow, United Kingdom

Introduction: Focus on Dementia, Scotland’s national improvement programme 
for dementia, has worked with four specialist dementia units (SDU) and developed 
a national learning and improvement network to support the implementation of 
commitment 7 of Scotland’s dementia strategy.  
The programme had two components:
(1) Demonstrator Sites:

• Phase 1 (April 2017-March 2018): the sites used Experience Based Co-design 
(EBCD) to understand the experiences of people with dementia, their carers 
and sta�  to inform the selection of improvement priorities

• Phase 2 (April 2018-March 2019): improvements were taken forward using 
the Model for Improvement

(2) Network: Established the SDU Learning and Improvement Network to connect 
sta�  in SDUs across Scotland.
The impact of this work. In evaluating this work, we identi� ed seven key impacts:

• improved understanding of the experiences of people with dementia, car-
ers and sta�  to inform improvement

• sta�  increased quality improvement knowledge and skills and units devel-
oped a culture of improvement

• improved sta�  resilience as they care for people with dementia
• improved patient outcomes, e.g. a reduction in stress and distress and 

reduction in falls
• process improvements e.g. increasing the use of ABC charts and provision 

of person centred activity
• supported the sharing of learning
• raising the pro� le of SDUs.

Conclusion: Using a range of creative approaches, it is possible to capture the 
experiences of people with dementia, carers and sta� . The demonstrator sites are 
now improving clinical practice. This is leading to improvements in the experience 
for people with dementia, carers and sta� .
Next Steps: Based on the learning from the sites and the network, the Focus on 
Dementia Team are: spreading the learning from this programme via a Dementia 
in Hospitals Collaborative; sharing learning by launching an online toolkit; pub-
lishing evaluation � ndings.

PO1.5. A diversifi ed approach to promote person with dementia 
participate shared decision making

LIN Nai-Yu, LIN Su-Mei, LIU Chien-Liang, YU Shu-Min

Taipei City Hospital, Taipei, Taiwan, Province of China

During the course of dementia, 81.4% of patients will have eating and swallow-
ing disorders. 86% of patient will end up with terminal stage dementia. In clinical 
practice, the tube feeding usually be chosen as a feeding solution, even though 
it’s not the only option.
The shared decision making (SDM) is a process in which clinicians and patients work 
together to make medical decisions based on evidence-based medicine results. 
SDM can balance risks and expected outcomes with patient preferences and val-
ues. Therefore, it is important to introduce the SDM to the dementia patient who 
has eating and swallowing problem.
To let dementia families aware of relevant patient decision aids (PDAs) and then 
participate in shared decision-making, we can apply a diversi� ed approach that 
allows both family members as well as patient to participate in SDM and to receive 
necessary information. this diversi� ed approach includes providing lectures, online 
videos and QR code that about eating and swallowing care, and using social media 
to send push noti� cations to dementia family support group.
The number of participants in the lectures was 1,790, the online videos has been 
shared with 20,872 people. The number of dementia patient who participated in 
the SDM has reached 40 in a year.

PO1.6. Using the quality control circle method to promote the shared 
decision making of the person with dementia in the choice of 
eating option

LIN Nai-Yu, HSU Ya-Chuan, LIU Chien-Liang

Taipei City Hospital, Taipei, Taiwan, Province of China

Shared decision making (SDM) is patient-centered care designed to promote respect 
and communication. Dementia is a slow progressive disease, with about 81.4% 
having eating and swallowing disorders. 85.8% of people of end stage dementia 
have such problems in the past 18 months. In Taiwan, people with dementia have 
problems of eating and swallowing. They will be taken to the hospital. Doctors 
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usually provide advice on feeding tubes. The recent research shows that nearly 
one-third of the cases have not been informed of comfortable feeding, except 
the choice of enteral tube feeding. Therefore, we have form a quality control cir-
cle to provide inter-professional practice models. Through this method, the family 
members and people with dementia can participate shared decision making when 
eating and swallowing problems, and choose the dietary method that best suits 
the patient’s values and preferences. During the quality control circle, the PDCA 
(Plan-Execute-Check-Action) method was used to improve the response, and the 
“Shared decision questionnaire” was designed for SDM quality surveys. A total of 
38 people with dementia made joint decisions through family gatherings. A� er 
discussion, it was decided to adopt a comfortable feeding of 28 people, a nasogas-
tric tube of 5 people, and 6 people to be discussed again; satisfaction was 97%.

PO1.7. A study on hospitalized person with dementia and their family’s 
experience of participating in support group

WEI CIH Li

Taipei City Hospital Heping Fuyou Branch, Taipei, Taiwan, Province of 

China

The purpose of this study was to understand the experience of hospitalized per-
son with dementia and their families in support group. This study wants to know 
about can the courses relieve the pressure of family care?
In this study, qualitative analysis was used to collect research data through semi-
structural in-depth interviews to this study. The subjects of the research included 
� ve hospitalized persons with dementia’s family members. In this study, the 
researcher designed the de-stress group courses, and hope to explore the expe-
rience and evaluation of patients with dementia and their family members in 
participating group.
This study found that: (1) The design of courses must be combined with the pref-
erences of participants, so it can initiate their interest and enable participants 
to enter the curriculum. (2) Regular and continuous participation in the courses 
will help   them to improve the patients’ dementia symptoms, maintain physical 
function and emotional stability. (3) The family members of the dementia patients 
could always receive the useful and helpful information from health profession-
als when they had problems about taking care of the dementia patients. (4) The 
family members could also discuss problems about disease and care with other 
caregivers. The support group’s companionship enabled the dementia caregivers 
to have positive feelings. (5) Family members are able to gain a short respite from 
the patient’s participation in this course.
This study suggests that the design of dementia group courses should take into 
account the characteristics of participants and arrange courses according to their 
needs.

PO1.8. Th e infl uence of regular physiotherapy treatment on 
the functionality of patients admitted to the unit for 
gerontopsychiatry at the University Psychiatric Clinic Ljubljana

GOMBOC Marjeta1, GOMBOC Marjeta2

1University Psihiatric Clinic, Ljubljana, Slovenia, 2physiotherapist, 

counselor, Ljubljana, Slovenia

Introduction: The decline in functional abilities is a common complication when the 
elderly are admitted to a hospital treatment. The purpose of the study is to deter-
mine the impact of regular physiotherapy treatment on maintaining or improving 
the patient’s functional abilities during hospitalization.
Methods: We used a quantitative, retrospective research design. The study included 
74 patients of both genders (n = 74). Inclusion criteria: age above 65 years, ability to 
walk alone and cognitive decline. Measurements are performed with a Mini-Mental 
State Examination test (MMSE), a 10 m (10 m) walk test and a Timed Up and Go test 
(TUG). They were performed in group A, patients who had a physiotherapy treatment, 

and in Group B who did not have one. The � rst measurement was performed at the 
patient’s admission to the hospital and the second measurement a� er 3 weeks. 
The statistical signi� cance of p≤0.05 was taken into account.
Results: In group A, at the second measurement, the timing of the TUG test was 
shortened on average by 17.9 s (t = 2.67; p = 0.01), TH – 10 m in average by 27.05 s ( t 
= 4.73, p = 0.00). In group B, at the second measurement, the timing of the TUG test 
was reduced by 1.84 s (t = 2.19, p = 0.03) and TH – 10 m for 9.44 s (t = 2.84, p = 0.00).
Discussion: Physiotherapy treatment has proven to be a key factor in maintain-
ing or improving the functional status of patients hospitalized due to cognitive 
impairment. The results of the study con� rmed the positive e� ects of physio-
therapy treatment.

PO1.9. A systematic review of quality indicators for ambulatory 
dementia care

DEQUANTER Samantha1, BUYL Ronald1, FOBELETS Maaike2

1Faculty of Medicine and Pharmacy, Department of Public Health Sciences, 

Biostatistics and Medical Informatics (BISI) Research Group, Vrije 

Universiteit Brussel (VUB), Brussels, Belgium, 2Erasmus University College 

Brussels, Department of Health Care, Midwifery Department, Knowledge 

Centre Brussels Integrated Care, Brussels, Belgium

Purpose: Since dementia prevalence is increasing worldwide and no curative treat-
ment is available, policy emphasis should lay on optimizing the quality of dementia 
care. To measure and optimize care, quality indicators (QI) can be used. Previous 
research already identi� ed QIs for this purpose. However, these � ndings were pub-
lished more than a decade ago, and to our knowledge, no recent studies on that 
subject have been conducted. Therefore, we reviewed the most recent literature 
in the � eld of QI development for dementia care and made recommendations for 
future dementia research.
Methods: A systematic review was conducted in three scienti� c databases: Pub-
Med, CINAHL and The Cochrane Library. Inclusion criteria were: (1) studies focussed 
on the development or application of QIs for the evaluation of dementia care, 
from � rst symptoms until total care support (admission to long-term care), (2) 
published between 2008 and May 2019. Articles on QIs for residential or inpatient 
care were excluded.
Results: Seven out of 2344 articles were included. One additional publication was 
identi� ed through reference tracking. We included a total of 8 QI sets, comprising 
of 114 QIs. The majority of publications originated from Europe. QIs were generated 
for outpatient care, primary care and dementia care in general. Most QIs referred to 
processes of care. Several QI domains were inductively determined, ranging from 
screening and assessment to end-of-life care. The methodological quality of the 
QI sets di� ered considerably. The QI sets with the best methodological quality 
were developed using expert evaluation or a Delphi technique.
Conclusion: Despite the moderate methodological quality of the QI sets, our � nd-
ings show that a reasonable amount of QIs representing the most important 
dementia care domains exists. These QIs can be implemented in practice on the 
condition that they will be developed further.

PO2. Home and residential care

PO2.1. Depressive symptoms among the oldest-old in Portuguese 
nursing homes: Unravelling the role of unmet needs

FERREIRA Ana Rita1, FERNANDES Lia1, GUEDES Joana2, SIMÕES 
Mário3

1Faculty of Medicine, University of Porto, Porto, Portugal, 2Higher Institute 

of Social Work of Porto, Porto, Portugal, 3Faculty of Psychology and 

Educational Sciences, University of Coimbra, Coimbra, Portugal
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Introduction: Depression is among the most common mental disorders in late-
life.  Particularly, nursing homes (NH) older adults are at increased risk of depressive 
symptoms. However, depression is still poorly recognized and under-treated. NH-
based studies on depression risk factors are needed.
Aims: To compare unmet needs among NH depressive and non-depressive oldest-
old, and to explore the association between unmet needs and depressive symptoms, 
adjusting for other risk factors.
Methods: A cross-sectional study was conducted. Oldest-old NH residents were 
included (age≥80). Those with concomitant major psychiatric diagnosis (e.g. schizo-
phrenia) were excluded. Depression and unmet needs were assessed with Geriatric 
Depression Scale-GDS-15 and Camberwell Assessment of Need for the Elderly-
CANE, respectively. Mini-Mental State Examination-MMSE and Adults and Older 
Adults Functional Assessment Inventory-IAFAI were used to assess cognitive and 
functional impairment. Regular drugs were also registered. Group di� erences were 
analysed (depressive vs. non-depressive), and a logistic regression was conducted 
to explore factors signi� cantly associated with depression, adjusting for age, gen-
der, unmet needs, MMSE, IAFAI and regular drugs.
Results: Overall, 128 residents, mostly women (83.6%) with a mean of 86.8 (sd=4.6) 
years, were included. A mean of 21.6 (sd=5.8) was scored on MMSE, with more than 
half of residents (52.3%) scoring for depression. On average, 3.6 (sd=1.9) unmet 
needs were found, being depressed oldest-old signi� cantly more likely to present 
unmet needs related to “daytime activities” (p=0.001), “psychological distress” 
(p<0.001), “company” (p<0.001), “intimate relationships” (p=0.003), “eyesight/
hearing/communication” (p=0.036) and “mobility/falls” (p=0.027). In multivari-
ate analysis, unmet needs (OR=2.64; 95%CI:1.784–3.903) and gender (OR=4.95; 
95%CI:1.345–18.240) showed a signi� cant independent association with depression.
Conclusions: Unmet needs signi� cantly contributed to depression, being gender 
other signi� cant risk factor. Results suggest that CANE may be used to identify 
modi� able risk factors for depression among NH oldest-old, allowing the imple-
mentation and prioritization of areas of care. 
Supported by: FCT_(PD/BD/114555/2016), ERDF operation/POCI-01–0145-
FEDER-007746 funded by COMPETE2020, National Funds through FCT within 
CINTESIS/R&DUnit (ref.UID/IC/4255/2013).

PO2.2. Advanced dementia: Upholding dignity in undignifi ed lives

VAN DER GEUGTEN Wendy1, GOOSSENSEN Anne2

1Careyn, Spijkenisse, Netherlands, 2Informal care and Care ethics, University 

of Humanistic Studies, Utrecht, Netherlands

The deterioration of cognitive and physical functioning makes persons with demen-
tia gradually dependent on others. The care for them may answer to their increased 
vulnerability in order to preserve their dignity. In the Netherlands around 70.000 
persons with dementia reside in nursing homes in which formal and informal car-
egivers play an important role in providing care answering to their needs.
A narrative review was performed, aiming to synthesise dignifying and undigni-
fying aspects of care for persons with dementia during their disease trajectory 
and within the nursing home. The search and selection process was structured 
by the PRISMA framework (Moher, 2009). The databases CINAHL, SCOPUS, PSy-
cInfo and Pubmed were searched with the terms ‘dementia’ and ‘dignity’ and 789 
unique items were found. Based on eligibility and a� er a methodological check 
using the critical appraisal tool from Hawker (2002), 29 articles were included. 
These were reviewed with the help of the guidelines for narrative synthesis by 
Popay et.al. (2006).
The overarching theme of “grasping and recognising uniqueness” emerged, mean-
ing that dignifying care for persons with dementia acknowledge and strengthen 
their uniqueness. Therefore, a continual tuning in is required due to the progres-
sive nature of the disease. In contrast, undignifying aspects of care reduce the 
uniqueness of the person with dementia through stigmatization, estrangement 
and misunderstanding. These processes especially threaten dignity in persons 
with severe dementia. Lack of reciprocity in the care-relation and diminished 

conversation and communication skills increase their vulnerability towards undigni-
fying care practices. Within some empirical studies the stage of advanced dementia, 
‘when nothing is le�  but a degenerated self’, is perceived as dehumanizing and 
undignifying. In this stage, grasping and strengthening uniqueness is challeng-
ing. In addition, this might be complicated by organizational structures, work 
pressure and caring for persons with di� erent stages of dementia demanding 
di� erent care needs.

PO2.3. Implementing the Family Carer Decision Support (FCDS) 
intervention to improve end of life care in care homes: Planning 
a transnational eff ectiveness-implementation study

BRAZIL Kevin1, KAASALAINEN Sharon2, SUSSMAN Tamara3, T. 
VAN DER STEEN Jenny4, CORNALLY Nicola5, HARTIGAN Irene5, 
LOUCKA Martin6, DI GIULIO Paola7

1Queen’s University Belfast, Belfast, United Kingdom, 2McMaster University, 

Hamilton, Canada, 3McGill University, Montreal, Canada, 4Leiden 

University Medical Center, Leiden, Netherlands, 5University College 

Cork, Cork, Ireland, 6Center for Palliative Care, Prague, Czech Republic, 
7University of Turin, Turin, Italy

The Family Carer Decision Support (FCDS) intervention has been designed to 
inform family carers about end of life care options available to a person living 
with advanced dementia.  The FCDS intervention demonstrated a statistically 
signi� cant impact in reducing family carer decision uncertainty on establishing 
goals of care at the end of life and, improved family carer satisfaction on quality 
of care in a study conducted in the United Kingdom.   
Funding supported through the EU Joint Programme – Neurodegenerative Disease 
research (JPND) project has supported the scaling up of the FCDS transnation-
ally in the United Kingdom; Republic of Ireland; the Netherlands; Canada; Czech 
Republic; and, Italy.
The aim of this research is to adapt the application of the FCDS for use in di� er-
ent countries. Expected project  outcomes of this work will include a) develop 
guidelines to facilitate transnational use of the FCDS within care homes; (b) sta�  
education material including web learning resources; (c) family carer informational 
material including web learning resources; (d) measures and tools to evaluate the 
uptake and outcome of the FCDS intervention; (e) establish a transnational FCDS 
community of practice across study care homes; (f) estimated costs of providing 
the FCDS intervention; (g) evidence of enhancing decision making among family 
members regarding resident care and satisfaction with care.
Launched in April 2019, this presentation will report on present activities including: 
a) description of the FCDS intervention; b) strategy for implementing the FCDS in 
care homes; c) study design employed for the evaluation of the FCDS; and d) work 
packages and that will be deployed to achieve intended outcomes.

PO2.4. Designing gardens for people with dementia: Conception and 
application of an evidence-based conceptual frame

CHARRAS Kevin1, LAULIER Véronique2, MABIRE Jean-Bernard1, 
AQUINO Jean-Pierre1

1Fondation Médéric Alzheimer, Paris, France, 2Ecole Nationale Supérieure 

de Paysage, Versailles, France

More and more dwelling facilities for people with dementia invest gardens as con-
vivial, resourceful, and relational places. However, there is a demand for scienti� c 
evidence of such statements. In addition, conception and construction of nursing 
homes focuses mostly on architectural design. The cost of gardens and amount 
of work they require is usually underestimated. This o� en results in inaccessible, 
un� t and poorly designed outdoor spaces. On these accounts, we decided to pro-
ceed to a study in two steps:
A � rst step consisted in enlightening scienti� c evidence concerning uses and ther-
apeutic virtues of gardens for people with dementia, and to conceive a conceptual 
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frame to design gardens for people with dementia based on the grounds of exist-
ing models. We used an evidence-based design approach for which we identi� ed 
key dimensions of garden design and related them to scienti� c evidence. In this 
perspective, we processed to a literature review for which we selected 22 articles. 
Six environmental design clusters were identi� ed. These clusters are discussed in 
a conceptual frame using an approach based on use of space.
A second step of this work consisted in applying the conceptual frame to an exist-
ing garden project. The application of the conceptual frame led to a partnership 
between three French institutions established in response to the needs of peo-
ple with dementia living in care facilities. The common objective was to provide 
dementia-friendly outdoor spaces. This partnership added a pedagogical and a 
practical dimension to the initial scienti� c approach we had implemented. Peo-
ple with dementia, families, care sta�  and town services actively took part in this 
project. Results of garden designs from this fruitful partnership will be presented.

PO2.5. Are Intermediate Care bedded units dementia friendly? Sharing 
best practice across Sheffi  eld care homes

BROWN Jodie

NHS, She�  eld, United Kingdom

Background: Intermediate care in She�  eld, UK, is o� ered to those patients who 
are medically � t for discharge from acute services but require further assessment 
and rehabilitation prior to discharge. These services in She�  eld are delivered in 
private sector care homes. Approximately 1% of our patients have a diagnosis of 
dementia or cognitive impairment.
Aims: The project aimed to assess and evaluate how dementia friendly the inter-
mediate care environment is in She�  eld using a validated assessment tool.
Methods: The 4 intermediate care bedded units in She�  eld were visited and 
assessed by the researcher using the King’s Fund, “How dementia friendly is your 
care home?” tool. From this assessment reports with � ndings and recommendations 
were compiled and shared with stakeholders in the units to implement changes 
as able. The � ndings from the literature review were also collated into a lea� et and 
shared across all care homes in She�  eld with a hope that this could improve the 
environment for people living with dementia in these settings.
Results: The results were very positive overall. The mean percentage to comply 
with the King’s Fund assessment criteria was 71.5%. The main area requiring most 
improvement across the homes was continence and hygiene with a mean score 
of 58.5%. Orientation was another area that would bene� t from improvement for 
residents/patients.
Conclusion: The environmental assessments have highlighted several areas that 
can be improved within the intermediate care environments and care homes gener-
ally. Simple changes could lead to improvements for people living with dementia.
It is hoped this information will improve the care home environment for future peo-
ple living with dementia and improve understanding amongst the care home sta� . 

PO2.6. Sentinel events and quality of dying of nursing home residents 
with diff erent status of dementia

MIRANDA Rose1, VAN DER STEEN Jenny T.2, SMETS Tinne1, 
DELIENS Luc3, VAN DEN NOORTGATE Nele4, PAYNE Sheila5, 
KYLÄNEN Marika6, SZCZERBIŃSKA Katarzyna7, GAMBASSI 
Giovanni8, VAN DEN BLOCK Lieve1

1End-of-Life Care Research Group, Vrije Universiteit Brussel (VUB) and 

Ghent University & Department of Family Medicine and Chronic Care, Vrije 

Universiteit Brussel (VUB), Brussels, Belgium, 2Department of Public Health 

and Primary Care, Leiden University Medical Center & Amsterdam UMC, 

Vrije Universiteit Amsterdam, Department of Public and Occupational 

Health, Amsterdam Public Health research institute, Expertise center for 

Palliative Care, A, Leiden, Netherlands, 3End-of-Life Care Research Group, 

Vrije Universiteit Brussel (VUB) and Ghent University, Department of 

Family Medicine and Chronic Care, Vrije Universiteit Brussel (VUB) & 

Department of Medical Oncology, Ghent University Hospital, Ghent, 

Belgium, 4Department of Geriatric Medicine, Ghent University Hospital, 

Ghent, Belgium, 5International Observatory on End-of-Life Care, Lancaster 

University, Lancaster, United Kingdom, 6National Institute for Health and 

Welfare, Helsinki, Finland, 7Unit for Research on Aging Society, Department 

of Sociology of Medicine, Epidemiology and Preventive Medicine Chair, 

Faculty of Medicine, Jagiellonian University Medical College, Krakow, 

Poland, 8Fondazione Policlinico Universitario A. Gemelli IRCCS & 

Università Cattolica del Sacro Cuore, Rome, Italy

Background: Among nursing home residents, more than half have dementia. With 
dementia, sentinel events, such as pneumonia, febrile episodes (other than pneu-
monia) and intake problems frequently occur at the end-of-life. Yet, little is known 
about whether sentinel events are typical for dementia, and how these events relate 
to quality of dying of residents with di� erent status of dementia.
Objective: To investigate prevalence of sentinel events, its association with qual-
ity of dying and whether associations di� er between nursing home residents with 
advanced dementia, with mild/moderate/severe dementia and without dementia.
Methods: Cross-sectional a� er-death survey in nationwide representative samples 
of 322 nursing homes in Belgium, Finland, Italy, Netherlands, Poland and England. 
We identi� ed all residents who died in the previous three months and had sta�  
(nurse/care assistant) most involved in their care and the treating physician � ll 
in structured questionnaires. Nursing sta�  reported sentinel events and assessed 
quality of dying using Comfort Assessment in Dying – End-of-Life in Dementia 
scale (CAD-EOLD; higher scores indicate better quality).
Results: The sample comprised 401 residents with advanced dementia, 377 with 
other stages of dementia and 419 without dementia. In all groups, pneumonia was 
negatively associated with quality of dying (advanced dementia, P=0.04; other 
stages of dementia, P=0.04; without dementia, P<0.001). Febrile episodes were 
negatively associated only with quality of dying of residents with other stages of 
dementia (P=0.004). Intake problems were negatively associated only with quality 
of dying of residents with other stages of dementia, P<0.001; without demen-
tia, P=0.03. Indeed, dementia status modi� ed the association between intake 
problems and quality of dying (P=0.03).
Conclusion: At the end-of-life, pneumonia relates to diminished quality of dying, 
irrespective of dementia status. In contrast, febrile episodes and intake problems 
were associated only to diminished quality of dying of nursing home residents 
with other stages of dementia and without dementia.

PO2.7. A Queens Nurse journey – Developing Namaste Care in practice

WYLIE Lesley-Ann

Erskine Park Home, Bishopton, United Kingdom

In 2018, I was awarded the Queen’s Nurse title following a 9-month development 
program, during which I had to introduce an aspect of care which improved daily 
living for the Veterans and their spouses living with advanced dementia. Erskine 
Park Home has been providing care to Scotland’s veterans since 1916, and through 
time there has been an increasing number of people moving in who are living 
with dementia or cognitive impairment. The Erskine is vibrant, there is a very full 
activities program and yet as I moved through the home, I noticed residents not 
engaging, being taken to activities but not reacting. They were the ‘Silent Resi-
dents’. 37% of the residents living in the home fell in to this catagory.
I was aware of JoyceSimard’s Namaste Care program and became interested in how 
I could introduce this to these Silent Residents. Dr Bill Thomas talks about the three 
plaques of dementia: Loneliness, Helplessness, Hopelessness I wanted to intro-
duce care which lessened these emotions for our residents and those across the 
Erskine organisation. I could talk about strategy, about local, national and inter-
national policies but this is not what I wish to share with the conference. I want to 
share the experience of the residents living with dementia, their families sharing 
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in their dementia journey and the changes in sta�  approach and attitudes a� er I 
developed a training program on Namaste for sta�  and relatives and introduced 
Namaste care to Erskine. The Namaste training program has provided a method 
of care which prevents silence, it provides meaningful engagement until the very 
end of a person’s life. I am passionate about sharing the impact of Namaste care 
and my Queen’s Nurse journey with others caring for people living with dementia.

PO2.8. An innovated approach in the treatment of patients at the onset 
of Alzheimer’s disease: Multi-specialist domiciliary service

COZZARI Maria Pia, DE VANNA Floriana

Social cooperative Anthropos, Giovinazzo, Italy

Purpose:  The multi-specialist domiciliary service promoted by Anthropos, a social 
cooperative based in Giovinazzo (Bari, Italy), is a new way of approaching Alz-
heimer’s at the onset of the disease. The service provides an approach with the 
patient based on the concept of invisibility, in which each operator acts as a «back-
ground person» respecting each patient’s needs and time habits. The service aims 
at providing a “multi-specialist” (neurologist, psychologist, nutritionist, educator, 
physiotherapist) in a “timely” and “personalized” domiciliary service according to 
every single need. Each intervention program is built ad personam and is struc-
tured to honour each person’s resources. 
Conclusion: The multi-specialist domiciliary service is designed as an innovative 
service to meet the growing needs of the those a� ected by mild neurocognitive 
disorder (mNCD). While immediately recognizing the particular di�  culties that can 
arise in the patient’s day to day activities, this service has concrete advantages for 
the patient, the family unit, and the National Health Service. Moreover, our service, 
which is already active at a territorial level, contributes to fostering prevention 
and raising awareness of the entire community with respect to the delicate issue 
of dementia. Our method was explained in the book published by Maggioli Edi-
tore (November 2017) entitled: “Alzheimer. Niente panico ma intervenire subito! 
L’attivazione di programmi agli esordi della malattia” (transl. “Alzheimer. Don’t 
panic but take action immediately! The activation of programs at the beginnings 
of the disease”). The book is addressed to family members and professionals in 
the sector contains re� ections and indications to implement an intervention in 
mild cognitive decline.

PO2.9. Problem behaviour in people with dementia from minority 
ethnic groups

BOSMA Corina1, SMITS Carolien2

1Carintreggeland, Hengelo, Netherlands, 2Research group Innovating 

with Older Adults, Windesheim University of Applied Sciences, Zwolle, 

Netherlands

Aim: In residential and home care, professional carers are caring for a growing 
number of people with dementia from minority ethnic groups. Carers aim to pro-
vide high quality care, also in case of behavioural problems of the person with 
dementia. Aim of this qualitative research is to gain insight in carers’ experiences 
concerning problem behavior and barriers and facilitators in providing high qual-
ity care to people with dementia from minority ethnic groups.
Method: Semi-structured interviews with twenty professional carers in home and 
residential care in an organization for health and social care in the eastern part of 
the Netherlands. Interview transcripts were analysed using open coding.
Preliminary Results: All respondents have experiences with problem behaviour 
in clients with dementia from minority ethnic groups. Respondents report a dif-
ference between problem behaviour caused by dementia and problem behaviour 
relating to cultural barriers. Relatives may exacerbate problem behavior by the 
great number of visitors. Respondents reported a variety of barriers in caring for 
these clients. The main barrier mentioned is language and communication with cli-
ent or family. Problem behaviour occurs in the context of incomprehension and 
diverging views of dementia and good care. Respondents o� en feel incapable of 

managing problem behaviour, for example to o� er comfort in clients’ own lan-
guage. Respondents reported feelings like frustration and incompetency. When 
clients seem to feel at home at last, this o� ers great satisfaction to professional 
carers. Some carers expect that a special care unit for speci� c minority groups 
may facilitate optimal care.
Conclusion: Despite the fact that all respondents aim to provide good personal 
care, problem behaviour in people with dementia from ethnic minority groups may 
lead to frustration in both client, relatives and professional carers. Intercultural 
competencies and care may be helpful, but cultural speci� c care is also expected 
to improve quality of care.

PO2.10. Decision-making of nursing home staff  when a person with 
advanced dementia ‘unexpectedly’ deteriorates

ALDRIDGE Zena

Dementia UK, London, United Kingdom

Care homes in the United Kingdom are either Nursing homes where there 
is 24-hour nursing provision or Residential care homes where there is 24-hour pro-
vision of social care but no provision of nursing care on site.
There are approximately 400,0000 residents in care homes in the UK, it is esti-
mated that 311,730 have dementia with 180,500 living in residential care homes 
and 131,230 living in nursing homes (Prince et al 2014). 
The author is currently undertaking data collection in relation to her PhD study 
exploring the decision-making experiences of nursing home sta�  in the UK, when 
a person with advanced dementia deteriorates unexpected.  It has been identi� ed 
that there is no research in the UK relating to this area of clinical practice.
Decision-making in relation to this cohort of residents is fraught with challenges 
due to the o� en complex and multifactorial medical and social care issues a� ecting 
people with advanced dementia in nursing homes.  Another complicating factor is 
if the person with dementia lacks the capacity to make or; to communicate their 
wishes within the context of the decision to be made.
Issues such as co-morbidities, advance care planning, family perspectives, prog-
nostication, legal frameworks and local service provision, alongside the skills and 
knowledge of the sta�  can all in� uence this important area of care. Due to o� en 
poor-quality outcomes there is a growing propensity to reduce inappropriate admis-
sions to hospital for people with advanced dementia, therefore, understanding 
some of the factors that may in� uence decision-making at a point of unexpected 
deterioration could support improved care and support for people with advanced 
dementia and their families.
This session will o� er some preliminary � ndings from the study and seek to high-
light this key issue. Some of the emerging data that may be in� uential for practice 
and policy will be discussed.

PO2.11. Respiratory function and upper limb functional ability in 
people with dementia: A shout for attention

ALMEIDA Sara1 ,2, PAIXÃO Cátia2, MARQUES Alda2

1Lab 3R – Respiratory Research and Rehabilitation Laboratory, School 

of Health Sciences (ESSUA), University of Aveiro, Portugal, 2Institute for 

Research in Biomedicine (iBiMED), University of Aveiro, Aveiro, Portugal

Background: Dementia is one of the main causes of disability and dependency in 
older people, leading to decreased lung function and ability to perform activities of 
daily living (ADL). Nevertheless, little attention has been given to the assessment of 
respiratory function in this population, and functional capacity studies have been 
focusing on lower limb when upper limb (UL) plays a key role in ADL performance.
Aim: This study aimed to characterise the respiratory function and UL functional 
ability of people with dementia (PwD).
Methods: An exploratory cross-sectional study was conducted with a total of 76 
participants (46 (60.5%) female, 75.2±5.7 [62–88] years old and 26.5 [24.2–29.7] kg/
m2); 22 institutionalised PwD (Addenbrooke’s Cognitive Examination-III [ACE-III] 
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40.8±17.7 points), 28 community-dwelling PwD (ACE-III 52.8±18.5 points) and 26 
healthy older people (ACE-III 88.7±5.4 points). Lung function (Peak Expiratory Flow 
[PEF]), respiratory muscle strength (Maximal Inspiratory/Expiratory [MIP/MEP] and 
sni�  nasal inspiratory [SNIP] pressures) and UL functional ability (Grocery Shelving 
Task [GST] were recorded. Descriptive statistics was used to characterise the sample. 
Comparisons among groups were explored using a One-way ANOVA.
Results were signi� cantly worse in institutionalised than in community-dwell-
ing PwD, and the values from these two groups were signi� cantly worse than 
those from the healthy older people group, i.e., lung function (PEF: 183.8±69.8 vs. 
280.2±72.1 vs. 411.5±115.5 L/min; p<0.001), respiratory muscle strength (MIP: 28.5±11.6 
vs. 46.5±11.4 vs. 88±26.9 cmH2O, p<0.001; MEP: 46.7±27.2 vs. 71±22.4 vs. 122.4±27.4 
cmH2O, p<0.001; and SNIP: 31.2±12.1 vs. 45.7±18.4 vs. 74.1±21.1 cmH2O, p<0.001), and 
UL functional ability (GST: 130.7±52.6 vs. 90±50.4 vs. 38.5±12 seconds, p<0.001).
Conclusions: This study showed that respiratory function and UL functional ability, 
in PwD, declines with worse cognitive function and institutionalisation. Awareness 
for respiratory and UL routine assessment in PwD is needed to guide personalised 
and early interventions. Future studies with larger and representative samples 
are recommended.

PO2.12. Relationship between upper limb functional ability and 
respiratory function in people with dementia

ALMEIDA Sara1 ,2, PAIXÃO Cátia2, MARQUES Alda2

1Lab 3R – Respiratory Research and Rehabilitation Laboratory, School 

of Health Sciences (ESSUA), University of Aveiro, Portugal, 2Institute for 

Research in Biomedicine (iBiMED), University of Aveiro, Aveiro, Portugal

Background: People with dementia o� en experience lower respiratory tract infec-
tions. It is also known that people with dementia present decreased functionality, 
namely in upper limbs. These two facts lead to higher level of functional depend-
ence and institutionalisation in people with dementia. It is likely that impaired 
upper limb functional ability a� ects respiratory function but this association in 
people with dementia is unknown.
Aim: To explore the relationship between upper limb functional ability, lung func-
tion and respiratory muscle strength in people with dementia.
Methods: An exploratory cross-sectional study was conducted. People with demen-
tia were recruited in nursing homes, day care centres, long-term care facilities and 
in the community. Upper limb functional ability (Grocery Shelving Task [GST]), lung 
function (Peak Expiratory Flow [PEF]) and respiratory muscle strength (Maximal 
Inspiratory/Expiratory [MIP/MEP] and sni�  nasal inspiratory [SNIP] pressures) were 
recorded. Descriptive statistics was used to characterise the sample. Correlations 
were explored with the Pearson’s correlation coe�  cient.
Results: Fi� y people with dementia [75.9±5.9 years old; 35 (70%) female; Body Mass 
Index=26.6±3.9 kg/m2] participated. GST was signi� cantly: i) low and negatively 
correlated with SNIP (r=-0.49, p=0.002); and ii) moderate and negatively corre-
lated with PEF (r=-0.58, p<0.001), MIP (r=-0.54, p=0.001) and MEP (r=-0.57, p=0.001).
Conclusions: Upper limb functional ability correlated signi� cantly with lung func-
tion and respiratory muscle strength in people with dementia. Those with lower 
upper limb functional ability seem to present worst lung function and respiratory 
muscle strength. Thus, early detection and personalised interventions may prevent 
clinical and functional decline in this population. Further research on respiratory 
function and upper limb functional ability is needed to enhance knowledge on 
dementia management.

PO2.13. Lifestyle integrated Functional Exercise for people with 
Dementia – LiFE4D: Pilot study

ALMEIDA Sara1, DA SILVA Madalena2, MARQUES Alda1

1Lab 3R – Respiratory Research and Rehabilitation Laboratory, School of 

Health Sciences (ESSUA), University of Aveiro, Aveiro, Portugal; Institute of 

Biomedicine (iBiMED), University of Aveiro, Aveiro, Portugal; Department 

of Education and Psychology (DEP), Aveiro, Portugal, 2Interdisciplinary 

Centre of Health Applied Research, School of Health, Polytechnic Institute 

of Setúbal (ESS-IPS), Setúbal, Portugal

Background: People with dementia (PwD) want and are recommended to live at 
home. For this purpose, being physically active is vital. Nevertheless, home-based 
physical activity programmes for PwD are scarce. The Lifestyle Integrated Functional 
Exercise for People with Dementia (LiFE4D) might overcome this gap.
Objective: To explore the feasibility and e� ectiveness of LiFE4D on cognitive func-
tion and health-related physical � tness components in PwD.
Methods: A quasi-experimental pilot study was conducted with PwD living at 
home. The experimental group (EG) received 3-months of individualised home-
based physical activity programme (LiFE4D), integrated in everyday tasks with the 
supervision of carers (when possible). Face-to-face sessions with the health pro-
fessional were progressively reduced over time (1st month 3x/week, 2nd month 2x/
week, 3rd month 1x/week). The control group (CG) continued with usual care (phar-
macological treatment). Measures of cognitive function (Addenbrooke’s Cognitive 
Examination-III [ACE-III]) and health-related physical � tness (Brief-Balance Evalu-
ation System Test [Brief-BESTest], Handgrip, 30-Second Sit to Stand Test, 2Minute 
Step Test, Chair Sit-and-Reach Test [CSR], Functional Reach Test [FRT] and Timed 
Up and Go test [TUG]) were assessed. Comparisons between mean di� erences of 
each group were performed with Kruskal Wallis.
Results: Twelve PwD (8♀ (66.7%), 80.7±7.2yrs) were enrolled. Although not sig-
ni� cant, improvements were observed in the EG when compared with the CG on 
ACE-III (4.5 [1.2; 13]; 3 [-7; 7.5] points, p=0.810), Brief-BESTest (5.5 [2.8; 6.8]; -2 [-4.5; 
2.5] points, p=0.126), 30-Second Sit to Stand (2 [0.2; 4.5]; 0 [-1; 0.5] times, p=0.162), 
2Minute Step Test (29.5 [18.8; 40.2]; -8 [-20; -1.5] times, p=0.054), CSR (2 [-5; 6]; -5 
[-13; -3.5]cm, p=0.081), FRT (4 [2.2; 11]; 0.9 [-5.5; 13]cm, p=0.347) and TUG (-2.1 [-9.5; 
13]; 0.5 [-4; 11.3] seconds, p=1). No adverse events were reported.
Conclusions: LiFE4D seems a promising intervention to delay the decline of cog-
nitive function and health-related physical � tness in PwD living at home and 
warrants further investigation.

PO2.14. Home-based physical activity for people with dementia: A 
systematic review and meta-analysis

ALMEIDA Sara1, DA SILVA Madalena2, MARQUES Alda1

1Lab 3R – Respiratory Research and Rehabilitation Laboratory, School of 

Health Sciences (ESSUA), University of Aveiro, Aveiro, Portugal; Institute of 

Biomedicine (iBiMED), University of Aveiro, Aveiro, Portugal; Department 

of Education and Psychology (DEP), Aveiro, Portugal, 2Interdisciplinary 

Centre of Health Applied Research, School of Health, Polytechnic Institute 

of Setúbal (ESS-IPS), Setúbal, Portugal

Background: Home-based physical activity interventions for people with demen-
tia (PwD) are important for this population to live at home. However, the evidence 
about these interventions is still scattered in the literature.
Objective: To identify and synthesize the e� ects of home-based physical activity 
interventions for PwD.
Methods: Electronic and hand search were conducted. Quality of studies was 
assessed using the Delphi-List. E� ect sizes (ES) were calculated with MetaXL 2.0. 
A meta-analysis was conducted for Mini-Mental Status Examination (MMSE), 
Neuropsychiatric Inventory, Cornell Scale for Depression in Dementia, Alzhei-
mer’s Disease Cooperative Study Group Activities of Daily Living Scale (ADCS-ADL), 
Functional Reach test, Timed Up and Go test, Short Physical Performance Battery, 
Dementia Quality of Life, Neuropsychiatric Inventory caregivers and Zarit Bur-
den Interview.
Results: Sixteen randomised controlled trials were included, with most being of 
high quality and published a� er 2015. Large heterogeneity of intervention length 
(2 months to 2 years), frequency (daily to 4–6 times bimonthly) and session dura-
tion (20–30 minutes to 12 hours) was found. Medium to large ES were found in 
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cognitive function, changes in Behavioural and Psychological Symptoms of Demen-
tia (BPSD), activities of daily living, health-related physical � tness, physical activity, 
falls, health-related quality of life and carer’s burden. Signi� cant results in Meta-
analysis, favouring home-based physical activity intervention, were showed for 
MMSE (ES=0.71, 95%CI 0.43, 0.99), Neuropsychiatric Inventory (ES=-0.37, 95%CI 
-0.57, -0.17), ADCS-ADL (ES=0.80, 95%CI 0.53, 1.07), Functional Reach test (ES=2.24, 
95%CI 1.80, 2.68), Timed Up and Go test (ES=-2.40, 95%CI -2.84, -1.96), Neuropsychi-
atric Inventory caregivers (ES=-0.63, 95%CI -0.94, -0.32) and Zarit Burden Interview 
(ES=-0.45, 95%CI -0.77, -0.13). Few minor adverse events and high adherence to 
intervention were reported.
Conclusions: Home-based physical activity interventions seem safe and e� ective 
in delaying cognitive function decline and improving changes in BPSD, activi-
ties of daily living, health-related physical � tness and carer’s burden in people 
with dementia.

PO2.15. Between “Badantaggio” and “Sindrome Italia”: Th e Optimus 
Domi experience in the fi eld of care

GHILARDI Nicoletta1, CAROBBIO Egle Miriam1, PACENZA Caterina1, 
 BRIGNOLI Paola2, LAURIA Isabella1, MORGANTI Francesca3

1Associazione Insieme a Te Onlus, San Paolo d’Argon (BG), Italy, 2� a Care 

Group, San Paolo d’Argon (BG), Italy, 3Università degli Studi di Bergamo – 

Dipartimento Scienze Umane e Sociali, Bergamo, Italy

The word “badante” (typically used in Italy) moves away from a correct represen-
tation of the � gure it intends to describe, since this term does not explain the 
social importance of this work, nor considers the human dimension related to it. 
This is an “another kind of welfare”, developed in the last years following changes 
in the social dimension, habits and family commitments and the increase of the 
population average age.
From Italian statistics, at the end of 2017, home workers regularly employed by 
Italian families were about 865.000 (including housekeepers and badanti). More 
than 7% of Italian elders over 65 years are assisted by a badante and this percent-
age increases in Northern regions, where the ratio becomes 10%. It’s the most 
di� used type of care, a� er the family one.    
One of the most important topic is the so called “Sindrome Italia”, highlighted by 
recent studies that pointed out a huge number of “badanti” who needed psychi-
atric cure once returned in their country of origin (basically Romania).
This “mal d’Italia” could be the result of complex situations due to multiple factors 
(lack of concrete perspectives of change, distance from their families, di�  culty in 
being recognised by employers as a person and being enhanced for their skills). This 
issue also appears to be intimately related to the Burnout syndrome.
In the presented study, risk and protective factors in health care professions will 
be analysed.
Moreover, the contribute of the Optimus Domi model – an Italian home care model 
developed for about 20 years – will be presented. In particular, the work of Tutoring 
with Family caregivers will be analysed, as a tool that promotes the protective fac-
tors, intercepts and manages the burnout risk factors in the daily work.

PO2.16. Adaption of the “EAT-HC” for German long-term care – First 
results of content validity and feasibility testing

BLECKMANN Anne1, PALM Rebecca2, HOLLE Bernhard1

1German Center for Neurodegenerative Diseases (DZNE), Site Witten; 

Witten/Herdecke University, Faculty of Health, Department for Nursing 

Science, Witten, Germany, 2German Center for Neurodegenerative Diseases 

(DZNE), Site Witten; Witten/Herdecke University, Faculty of Health, 

Department for Nursing Science, Witten, Germany

Background: The in� uence of the environment in dementia-speci� c care has been 
known for several years. A well-designed living unit in long-term care can help to 
maintain remaining abilities longer and thus positively in� uence the quality of 

life of people with dementia. So far, there is no valid instrument with which the 
quality of the physical environment in long-term care facilities can be systemati-
cally assessed. For this reason, the Australian Environmental Audit Tool – High Care 
(EAT-HC), developed by Fleming and Bennett (2015), was translated into German, 
linguistically validated and culturally adapted in a multi-step process according 
to the WHO (1998).
Objectives and Methods: Before it can be used as an instrument in healthcare 
research, the reliability and validity of the adapted instrument (G-EAT) have to be 
tested. This also includes feasibility. To determine content validity, the method of 
Content Validity Indexing according to Lynn (1984) was used and an interdiscipli-
nary panel of various scienti� c experts in the � eld of dementia speci� c healthcare 
research was consulted to identify challenging items in relevance and compre-
hension. In the upcoming months, three pre-tests in integrative and segregative 
living units in German nursing homes will be conducted to evaluate the feasibility 
of the instrument and to address the way of dealing with challenging items. The 
presentation will give an overview of the results from the content validity rating 
and the pretests focusing on these items.
Results and Conclusion: Using the Content Validity Indexing method, a number of 
items could be identi� ed which may not be applicable in German long-term care 
settings due to cultural and legal di� erences and must be adapted or excluded 
from the German version of the instrument. The results of the pre-tests allow fur-
ther adjustments to the instrument.

PO2.17. Dementia care durations and their determinants.Results from 
the BESIDE project

JANSSEN Olin1, VOS Stephanie2, HANDELS Ron3, VERMUNT Lisa4, 
VERHEIJ Robert5, VERHEY Frans6, VAN HOUT Hein7, VISSER Pieter 
Jelle8, JOLING Karlijn7

1Maastricht University, Maastricht, Netherlands, 2Alzheimer Centre 

Limburg, Department of Psychiatry and Neuropsychology, School for 

Mental Health and Neuroscience, Maastricht University, Maastricht, 

Netherlands, 3Alzheimer Centre Limburg, Department of Psychiatry and 

Neuropsychology, School for Mental Health and Neuroscience, Maastricht 

University, Maastricht, Netherlands & Department of Neurobiology, 

Care sciences and Society, Karolinska Institutet, Stockholm, Maastricht, 

Netherlands, 4Amsterdam UMC, Vrije Universiteit Amsterdam, Department 

of Neurology, Alzheimer Centre Amsterdam, Amsterdam Neuroscience, 

Amsterdam, Netherlands, 5Nivel, Netherlands Institute of Health Services 

Research, Utrecht, Netherlands, 6Alzheimer Centre Limburg, Department 

of Psychiatry and Neuropsychology, School for Mental Health and 

Neuroscience, Maastricht University, Maastricht, Netherlands, 7Amsterdam 

UMC, Vrije Universiteit Amsterdam, Department of General Practice 

and Elderly Care Medicine, Amsterdam Public Health Research Institute, 

de Boelelaan, Amsterdam, Netherlands, 8Alzheimer Centre Limburg, 

Department of Psychiatry and Neuropsychology, School for Mental Health 

and Neuroscience, Maastricht University, Maastricht, Netherlands & 

Amsterdam UMC, Vrije Universiteit Amsterdam, Department of Neurology, 

Alzheimer Centre , Maastricht, Netherlands

Objective: We aimed to (1) gain insight into the durations of general practitioner (GP) 
care, home care and institutional care a� er dementia diagnosis, and (2) estimate 
the e� ect of age, sex, living situation, dementia medication, migration background, 
and income on these durations.
Methods: We included 11.012 community-dwelling persons with an incident demen-
tia diagnosis from a Dutch GP electronic health record (EHR)-based database, 
and linked records with population-based healthcare registry and mortality data 
from 2008 through 2014. We used multi-state modelling transition rates to esti-
mate care durations.
Results: Of mean dementia care duration at age 75, 1.9–2.0 years were with GP care, 
2.6–3.4 years with home care and 1.6–3.2 years with institutional care in men and 
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women, respectively. Mean (95% con� dence interval) dementia care duration was 
6.1 years for men (5.9–6.4) and 8.5 years (8.2–8.8) for women. At age 85, men and 
women used on average respectively 0.7–0.8 years GP care, 1.7–2.3 years home care, 
and 1.1–2.3 years institutional care. Polypharmacy was associated with shorter dura-
tions of institutional care, while living alone during diagnosis was associated with 
shorter durations of GP care and longer durations of home and institutional care. 
Prescribed dementia medication was not associated with shorter or longer dura-
tions of speci� c care types. Non-western migration background and high income 
were associated with longer durations of GP care. 
Conclusions: Based on unique linked EHR data in a large unbiased population, 
these � ndings improve our understanding of long-term dementia care trajecto-
ries. These � ndings can aid the planning of healthcare resources and monitoring 
of the e� ect of healthcare policy and interventions, by incorporating transition 
rates in dementia progression models and simulation exercises. The associations 
of living alone, polypharmacy, migration background, and income with di� eren-
tial formal care durations implicate the importance of (in)formal care access, care 
dependency and comorbid conditions. 

PO2.18. Relationship between delusions and severe agitation in 
residents with dementia: A cross-lagged panel study

JAGODA Franziska1, PALM Rebecca1, HOLLE Daniela2

1DZNE, Witten, Germany, 2hsg Bochum, Bochum, Germany

Background: During the course of dementia people experience di� erent clinical 
phenomena that become observable. The majority of people with dementia expe-
rience at least one neuropsychiatric symptom in three years. Agitation is the most 
prevalent among these symptoms. It is associated with higher caregiver stress, 
deterioration of patients’ and caregivers’ quality of life, as well as higher use of 
physical restraints and psychotropic drugs. The understanding of factors that con-
tribute to agitation in nursing home residents with dementia is limited, especially 
the interplay between severe agitation and other neuropsychiatric symptoms has 
not been thoroughly investigated yet.
Objective: To examine the direction of relationships between delusions and severe 
agitation in nursing home residents with dementia living in German nursing homes.
Method: Secondary data analysis of an observational, longitudinal study in 51 nurs-
ing homes with n = 1967 participants. A cross-lagged panel study was conducted 
using structural equation modelling with two measurement points and a time lag 
of twelve months. Neuropsychiatric symptoms were assessed using the Neuropsy-
chiatric Inventory Questionnaire (NPI-Q). Severe agitation was then de� ned as a 
construct of a combined score of the NPI-Q items agitation/aggression, disinhibi-
tion and irritability/lability. Delusions were measured using the relevant NPI-Q item.
Results: Delusions at time 1 positively predicted severe agitation at time 2. At the 
same time the stability coe�  cients for severe agitation were high in strength. The 
cross-lagged panel study suggests that the relationship between delusions and 
severe agitation is unidirectional.
Conclusion: It was possible to obtain evidence for the relationship between 
delusions and severe agitation in nursing home residents with dementia. The 
predominant e� ect seems to be the stability of severe agitation itself, whereas 
delusions also seem to have an in� uence on severe agitation. Therefore, reducing 
both severe agitation and delusions may result in a decreased state of agitation 
for residents with dementia.

PO2.19. Insights from informal carers regarding the use of technology 
and connected health for people with dementia

MACKEY Laura1, GUISADO FERNÁNDEZ Estefanía1, POWER 
Dermot2, O’SHEA Diarmuid3, CAULFIELD Brian1, BLAKE Catherine1

1University College Dublin, Dublin, Ireland, 2Mater Misericordiae University 

Hospital, Dublin, Ireland, 3St Vincent’s University Hospital, Dublin, Ireland

The prevalence of dementia is on the rise worldwide, and innovative strategies are 
required to meet increasing demands on health services. The Connected Health 
(CH) Model of Care, which uses mobile technologies to include patients and carers 
in the decision-making process, may o� er more sustainable approaches in pro-
viding support to people with dementia and their carers in their homes. The aim 
of the current study was to explore carers’ attitudes towards the use of CH tech-
nology in their homes, and discuss how technology may facilitate their needs. A 
focus group interview with six informal carers was conducted, which resulted in the 
emergence of four themes: 1) barriers to, and misinterpretations of CH; 2) enquir-
ing minds and unmasking existing strategies; 3) facilitating the carer role – ‘back 
me up’; 4) enhancing experience for the person with dementia. The � ndings from 
this qualitative study demonstrated that carers were interested in using technolo-
gies to facilitate their day-to-day management of the person with dementia, and 
many already used applications and websites (i.e. Spotify, YouTube) to facilitate 
leisure activities, such as reminiscence therapy and physical activity. In addition, 
most carers had considered the use of tracking devices to monitor the whereabouts 
the person with dementia. However, all participants had di�  culty in recognising 
their role within the CH model of care, in terms of using the technology to moni-
tor and make decisions regarding the person with dementia’s health alongside 
healthcare professionals. Despite this, participants did recognise the bene� t of 
having objective information to allow for more meaningful dialogue with health-
care professionals. Further research regarding the barriers to successful integration 
of the CH model of care at both individual and organisational levels is required.

PO2.20. Utilization of formal services as a part of the informal care 
concepts of family caregivers in domestic settings – Results from 
a qualitative hermeneutic study and implications for dementia 
care

VON KUTZLEBEN Milena

Carl von Ossietzky Universität Oldenburg, Oldenburg, Germany

Background: For most community-dwelling persons with dementia, one close rel-
ative assumes the role of the key care provider in terms of hands-on care as well 
as organisation and coordination of informal and formal support. However, most 
informal caregivers step into their caregiving career without signi� cant knowledge 
and preparation. There is little empirical evidence of what makes care arrange-
ments sustainable over time, but some in-depth qualitative research indicates 
that role- and self-concepts of the informal carer should be considered as crucial. 
The present study aimed at reconstructing informal caregiving trajectories and its 
underlying meaning and structures over the course of dementia.
Methods: A qualitative longitudinal study (two points of time in data collection 
within 18 months, n =12 resp. n= 4). Case reconstructions according to the meth-
odological principles of objective hermeneutics.
Results: Hermeneutic in depth analysis revealed a typical trajectory of phases in 
informal caregiving across all cases. However, informal caregivers followed di� er-
ent priorities and showed very speci� c strategies to tackle caregiving challenges 
in each phase. Furthermore, di� erent types of informal care concepts as regards 
motives, aims and personal boundaries became apparent. One’s de� nition of the 
caregiving role, an individual care strategy, and the attitude towards the person 
with dementia appeared to be determinants of these informal care concepts. Uti-
lization of formal services (if and how) turned out to be an essential feature of 
the informal care concept.
Conclusions: Utilization of formal services not necessarily refers to an objective 
need but may also indicate a subjective need in the context of a relative’s informal 
care concept. The logics of action in informal caregiving results from the respec-
tive type of informal care concept. Case reconstructions are a useful approach to 
make these informal care concepts visible and can be applied in dementia research 
as well as in dementia care.
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PO2.21. Experiences of care staff with daily care of nursing home 
residents with dementia

SMITS Carolien1, BOOGERS Pieter2

1Windesheim University of Applied Sciences, Zwolle, Netherlands, 2Het Laar 

Care organisation, Tilburg, Netherlands

Aim. There is an international shortage of nursing home care sta� . Not many poten-
tial carers and students choose for this profession, due to a negative view of the 
care of older adults and the stigma of dementia. This study aims to o� er insight 
in the actual caring experiences of care sta�  in a Dutch nursing home.
Methods. The study design was conducted from a qualitative approach with obser-
vations of and interviews with nursing home care sta� . Observations (shadowing) 
were done during daily care activities. Subsequently, the observed carer was inter-
viewed. Data analysis consisted of open and axial coding. A� er data collection in 
carers, data saturation was reached.
Results. Eight themes re� ect sta�  care experiences: residents’ behaviour, dealing 
with residents’ behaviour, care burden, satisfaction with being helpful for some-
one, the value of little things, relationship with the residents, collaboration with 
colleagues and ethical issues. Residents’ behaviour links many themes. It is both 
a challenge and a source of work satisfaction.
Conclusion Residents’ behaviour is the most important concept de� ning carers 
daily work experiences. Residents’ behaviour is both challenging and rewarding. 
Care sta� ’s professional identity should re� ect their focus on this behaviour. This 
study describes a more realistic balance between negative and positive experiences 
compared with most popular and research literature. This balanced view may help 
the recruitment and maintenance of well motivated care sta�  in dementia care.   

PO2.22. Th e eff ects of Animal-Assisted Th erapy (AAT) on the behaviour 
of older persons living with dementia within a Maltese Long 
Term Care (LTC) facility

DEBONO Thea1, FENECH Maria Aurora2

1CareMalta, Mosta, Malta, 2University of Malta, Msida, Malta

Aim: This study was designed to investigate the e� ects of Animal Assisted Therapy 
(AAT) on the behaviours of older persons living with dementia within a Maltese 
Long-term Care (LTC) facility.
Background: The number of older persons living with dementia in LTC facilities is 
increasing and though pharmacological methods is the mainstay of treatment, 
less invasive non-pharmacological therapies are being explored as an adjunct/
replacement.  This will improve the quality of life.  AAT is one of these promis-
ing therapies that has not yet been fully investigated especially in LTC facilities.
Methodology: A series of 12 AAT sessions took place with 6 older persons liv-
ing with moderate to severe dementia, residing in the Dementia Unit of the LTC 
facility. Observations of Behavioural and Psychological Symptoms of Dementia 
(BPSD) by sta�  and relatives prior to the AAT sessions, and by the researcher dur-
ing/post AAT sessions were recorded.  A 6-year-old, mixed breed Chihuahua dog, 
assisted in the project.
Results: Through AAT, an overall decrease in frequency and sometimes cessation 
in negative behaviours of the older person participants was noted. There also 
was an improvement in social interaction. This study also identi� ed factors that 
in� uenced the e� ect of the AAT sessions: (a) severity of dementia, (b) mobility, (c) 
type of session, (d) timing of session and (e) the personalities and prior habits of 
the participants.
Recommendations: Although future studies are required on a larger cohort and 
over a longer time span, as well as on the duration of the e� ects of AAT a� er ces-
sation of therapy, the results of this study support the fact that person-speci� c 
AAT improves BPSD in older persons living with dementia in a local LTC facility.

PO2.23. Th e ‘Haven’ – Th e 5 pillars of success of a specialised residential 
care department

ENGELS Josine

Swinhove Groep, Zwijndrecht, Netherlands

The majority of people with dementia experiences some form of neuropsychiatric 
symptoms over the course of their disease. However, sometimes neuropsychiat-
ric symptoms are very severe and co-occur simultaneously. This strongly a� ects 
everyone involved, and o� en results in nursing home admission. In general nurs-
ing home departments, however, management of these symptoms is sometimes 
unattainable.
The ‘Haven’ is a long-term care department in a Dutch nursing home, o� ering 
specialised care to 9 residents with dementia and complex neuropsychiatric symp-
toms, aiming to improve quality of life. The success of this department is based 
on � ve pillars.
The � rst pillar is the dedicated nursing sta� , forming a high-performance team with 
experience and competence in balance. As a team they are intrinsically motivated 
to discover and accept the person behind the disease unconditionally. The second 
pillar is the internalisation of speci� c basic attitudes and a set of skills. Attentive 
presence, willingness to learn, compassion and curiosity are basic attitudes; being 
able to recognise minor changes and creative thinking are basic skills. The third 
pillar is close collaboration of the nursing team with an elderly care physician, a 
psychologist, an occupational therapist, a physiotherapist, a movement coach, and 
a quality of life coach. Everyone involved reports observations from their profes-
sional perspectives, which are combined and discussed in weekly meetings. The 
fourth pillar is the application of various methods and tools in daily practice. The 
‘Haven’ practices a strictly individual approach to every resident. Various psycho-
social interventions are applied: a � rm daily structure balancing activity and rest; 
sensory stimulation or deprivation; personalised activities; music; touch; physical 
activities in high or low intensity. The elderly care physician focuses on comfort 
with a personalised medical and pharmaceutical approach. The � � h pillar is an 
inclusive family view: daily visits and involvement of several family members, 
combined with intensive family support.

PO2.24. Improving communication. Improving care.

MCCRIMMON Matilda1, SANDBACH John2, CONNER Gary2, BOYD 
Jennifer3, SHOTTER Caroline3

1NHS24, Glasgow, United Kingdom, 2Glasgow, United Kingdom, 3Erskine, 

United Kingdom

The aim of our project was to improve the process of calls between NHS111 and 
care homes to support improved triage, more timely and appropriate outcomes for 
residents. This was prompted by recommendations in the report “Pulling together: 
transforming urgent care for the people of Scotland” where it was recognised that 
NHS111 triage could be lengthy and repetitive.
It was decided to develop a communication tool for care homes contacting NHS111. 
This would ensure that appropriate information was available to decide the best 
outcome for residents.
We worked together using the Scottish Patient Safety Programme S.B.A.R.: (Situa-
tion, Background, Assessment and Recommendation) format. Using plan, do study 
act cycles we re� ned the tool to support care home assessment of residents and 
NHS111 triage. Completion of the S.B.A.R. has supported nurses’ decision making, 
in some cases identifying that there was no need for call. Increased the con� dence 
of nursing home sta�  when contacting NHS111. Reduced call times to NHS111 result-
ing in faster outcome for residents.  The � nal tool has been spread to Renfrewshire 
Care Homes with plan to spread to all Scottish care homes.
This work supports Commitments 3,5,6 and 7 of Scotland’s National Dementia 
Strategy 2017–2020. 62% of Adult Care Home residents are living with dementia 
and 7 out of 10 people with dementia have at least one comorbidity.
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Commitment 3: Supporting better Out of Hours Care will reduce unnecessary 
transfers to secondary care, supporting people to remain in their homelike set-
ting. Commitment 5 and 6: Many people living with dementia will receive end of 
life care in a Care Home Setting. The S.B.A.R. includes information on Advanced 
Care Planning and preferred place of care. Commitment 7: Improved information 
sharing between NHS111 and care homes should reduce the number of residents 
referred to secondary care.

PO2.25. Staff ’s perspectives on the organization of home care service to 
persons with dementia in Norway – A qualitative study

HOEL Kari-Anne1, HOEL Kari-Anne1 ,2, ROKSTAD Anne Marie Mork2 ,3, 
LICHTWARCK Bjørn2 ,4 ,5, SELBÆK Geir1 ,2, BERGH Sverre5

1� e research centre for Age-related Functional Decline and Disease, 

Innlandet Hospital trust, Ottestad, Norway,2� e Norwegian National 

Advisory Unit on Ageing and Health, Vestfold Hospital Trust, 3Faculty of 

Health and Social Sciences, Molde University College, Molde, Norway, 
4Faculty of Medicine, University of Oslo, 5Department of Geriatric Medicine, 

Oslo University Hospital, Oslo, Norway

Background: Home care service to persons with dementia in Norway varies between 
municipalities, and the complexity of the service makes it di�  cult to customize 
it to persons with dementia.
Aim: The aim of this study was to explore the sta� ’s perspectives on the organi-
zation of home care service to persons with dementia.
Materials and Methods: The study has a qualitative, descriptive design. Fi� een 
health professionals, leaders and sta�  were interviewed using a semi structured 
interview guide. The transcribed interviews were analyzed using a qualitative 
content analysis.
Results: Three main themes appeared in the material:

• Persons with dementia in home care services – what do they need? Work-
ing with persons with dementia is described as complex, and with need 
for individualization to give necessary healthcare. Spending time in the 
person’s home is used as a tool to establish the person with demen-
tia’s con� dence, and to get the opportunity to give necessary healthcare.

• Challenges in the organization of home care services to persons with 
dementia; Lack of time is described as a large problem in care for persons 
with dementia living at home. Continuity in care, described as an impor-
tant part of home care service, is di�  cult to apply although it is focused.

• Home care service to persons with dementia needs robust solutions; To 
specialize a service only for persons with dementia seems di�  cult. Prac-
tical tasks are o� en prioritized in the daily service, rather than facilitating 
for an individually adapted service.

Conclusion: There is a growing need for home care service customized to persons 
with dementia, focusing on use of time and continuity in care. Although practical 
tasks still are prioritized rather than an individually adapted service.

PO2.26. Exploring dementia care in a private nursing home for people 
with advanced dementia. An ethnographic study

HJORTH HANSEN Cathrine1, MARTINSEN Bente1, KIRKEVOLD 
Marit2

1Department of Public Health, Nursing, Aarhus University, Aarhus, 

Denmark, 2Department of Nursing Science, Oslo University, Oslo, Norway

Background: As a response to the growing number of people living with dementia 
in nursing homes, the concept of the nursing home is currently under develop-
ment. New types of nursing homes are established both in Denmark as well as in 
other parts of Europe in an attempt to improve care environments and approaches. 
In the beginning of 2016, a small private nursing home for people with advanced 
dementia – known as Dagmarsminde – was established in Denmark. The inten-
tion was to provide high quality dementia care and reduce the use of psychotropic 

medications among the residents by developing an innovative and homely care 
environment with a strong emphasis on togetherness and everyday rhythm.
Objective: The purpose of this study is to explore the culture of care in Dagmars-
minde. This kind of knowledge is valuable as it can provide new aspects to the 
ongoing debate about nursing homes for people with dementia.
Method: The study has an ethnographic research design, and the data material is 
collected by participant observations (170 hours), semi-structured interviews with 
caregivers (16) and semi-structured interviews with relatives (9).
Results & Discussion: A thematic analysis across the data material is in progress, 
and we will present the results from the � rst part of the analysis. Focus will be on 
the principal care approaches in Dagmarsminde as well as on the implications for 
residents, relatives and caregivers. Furthermore, we will discuss the meaning of 
professionalism when the concept of the nursing home changes.

PO2.27. Th e use of interactive therapy methods in home and residential 
care

SAßEN Sascha

K orian, Munich, Germany

In the past few years, many things in our living environment have changed, 
speci� cally the in� uence of new technology in our daily lives has created new 
opportunities and possibilities. As many of you certainly have heard, this new 
generation of everyday devices and gadgets is o� en referred to as ‘smart’, like in 
‘smart home’ for example. This trend is slowly beginning to spread into di� erent 
applications and domains, for example in care for the elderly, where the coining 
term is called ‘ambient assisted living’ projects, which try to integrate technological 
devices to improve the living conditions of the elderly, without being too intrusive, 
have yielded very interesting results, and look very promising. Based on those � nd-
ings, it seems a promising idea to introduce the technological innovations into 
new care and therapy concepts or devices, to improve the wellbeing and everyday 
life of people with dementia, using a variety of sensory stimuli. Sound, vibration 
and light, which people with dementia have been proven to be very receptive to, 
could be used in conjunction with moderation or storytelling to trigger memories 
of certain cherished moments in the past, or to experience fairy tales anew. People 
with dementia could be integrated into activities they would otherwise just expe-
rience, now actively participating and integrating themselves in. It would also be 
possible to integrate certain sensors to detect actions of the people with demen-
tia, to encourage movement and on the other hand gain a feedback about the 
mobility of the person using this interactive therapy device. The introduction of 
such devices could not only result in a better integration of people with dementia 
into existing therapy concepts and be an enrichment to their versatility, but could 
also prove to be an additional source of otherwise di�  cult to obtain information, 
e.g. mobility or development of tremors.

PO2.28. Positive Care

SAßEN Sascha

Korian, Munich, Germany

Everybody at the Korian group – caregivers, therapists, managers, caterers – they are 
all united in their goal to ful� l one mission using the same approach: to enhance 
the happiness and well-being of our residents in ways that go far beyond provid-
ing medical care and meeting their daily needs, as important as those factors 
may be. We call this approach Positive Care, and it translates in many ways. Posi-
tive Care enhances seniors’ well-being and brings joy into their lives as part of an 
excellent standard of care.
It’s a way of being and doing that is led from the heart, while maintaining a perfectly 
safe care framework. It’s about establishing an individual care pathway for each 
person based on their needs and wishes, whatever health requirements they may 
have. It’s about seamlessly adjusting to a person’s pace and helping them to pre-
serve their abilities in a specially adapted setting where they feel safe and con� dent.
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A special training program using a blended learning system has been developed 
for all our sta�  and is applied to all facilities. With particular focus on non-phar-
macological therapies we aim to maintain physical and motor skills as well as 
cognitive skills and to prevent psychological and behavioral disorders. These three 
areas constitute the central pillars of the project. All facilities are equipped with dis-
tinct material to be able to implement and apply interventions that were specially 
chosen and scienti� cally approved to pursue the common objective. To evaluate 
the impacts on residents’ well-being a scienti� c evaluation is planned a� er the 
implementation in all facilities. It requires dedicated teams that are always will-
ing to question their own methods, to make progress and constantly strive to 
show more empathy and improve their listening skills to keep pace with the ris-
ing expectations of residents and their relatives.

PO2.29. Conceptual design and aims of the “Digital Dementia Registry 
Bavaria” (digiDEM Bayern)

DIETZEL Nikolas1, KARRER Linda1, KRATZER André2, REICHHOLD 
Michael3, TRINKWALTER Jörg4, PROKOSCH Hans-Ulrich3, 
GRAESSEL Elmar2, KOLOMINSKY-RABAS Peter1

1Interdisciplinary Center for Health Technology Assessment (HTA) and 

Public Health (IZPH), Friedrich-Alexander University Erlangen-Nürnberg 

(FAU), Erlangen, Germany, 2Center for Health Services Research in 

Medicine, Department of Psychiatry and Psychotherapy, University 

Hospital Erlangen, Friedrich-Alexander University Erlangen-Nürnberg 

(FAU), Erlangen, Germany, 3 Friedrich-Alexander University Erlangen-

Nürnberg (FAU), Erlangen, Germany, 4Medical Valley EMN, Erlangen, 

Germany

Background: There are currently more than 240.000 people with dementia (PwD) 
living in Bavaria. This number is predicted to rise up to 340.000 PwD until 2032. 
Therefore, the care of PwD will be one of the major challenges for societies in 
the future. Aim of the “Digital Dementia Registry Bavaria” (digiDEM Bayern) is 
the development of a population-based registry in order to get a better under-
standing of the long-term course of dementia and the care situations in Bavaria. 
Furthermore, digital services for PwD, caregivers, voluntaries and interested citi-
zens will be provided.
Methods: digiDEM Bayern is a longitudinal study with follow-ups a� er six (t6) and 
twelve months (t12) and a� erwards on a yearly basis (t24, t36). Data will be collected 
by standardised face-to-face interviews in cooperation with local professionals in 
all seven Bavarian administrative regions. Validated and well-designed instruments 
will be used. The project is planned for � ve years (2019–2023).
Results: digiDEM will collect comprehensive longitudinal data on the one hand and 
provide digital services on the other hand. There will be a digital guide for PwD and 
their informal caregiver; digital therapy o� ers for PwD and people with cognitive 
impairments; a digital support platform for voluntaries and a digital participation 
platform for interested citizens.
Conclusion: It is to be expected that digiDEM Bayern will generate valid long-term 
care data, which will help improving the care settings in all seven administrative 
regions. Moreover, digiDEM Bayern will facilitate a better orientation within the 
jungle of care services. Digital interventions will have a positive impact on the 
course of cognitive decline. The widespread digital approach will ensure a broad 
access, in particular for people living in rural areas.
Funding Notice: digiDEM Bayern is funded by the Bavarian Ministry of Health and 
Care as part of BAYERN DIGITAL II (funding code: G42d-G8300-2017/1606-83).

PO2.30. Palliative care of people with advanced dementia who are cared 
for at home and in long term care

SLAWIK Till1, FLEISCHHAKER Mareike1, ROßMEIER Carola1, 
HARTMANN Julia1, SCHNEIDER-SCHELTE Helga2, TENSIL Maria1, 
KEHL Victoria3, EGERT-SCHWENDER Silvia3, JOX Ralf4, DIEHL-
SCHMID Janine1

1Technical University of Munich, School of Medicine, Department of 

Psychiatry, Munich, Germany, 2German Alzheimer Association, Berlin, 

Germany, 3Institut für Medizinische Informatik, Statistik und Epidemiologie 

Münchner Studienzentrum, Münchner Studienzentrum, Munich, Germany, 
4Geriatric Palliative Care, Department of Medicine, Lausanne University 

Hospital, Lausanne, Switzerland

Background: One aim of the prospective cohort study EPYLOGE (IssuEs in Palliative 
care for people in advanced and terminal stages of Young-onset and Late-Onset 
dementia in GErmany) is to compare patients with advanced dementia, who are 
cared for at home and in long term care (LTC). A special focus lies on patient symp-
toms and caregiver burden.
Methods: During EPYLOGE study visits patients were examined in detail, stand-
ardized caregiver interviews were performed, and patient � les were analysed. As 
of Dec 31st, 2018, 122 patients were included, 52 of which were cared for at home 
and 70 in an LTC facility.
Results: Overall, symptom management, caregiver’s satisfaction with care and 
patient’s quality of life were rated as “fair” on average. Symptoms and comfort did 
not di� er much between community-dwelling and LTC patients: Cognitive impair-
ment was slightly worse in the latter. There were no signi� cant di� erences regarding 
severity of dementia, impairment of activities of daily living, neuropsychiatric 
symptoms, su� ering, pain and quality of life. In addition, psychotropic drug ther-
apy did not vary. Signi� cant di� erences, however, were observed amongst family 
caregivers: those who cared for patients at home were considerably older, were less 
satis� ed with patient care, had a higher depression score and felt more strained.
Conclusion: The preliminary results show the urgent need to provide family caregiv-
ers who care for a patient with advanced dementia at home with more support, 
both � nancially and structurally.

PO2.31. Silence is not golden: Support needs of people with dementia 
who have communication diffi  culties. Validation of the 
Communication Support-Needs Assessment Tool (CoSNAT-D)

KREIN Luisa1, JEON Yun-Hee1, MILLER AMBERBER Amanda2

1University of Sydney, Sydney, Australia, 2Charles Sturt University, Sydney, 

Australia

Background: The ability to communicate is key to human connection and essen-
tial for building and maintaining relationships, education, work and participation 
in everyday life. The majority of people with dementia experience language and 
communication impairment (LCI) at some stage of the disease progression. While 
evidence-based, non-pharmacological interventions and strategies are available, 
timely and adequate (specialist) support services are currently only provided on 
an ad-hoc basis. The need for a timely identi� cation of LCI is paramount. The aim 
of the study was to develop and validate a communication-support needs assess-
ment tool (CoSNAT-D) to assist community-based health care professionals in the 
early identi� cation of LCI as well as support needs of people living with demen-
tia and their families. Method: Tool development processes involved establishing 
a guiding theoretical framework based on a review of 18 existing tools; end-user 
consultations for face validity (n=7 people with dementia, n=15 caregivers), and 
a modi� ed Delphi approach for content validity. The required level of agreement 
regarding relevance and importance of items was set at 70% and determined by 
an international expert panel (n=28). Results: The pilot version of the CoSNAT-D 
comprises 35 items. End-users and experts in the � eld of dementia and communica-
tion con� rmed face- and content validity. Qualitative content analysis of end-user 
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interviews showed limited knowledge of caregivers and people with dementia 
about available communication-support services. Expert consensus regarding 
content validity of the items was reached within three rounds for all 35 items and 
two items were omitted. Conclusion: CoSNAT-D is a simple tool aiming to address 
a gap in specialist service delivery for people with dementia who experience LCI. 
The initial validation results provide potential for improving care of people with 
dementia and management pathways. Additional testing of other relevant psy-
chometric properties in a community care context is warranted.

PO3. Memory clinics and centres

PO3.2. Public network of day centers specialized in Alzheimer’s and 
other neurodegenerative dementias

RODRÍGUEZ BERNÁRDEZ Juan Carlos, HERMIDA PORTO Javier

Federación Alzheimer Galicia, Santiago de Compostela, Spain

Goals:
• Strengthen the existence of specialized quality centers that provide ade-

quate care for people with dementia
• Keep users in their social and family environment, avoiding their 

institutionalization
• Facilitate the reconciliation of the work and personal life of the caregivers
• Provide the integrated centers in the network with permanent access to 

information, allowing the generation of lines of research that contribute 
to a better knowledge of the disease and favoring the adoption of thera-
peutic measures that are e� ective

• Provide the entire family network with a communication channel that 
allows reliable and up-to-date information on existing resources for the 
treatment of dementias

• Encourage the development of social support networks.
Methodology: The Federation Azhéimer Galicia, together with its federated associa-
tions and in collaboration with the Xunta de Galicia began in 2008 the launching 
of a Galician network of public day care centers for people with Alzheimer’s and 
other neurodegenerative dementias.
They provide comprehensive care to users in their basic needs, social and psy-
chological, ensuring the e� ective application of therapeutic measures that are 
e� ective in each case.
Likewise, support is o� ered to informal caregivers through social and psychologi-
cal care, counselling on cognitive stimulation, adaptation of the environment and 
technical aids that are needed, in order to improve the quality of care. care they pro-
vide, reduce the workload and improve the quality of life of the families who care.
Results: Creation of 7 public day centers distributed throughout Galicia with more 
than 300 places for people with dementia.
Conclusions. These services make Galicia the only Spanish autonomous community 
that o� ers a network of these characteristics and that is managed by associations.

PO3.3. Development of an interactive visualization tool of 
neuropsychological test results

GRUTERS Angélique1, RAMAKERS Inez2, VERHEY Frans2, KESSELS 
Roy3, DE VUGT Marjolein 2

1Maastricht University, Alzheimer Center Limburg, Maastricht, 

Netherlands, 2Department of Psychiatry and Neuropsychology, School for 

Mental Health and Neuroscience, Alzheimer Center Limburg, Maastricht 

University, Maastricht, Netherlands, 3Donders Institute for Brain, Cognition 

and Behaviour, Radboud University Nijmegen, Nijmegen, Netherlands. 

Department of Medical Psychology & Radboud UMC Alzheimer Center, 

Radboud UMC, Nijmegen, Netherlands 

Objectives: Due to the rising prevalence of dementia, the question whether cogni-
tive complaints are related to normal aging or an early sign of a neurodegenerative 

disease will become increasingly important. A neuropsychological assessment 
(NPA) is o� en used in the timely diagnosis of dementia. However, psychologists 
experience that it can be a challenge to adequately explain neuropsychological 
� ndings to patients. O� ering neuropsychological feedback has been shown to 
improve quality of life and social adjustment. The aim of this study was to develop 
a web-based visualization tool of neuropsychological performances to support 
professional-patient communication.  
Methods: During the ‘Innovations in Neuropsychological assessment in diagnostics 
of Dementia’ (INPAD) project a visual tool was developed using an iterative step-
wise approach (six phases) to determine quality, usability, and feasibility. In each 
phase, feedback was collected from patients and family members (focus groups, 
client panel), or psychologists (think-aloud sessions) to adapt and optimize the tool.
Results: One of the major themes emerging from the focus groups was low informa-
tion retention during the visit to the memory clinic. Visual aids in lay-men language 
would have helped during their consultation. The think-aloud sessions showed that 
psychologists considered it valuable to visualize NPA � ndings to support patient 
communication and that the usability of the visual tool was high. Furthermore, 
feedback during the focus groups and think-aloud sessions on the visual tool was 
given (e.g., used norms and tests) which was adapted in the prototype.
Conclusion: Feedback from di� erent viewpoints (patient, family member, psycholo-
gists) added important information to optimize the prototype of the visual tool. 
Overall, a visual display of the cognitive pro� le with insights into daily life was 
considered bene� cial to clinical practice by patients, family members and clinical 
experts. Currently, we are carrying out a pilot study (phase 5) in three Dutch hos-
pitals, to investigate feasibility in clinical practice.

PO3.4. Experience with neuropsychological assessment and diagnostic 
disclosure in memory clinic visitors and their family members: 
A qualitative study

GRUTERS Angélique1, CHRISTIE Hannah2, RAMAKERS Inez2, 
VERHEY Frans2, KESSELS Roy3, DE VUGT Marjolein 2

1Maastricht University, Alzheimer Center Limburg, Maastricht, 

Netherlands, 2Department of Psychiatry and Neuropsychology, School for 

Mental Health and Neuroscience, Alzheimer Center Limburg, Maastricht 

University, Maastricht, Netherlands 3Donders Institute for Brain, Cognition 

and Behaviour, Radboud University, Nijmegen, Netherlands; Department 

of Medical Psychology & Radboudumc Alzheimer Center, Radboud UMC, 

Nijmegen, Netherlands 

Objective: One of the most o� en used assessment tools in the early diagnostics 
of dementia is a neuropsychological assessment (NPA). An NPA o� ers insight into 
cognitive strengths and weakness, and has been shown to be related to improved 
diagnostic accuracy and treatment planning. There is increasing attention for 
exploration of patient experiences in mental health care. However, little research 
has been done with regards to the experience of both memory clinic visitors (MC) 
and their family members with an NPA. The aim of this study was to gain insight 
into the perspective of MC visitors and their family members with an NPA and 
the diagnostic disclosure.
Method: Participants (with or without cognitive impairment) and their family mem-
bers referred to three Dutch MCs for an NPA were recruited. Four focus groups with 
18 MC visitors and 17 family members (11 dyads) were analyzed using both induc-
tive and deductive content analysis.
Results: Three themes emerged from the focus groups: uncertainty, the early diag-
nostic paradox, and knowledge utilization. Uncertainty was experienced during 
the whole diagnostic trajectory. The early diagnostic paradox refers to the coexist-
ence of negative emotions, such as confrontation with neuropsychological de� cits, 
feeling of frustration or exhaustion during the assessment, and the experience of 
positive emotions, such as relief due to certainty about the diagnosis. It was also 
found that there was a low retention of medical information and that this further 
increased the levels of uncertainty.
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Conclusion: Uncertainty can be reduced by using clear communication, limiting 
interruptions during an NPA, and paying attention to infrastructural details. Low 
information retention could be improved by visual aids. Finally, visitors appreci-
ated being provided with neuropsychological feedback on the cognitive strengths 
and weaknesses and with guidance on how to manage this in their daily lives.

PO3.5. Is an individually designed memory aids intervention more 
benefi cial than commonly available advice? (DESCANT)

REDDY Leena1 ,2, MCCOY shani1 ,3

1Berkshire Healthcare Foundation Trust, Reading, United Kingdom, 
2Member of the Royal College of Psychiatrists, Reading, United Kingdom, 
3British Psychological Society, University of Reading, Reading, United 

Kingdom

People living with dementia and their carers are o� en guided to use memory aids 
as part of the advice related to living well with dementia. However, the e�  cacy of 
memory aids has not been properly evaluated nor does the advice typically address 
the particular symptoms and / or goals of the individual.
DESCANT is a UK based study developed by Manchester University, conducted over 
six months within six NHS mental health trusts. As the Principle Investigator and 
Study Co-ordinator of Berkshire Healthcare Foundation Trust, we will be presenting 
this study in cooperation with the University of Manchester team.
The study is a pragmatic, randomised, controlled trial with the aim of evaluating 
both the e�  cacy and cost e� ectiveness of a personalised intervention (delivered 
by a Dementia Support Practitioner) in the use of a variety of memory aids rela-
tive to ‘treatment as usual’.
20 participants diagnosed with mild to moderate dementia were recruited at each 
site. Participants were randomised into an experimental group (receiving a person-
alised intervention by a dementia support practitioner) and ‘treatment as usual’ 
group (control). The memory aids consisted of a number of readily available items 
incl. day / date clocks, white boards, and diaries. These were chosen in accordance 
with the Ministerial Advisory Group on Dementia Research (MAGDR) as being cheap, 
realistic and scalable. The primary outcome measure is the Bristol Activities of 
Daily Living (BADLS) with secondary measures being the S-MMSE and EQ-5D-5L. 
The measures are taken at baseline, three, and six months’ post intervention.  
The study is currently in the post intervention data analysis stage but we hope 
to provide some preliminary trend analysis in time for the conference. However, 
participants already report that the intervention is well received.

PO3.6. Bridging the diagnosis gap in Young Onset Dementia 
for improved diagnostic coding, service planning and 
commissioning

REDDY Leena1, HUSSEY Jacqui2

1Berkshire Healthcare Foundation Trust NHS, Reading, United Kingdom, 
2Consultant Psychiatrist, Reading, United Kingdom

In 2014, Alzheimer’s Society published updated prevalence rates predicting that 
there should be at least 42,325 people living with Young Onset Dementia (YOD) in 
the UK. Information on actual numbers of people with dementia are entered by GP 
practices on to the Quality Outcomes Framework (QOF) dementia register, using a 
coding system for di� erent dementia subtypes called Read codes. The QOF register 
helps identify the number of people with a diagnosis of dementia and the num-
bers whose care is reviewed each year, as well as provides the numbers to inform 
service planning and commissioning.
Using the Wokingham Older Adult Mental Health Service, Berkshire, UK as an 
example, August 2018 � gures illustrate that the prevalence of people who received 
a YOD diagnosis on the QOF register is signi� cantly less than the estimated preva-
lence, hence a diagnosis gap.
There are a number of possible factors to explain low diagnosis rates in YOD such 
as the tendency to present with non-cognitive symptoms, to have rarer forms of 

dementia making it more di�  cult for GPs to identify it, or the frequent absence 
of a co-ordinated referral or care pathway. Delays in diagnosis can therefore result, 
along with a lack of age- appropriate and e� ective post-diagnostic support services 
including psycho-social interventions. There is also a coding problem, which arises 
because GP Read codes only have a code for young onset Alzheimer’s disease but 
no other subtypes of dementia.
Earlier recognition through better public and GP education, clear referral and diag-
nostic pathways, and revising the coding of subtypes of young onset dementia to 
accurately record numbers could help us improve time to diagnosis and ensure 
people living with YOD and their families receive the right services at the right time.

PO3.7. Establish rapid ways for dementia diagnosis and increase the 
accuracy of diagnosis

LIN Shao-Ping1, LIU Chien-Liang1, HSU Ya-Chuan2

1Taipei City Hospital, Taipei City, Taiwan, Province of China, 2Taipei City, 

Taiwan, Province of China

For responding to the special situation of suspected demented su� erers and reliev-
ing burdens of accompanying for those family, the Taipei City United Hospital 
established three rapid diagnostic modes for dementia. Quick diagnosis: coor-
dinate the radiology department and psychologist, accompanied by volunteers 
trained in dementia, all the dementia-related examinations can be completed in 
half a day, reducing the frequency of cases and family members returning to the 
hospital, simplifying the diagnosis process, which serving 25 cases in 2018. Home 
diagnosis: the medical team visit the suspected demented su� erers, who were 
di�  cult to hospital for dementia diagnosis, or who were no insight for those dis-
ease, to achieve attentive dementia diagnosis services, which serving 16 cases in 
2018. Hospitalization diagnosis: suspected demented su� erers who living alone 
or with emotional behavior, diagnosed by hospitalization. Via hospitalization, it 
improved symptoms and home life.

PO3.8. Taipei City Hospital integrated dementia care center care model

LIN Shao-Ping1, LIU Chien-Liang1, HSU Ya-Chuan2

1Taipei City Hospital, Taipei City, Taiwan, Province of China, 2Taipei City, 

Taiwan, Province of China

The Taipei City Hospital has established a family centered dementia care model 
to take care of dementia cases and families in the Taipei city area. The model is 
based on a community-initiated comprehensive care service for dementia. Assist 
the community to suspect dementia cases, complete the diagnosis of dementia 
within half a year, providing medical care services related to dementia families 
through a case management model, and provide appropriate health education 
and resource referral for the dementia caregiver with families. Providing family 
support services for family members with dementia experience di� erent stages of 
dementia care needs. When people with dementia need medical service, we con-
nect the medical team to provide appropriate acute illness care, due to we hope 
each dementia family receive appropriate care, and reduces the burden on the 
dementia caregiver and family. This reduces the burden on the caregiver. In 2018, 
the number of intelligent case management services was 820, and the total number 
of newly diagnosed dementias was 379. In 2018, the number of dementia manage-
ment services was 820, and the number of newly diagnosed dementia was 379.
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PO3.9. Th e underrecognition of neuropsychiatric symptoms in 
individuals with Alzheimer’s disease at the memory clinic

EIKELBOOM Willem1, PAN Michel1, COESMANS Michiel2, VAN DEN 
BERG Esther1, SINGLETON Ellen3, MATTACE RASO Francesco4, 
VAN SWIETEN John1, OSSENKOPPELE Rik3, PAPMA Janne1

1Department of Neurology, Erasmus MC, University Medical Center, 

Rotterdam, Netherlands, 2Department of Psychiatry, Erasmus MC, 

University Medical Center, Rotterdam, Netherlands, 3Alzheimer Center 

and Department of Neurology, Amsterdam University Medical Centers, 

Amsterdam, Netherlands, 4Department of Geriatric Medicine, Erasmus MC, 

University Medical Center, Rotterdam, Netherlands

Background: Neuropsychiatric symptoms (NPS) are nearly universal in persons with 
Alzheimer’s disease (AD) and are associated with disadvantageous clinical out-
comes. However, clinicians and researchers worldwide have suggested that NPS 
are currently underrecognized in the diagnostic phase. Insights in this potential 
underrecognition will improve the early recognition of NPS, which is imperative 
for early and appropriate treatment.
Methods: We investigated the electronic medical charts written by neurologists 
and geriatricians during the diagnostic phase of 114 persons diagnosed with AD 
dementia and 44 individuals with mild cognitive impairment due to AD at the mem-
ory clinic of the Erasmus MC Rotterdam, the Netherlands. Prevalence of NPS in the 
charts was compared with the Neuropsychiatric Inventory-Questionnaire (NPI-Q) 
assessments � lled in by caregivers to make statements about the underrecogni-
tion of NPS in AD. Next, binary logistic regressions were performed to examine 
predictors of underrecognition.
Results: Only 42% (274/651) of all the NPS reported on the NPI-Q were mentioned 
in the medical charts. There was a substantial heterogeneity in the underrecogni-
tion of NPS across the di� erent symptoms, with agreement between NPI-Q and the 
chart ranging from 65% (49/76) for apathy to 3% (7/41) for euphoria. In only 15% 
(98/651) of the cases were NPS mentioned in the charts under ‘patient history’ also 
mentioned under ‘treatment advice’, suggesting that NPS are o� en undertreated 
even when they are being recognized. Underrecognition of NPS was signi� cantly 
higher in female patients (OR=0.30), patients with early-onset AD (ORs=0.14–0.21), 
in less severe and prevalent NPS (OR=0.04), and in those who visited the clinic in 
the past (ORs=0.74–0.76).
Conclusions: Our results support the notion that NPS are currently underrecognized 
and undertreated in AD in the memory clinic. These analyses will be extended in 
future analyses using multicenter medical charts of > 3000 individuals with AD 
that will be studied using natural language processing.

PO3.10. Detection and management of neuropsychiatric symptoms in 
diff erent dementia care settings in the Netherlands

EIKELBOOM Willem1, BAKKER Christian2, VAN DEN BERG Esther1, 
APPELHOF Britt2, VAN DUINEN-VAN DEN IJSSEL Jeannette2, 
COESMANS Michiel3, SINGLETON Ellen4, RIK Ossenkoppele4, 
KOOPMANS Raymond2, PAPMA Janne1

1Department of Neurology, Erasmus MC, University Medical Center, 

Rotterdam, Netherlands, 2Department of Primary and Community Care, 

Radboud UMC, Nijmegen, Netherlands, 3Department of Psychiatry, 

Erasmus MC, University Medical Center, Rotterdam, Netherlands, 
4Alzheimer Center and Department of Neurology, Amsterdam University 

Medical Centers, Amsterdam, Netherlands

Background: Neuropsychiatric symptoms (NPS) include behavioral manifestations 
such as depression, apathy, agitation, and psychosis and a� ect nearly all persons 
with dementia during the course of their disease. NPS reduce quality of life, and 
are related to high levels of caregiver burden and a more progressive course of 
the dementia. However, NPS are currently underrecognized and undertreated in 
both memory clinics and nursing homes. Based on the outcomes of the BEAT-IT 

and BEYOND-II studies, we will provide an overview of the current state of NPS 
management and formulate recommendations on how to improve early detec-
tion and structured management of NPS bene� cial for dementia care in Europe.
Methods: To study the (under)recognition of NPS in the memory clinic, the BEAT-IT 
study compared the prevalence of NPS in medical charts of individuals with (pre-
clinical)dementia with their Neuropsychiatric Inventory-Questionnaire (NPI-Q) 
assessment. The BEYOND-II study evaluated a care program developed to structure 
the management of NPS in the nursing home, whereas a similar method is cur-
rently being investigated in the outpatient setting by the BEAT-IT study.
Results: Preliminary results of the BEAT-IT study show that only 42% (ranging 64.5–
2.6% for individual NPS) of all the NPS reported on the NPI-Q were also mentioned 
in the medical chart of patients visiting the memory clinic. Furthermore, NPS were 
rarely treated even when detected by clinicians. The BEYOND-II study found no 
di� erences on primary outcomes between the intervention condition and care 
as usual. Yet, the process evaluation showed high levels of satisfaction with the 
intervention among nurses and revealed which factors a� ected implementation.
Conclusions: The BEAT-IT and BEYOND-II studies aim to enhance awareness among 
clinicians to recognize NPS in dementia and stress the importance of a non-pharma-
cological, multidisciplinary, and structured approach to treat NPS. We will provide 
recommendations on how to implement structured management programs into 
dementia care.

PO3.11. Th e “KARELLEION” integrated Alzheimer’s and related 
disorders unit: Structure, functions and goals

ZACHARIADIS Andreas, CHRYSIKAKOU Iliana, 
EFTHYMIOPOULOU Catherine

Karelleion Integrated Alzheimer and related disorders Unit, of the “Apostoli” 

charitable organization, of the Holy Archdiocese of Athens, Greece 

The “Karelleion” Integrated Alzheimer’s and Related Disorders Unit, which is a part of 
the “Apostoli” charitable organization, of the Holy Archdiocese of Athens, is provid-
ing specialized high-level services, to patients with Alzheimer’s and related disorders.
The unit consists of, an inpatient department, with a capacity to accommodate 
15 patients on a permanent basis and also an extra capacity to simultaneously 
accommodate 5 more patients, on a short-term basis, aiming to relieving their 
families for a brief period of time, from the burden of their care. It also comprises 
a day center, to which patients with dementia may participate. Patients, caregiv-
ers, as well as healthy elderly individuals, may also receive specialized information, 
consultation as well as education, as far as dementia and preventive measures are 
concerned. And last but not least, we have a memory clinic, which is a specialist 
outpatient service, into which anyone interested may be examined, as far as their 
cognitive functions are concerned, by a psychiatrist and a psychologist. If need 
be, they can also be followed-up by the psychiatrist and receive prescriptions for 
medication or referrals for further diagnostic control.
The services we provide are oriented, in such a way, so as to provide to the person 
with dementia, the best possible level of specialized medical and nursing care, as 
well as specialized therapies like occupational therapy, physiotherapy and music 
therapy. Counselling and psychological support to caregivers, is also provided.
At the “Karelleion” we believe that life-long education is an imperative and in 
this context we have launched informative campaigns about Alzheimer’s nation-
wide, and perform memory tests to individuals, throughout the country. We also 
carry out psychoeducative seminars on dementia and we participate in various 
congresses and conferences. In addition to the previous, the unit also provides 
practice to psychology and physiotherapy students.
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PO4. Needs and experiences of people with dementia and their 
family caregivers

PO4.1. Lonely or not? How do we really know?

HARTIGAN Irene, CORNALLY Nicola, JENNING Aisling, FOLEY 
Tony, MÜLLER Nicole, PARK Gyunghee, TIMMONS Suzanne

University College Cork, Cork, Ireland

Background: Loneliness has been shown to have direct negative consequences 
on people’s health. Research has identi� ed that loneliness can increase a per-
son’s risk of mortality as much as smoking or alcohol consumption. People with 
dementia are at particular risk of loneliness and social isolation. This can nega-
tively impact on a person with dementia’s health and quality of life. To e� ectively 
address loneliness in dementia we must � rst understand how people with demen-
tia experience loneliness.
Aim: To explore the concept of loneliness and dementia.
Methods: Interviews were conducted with people living with dementia (PLwD). 
Participants comprised of eight community-dwelling individuals, aged 55 years 
and older (mean = 63.8; range = 55–77), who were each diagnosed with dementia 
at least one year prior to interview (range = 1.16 – >5 years). Interviews were con-
ducted in participants’ homes using a semi-structured format and lasted between 
37–74 minutes.
Results: Three key themes were identi� ed: the importance of maintaining mean-
ingful relationships, maintaining independence and socio-cultural in� uences on 
individual perceptions of loneliness and dementia. The results emphasise the 
importance of maintaining both a sense of self and meaningful relationships with 
others post-diagnosis for individuals who identi� ed themselves as “not lonely”. 
PLwD reported that the maintenance of social connection aids in fostering a sense 
of self-worth and self-management, which in turn mitigates feelings of loneliness.
The majority of participants existing social connections with others was estab-
lished prior to their diagnosis, although the maintenance of these relationships 
may have required an adjustment of their premorbid routines and method of social 
engagement. This suggests that individual feelings of loneliness or lack thereof are 
not directly correlated to the coping mechanisms most commonly employed by 
individuals with dementia. Further exploration is need to understand how PLwD, 
who live at home, perceive or experience loneliness.

PO4.2. Advance care planning for people with dementia. A review of 
reviews on eff ectiveness, experiences, perceptions and views

VAN DAEL Annelien1, BUNN Frances2, LYNCH Jennifer2, PIVODIC 
Lara1, VAN DEN BLOCK Lieve1, GOODMAN Claire2

1End-of-Life Care Research Group, VUB, Brussels, Belgium, 2Centre for 

Research in Primary and Community Care, University of Hertfordshire, 

Hat� eld, United Kingdom

The importance of advance care planning (ACP) for people with dementia is increas-
ingly recognized in palliative care research. This review of reviews aims to synthesize 
the evidence on e� ectiveness, experiences, perceptions and views of ACP for peo-
ple with dementia and their carers.
PubMed, CINAHL Plus, SCOPUS, Social Care Online and Cochrane Library (CDSR 
& DARE), were searched (July 2018). No year limit applied. Review articles eligi-
ble for inclusion 1) evaluated e� ectiveness of ACP for people with dementia, or 
2) described experiences, perceptions or views of ACP of people with dementia 
and their carers. Additional searches were conducted (September 2018) to iden-
tify primary studies published between 2016–2018 and not included in any of the 
reviews. Methodological quality was assessed using AMSTAR-2 and the Joanna 
Briggs Institute instruments. 
Nineteen reviews and 11 primary articles of variable quality and with a range of 
ACP de� nitions were included. Results showed ACP to be e� ective for people with 
dementia leading to increased concordance between care received and prior wishes, 

lower rates of hospitalization and satisfaction with care for people with dementia 
and carers. Analysis of the experiences, perceptions and views of ACP for people 
with dementia identi� ed six recurring themes around how a dementia diagno-
sis a� ected, 1) the ACP approach, 2) the timing and process of ACP, 3) training for 
healthcare professionals, as well as people with dementia and their carers, 4) 
relationships between healthcare professionals and carers and between carers 
and people with dementia, 5) roles and responsibilities of healthcare profession-
als and 6) resources needed. 
In conclusion; ACP interventions have shown to be e� ective for people with demen-
tia and their carers leading to satisfaction with care and improved personal and 
organizational outcomes. Education on topics related to diminishing decision-
making capacity is key to optimize the ACP process for people with dementia 
and their carers.    

PO4.3. Diverse longitudinal trajectories of depressive symptoms on 
family caregivers of persons with Alzheimer disease

VÄLIMÄKI Tarja1, HALLIKAINEN Ilona2, KOIVISTO Anne 2

1Department of Nursing Science, University of Eastern Finland, Kuopio, 

Finland , 2Institute of Clinical medicine, Neurology, School of Medicine, 

University of Eastern Finland, Kuopio, Finland  

Objectives: The care of Alzheimer’s disease (AD) relies on family caregivers (FC). 
Depression may have a remarkable impact on their health and well-being. On the 
other hand, physical and psychological well-being together with the changed life 
situation e� ect experienced distress, which may increase depressive symptoms. 
It is vital to identify FCs who have depression at the early stage of caregiving and 
if that predicts emerging distress and a� ects health.
Methods: This study is a part of the � ve-year ALSOVA-study with annual follow-ups 
(FUs). Total of 226 FCs and persons with Alzheimer’s disease (AD) were included 
in this sub-study.  The Beck Depression Inventory (BDI) was used to analyze FC’ 
depressive symptoms. First, we identi� ed di� erent trajectories of FC’s depression. 
Then, di� erences in age, education, and gender of both, care relationship, AD-related 
symptoms, and FC’s health factors were analyzed between the trajectory groups. 
Results: We found three trajectories in FC’s depressive symptoms: At the time of 
CR’s AD diagnosis and baseline 1) Few (7.5 %) of FCs had depressive symptoms 
which diminished during FU, 2) 32.7 % of FC’s had depressive symptoms which 
increased over FU and, 3) 59.7 % had minor depressive symptoms all the time. 
Several demographic variables, FC’s distress, and CR’s neuropsychiatric symptoms 
di� ered between groups.
Conclusions: Depressive symptoms increased in third of FCs during extended car-
egiving. Most FC’s have few depressive symptoms although challenges caregiving 
may cause. In clinical practice, it is essential to recognize risk and supportive fac-
tors that are related to FC’s well-being.

PO4.4. Der Demenz-Podcast. A podcast series for relatives of people 
with dementia

SCHÖN Christine

Herzton-Mediale Begegnungsräume für Generationen e.V. (Heart Sound – 

media based meeting places for generations), Berlin, Germany

Dementia a� ects not only the person who receives the diagnosis: Particularly 
relatives who take care of people with dementia are highly stressed by providing 
support. Not only do they work 24/7, they are also dealing with the changes of a per-
son they love and in addition, have to deal with authorities, insurances and doctors.
O� en, there is not enough time for the care-giving relatives to get all the infor-
mation they need. In particular, there is a lack of easily accessible o� ers that cost 
nothing and yet are of high quality.
In order to � ll this gap, we produce a monthly podcast for relatives of people with 
dementia that o� ers help and is free of charge. With the support of experts (people 
with dementia, family caregivers, doctors, nurses, social pedagogues, psychologists 
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etc.) we talk about one speci� c topic in every episode – that can be listened to while 
preparing breakfast, driving to work or day care. The podcast o� ers very concrete 
support and answers questions like: Is a diagnosis important? How can we spend 
meaningful time together? How can we deal with dementia in public? How can 
we respond appropriately when the beloved person changes, e.g. when he or she 
becomes aggressive, anxious or suspicious. Legal aspects are addressed: Matters 
such as the powers of attorney, a disabled ID card, legal support in case of busi-
ness inability. And very important: How can a caring relative continue to live a 
ful� lling and happy life without burning out?
Each podcast episode is about 30 minutes long. The dementia podcast is available 
on streaming platforms, pod catchers and on www.demenz-podcast.de
In my poster presentation, I will provide audio samples and will report on the expe-
riences of 6 months online – to hopefully encourage people in other countries to 
provide a dementia-podcast in their language.

PO4.5. Establish a universal health care network of people with 
dementia and their family caregivers in Taipei city

LIN Hui-Ya1, LIU Wei- Hsien2, WANG Suh-Chin2, 
L EE Pi-Hui2, HUANG Shier-Chieg2, LIU Chien-Liang2,
C HEN Li- Wen
1Department of Health, Taipei City Government, Taipei, Taiwan, Province 

of China, 2Taipei, Taiwan, Province of China

The goal is to transform Taipei into a healthy, happy, and tolerant city. The popula-
tion of people with dementia in Taipei is estimated to be at 38,990.  To fully support 
people with dementia and their family caregivers, the Department of Health of 
Taipei City Government developed a variety of people-centered resources that 
encompass prevention, screening, and post-diagnosis care.
The establishments in 2018, include 12 hospitals for diagnosis, 6 hospitals for case 
management, 2 Integrated Dementia Care Centers (IDCC), 11 Support centers for 
People with Dementia and their Families (SPDF), 1 group house for people with 
dementia, and 24 day care centers. Other services, professional dementia care 
training, family caregiver training, and courses for regaining self- con� dence and 
maintaining daily activities. To plan continuing Care Retirement Communities 
(CCRCs) for dementia care, will be established in Beitou (at the reserve for Xiushan 
Elementary School). Together, these e� orts comprise a dementia care network in 
Taipei City.
With municipal funding, Taipei City integrated health centers, hospitals, clinics, and 
Department of Social Welfare branches throughout twelve districts. 56,833 people 
were seniors checkup and screened for dementia in 2018.  Among suspected cases 
referred to twelve specially designated dementia clinics and hospitals for diagnosis 
in Taipei, 1,844 people received a positive diagnosis. According to the symptoms 
severity or needs, continued service for people with dementia is available to pro-
vide people-centered case management and develop strategies that prevent them 
from getting lost. In 2019, the city increased the number of IDCCs to 5 and SPDFs 
to 24 (2 in each administrative area) to implement area-speci� c service and care. 
Through these methods described above, the city has provided service to a total 
of 290,000 people. Our successful model can be applied to areas outside of Taiwan 
to create a better care environment for people living with dementia.

PO4.6. Respite care for people with dementia in Taipei city

LIN Hui-Ya1, LIU Wei- Hsien2, WANG Suh-Chin3, LEE Pi-Hui4, 
HUANG Shier-Chieg5, LIU Chien-Liang6

1Department of Health, Taipei City Government, Taipei, Taiwan, Province 

of China, 2Taipei, Taiwan, Province of China

Caring for people with dementia can be a long and di�  cult process. The average 
length of care in Taiwan is 9.9 years. To alleviate the burden and stress on family 
caregivers, the new Long-Term Care Assessment 2.0 has taken the burden on car-
egivers into consideration. A� er a professional assessment, the most appropriate 

service will be provided based on case requirements, and respite care or psycho-
logical counseling will be given to caregivers. Respite care is available according 
to the level of disability. CMS Level 2–6: NT $32,340/year/person and CMS Level 
7–8: NT $48,510/year/person. There are 3 kinds of respite care: (1) Institutional res-
pite care: 24-hour care including nursing, bathing, dining, taking medication, and 
making activity arrangements (each session is 24 hours). (2) Home respite care: 
dementia care services provided by resident care attendants in requestors’ home 
(each session is 3 hours or 6 hours). (3) Community respite care: like to day care 
centers (transportation included; available in half-day or whole-day); hourly neigh-
borhood respite care. It is convenient to apply for these services in Taipei through 
one-stop windows of the 1966 hotline. In 2018, Taipei had 35 institutional respite 
care providers, 7 home respite care providers, and 8 community respite care pro-
viders (including 1day care center and 7 neighborhood respite care providers) for a 
total of 50 providers (29 more than 2017). In 2018, the respite care service was used 
by 469 people (for 3701 times). Our successful model can be implemented in areas 
outside of Taiwan to create a better environment for people living with dementia. 

PO4.7. “Who would be selected as the main caregiver?” – A paradigm 
shift of caregiver support services on dementia care in Chinese 
Society

CHUI CHI MAN Kenny
1Chinese University of Hong Kong, Hong Kong, Hong Kong

Traditionally, the caregiver is de� ned as “a family member (or friend) helping some-
one on a regular basis with tasks necessary for independent living” (Zarit and 
Edwards,1996). When we are focusing much on how to intervene or o� ering various 
kinds of support to the family caregivers, have we yet considered who and why the 
speci� c one to be the “main caregiver”? What are the mechanism and the criteria 
to be the “selected” one as the main caregiver in the Chinese society? Were any 
di� erences between the Chinese and the Western countries? 
Regarding the situation in Hong Kong, it was found that the family member tak-
ing care of person with dementia will be easily to be “chosen” with � ve common 
factors. The factors were (1) Female; (2) Living together or living closely; (3) Not 
married without other family’s burden; (4) the capacity of earning money without 
bargaining power among the family members; (5) the weakest status of power in 
the family dynamics. He/She may not be the voluntary one but being “chosen” 
in the Chinese traditional norms and � lial piety. He/she may not be ready or even 
not willing to be the main caregiver but no choice. The “being chosen” one will 
pick up the main caregiver’s role with negative emotions, such as anger, despaired, 
blame, disappointment, etc. It is vital for the practitioners to be aware and makes 
a paradigm shi�  on designing the caregivers’ support services.
The understanding of the family caregivers is suggested shi� ing to a model, called 
“PREFERS” in dementia care. It stands for “P-Physical conditions”, “R-Relationship 
within the family”, “E-Emotional status”, “F-Financial planning and care budget-
ing”, “E-Education on dementia care”, “R-Resources accessibility” and “S-Social 
burden without dementia friendly society”. The psycho-educational programme 
had been provided through the model of “PREFERS” and contributed to the posi-
tive changes eventually. 

PO4.8. Stability of home-based dementia care: A conceptual model in 
the context of the German health care system

HOCHGRAEBER Iris, DREYER Jan, KÖHLER Kerstin, HOLLE 
Bernhard

German Center for Neurodegenerative Diseases (DZNE), Witten, Germany

Background: Most people with dementia want to live at home as long as possible. 
Usually family members take over the role of informal carers during the trajectory 
of dementia and struggle to maintain a stable situation. In most countries as well 
as in Germany “aging in place” is an important goal in current health care policies. 
The constitution of stability in home-based dementia care is under-researched and 



29th Alzheimer Europe Conference

Abstract Book / Poster presentations

84

we do not know how the health care system (and respective care structures) can 
be supportive with regard to the stability of these care arrangements.
Objective: The aim of this presentation is to introduce a conceptual model of sta-
bility and to discuss it in the context of health care structures in Germany by using 
selected professional guidelines.
Methods: A meta-study on mixed research was performed (PROSPERO registration 
number: CRD42016041727) to develop a conceptual model of stability in home-based 
dementia care arrangements. Selected professional guidelines were analysed with 
regard to their matching with the core concepts of the conceptual model of stability.
Results: 99 publications were included in the meta-study. The conceptual model 
consists of 4 elements: the dementia care trajectory, a cycle of acting of the infor-
mal carer, 4 determining concepts (needs, carer role, dyadic relationship, resources) 
and the contextual conditions (society, health care system). The German health 
care system is fragmented and informal carers consult di� erent contact persons 
(e.g. general practitioners) for support. The core concepts of stability are addressed 
in professional guidelines (e.g. the S3-Guideline “family carer” for general practi-
tioners). But currently the guidelines lack to illustrate the relations between these 
concepts and the implementation remains unclear.
Conclusion: Currently, the conceptual model can inform the contact persons about 
the constitution of stability and may guide conversations and counselling. Further-
more, the conceptual model can be considered in future guidelines.

PO4.9. Th e Tipi Project: Connecting people to nature

COUNCILL Gillian, WRIGHT Kenny

Alzheimer Scotland, Inverness, United Kingdom  

People living with dementia are amongst the population of people who are at risk 
of becoming socially isolated, lonely and depressed, and as a result o� en develop 
a more indoor lifestyle. Accessing and spending time outdoors is an important 
part of living well with dementia and has been proven to enhance mental, physi-
cal and social well-being.
The aim of the Tipi Project is to enable people living with dementia and their 
families to spend time in the outdoors in a supportive and social environment.
We use a Tipi tent as an outdoor learning space to run groups for people living 
with dementia and their families. It acts as the platform to re-connect people to 
the outdoors. The idea of having a non-permanent structure like this is so that it 
can be immersed into a woodland or forest surrounding to create that outdoor/
indoor e� ect and provide a stimulating environment. The structure is heated by a 
wood burning stove allowing us to run all year round; the evolutionary and relax-
ing response people get from socialising and eating lunch prepared on a log � re, 
is intangible. We can have exposure to and feel the bene� ts of the outdoors, with 
the comfort and safety of shelter.
The sociable layout of the structure is optimal for positive interactions and the 
setting is free from modern day sounds and stressors. We provide a multisensory, 
absorptive and social experience with a strong focus on therapeutic intervention. 
Each month we try di� erent activities, learn new skills and take walks in the sur-
rounding woodlands. The Tipi project has been so successful, and the bene� ts 
unquestionable.
Our belief is that access to the outdoors is a human right and that people living 
with dementia and their carers and families have the right to this opportunity as 
much as anyone else.

PO4.10. More than 60 family support groups in Flanders help increase 
coping capacity of caregivers!

VANDEVEIRE Linda,VANWELCKENHUIJZEN Cindy, LAMERS Hilde

Alzheimer’s League Flanders, Turnhout, Belgium

Alzheimer’s League Flanders aims to reach as many caregivers and family members 
of people with dementia and young dementia as possible in Flanders (Belgium).

Starting up and leading Family Support Groups (Young) Dementia is one of our 
core activities. With these support groups we respond to one of the greatest needs 
of caregivers and family members of people with dementia: informal and quick 
access to a wide range of useful and practical information on dementia and con-
tact with fellow caregivers. We focus on the psychosocial needs of family members 
and caregivers to help them increase their coping capacity.
A Family Support Group (Young) Dementia of the Alzheimer’s League Flanders is 
an open self-help group for familymembers and caregivers of people with (young) 
dementia. In addition to the information provided, contact with fellow caregivers in 
particular ensures that caregivers feel heard and supported. They learn from each 
other best practices and realize they are not alone and can ask for help when needed.
 “From the stories of other caregivers you learn that, despite the illness and the 
challenges, there are still opportunities in life and beautiful moments to share. I was 
still traveling with my wife, we attended concerts. Sharing positive stories can give 
a lot of courage and hope”, says Tom, caregiver in one of the Family Support Groups.
Alzheimer’s League Flanders currently manages more than 60 Family Support 
Groups Dementia spread throughout Flanders, including 10 Support Groups Young 
Dementia in collaboration with various regional partner organizations.
A Family Support Group (Young) Dementia can decide whether to include persons 
with (young) dementia in their meetings. We call this a Family Support Group 
(Young) Dementia PLUS.
Since beginning 2019 we also set up a Flemish Support Group Frontotemporal 
Dementia (FTD) for caregivers and family members of persons with frontotem-
poral dementia.

PO4.12. Assessing positive caregiving experiences in dementia: A 
comparison of properties of the PES, PAC, and GAIN

SMALING Hanneke1, JOLING Karlijn2, ACHTERBERG Wilco1, 
FRANCKE Anneke3, VAN DER STEEN Jenny1

1Leiden UMC, Department of Public Health and Primary Care, Leiden, 

Netherlands , 2Amsterdam Public Health Research Institute, Amsterdam 

UMC, location VU University Medical Center, Department of General 

Practice and Elderly Care Medicine, Amsterdam, Netherlands , 3Amsterdam 

Public Health Rresearch Institute, Amsterdam UMC, location VU 

University Medical Center, Department of Public and Occupational Health, 

Amsterdam, Netherlands

Background: Family caregivers’ positive experiences are less frequently used as an 
outcome of research compared with family caregiver burden. Outcome measures 
to assess such positive experiences have been developed but they need further 
testing and validation. 
Objectives: 1) to evaluate the validity, reliability, and feasibility of the Positive Expe-
riences Scale (PES), Gain in Alzheimer care INstrument (GAIN) and Positive Aspects 
of Caregiving questionnaire (PAC) in family caregivers of people with dementia liv-
ing in a nursing home; and 2) to examine whether demographic characteristics 
relate to positive caregiving experiences. 
Methods: A sample of 68 family caregivers (mean age=60.4 years, SD=12.5; 71% 
female) from 4 Dutch nursing homes participated. PES, GAIN, PAC and a self-rated 
Visual Analogue Scale (VAS) were used to measure positive caregiving experiences. 
Reliability, construct validity, and feasibility were examined using Cronbach’s 
alpha’s, Pearson-product-correlations, t-tests, and descriptive statistics. 
Results: Internal consistency was .68 for the PES, .90 for the GAIN and .94 for the 
PAC. Moderate to strong positive correlations were observed between the PES, 
GAIN, PAC and VAS. No associations were found for caregiver’s educational level 
and gender, and their relative’s severity of dementia. Only the VAS and PES were 
weakly positively associated with the caregiver’s age. A ceiling e� ect was observed 
for the PES. The feasibility was lowest for the PAC; most missing items, least pre-
ferred by respondents, and most items that were deemed unclear or not relevant. 
Conclusion: Although all instruments had satisfactory psychometric qualities, the 
GAIN may be the preferred instrument for measuring positive caregiving experiences 
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in caregivers of people with dementia living in a nursing home, followed by the 
PES and PAC.

PO4.13. Eff ects of group visits to advance care planning (ACP) in people 
with cognitive impairment and their families

LIU Chien-Liang1, YANG Chun –Yi2

1Taipei City Hospital, Dementia Center, Taipei, Taiwan, Province of China, 
2Taipei City Hospital, Social worker o�  ce, Taipei, Taiwan, Province of China

Objectives: Group visits for ACP may help people with cognitive impairment and 
their families’ document preferences for decision making and future care. We 
assessed the impact of ACP group visit intervention on people with cognitive 
impairment and their families.
Materials & Methods: People with cognitive impairment (Clinical Dementia Rat-
ing, CDR = 0.5 or 1, n=4) and their families (n=6) had been participated in ACP group 
visits. An ACP group visit included a geriatric neurologist, a dementia special nurse 
and a social worker. A� er the visit, 2 focus groups were held. The focus group 
discussions were analyzed using the method of constant comparative analysis.
Results: Five types of advantages were distinguished:

• Tended to be more engaging in detailed discussion
• Was willing to share personal values and challenges related to ACP
• Patient and family member’s satisfaction were increased
• Self-e�  cacy was improved
• Was able to get consensus under shared decision model

On the other hand, we also found two disadvantages as below:
• People with cognitive impairment would be disturbed due to environ-

mental noise
• Sometimes family members will focus on their own problems and ignore 

the needs of patients.
Conclusion: The results of our study is to demonstrate the advantages and disad-
vantages of ACP group visits for people with cognitive impairment. Group visits 
is being considered as the contributing ACP model under the risk management 
of potential harm. It needs to be addressed through the development of practical 
guidelines and educational interventions, under the consideration of progressive 
cognitive decline and future care.

PO4.14. Th e importance of the “triangle of care” and music in the 
dementia care on Curacao

THOONEN Miss Henriette (Jet)

Kas Hugenholtz, centrum voor dementie op Curacao, Willemstad, Curacao, 

Netherlands Antilles

Kas Hugenholtz is the only nursing home on Curacao where all the habitants have 
a form of dementia. We have young people with dementia and the elderly too. At 
this moment we have room for 68 people who are living with us. We also have 
daycare, open 7 days a week.
The people who are living with us have all forms of dementia. Our building is very 
old and not suitable for this specialised care anymore. We don’t have all the neces-
sary materials. For us at Hugenholltz, the way we treat the people with dementia 
and their family is most important. (family care- care responsibility).
On Curacao, the dementia care is not priority on the political agenda. For years, 
we are busy working on a national plan of dementia care on Curacao. We keep on 
asking for the help that is urgently needed. Because we have a lot of people with 
dementia on the island, especially the Multiple Infarct Dementia.
At Hugenholtz we work with the ‘triangle’ of care. That means that family par-
ticipation is very important and that the caregivers have a lot of contact with the 
families. Therefore, we use for example the iPod project. We use music to connect. 
Every habitant has his of hers own iPod with their special music that brings back 
memories. It helps family to connect again. And it also helps the caregivers to con-
nect with the family on one hand and the habitant on the other hand. One can’t 

without the other. They are connected for life. Once you understand that, the care 
goes to a higher quality level; triangle of care. The music also has its in� uence on 
the behaviour. When communication through words isn’t possible anymore, there 
is music in the triangle of care. 

PO4.15. Identifying informal caregivers needs for support when caring 
for a person with dementia

CLEMMENSEN Trine Holt1, LAURIDSEN Henrik Hein2, ANDERSEN-
RANBERG Karen3, KRISTENSEN Hanne Kaae4

1UCL University College, Odense, Denmark, 2Institute of Sports Science 

and Clinical Biomechanics, University of Southern Denmark, Odense, 

Denmark, 3Dept. of Public Health, University of Southern Denmark, 

Odense, Denmark, 4Health Sciences Research Centre, UCL University 

College, Denmark; Dept. of Clinical Research, University of Southern 

Denmark, Odense, Denmark

Background: Caring for a person with dementia predisposes to mental and physi-
cal illness in caregivers, and supportive services are needed. Informal and formal 
caregivers express di� erent views on informal caregivers’ needs for supportive 
services. Also, informal caregivers have trouble expressing their own needs and 
are more focused on the needs of the person with dementia. When identifying 
caregivers’ support needs, it is therefore important to recognize numerous ways 
of expressing needs. No instrument exists to assess informal caregivers’ needs for 
support. An instrument would facilitate informal caregivers’ needs for supportive 
services. The aim of this study is to identify informal caregivers expressed needs 
for support in order to develop and validate an assessment instrument.
Design and Methods: A qualitative approach is used. A combination of focus group 
interviews with informal and formal caregivers, and individual interviews with infor-
mal caregivers considered the di� erent perspectives on caregivers’ support needs.
Results: An inductive content analysis identi� ed four domains of informal caregiv-
ers’ expressed needs for support: 1) Daily life with dementia, 2) Focus on informal 
caregivers, 3) Well-being of the informal caregiver, and 4) Communication and 
interaction with surroundings.
Discussion: Informal caregivers express needs for support on their own. Regard-
less of the relation to the person with dementia, informal caregivers have needs 
for support in common. The four domains identi� ed re� ect a multidimensionality 
of informal caregivers’ needs for support. When developing an assessment instru-
ment, it is important to consider this multidimensionality. The four identi� ed 
domains of informal caregivers’ support needs constitute a promising framework 
to develop an assessment instrument speci� cally for use in health and social care.

PO4.16. Discrepancy between performance and ability to perform tasks 
in people with dementia: Does family carer management style 
infl uence this discrepancy?

CAMINO Julieta, KHONDOKER Mizanur, KISHITA Naoko, MIOSHI 
Eneida

University of East Anglia, Norwich, United Kingdom

Background: Discrepancy between carers’ appraisal of the people with dementia’s 
(PwD) performance of daily tasks and PwD’s actual ability to perform them has 
been an important topic in the literature, but most studies have investigated if 
carer’s burden and depression a� ect this appraisal.
Objectives: To (1) investigate if carers’ appraisal of PwD’s performance of activities 
of daily living (ADLs) is consistent with PwD’s actual ability to perform them; (2) 
evaluate if carer management style has an e� ect on this discrepancy.
Methods: Thirty-six PwD completed a performance-based ADL assessment (Assess-
ment of Motor and Process Skills-AMPS); their carers were interviewed with an 
informant-based ADL assessment (DAD).  Carers also completed a dementia 
management style scale (DMSS) that categorises the carer’s style in: Criticism, 
Active-Management and Encouragement. Cohen’s kappa compared the agreement/
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disagreement between PwD performance (DAD) and their ability (AMPS) in ADLs. 
Logistic regression analysis explored if/which carer style may explain the discrep-
ancy between the performance and the ability to perform tasks.
Results: The majority of carers either underestimated (80.6%) or overestimated 
(19.4%) (disagreement) the PwD’s ability to perform tasks; only 19.4% of carers 
reached an agreement between performance and ability. Cohen’s kappa=0.11 (95%CI, 
-0.003 to 0.21) indicated low level of agreement between PwD performance and the 
actual ability. Odds ratios (OR) for the three management styles (Criticism, Active-
Management, Encouragement) were 1.001 (95%CI: 0.95 to 1.06), 1.03 (95%CI 0.96 
to 1.10) and 1.02 (95%CI: 0.94 to 1.12) respectively. The OR estimates indicates that 
for a unit (1%) increase in the scores measuring the management styles, the odds 
(likelihood) of disagreement increased by only 0.1%, 3% and 2% respectively, none 
of which were statistically signi� cant.  
Conclusions: the disagreement between the performance and the ability to per-
form tasks proved to be high in this group, which does not seem to be explained 
by carer management style.

PO4.18. Needs of vulnerable older patients receiving healthcare in 
hospital and at home with a focus on persons with dementia

DOSTÁLOVÁ Vladimíra, BÁRTOVÁ Alžběta, BLÁHOVÁ Hana, 
SHIELLS Kate, HOLMEROVÁ Iva

Charles University, Faculty of Humanities, Prague, Czech Republic

Our population is rapidly aging and vulnerable older patients have increasing care 
needs, particularly those with dementia.  The needs of these patients in hospital 
and at home receiving healthcare have not been su�  ciently explored. There are 
few publications in the Czech Republic in this � eld, and existing publications have 
mostly summarized certain theoretical principles, but do not provide evidence-
based research on the needs of vulnerable older patients, including patients with 
dementia.
Objective: Our project n. 760219 (Met and unmet needs of vulnerable older patients 
receiving healthcare at home and in hospital) was accepted for funding by the Grant 
Agency of Charles University. Its aim is to provide a comprehensive overview of the 
needs of vulnerable older patients and patients with dementia.
Methods: The � rst deliverable of the project will be a scoping review of met and 
unmet needs of people with dementia receiving healthcare at home and in hospi-
tal. This review will be conducted by searching databases (PubMed, Web of Science, 
ProQuest Central, Scopus, and Cinahl) and grey literature, including local resources 
and publications, for further information.
Results: The poster will present the � rst results from the scoping review of met 
and unmet needs of people living with dementia who .receive healthcare at home 
and in hospital.

PO4.19. What functions of mobile health management application for 
people living with dementia are used most depending on the 
cognitive level?

QUINTANA Maria1, GARCÍA-BETANCES Rebeca2, CANO Neus1, 
ARREDONDO-WALDMEYER Maria Teresa2, GAROLERA Maite1

1Brain, Cognition and Behavior: Clinical Research. Consorci Sanitari 

de Terrassa, Spain , 2Life Supporting Technologies (LifeSTech), Superior 

Technical School of Telecommunication Engineers, Universidad Politécnica 

de Madrid (UPM), Madrid, Spain

Introduction: In recent years, di� erent mobile applications have been developed 
aimed at improving the quality of life of people living with dementia (PWD) and 
their caregivers. SMART4MD (www.smart4md.eu) is a general e-health application 
which has been adapted speci� cally for PWD through a structured process involv-
ing the participation of PWD, carers, and health care professionals. The objective 
is to study what functions of SMART4MD application are most used depending 
on the cognitive level.

Materials: Participants were provided with a data-enabled computer tablet with 
the SMART4MD application. The core functionalities of the application are based 
on reminders (medication, appointments with healthcare providers, meeting up 
with family, etc.), cognitive supporting activities (clock, calendar, brain games, pho-
tos) and optional status and health information sharing with family and informal 
carers (including mood, speci� c health problems such as headaches). The MMSE is 
administered both before using the app and a� er six months of use.
Method: A total of 97 subjects with cognitive impairment were included, mean 
age 73.94 years (SD = 7.94) and 58.76% were women (n=57). All participants were 
recruited from Consorci Sanitari de Terrassa (Barcelona).  A� er 6 months of use 
of the SMART4MD, the use they made of each of the application’s functionali-
ties was analyzed.
Results: The results show that the functions most used by subjects that improve 
in the MMSE was my reminders (27.44%). While if you study the complete sam-
ple were games and news (28.05%). On the other hand, the highest correlation 
was between the MMSE at month 6 and the games and news function (0.2029), 
although this correlation is not signi� cant.
Conclusions: The study of how cognitive level on the interaction with mobile 
applications of subjects with cognitive impairment can help us to develop more 
appropriate tools for this type of population.

PO4.20. Lessons learned from improving the quality of involvement: A 
case study of the EPIC trial

GRIFFITHS Alys1, SURR Claire1, FORTESCUE Susan2

1Leeds Beckett University, Leeds, United Kingdom, 2Alzheimer’s Society, 

London, United Kingdom

The processes of public and patient involvement are infrequently evaluated or 
reported, particularly when things that have not worked well. The DCM-EPIC ran-
domised controlled trial aimed to understand whether Dementia Care Mapping 
reduced behaviours typically associated with agitation for people living with 
dementia in care homes. To represent the experiences of people with dementia 
and their families in the trial design and delivery, a Lay Advisory Group was set up. 
This included people who were living with dementia, a relative of someone with 
dementia, or working in the care sector. They were initially consulted on trial design 
and recruitment documentation. However, the researcher co-ordinating the group 
moved institution, leading to the Lay Advisory Group not meeting or being involved 
for several months. Eighteen months before the trial ended, a second researcher 
began to co-ordinate the group. At this time, the group felt that they had not con-
tributed much, despite being incredibly passionate about the research area and 
were concerned that involvement was just tokenistic. A new model of involvement 
was subsequently implemented led by the group itself.  Rather than being asked 
to review documents, the group collectively designed and developed content, 
and reviewed further versions. The group set its own priorities and highlighted 
areas of the trial to be focused on. They are now writing dissemination outputs 
and have a plan of dissemination activities that they will lead and be responsible 
for, with support from the research team as required. This poster will present the 
group’s experiences and future plans, and share how this model was facilitated. 
The lessons learned from these experiences will bene� t researchers in the early 
stages of establishing Lay Advisory Groups or consulting with expert individuals. 

PO4.21. Developing a Kundalini yoga intervention with and for couples 
living with dementia

HELLSTRÖM Ingrid1, BRANDTBERG Betty2, WESTÖÖ Ann2

1Linköping University, Norrköping, Sweden, 2Vrinnevi hospital, 

Norrköping, Sweden

Responding appropriately to the needs of people with dementia and their care 
partners represents a signi� cant challenge for policy makers and practitioners. 
The majority of people diagnosed with dementia live in their own homes, many 
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of them together with their spouse. It is therefore important to support not only 
the spouse but also the couple as unit to be able to sustain their quality of life as 
long as possible. The aim was to develop a yoga intervention for couples living 
with dementia at home. There are few studies in this area and even more limited 
for people living at home.
The study had ethical approval. Fourteen persons living with dementia and their 
care partner were included, and they participated in three di� erent groups. The 
age range was 61–87. The Kundalini yoga sessions, with a Kundalini yoga instruc-
tor, were held once a week over 8 weeks. During the yoga sessions, participant 
observations were performed and � eld notes were written. The day a� er each 
yoga session, the couples were telephoned and a short interview was conducted. 
The telephone interviews were audio-recorded and summarized. The � eld notes 
and summaries of the telephone interviews were analyses using content analysis.
Even though the focus was not on the e� ect of the intervention, the overall experi-
ence of participating in the yoga intervention were positive for both in the couple. 
The person with dementia reported feelings such as “being in the present”. The 
study report on knowledge on how to develop a yoga intervention for couples. 
Including persons with dementia and their partners is important in order to create 
an intervention that avoid taking as its starting point the notions of the profes-
sional care workers. People with dementia and their care partners have � rst-hand 
experience and knowledge about how to develop interventions.

PO4.22. Psychoeducational program for informal caregivers: An 
experience in a psychogeriatric service

SOBRAL Margarida

Psychogeriatrics Service, Hospital Magalhães Lemos, Porto, Portugal; 

Center for Health Technology and Services Research (CINTESIS); Research 

and Education Unit on Aging (UNIFAI/ICBAS-UP), University of Porto , 

Porto, Portugal

Objectives: The purpose of this study was to determine the e� ectiveness of a psy-
choeducational program developed in a psychogeriatric service, evaluating the 
impact of these psychoeducational groups on informal caregivers (IC) of people with 
dementia (PwD) regarding burden, quality of life (QL) and satisfaction with life (SWL).
Methods: The sample consisted of 64 IC of PWD, who attended the “Psychoed-
ucational Program to deal with dementia” at the Psychogeriatric Service (SPG), 
Hospital Magalhães Lemos, between 2013 and 2018. This program was a multidis-
ciplinary intervention which lasted 7 sessions, having been constituted 6 groups. 
Sociodemographic data and information on the pro� le of these IC´s was collected 
and assessment instruments (SWL Scale, QL Scale and Zarit Burden Interview) were 
applied before and a� er the psychoeducational interventions (PI).
Results: IC had a mean age of 63.39 years, were mostly women (57.8%), married 
(73.4%), with a mean educational level of 9.34 years, retired (53.1%), 25% unem-
ployed, the majority wife/husband (42.2%) or daughter/son (40.6%) of the PWD. 
Most of the IC (70.3%) lived with the patient, cared for more than 3 years (54.1%), 
24 hours a day (64.1%), changed their personal life (65.6%), felt the need for sup-
port or institutional responses (65.6%) and the need for information about the 
disease (85.9%). In the post-group evaluation, means values were better than those 
obtained in the pre-test in the burden, QL and SWL. In 2015 and 2016, there was 
a statistically signi� cant di� erence between the means (pre and post-test) with 
respect to QL and in 2015 also regarding SWL.
Conclusion: In the post-intervention evaluation, better results were obtained in 
all the caregivers’ evaluation tests compared to the pre-intervention evaluation. 
The PI in SPG promoted an improvement in the QL of IC of PWD and improvement 
of conditions assessed before the intervention, namely, SWL and burden of care.

PO4.23. Virtual reality and dementia (1998–2018): A systematic 
comparison between web of science and scopus

SOBRAL Margarida1, PESTANA Maria Helena2

1Psychogeriatrics Service, Hospital Magalhães Lemos; Center for Health 

Technology and Services Research (CINTESIS); Research and Education 

Unit on Aging (UNIFAI/ICBAS‐UP), University of Porto, Porto, Portugal, 
2University Institute of Lisbon (ISCTE-IUL), Lisbon, Portugal; Research and 

Education Unit on Ageing (UNIFAI, ICBAS, UP), Lisboa, Portugal

Dementia is a syndrome whose symptoms are characterized by di�  culties in 
memory, language, problem solving, and other cognitive abilities that a� ect a 
person’s ability to perform daily activities. Virtual reality (VR) is implemented as a 
combination of technologies, being used as a tool to improve cognitive abilities, 
improve the wellbeing of people with dementia, and also helping researchers to 
discover ways to diagnose the condition much earlier.
Despite Web of Science (WoS) and Scopus are widely consulted in research evalua-
tions, there is no clear evidence about studies about VR and dementia. In response 
this poster, by applying bibliometrics, analyses a set of 355 documents, 203 arti-
cles, 252 sources of publication, 189 journals, and 19,238 citations indexed in both 
platforms from 1998 to 2018.
The results show di� erences in terms of scope, volume of data and coverage poli-
cies. For each new publication and citation in WoS there are 0.997 publications 
and 10.3 citations in Scopus. Compared to WoS, Scopus has a lower number of 
co-authors per document, article, journal and international collaboration, while 
covers more sources, documents and has a higher productivity rate and higher 
impact in the expansion of knowledge. Cyberpsychology and Behaviour is the top 
journal for Scopus while Journal of Alzheimer Disease is the correspondent one for 
WoS. USA and UK share the top of co-authorship in terms of national collabora-
tion in Scopus, while for WoS is France. Both platforms converge of neuroscience 
has the main area of research, also considering: Riva and Magda Tsolaki have the 
most productive and h-index authors, USA as the top country with co-authorship 
international collaboration and in a relatively high growing trend of research.
This poster contributes to the knowledge of characteristics and to the develop-
ment of a � eld of research (VR and dementia) applying a bibliometric analysis 
through WoS and Scopus.

PO4.24. Th e challenges of recruiting family carers of people with 
dementia to workshops – Experiences from Ireland

DEEGAN Kevin, HUGHES Zoe, O’SULLIVAN Liam

Care Alliance Ireland, Dublin, Ireland

There are an estimated 60,000 family carers who provide care for approximately 
35,000 people a� ected by dementia in Ireland [1]. This number is also likely to grow 
in the next 30 years as the projected number of people to be a� ected by dementia 
by 2050 is expected to reach over 150,000 people.[2]
In 2015, the Irish Health Research Board (HRB) funded a three-year project aimed 
at enhancing the levels of resilience of family carers of people with dementia. This 
project, hosted in University College Dublin (UCD), and with the aid of key volun-
tary sector partners led to the development of an online resource for family carers 
called Take Care of Yourself [3]. This website was co-created by volunteer family 
carers of people with dementia. 
In the later stages of the project, six knowledge exchange workshops were organised 
to disseminate this new resource across Ireland. Research has shown that recruiting 
family carers to attend such events and supports in general can be a challenge (in 
particular in rural areas) [4], and so a multi-component strategy was developed by 
the research team to maximise attendance. This poster will detail the use of tradi-
tional and non-traditional methods to maximise attendance (including the use of 
social media), highlight some of the challenges faced by the dissemination team, 
and make recommendations to projects facing similar challenges. These recom-
mendations will be applicable to an international research and support audience.
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[1] Eamon O’Shea, Suzanne Cahill, and Maria Pierce, ‘Developing and implement-
ing dementia policy in Ireland’, 2017, 148.
[2] Maria Pierce, Suzanne Cahill, and Eamon O’Shea, ‘Prevalence and projections 
of dementia in Ireland, 2011–2046’, 2014.
[3] https://www.takecareofyourself.ie/
[4] R Winterton and J Warburton, ‘Models of Care for Socially Isolated Older Rural 
Carers: Barriers and Implications’, Rural and Remote Health 11 (2011).

PO4.25. Strategy insights of the online platform dementie.nl to support 
caregivers and people dealing with dementia

KOSTER Yvonne

Alzheimer Nederland, Amersfoort, Netherlands

Dementie.nl, part of Alzheimer Nederland, has a mission: The online platform 
wants to make a di� erence for family caregivers and people who are dealing with 
dementia in their personal environment.
Since its launch in 2016 the website is growing rapidly, resulting in more than 1 
million visitors this year with a rating of 8,1 on (a scale of 10). By combining fac-
tual information with emotional support the platform provides aid on di� erent 
levels. The aim of this is to increase the platform’s impact on the groups involved.
The poster shows the broad but well thought range of services of dementie.nl 
in an infographic: Information, with more than 260 articles, support and advice 
with various tools like the network support app Myinlife, tests, experts for ask-
ing questions and also relevant news, all bind together with personal stories and 
blogs from people who are dealing with dementia in their family.
As one of our visitors points out: ‘First I used Google, now I have a shortcut to 
dementie.nl on my desktop’.

PO4.26. Care strategies for nutritional care of dementia cases in hospital

YU FEN Lan2, YA HUI Huang1, TZU NI Chen1

1Hospital, Taipei, Taiwan, Province of China, 2Taiwan, Province of China

Introduction: Age was a strongest risk factor for dementia. And higher prevalence 
rate of dementia resulting in high costs, considerable burden to individuals and 
society. So, we designed teaching � lm named 'The eating problem and strategy 
for dementia patients' include of 6 topics in 2017 for dementia population imple-
mented nutrition health care.
Methods: Apply of nutrition care process (NCP) with International Dietitics & Nutri-
tion Terminology (IDNT) for hospitalized patient care and group treatment for 
advanced skills intervention between 2018. 
Result: Total of 59 patients at Taipei City Hospital in 2018, 59% female and 41% 
male; mean±SD age 83.5±8.8, 46% so�  diet ,19% crumbled so�  diet, 20% pureed 
diet,3% liquid diet and 12% tube feeding. Nutrition problems of most cases were 
protein-energy inadequate, and di�  culty to swallowing was the second nutri-
tional diagnosis. So, we designed additional strategies for further care, include of 
1) increase calories density from diet; 2) designed thick liquid diet for dysphagia 
population; 3) supplied habitual foods and board games about foods for patients 
and their caregivers in group activities weekly for modi� ed eating environment.
Discussion: Combined with teaching � lm, individual consultation and group edu-
cations lead to good satisfaction. Adequate � uid intake and sarcopenia, frailty 
prevention may the next important issue for further home nutrition care.

PO4.27. Th e viewpoints and demand expectation of severe dementia 
patients’ main caregivers about discharge planning

LIU Tsui-Tao1, CHEN Pei-Pei1, CHEN Shu-Ping2

1Taipei City Hospital, Heping Fuyou Branch, Taipei, Taiwan, Province of 

China, 2Department of Health, Taipei City Government, Taipei, Taiwan, 

Province of China

Purpose: Caring for people with dementia has become an urgent issue because 
of the population of dementia rapid increase in the global. Due to the majority 
of people with dementia whose family choose to return home to give direct care 
from family members a� er discharge, the ability to care and their demand is even 
more important.
Methods: This study adopts a semi-structured interview for data collection. The 
convenient sampling and one by one in-depth interview be used. Each participant 
received 45 minutes interview for once. During the interview process, the researchers 
observed and recorded the tone, expression, and behavior of the participant. A total 
of 3 primary caregivers of a severe dementia patient who had lived in the demented 
ward of our hospital were involved in the study. The content analysis of qualita-
tive research was used and using Atlas ti 5.2 so� ware assisted for data analysis.
Results: The research � ndings are divided into four themes, namely, “home care 
services”, “sharing the care pressure”, “related information provides” and “imme-
diate problem solving”. The participant thinks that a� er returning home from the 
hospital, it is greatly assisted by the continuous care of medical sta�  because of 
home care services. It is o� en laborious for care dementia patients. If someone 
supports, it may reduce physical and mental stress. Since most caregivers are not 
medical professionals, providing adequate information can help them be better 
prepared to care for the patients. In addition, a� er returning home, if encounter 
any problems, they can � nd the consultant quickly, it would resolve the problem 
immediately.
Implications for practice: The results of this study can provide relevant medical 
practitioners with a practical reference for the hospitalization preparation service 
plan for the family of patients with dementia. It can help them get a good quality 
of life a� er returning home.

PO4.28. Caregivers’ burden of people living with dementia: Community-
based dementia service in Taiwan

SHEN Meng-Zhu, LU Yi-Feng, CHOU Ting-Yun, LIN Wan-Ling, 
YANG Chi-Cheng, HUANG Sheng-Jean

Taipei City Hospital, Taipei, Taiwan, Province of China

Objectives: Recently, people who live with dementia increases rapidly in Taiwan. 
Consequently, the amount of the caregivers with heavy stress and burden were 
easily observed. The purpose of this study is thus understanding the burden of 
the caregivers whose families living with dementia participated in the commu-
nity-based dementia service.
Methods: A cross-sectional study with a sample of 41 caregivers from the commu-
nity-based dementia service of Taipei City Hospital. The Chinese Caregiver Burden 
Inventory in Dementia was applied to evaluate the burden of caregivers.
Results and Conclusions: The majority of caregivers are female (82.9%). The main 
type of relationship between the people living with dementia and their caregivers 
is parent-child relationship (48.8%). The average of caring years is 5.5 years. The 
mean of total scores of The Chinese Caregiver Burden Inventory in Dementia is 53.9 
(SD=14.77). The highest scores of � ve factors is “time-dependence burden”(M=14.98, 
SD=2.31), “developmental burden” (M=12.17, SD=5), “social burden”(M=9.83, SD=4.06), 
“physical burden”(M=9.49, SD=4.70) and “emotional burden”(M=7.49, SD=3.34). In 
the future, we could supply the community-based dementia service to caregivers 
with speci� c type burden, and connect with the community-based grouped pro-
gram to decrease the burden.

PO4.29. Project “Living better in a world of stimuli – Virtual Reality and 
Snoezelen as therapeutic tools”

SOBRAL Margarida1, SANTOS Teresa2, ENCARNAÇÃO Rosa2, 
SALGADINHO Maria José2

1Psychogeriatrics Service, Hospital Magalhães Lemos, Porto, Portugal; 

Center for Health Technology and Services Research (CINTESIS); Research 

and Education Unit on Aging (UNIFAI/ICBAS‐UP), University of Porto, 
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Porto, Portugal, 2Psychogeriatrics Service, Hospital Magalhães Lemos, 

Porto, Portugal

Introduction: Demographic aging is a reality in Portugal, being expectable that 
the number of dementia cases also increases. This project will be an innovative 
response to non-pharmacological interventions for people with dementia (PWD) 
at di� erent stages using new technologies, namely virtual reality (VR) and through 
the creation of a Snoezelen room.
Objectives: The purpose of this the project are: a) to improve the quality of life, 
cognitive and functional performance of PWD in a mild/moderate stage through 
the use of VR; (b) Adapt spaces in the Psychogeriatric Service, Hospital Magalhães 
Lemos, to create welcoming environments that meet the needs and capacities 
of PWD in a moderate/severe stage, such as a Snoezelen room, and contribute to 
reducing psychological and behavioral changes and improvement of well-being.
Methods: In the pilot study, will be involved 85 PWD (55 participants – Snoezelen 
intervention; 30 participants – VR intervention). The PWD will be submitted to a pre 
and post-intervention evaluation: a) Snoezelen: sociodemographic data will be col-
lected and will be applied assessment instruments (Barthel Index, Cohen-Mansfeld 
Agitation Inventory, Behavior Observation Grid, Clinical Dementia Rating); b) VR: 
sociodemographic data will be collected and will be applied assessment instru-
ments (Quality of Life Scale, Clinical Dementia Rating, Addenbrooke’s Cognitive 
Examination Revised, Barthel Index, Lawton and Brody Index, Frontal Assessment 
Battery). The interventions will include 330 Snoezelen sessions lasting 30 minutes, 
corresponding to 6 sessions for each PWD and 240 RV sessions with duration of 
45 minutes, corresponding to 8 sessions for each for each PWD, using 4 virtual 
environments (city, museum, kitchen and supermarket).
Discussion: The project will enable the implementation of non-pharmacological 
interventions for PWD (VR and Snoezelen therapy). We intend to improve the qual-
ity of life, well-being, cognitive and functional performance of PWD, and reduce 
psychological and behavioral disorders frequently in the course of dementia.

PO4.30. Th e activity design of dementia ward

YU SHU-MIN1, LIN NAI-YU2, LIU CHIEN-LIANG3, CHANG Hui-
Ping3

1Taipei City Hospital, Heping Fuyou Branch, Taipei, Taiwan, Province of 

China, 2Taipei City Hospital, Taipei, Taiwan, Province of China, 3Taipei, 

Taiwan, Province of China

The “people-oriented, family-centered” dementia care model requires cross-team 
collaboration. Our hospital has established a dementia ward with an interprofes-
sional practice model. The team includes doctor, caregiver, social worker, functional 
therapist, physiotherapist, speech therapist, pharmacist, and dietician. It is very 
meaningful for people with dementia to continue to stay active by participating 
in the social a� airs. Social engagement should not be interrupted by hospitali-
zation. A� er training and planning, our dementia team members provide group 
activities for 5 lessons per week, which Coverage family and caregiver psychologi-
cal support, social resource information provision and assistance application, and 
nursing skills teaching. We hope to reduce the pressure and burden of the family 
and caregivers; provide group activities for hospitalized dementia cases. Through 
case activities, the family could understand the importance of staying active for 
people with dementia. Before the ward activity, intensive training for dementia vol-
unteers prior to the start of the ward activity. Dementia patients and their families 
who served 363 times a year were counted; the activity satisfaction is evaluated 
by the “Dementia ward group activity satisfaction degree” questionnaire: satis-
factory, and satisfaction was very satisfactory, reaching 99.7%.

PO4.31. Finding the balance between caregiving in dementia, family 
and employment: First results of a mixed methods study in 
Northern Germany

NEUBERT Lydia, GOTTSCHALK Sophie, KÖNIG Hans-Helmut, 
BRETTSCHNEIDER Christian

University Medical Center Hamburg-Eppendorf, Hamburg, Germany

Background: The rising number of people with dementia (PwD) and women’s 
increasing labor force participation promote the debate on reconciliation between 
family life and employment. Employed informal caregivers have to balance the chal-
lenges of caregiving, family, and work. However, whether they appraise working 
as an additional strain or even a counterbalance depends on, inter alia, their own 
characteristics and their caregiving network. Both aspects have not been con-
sidered in research. This mixed methods study aims to explore the reconciliation 
between caregiving in dementia, family, and employment by considering multiple 
members of caregiving networks of home-dwelling PwD.
Methods: We used a mixed methods design. By purposive sampling, we included 
seven caregiving networks of home-dwelling PwD. Narrative interviews of par-
ticipants were interpreted according to the Documentary Method (QUAL). By 
completing standardized questionnaires, participants provided data concern-
ing their burden, health, personality traits, self-e�  cacy and coping skills (quan). 
Network graphs described their structure and the importance of their members.
Results: QUAL-data describe possible ways of reconciliation (in progress). Either 
family cohesion or con� icts characterize the di� erent caregiving networks. Fur-
thermore, individuals establish complex strategies to reconcile employment with 
caregiving, for example by developing time-e�  cient organizational skills, involving 
external assistants, or through � exible working arrangements. Quan-data described 
and enhanced the pro� les of included caregivers in this study (n=19). Network data 
expanded previous � ndings, which were based only on the main caregivers’ expe-
rience by providing insight into a caregiving network from di� erent perspectives.
Conclusions: By considering personal and network-related characteristics of infor-
mal caregivers of PwD, we hope to highlight the relevance of these factors in 
caregivers’ experience of the reconciliation between caregiving in dementia, fam-
ily, and employment. Results will help to understand how informal caregivers of 
PwD are seeking to balance these requirements and which interventions can sup-
port them to ful� ll their important role in dementia caregiving.

PO4.32. Clustering of awareness profi les in people with Alzheimer’s 
disease

MAYELLE Amandine, ANTOINE Pascal

Univ. Lille, CNRS, UMR 9193 – SCALab – Sciences Cognitives et Sciences 

A� ectives, Lille, France

Objective: The development of centered-person approaches requires taking into 
account the level of awareness. This level is observed as di� erent over time (e.g. 
decrease, increase, no change, heterogeneous). However, those observations were 
made on broad time lapses (i.e. one/two years). There are no information about 
characteristics of awareness on a daily or weekly perspective. In response to this 
challenge, this study attempt to observe temporal � uctuations of awareness on 
a weekly follow-up through inter and intrapersonal variabilities.
Method: 28 people with Alzheimer’s disease (PwAD) had four interviews (one per two 
week). Each interview was rated with Awareness of Self and Disease Assessment, 
a measure mixing awareness of self and disease, composed of three subscales: 
mechanisms, objects and modes of expression. Hierarchical ascending classi� cation 
were made to obtain pro� les of awareness and its potential temporal � uctuations.
Results: Six clusters of awareness were observed, characterized by level of use and 
adaptation of mechanisms, objects and modes of expression. Cluster 1: High scores 
for mechanisms and objects, low scores for expressions; Cluster 2: High-middle 
scores for mechanisms, middle-low scores for objects and expressions; Cluster 3: 
Low scores for mechanisms and expression, middle-low scores for objects; Cluster 
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4: High-middle scores for all; Cluster 5: High scores for mechanisms, middle-low for 
objects, low for expressions; Cluster 6: Low scores for all. These clusters re� ected 
interpersonal variabilities for awareness for one interview. For temporal � uctua-
tions, some PwAD passed between clusters showing increases and decrease of 
level of awareness with inter- and intrapersonal di� erences.
Discussion: Awareness is not an all-in-one process. It is variable during one 
interview and between interviews. Characterized by inter- and intrapersonal 
variabilities, a subjective approach and more than one interview seem neces-
sary to understand awareness for a PwAD. That is reinforced the necessity of 
person-centered approaches.
Keywords: Alzheimer, anosognosia, awareness, � uctuation, variabilities

PO4.33. Palliative care of people with advanced frontotemporal and 
Alzheimer’s dementia

FLEISCHHAKER Mareike1, SLAWIK Till1, ROßMEIER Carola1, 
HARTMANN Julia1, SCHNEIDER-SCHELTE Helga2, TENSIL Maria1, 
KEHL Victoria3, EGERT-SCHWENDER Silvia4, JOX Ralf5, DIEHL-
SCHMID Janine1

1Technical University of Munich, School of Medicine, Department 

of Psychiatry, Munich, Germany, 2German Alzheimer Association, 

Berlin, Germany, 3Institut für Medizinische Informatik, Statistik und 

Epidemiologie Münchner Studienzentrum, Münchner Studienzentrum, 

Munich, Germany, 4Münchner Studienzentrum, Munich, Germany, 
5Geriatric Palliative Care, Department of Medicine, Lausanne University 

Hospital, Lausanne, Switzerland

Background: One aim of the study EPYLOGE (IssuEs in Palliative care for people in 
advanced and terminal stages of Young-onset and Late-Onset dementia in GEr-
many) is to compare palliative care of patients with advanced frontotemporal 
dementia (FTD) and Alzheimer’s dementia (AD). Primary focus includes patients’ 
symptoms and caregiver burden.
Methods: As of Dec 31st 2018, from the intended number of 200 patients, 77 with 
AD and 33 with FTD were enrolled, all of them in advanced dementia stages. 39% 
of the AD patients and 51% of the FTD patients were cared for at home. During 
EPYLOGE study visits patients were examined in detail, standardized caregiver 
interviews were performed and patient � les were analysed.
Results: Patients with FTD, who were signi� cantly younger than AD patients, 
were more mobile and needed slightly less physical care. No di� erences were 
observed regarding pain, su� ering and quality of life. Patient groups slightly dif-
fered regarding neuropsychiatric symptoms: AD patients showed more delusions 
and hallucinations, FTD-patients showed more disinhibition. Psychotropic drug 
therapy (antidepressants, antipsychotics, hypnotics) did not di� er signi� cantly 
between AD- und FTD-patients. 42% of the patients were treated with antipsy-
chotics. In 65% of the patients, living wills were available. 42% of the patients 
had been admitted to hospital in the 12 months before the study visit, the major-
ity to internal medicine and psychiatric wards in order to optimize drug therapy.
Caregivers’ wellbeing did not di� er between FTD- and AD-caregivers as measured 
by WHO-V score, Beck-Depression Inventory and Caregiver Strain Index.
Conclusion: Current � ndings show that as AD and FTD progresses, more similari-
ties are seen between patients’ symptoms. High numbers of hospital admissions 
are observed, which as well known causes additional stress for patients, caregiv-
ers and hospital sta� . Therefore, future work should focus on reducing excessive 
hospitalisations, avoiding this stressful measure.

PO4.34. Factors aff ecting the quality of life of family carers of people 
with dementia: A meta-analysis

CONTRERAS Milena, MIOSHI Eneida, KISHITA Naoko

University of East Anglia, Norwich, United Kingdom

Background and Objective:  The literature suggests that various factors are related 
to the Quality of Life (QoL) of family carers of people with dementia (PwD). How-
ever, less is known about which factors are more or less signi� cant in in� uencing 
change in their QoL. This study aimed to assess the strength of the association 
between patient- and carer-level factors and carer QoL using meta-analysis.
Research Design and Methods: A literature search of six electronic databases (Pub-
Med, PsycINFO, Scopus, ProQuest, Lilacs and Scielo) was conducted. Inclusion 
criteria involved studies that reported quantitative data regarding the associa-
tion between patient/carer-factor and QoL in unpaid family carers of PwD and 
that were published in English, Spanish, Portuguese or Japanese.
Results: Thirty-three studies were included. The pooled e� ect size of the correlation 
between depression and QoL was large (-0.64), while the association e� ect size for 
subjective burden (-0.39), care recipient’s QoL (-0.27), care recipient’s neuropsy-
chiatric symptoms (-0.25) and carer’s distress (-0.22) were in the medium range 
suggesting that depression is the strongest predictor of QoL. The e� ect size for 
family Income, carer’s objective burden, age and care recipient’s level of cognitive 
impairment and independence in activities of daily living were not signi� cant.
Discussion: The � ndings suggest that depression plays a critical role in maintain-
ing QoL of family carers. Carer interventions that can target multiple outcomes 
such as depression, burden and neuropsychiatric symptoms seem important for 
improving carer QoL. However, female participants over � � y years old from western 
countries predominated in most of the studies included, and thus these results 
may not be generalized to carers that do not fall into this category. Some predictors 
that seem to be correlated with QoL, such as anxiety, coping strategies, sleep qual-
ity and social skills did not have enough studies to calculate the pooled e� ect size.

PO4.35. Counselling for relatives and carers of people with dementia

CHRYSIKAKOU Iliana, ZACHARIADIS Andreas, 
EFTHYMIOPOULOU Catherine

Karelleion Integrated Alzheimer and related disorders Unit, of the “Apostoli” 

charitable organization, of the Holy Archdiocese of Athens, Greece 

The purpose of this study is to present methods of psychological support, pro-
vided to the relatives-carers of persons with dementia. Caring for someone with 
dementia can be practically and emotionally exhausting. While many caregiv-
ers may experience feelings of fullness in helping another person, sometimes, 
along with this, they may also experience feelings of loss, anger, sadness and 
guilt. Caregivers struggle with depression and anxiety, at a much higher rate than 
the general population. Counselling can be very bene� cial for helping people who 
feel exhausted from caring.
There are many services that aim to helping family members, friends and carers, 
of a person with dementia. It has been proven that the burden is unbearable for 
these individuals and sometimes they need immediate help and information in 
order to avoid problems that arise during the provision of care.
Appropriate and contemporary information provided by experienced mental health 
professionals can help caregivers in comprehending the actual situation and what 
to expect, as well as allowing them to respond in a useful and practical way to 
the needs of the person with dementia. Sharing and discussing experiences and 
situations faced with other caregivers, in a similar situation, can also be helpful.
Furthermore, caregivers o� en bene� t from detailed advice and training on speci� c 
skills that may help develop resilience and coping capabilities, allowing for a good 
quality of life, both forthemselves as well as for the person with dementia. This 
type of support may be necessary during every stage of the course of dementia, 
depending on individual needs and circumstances, but should always be availa-
ble when the diagnosis is set and in key areas of care, such as patient admittance 
toa nursing home.  In these cases, the role of systemic-family therapy or couple 
therapy may prove out to be very important.
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PO5. Palliative care approaches

PO5.1. Eff ects of advance care planning and use of technology at the 
end of life for persons with dementia and their caregivers: Trial 
design

AZIZI Bahar1, TILBURGS Bram2 ,3, SMALING Hanneke 2, LAURE 
Tajda 2, ACHTERBERG Wilco 2, VAN DER STEEN Jenny 2

1LUMC, Leiden, Netherlands, 2Department of Public Health and Primary 

Care, Leiden UMC, Leiden, Netherlands , 3 Department of IQ-Healthcare 

Care, Radboud UMC, Nijmegen, Netherlands, 3 Department of Primary and 

Community Care, Radboud UMC, Nijmegen, Netherlands

Introduction: In primary care practice, preferences for future care are o� en not 
discussed with persons with dementia. There is no evidence-based standard on 
advance care planning with dementia. Therefore, we will examine e� ects of two 
di� erent advance care planning interventions. Intervention 1 will focus on estab-
lishing actionable medical advance treatment orders. Intervention 2 will focus on 
setting of global care goals and promote acceptance of an uncertain future and 
coping with the disease. In addition, as verbally expressing discomfort is o� en 
impossible in late-stage dementia, we will also examine planning of and apply-
ing distress-monitoring technology use.
Methods: In a three-armed cluster-randomized controlled trial, we aim to enrol 
45 general practitioners and 279 dyads of persons with dementia and their family 
caregivers. The main outcome for the persons with dementia is quality of life. Deci-
sional con� ict experienced by family caregivers will be the key secondary outcome. 
Other outcomes include caregivers’ self-e�  cacy to interact with the physician and 
communication with the physician. We powered to detect di� erential e� ects of 
advance care planning for those who are more ready to engage in either interven-
tion. The e� ects of technology use for persons with dementia will be evaluated 
through in-depth description of cases.
Results: Not yet available.
Conclusion: We expect that the study will contribute to more personalized advance 
care planning interventions.

PO5.2. Research in dementia palliative care: “What evidence exists 
to support the components of a Model for Dementia Palliative 
Care?”

FOX Siobhan1, O’CONNOR Niamh1, DRENNAN Jonathan2, GUERIN 
Suzanne3, KERNOHAN George4, MURPHY Aileen5, TIMMONS 
Suzanne1

1Centre for Gerontology and Rehabilitation, University College Cork, Cork, 

Ireland, 2School of Nursing, Midwifery and Health Systems, University 

College Cork , Cork, Ireland, 3School of Psychology, University College 

Dublin, Dublin, Ireland, 4Institute of Nursing and Health Research, 

Newtownabbey, Ireland, 5Department of Economics, University College 

Cork, Cork, Ireland

Background: Palliative care is recognised as an international priority in dementia 
care, although few people with dementia experience optimal palliative care. To 
address this, several European agencies have called for research to explore “e� ec-
tive models” of dementia palliative care. The Model for Dementia Palliative Care 
project will develop an acceptable, evidence- and practice-based model for palliative 
care for people with dementia in the community. One study aim was to identify 
core components of e� ective models of dementia palliative care in the community.
Methods: A scoping literature review following Arskey and O’Malley’s (2005) frame-
work was conducted. A search strategy was devised to identify all peer-reviewed 
research papers relating to our aim. Databases searched were: PubMed, Embase, 
Cinahl, PsychInfo, and Scopus. Inclusion criteria were: non-pharmacological pal-
liative care interventions; for people with moderate to advanced dementia, of any 
type; who were living in the community.

Results: Limited empirical research supporting components of dementia pallia-
tive care models in the community exists. Most of the available research evidence 
focuses on advance care planning, and palliative care for advanced disease. However, 
overall the core areas of an e� ective palliative care model for people with dementia 
in the community may be: advanced care planning, adoption of a palliative care 
approach, education about the disease process, 24-hour home support, improved 
care co-ordination, and support for the carer. Complex ethical issues are identi� ed 
as one barrier to conducting good quality research in this area.
Conclusion: Although a supportive palliative care framework applies from soon a� er 
diagnosis, the empirical literature largely equates “palliative care” with “end-of-life 
care”. We must steer away from this approach and consider dementia palliative 
care as a holistic care approach which acknowledges person-centred care frame-
works and the four pillars of palliative care. Barriers to conducting good quality 
research must be overcome as additional evidence is essential.

PO5.3. Evidence-based counselling for neurocognitive disorder 
advance care planning

LO Chih-Yu1, LIN Chih-Yuan1, LO Chih-Yu2, LIN Yi-Di3, HSIEH Hui-
Ting3, SU Yu-An4, LAI Yi-chen4, KUO Jen-Hwa5, HUANG Chien-Jung6, 
YEH Yuh-Hsiang7, LIN Chih-Yuan8

1Taipei City Hospital, Taipei, Taiwan, Province Of China, 2Holistic Social 

Preventive and Mental Health Center, Taipei City Hospital, Taipei, Taiwan, 

Province Of China, 3Department of Family Medicine, Taipei City Hospital, 

Taipei, Taiwan, Province Of China, 4Department of Social Work, Taipei City 

Hospital, Taipei, Taiwan, Province Of China, 5Department of Long Term 

Care, Taipei City Hospital, Taipei, Taiwan, Province Of China, 6Department 

of Metabolism and Endocrinology, Taipei City Hospital, Taipei, Taiwan, 

Province Of China, 7Department of Chinese Medicine, Taipei City Hospita, 

Taipei, Taiwan, Province Of China, 8Department of Neurology, Taipei City 

Hospital, Taipei, Taiwan, Province Of China

Background: Critical resuscitation illness frequently as a common pathway of neu-
rocognitive disorder. Taiwan Department of Health and Welfare launched Patient 
Autonomy Act in 2019 for neurocognitive disorder people and family by advance 
care planning counseling to avoid low-value care and prevent su� ering. As a neu-
rocognitive care team, evidence from real-world post-resuscitation scenarios for 
shared decision making is still lacking. This study aims to compare the palliative 
care services group with usual care group their clinical scenario and realized life-
sustained treatments utilization.
Methods: We conducted a retrospective cohort study included all people with 
critical resuscitation from emergency department visit from Taiwan National 
Health Insurance Research Database during 2009 to 2013 as study population. We 
selected people who received palliative care services as palliative care group (n = 
336) and assembled a usual care group (n = 1,344) through 1:4 matching for age, 
gender, comorbidity, event year confounding factors. Multivariate logistic regres-
sion and survival analyses to evaluate the days of survival, medical utilization and 
life-sustaining treatments use.
Results: Palliative care group signi� cantly lower cardiopulmonary resuscitation, 
hemolysis, ventilator life-sustaining treatments usage, and shorter survival post-
resuscitation days. Nasogastric tube feeding still prevalent in both groups.
Conclusions: Palliative care services could lower the life-sustaining low-value care 
and shorten su� ering post critical resuscitation illness. Besides, along with the 
course of neurocognitive disorder, research is still lacking in regards to the issue 
of comfortable oral feeding.

PO5.4. Recognising the needs of older, frail, spousal carers

HARRISON DENING Karen

Dementia UK, London, United Kingdom
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Relationship-centred care recognises the importance of the interpersonal and 
intrapersonal relationships that exist between the person and others around them 
and forms the context within which caring occurs.  The interconnectedness of the 
physical, spiritual, social and emotional aspects of well-being and illness underpins 
care provision for the person with dementia.  Whilst there has been much research 
on the psychosocial needs of family carers, little attention has been paid to the 
presence (or risk) of frailty in older spousal carers. Similarly, de� nitions of physi-
cal illness and multiple illness tend to presuppose that one disease is assuming a 
central place. Comorbid conditions in people with dementia are likely to be those 
that are common in older spousal carers, such as coronary heart disease, diabetes, 
hypertension, chronic obstructive pulmonary disease, heart failure, depression, 
arthritis and cancer. Frailty is linked to, but not the same as, ageing and in peo-
ple aged over 85, a quarter to a half are estimated to be frail.  Such age-related 
decline leaves older people vulnerable to minor stressor events or sudden changes 
to health status such as an infection, minor surgery or a new drug therapy. It 
also puts them at increased risk of falls, disability, long-term care and death. This 
added into this equation also being a carer of a spouse with dementia can create 
a highly vulnerable situation.  This poster will consider case management in sup-
porting the older spousal carer.

PO5.5. Living and dying well: Identifi cation and co-ordination 
approaches for people living in care homes

PROVAN Hilary

NHS Tayside, Dundee, United Kingdom

The Scottish Government’s Strategic Framework for Action on Palliative and End of 
Life Care states that everyone who needs palliative care will have access to it by 2021.
In support of this the Scottish Government has developed 10 commitments with 
Commitment 1 of the Strategic Framework for action on Palliative and End of Life 
Care to focus and improve the earlier identi� cation of and co-ordination of care 
for those who have palliative care needs.
Dundee is also focussing on Commitment 6 and 7 of the 3rd Dementia Strategy 
2017–2020 where delivery of care co-ordination is supported by Alzheimer Scot-
land’s Advanced Dementia Practice Model so that care and support given to people 
with advanced dementia and also at the end of life with dementia experience an 
integrated and comprehensive approach to providing care. The 8 pillars Model of 
Community Support introduces an advanced dementia specialist team for opti-
mum care.
The aim of this project is to improve the quality of care for people in a care home 
through:

• Focus on a person centred and � exible approach
• Timely and skilled co-ordination of End of Life and Palliative Care
• Best support: Advanced Dementia Practice Model and End of Life Care
• Focus on carers and family
• Working together to achieve outcomes that matter to the individual.

While this work relates to the Living Well in Communities and Focus on Dementia 
groups, it is also relevant to other groups such as people with frailty and those living 
with multiple long term conditions. It is also hoped that the project will also impact 
on unplanned admissions to hospital, reducing delayed discharges and also high-
lighting the importance of conversations regards wishes and preferences for care.

PO6. Post-diagnostic support

PO6.1. Exercise intervention in institutionalized older adults with 
Alzheimer disease to manage behavioural and psychological 
symptoms: Eff ects on caregivers’ distress

SAMPAIO Arnaldina1, MARQUES-ALEIXO Inês1, SEABRA André1, 
MOTA Jorge1, MARQUES Elisa2, CARVALHO Joana1

1CIAFEL, Porto, Portugal, 2ISMAI, Porto, Portugal

High prevalence of behavioural and psychological symptoms (BPS) in older adults 
with Alzheimer’s disease (AD) can be determinant for formal caregivers’ psycho-
logical distress and burden. Developing safe and e� ective strategies focus on the 
management of BPS are essential in nursing homes. These strategies can be ben-
e� cial for institutionalized older adults with AD, but also important to minimize 
formal caregiver distress caused by related BPS of this population.
The aim of this study was to analyse the caregivers’ distress caused by BPS of 
institutionalized older adults with mild to moderate AD a� er an exercise inter-
vention with the carers.
The EG participated in a 6-month supervised multicomponent exercise program 
(including aerobic, muscular resistance and strength training and exercises of 
� exibility) with 50 minutes/session, twice a week, while participants in the CG 
maintained their regular daily activities during the same period. The caregivers 
reported their distress related to behavioural and psychological symptoms (NPI) 
in AD before (M1) and a� er 6 months of training (M2).
No signi� cant group di� erences were found at the baseline of the NPI distress 
variables. A two-way (group and time) factorial ANOVA, with repeated measure-
ments for one factor (time), indicated a signi� cant time e� ect in hallucinations 
caregiver distress variable and revealed signi� cant group and time interactions on 
delusions, apathy/indi� erence, appetite/eating disturbances, and NPI total score 
variables. Accordingly, a di� erent response in each group was evident over time 
for those variables, supported by a signi� cant increased of caregivers distress in 
delusions, appetite/eating disturbances and NPI total score variables over time 
(M1vsM2) in CG, whereas a signi� cant decrease of caregivers distress was observed 
in the same variables from M1 to M2 in EG. 
These results allowed us to verify that multicomponent exercise interventions 
can be a useful strategy in the management of caregiver distress related to BPS 
of this population.
Funding reference (CIAFELUID/TP/00617/2019;B&B-POCI-01-0145-FEDER-031808) 

PO6.2. Community based centres for supporting hedonic and 
eudaimonic well-being of people living with dementia and 
their care partners

MARINI Zeudi1, PRADELLI Samantha1, BOSELLI Barbara1, BUSA 
Francesca1, LORICO Fabio1, MARINANGELI Luigi1, MOSELE Marco1, 
PARISE Giordano1, PERLI Cristina1, SALVAGNIN Daniela1, STEFANI 
Nilla1, A.M.A.d.2

1AULSS 7 Pedemontana, Bassano del Grappa, Italy, 2Associazione Malattia 

di Alzheimer e Altre demenze, Bassano del Grappa, Italy

Introduction: At an international level, “living well with dementia” is recognized 
as a priority (Cook, 2008). For the Italian Dementia Plan, the appropriateness of 
the interventions and the continuity of care are essential objectives. To promote 
post-diagnostic support focused on well-being, the local Alzheimer’s Associations 
(A.M.A.d.), the Local Health System (AULSS 7 Pedemontana) and the Municipali-
ties, thanks to funds provided by Veneto Region, implemented 6 free-of-charge 
Community Based Centres (CBCs) for PLWD and their care partners on the ideas 
of Meeting Centres and Cogs Club.
The primary aim of these Centres is to support the hedonic (Diener, 1984) and 
eudaimonic well-being (Ryan & Deci, 2001) and to allow PLWD and their care part-
ners to “live well with dementia”.
Materials and methods: A total of 6 CBCs for 75 PLWD and their corresponding care 
partners were established in 6 di� erent municipalities over 4 years. Satisfaction 
surveys and focus groups with participants on the domains of eudaimonic and 
hedonic well-being were conducted.
Results: It emerged that well-being of PLWD and their care partners is supported 
particularly in the domains of: Hedonic Wellbeing, Connections (positive relations), 
Scope/meaning, Self-acceptance
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Conclusions: Focusing on domains of eudaimonic and hedonic well-being, CBCs 
can promote a more positive view of PLWD and their care partners, � ghting fear, 
isolation, lack of meaning, and ultimately stigma.
CBCs also help to connect Volunteer sector and the Community with social and 
health services creating a support network from the diagnosis till the moderate 
stages of dementia.
In addition, since these CBCs are free-of-charge, they have the potential to reach 
the most disadvantaged people in the Community.
As future objectives, our group is validating hedonic and eudaimonic outcome 
measures to quantitatively assess the e�  cacy of these CBCs.

PO6.3. Co-designing dementia diagnosis and post-diagnostic care 
(COGNISANCE)

BRODATY Henry1, LOW Lee-Fay2, SWAFFER Kate3

1Centre for Healthy Brain Ageing, UNSW, Sydney, Australia, 2University 

of Sydney, Sydney, Australia, 3Dementia Alliance International, Adelaide, 

Australia

Despite many national guidelines for diagnosis and management of dementia, 
persons diagnosed with dementia and their family carer partners are o� en dis-
satis� ed with the diagnostic process and receive limited post-diagnostic support.
Our aims are to co-design and deliver in partnership with people with demen-
tia, family care partners and health care professionals, toolkits and campaigns 
to improve the dementia diagnostic process and post-diagnostic support in Aus-
tralia, Canada, the Netherlands, the UK and Poland; and to evaluate the campaigns.
Work packages will: (1) explore through surveys and focus groups current experi-
ences, barriers and facilitators to dementia diagnosis and post-diagnosis support 
from the perspectives of persons with dementia, care partners and health care 
professionals; (2) develop internationally-applicable toolkits supporting guide-
line implementation for the at-risk public and health care professionals; (3) devise 
and deliver campaigns to produce behavioural change using the aforementioned 
toolkits in selected regions; (4) evaluate the campaigns using the RE-AIM frame-
work including measuring impact on the diagnosis, post-diagnosis experiences, 
and practitioner attitudes and behavior; (5) develop an implementation playbook 
outlining how to deliver similar campaigns in other countries
CO-desiGning demeNtia dIagnoSis ANd post-diagnostic CarE (COGNISANCE) will 
provide a new internationally adaptable set of recommendations, toolkits for 
persons with dementia, care partners and health care practitioners on how to 
make the diagnostic process and post-diagnostic care as positive an experience 
as possible, and a playbook to assist other countries with implementing their 
own change campaigns.
Funding has been received by partners’ countries national organisations through 
the JPND.

PO6.5. Evaluation of a service of optimization of pharmacotherapy in a 
specialized care centre for people with Alzheimer´s disease

MIGUENS Vanesa1, FORNOS PEREZ Jose Antonio2, FERNANDEZ 
CORDEIRO Marta3, GARCÍA RODRIGUEZ Patricia3, TENORIO 
SALGUEIRA Lorena3, MERA GALLEGO Ines3, ANDRES RODRIGUEZ 
Floro3, RODRIGUEZ BERNARDEZ Juan Carlos4

1AFAGA, Vigo, Spain, 2Universidad de Santiago de Compostela, Vigo, 

Spain, 3Farmacia, Vigo, Spain, 4Director Alzhéimer, Vigo, Spain

Introduction: Interdisciplinary collaboration plays a key role in optimising phar-
macotherapy in users of a centre specialising in Alzheimer’s disease and other 
neurodegenerative dementias in which medication can be one of the causes of 
the increase in falls and fractures, which leads to a great deterioration in people’s 
quality of life and a high health cost.
Objectives: Optimising pharmacotherapy in users with a high risk of falling from 
a centre specialising in Alzheimer’s disease. Speci� c objectives:

• Integral evaluation of the patient
• Detection and resolution of DRP/NOM
• Medication review according to STOPP/START criteria
• Medication reconciliation
• Evaluation and improvement of adherence with Personalized Medication 

Dispensing Systems (MDS)
• Evaluating the relationship between pharmacotherapy and fragility in 

the elderly.
Methodology: Prospective observational study developed in a specialized care 
centre for people with Alzheimer´s disease in 2019, by a team of pharmacists and 
physiotherapists, with emphasis on: polymedicated; patients with previous falls 
and/or non-compliant; those who use narrow therapeutic index drugs or high-risk 
drugs: anticoagulants, antiplatelets, NSAIDs, etc.
All the requirements of con� dentiality and data protection, as established by law, 
were scrupulously complied with.
Variables:

• Age, sex, studies
• Diseases (number and type)
• Sensory and motor de� cits
• Funded drugs: prescribed (number and type)
• Scoring of the questionnaire on knowledge of the use of medicines accord-

ing to the FORO´s protocol
• Number of DRPs /NOMs and types
• Pharmaceutical interventions (Number and type).

Procedure:
• Phase 1: Review of medical records
• Phase 2: Clinical interviews with patients and/or caregivers
• Veri� cation of personal data
• Concerns and health problems
• Review of medicines
• Improving medication knowledge/compliance
• Providing information and/or Health Education
• O� ering Personalized Medication Dispensing Systems (MDS)
• Medical referral.

Evaluation of the study:
• Process and outcome indicators.

PO7. Psychosocial interventions

PO7.1. Tai Chi and body schema, balance and attention of people with 
dementia: A comparative study

MABIRE Jean-Bernard, CHARRAS Kevin, AQUINO Jean-Pierre

Fondation Médéric Alzheimer, Paris, France

Introduction: Tai Chi is a multimodal activity involving body, cognitive and psycho-
logical components. Tai Chi is characterized by gentle and slow movements and 
is therefore an adapted activity for elderly people and for people with dementia. 
Empirical bene� ts of Tai Chi have been observed on several dimensions: muscle 
strengthening, postural stability, risk of fall, cardiovascular diseases, cognitive 
functions, anxiety, depression and well-being. The aims of this study were to eval-
uate the e� ects of a Tai Chi intervention on body schema, balance and attention 
of people with dementia.
Methods: The Living Lab of the Fondation Médéric Alzheimer led this study in a day 
care centre. The study used a comparative experimental design with two groups: 
one group (n=9) practicing a 12 weeks Tai Chi intervention in addition to their usual 
care and one group (n=9) with only their usual care. A skilled Tai Chi instructor led 
the intervention with two care sta� . Three assessments were undertaken: before 
the intervention, a� er the intervention and two months a� er the intervention. 
Assessment were items “knowledge of body parts” of the Geronto-Psychomotor 
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Examination and a task involving drawing a picture of a man for body schema; the 
Tinetti tool for balance; and the K-T cancellation test for attention.
Results: Mean age was 83.5 years old. Attendance was strong with an average of 
11.66 sessions carried out [10–12]. Comparisons between the groups will be pre-
sented in terms of body schema, balance and attention. A qualitative analysis of 
the drawings of the man will also be presented.
Discussion: The Tai Chi intervention was adapted for people with dementia in a day 
care centre. The intervention will be discussed in terms of bene� ts, implementa-
tion procedures and participants’ feedback.

PO7.2. Can live music performances improve well-being for people 
living with dementia? Evaluating the music, hospitals and care 
concert club

SMITH Sarah Kate1, INNES Anthea2, BUSHELL Sophie2

1Salford Institute for Dementia, Salford, United Kingdom, 2University of 

Salford, Salford, United Kingdom

Evidence is emerging that relates to music-based interventions and positive health 
outcomes for people living with dementia who can access them. Much of this 
research-based evidence is focused in care home settings where interventions can 
be readily applied as part of a weekly schedule of activities. The impact of music on 
wellbeing of community dwelling people with dementia is less well understood.
This paper describes the � ndings from an evaluation of a music café – a series of 
live concert performances hosted at the Dementia Hub at the University of Sal-
ford over a twelve-month period. Concert attendees included 9 People living with 
dementia, 10 Care partners and 4 Former care partners. The genre of musician 
varied from session to session and included 7 groups of performers from opera, 
classical, traditional British folk, traditional African, traditional Japanese, comic, 
musical, and pop music.
Semi-structured interviews with concert attendees took place before the interven-
tion to explore the meaning of music and expectations of the upcoming concerts. 
Dementia Care Mapping was utilised as an observational tool to capture in the 
moment experiences of the concerts for those attending the music café throughout 
each performance. Follow-up semi-structured interviews took place a� er the con-
clusion of the concert programme to explore the experiences of the concerts and 
the impact of music on wellbeing, interviews with the musicians enabled a further, 
essential perspective. Interviews were transcribed and analysed thematically. Find-
ings indicate the collaborative nature of the concerts and the active participation 
of audience members was empowering promoting feelings of collective wellbeing.

PO7.3. Object handling for people with dementia: A scoping review

D’ANDREA Federica1, DENING Tom2, TISCHLER Victoria1

1School of Nursing, Midwifery and Healthcare, University of West London, 

London, United Kingdom, 2Division of Psychiatry & Applied Psychology, 

School of Medicine, University of Nottingham, Nottingham, United 

Kingdom

Objectives: Various psychosocial interventions have been implemented to improve 
behaviour, cognition, quality of life and the wellbeing of people living with demen-
tia. Among such interventions, one that has attracted recent attention has been 
object handling, for example in relation to museum collections. This study aims 
to provide an overview of available studies on object handling, their e� ects and 
methodological characteristics.
Methods: A scoping review of object handling for people with dementia was under-
taken using a pre-selected research strategy. The research was conducted using 
CINAHL Complete, psycINFO, MEDLINE, psycARTICLES, Academic Search Elite and 
Art Full Text, plus review of reference lists and hand search. Studies were included 
where the intervention comprised presenting the object to participants (or allow-
ing them to choose) followed by a period of exploration, re� ection and response, 

before moving to another item. Group or individual sessions were included. No 
speci� c restrictions regarding age, subtype and severity of dementia were applied.
Results: Following our inclusion criteria, nine studies were included in the review. 
Data from the studies selected will be extracted using a PRISMA checklist.  Due to 
the variety of design used across the studies, the results will be reported in nar-
rative form and presented in terms of di� erent characteristics of interventions: 
participants, frequency and duration of intervention, settings and materials, out-
come measures and outcomes.
Conclusion: The presented review could o� er an important contribution to the 
limited literature on object handling and lay the groundwork for further stud-
ies in this area.

PO7.4. Th e eff ectiveness of art interventions in emotion recognition 
and expression among elderly people with MCI (mild cognitive 
impairment)

TSATALI Marianna1, GAVRA Andromachi2, AVDIKOU Konstantina2, 
GIALAOUZIDIS Moses2, TSOLAKI Magda3

1Panhellenic Federation of Alzheimer’s Disease and Related Disorders, 

� essaloniki, Greece, 2Alzheimer Hellas, � essaloniki, Greece, 3Department 

of Neurology, Medical school, Aristotle University of � essaloniki, 

� essaloniki, Greece

It is observed that participation in art projects increases cognitive performance 
in elders with MCI, whereas is also reduces their depressive symptomatology. The 
aim of this study is to investigate the extent to which emotion functionality, in 
particular the emotional expressivity and emotional recognition, as well as creativ-
ity, can also be improved in this population through participation in art programs. 
Method: Sixty-two participants with MCI were recruited from the Greek Alzhei-
mer Association. Initially, they were divided in four sub groups: the � rst group 
joined those who attended two programs (poetry and painting), the � rst group 
joined those who participated only in the painting program, in the third group 
participants didn’t attend any non-pharmacological interventions, whereas in 
the fourth group, participants attended other than art programs. The duration of 
the non-pharmacological programs, both the art programs as well as the other 
ones, lasted for two-three times per week over a two-years period. The following 
tools were administered to the sample a� er the two-year period: a) Reading the 
Mind in the Eyes Test, b) Guilford’s Alternative Uses Task, and c) Toronto Alexithy-
mia Scale. Results: According to the results, participants from the second group 
scored higher from the third and fourth groups in the Guilford’s Alternative Uses 
Task, which measures creativity, [F(3, 58) = 1.770, p = .049], and also in the Read-
ing the Mind in the Eyes Test [F(3, 62) = 3.373, p = .024], which assesses emotion 
recognition. However, no signi� cant di� erences were found for alexithymia. Con-
clusions: The case of the existing study is that those who attended art programs 
had higher scores in recognizing one’s emotions, whereas their creativity levels 
are also improved. However, the levels of alexithymia were not a� ected by these 
interventions. Future studies will need to con� rm the aforementioned � ndings.

PO7.5. Process evaluation of a participatory action research-RCT 
aimed at reducing inappropriate psychotropic drug use in 
nursing home residents with dementia by tailored intervention-
and implementation plans

GROOT KORMELINCK Claudia1, VAN TEUNENBROEK Charlotte2, 
ZUIDEMA Sytse2, GERRITSEN Debby3, SMALBRUGGE Martin4

1University Medical Center Groningen (UMCG), Groningen, Netherlands, 
2Groningen, Netherlands, 3Nijmegen, Netherlands, 4Amsterdam, 

Netherlands

Background: Psychotropic drugs are frequently used and o� en inappropriate 
prescribed for nursing home residents with dementia with neuropsychiatric symp-
toms, despite their side e� ects and limited e� ectiveness. Non-pharmacological 
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(psychosocial) interventions are recommended as � rst-line treatment. Multidis-
ciplinary care programs targeting sta�  is another way to enhance appropriate 
psychotropic drug use (PDU). However, e� ects of the latter, ‘complex interven-
tions’ are regularly small due to suboptimal implementation. Given the complexity 
of implementation, standardized interventions are less likely to be successful.
We integrated participatory action research (PAR) with a stepped wedge cluster 
RCT to reduce inappropriate PDU. Using PAR, we adapted to local di� erences and 
needs. Two strategies were aimed at increasing e� ectiveness, being coaching, 
and tailored information provision which was provided at several time points on 
PDU. This included a problem analysis prior to start, targeting perceived prob-
lems in managing NPS and PDU. Chosen interventions by the nursing homes were 
required to match the experienced problems, resulting in a tailored intervention- 
and implementation plan.
Methods: A process evaluation was carried out to gain insight into internal and 
external validity, using a model proposed by Leontjevas et al. Data about sample 
quality, intervention quality en implementation knowledge was evaluated. Data 
were collected from internal project leaders and coaches, using a digital question-
naire and semi-structured interviews.
Conclusion: Preliminary results show that implementation is likely to be facili-
tated by collaboration and communication between stakeholders, key-persons 
taking the lead, involvement of sta� , and management support. Organizational 
changes and sta�  turnover seem to negatively impact implementation. Imple-
mentation within nursing homes showed varying degrees of success, indicating 
that implementation is complex despite our implementation strategies. Results 
will be presented at the symposium.

PO7.6. ‘Th ank you for listening to me...' 

VAN DER POEL Josine, HOFMAN-DE VOS Mariëtte

Alzheimer Nederland, Amersfoort, Netherlands

A sentence that concludes many calls to the AlzheimerTelefoon. The Dutch helpline 
started in 1987, and its volunteers have answered more than 83.000 calls since.
Callers have questions about dementia, the diagnosis and the future. When diag-
nosed with dementia, both their relatives and persons with dementia face all sorts 
of practical and emotional questions. They also call to tell their story or to share 
an emotional experience.
But we receive other questions too:
“I have to make a paper about an ethical dilemma; are there medicines for that 
condition?” Or “Do you also give massages against dementia?” People who ask 
for the telephone number of the taxi center, the vet, the go-kart track ... Well, if the 
questioner sounds a bit confused, we look up the number for him on the internet.
In my contribution I will tell how the AlzheimerTelefoon is organised and how we 
� nd, train and coach the volunteers. I will give insight in hot topics, and what these 
require from volunteers. And I will highlight some innovations, like the call-back 
service by specialised volunteers. Visitors of our platform Dementie.nl may choose 
for this service when they can’t � nd the answer to their question.
For many relatives of people with dementia the AlzheimerTelefoon is a lifeline; 
in the words of a caller: “This conversation enabled me to better organize my 
thoughts. It does not immediately change the situation, but I do feel understood. 
And that gives me courage to continue.”

PO7.8. Using archive collections: A multi-sensory approach to 
dementia care 

TISCHLER Victoria1, CLAPP Sophie2

1University of West London, London, United Kingdom, 2Boots UK, 

Nottingham, United Kingdom

This paper aimed to identify the potential for archival items to be used in or to 
support therapeutic interventions in dementia care, with a particular focus on 
olfactory stimulation. Olfaction or smell, is perhaps the most potent of human 

senses yet the least understood. This may be due to its amorphous nature, and 
the relative lack of olfactory research that has taken place.  Olfaction is closely 
linked to emotional processing and autobiographical memory therefore has poten-
tial therapeutic use in dementia care. 
Archive collections are resources that have been utilised within research such 
as oral history studies. More recently, archives have been shown to be powerful 
agents in recovering forgotten memories. The Boots company was established in 
Nottinghamshire, England in 1849 and is a well-known feature of the British high 
street (shopping precinct), o� ering pharmacy, health and beauty, photographic and 
optical services. Its extensive archive is housed at the company’s Nottinghamshire 
headquarters and has been made available for scholarly research and public bene� t. 
This study used archival research including object handling, analysis of records, 
documentation and interviews with archivists to identify olfactory-rich items and 
formulations from Boots UK that may be used therapeutically in dementia care 
settings.  A range of material and smells for use with people living with dementia 
were identi� ed and olfactory pro� les created for males and females. Strong smells 
and items featuring well-known brands and distinctive packaging included car-
bolic soap, shaving sticks and Old English Lavender talcum powder. These and 
other items elicited positive feedback when introduced to people with dementia 
by archivists. A dataset of items has been created (Tischler & Clapp, under review). 
It is anticipated that this will be of use in future research studies. 
Reference: Tischler, V. & Clapp, S. (under review) Multi-sensory potential of archives 
in dementia care. Archives & Records. 

PO7.9. Experiences, resistances and fears in the use of Doll Th erapy

GHILARDI Nicoletta1, CAROBBIO Egle Miriam1, PACENZA Caterina2, 
CILESI Ivo Giovanni1, LAURIA Isabella2

1Centro Studi e Ricerche “Innovative Elder Research” Onlus, San Paolo 

d’Argon (BG), Italy, 2Associazione Insieme A Te Onlus, San Paolo d’Argon 

(BG), Italy

The recent literature (Qin Xiang Ng et al., 2017; Mitchell et al., 2016; Fernandez R. et 
al., 2014; Turner F. et al., 2014), highlights a huge number of reviews paper about 
Doll Therapy and existing guidelines. These studies show that Doll Therapy is 
largely di� used as a non pharmacological therapy in the management of behav-
ioural and psychological symptoms of dementia (BPSD).
In this study, the experience of several years of Doll Therapy use will be reported. 
In particular, the presence of critical issues that can appear at di� erent times: both 
in the early stage where the use of Doll Therapy is proposed to the family member 
and/or to the caregiver, and during the therapy itself.
Therefore, it becomes interesting to analyse the dynamics/ experiences/ resist-
ances that Doll Therapy could generate in the caregiver, whether they are formal 
caregiver (geriatric operators such as doctor, nurse, psychologist, physiotherapist, 
animator, educator, healthcare operators, etc…), volunteers, or informal caregiver 
(family members like spouse, children, etc..).
From the experience gained in years of training and supervision in the � eld with 
caregiver, some topic experiences have emerged, such as: the fear that the use of 
a doll in assisting an elderly person with dementia may be infantilising, the fear 
that Doll Therapy can cause regressive processes, the unsolved dynamics in the 
parent/child relationship and the impression that you want to joke with the per-
son in front of you.
In order to delve into this topic issue, di� erent Italian structures where the Doll 
Therapy is applied have been contacted and an “ad hoc” questionnaire have been 
submitted.
The presented work describes the results obtained from the data elaborations and 
possible answers traceable in the current literature.
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PO7.10. Facilitation of activities for people with dementia in day care: A 
qualitative study exploring the experiences of staff 

STRANDENÆS Margit Gausdal1, LUND Anne2, ROKSTAD Anne 
Marie Mork3

1Norwegian National Advisory Unit on Ageing and Health, Vestfold Hospital 

Trust and Oslo University College, Tønsberg/Oslo, Norway, 2Oslo and 

Akershus University College of applied science, Oslo, Norway, 3Norwegian 

National Advisory Unit on Ageing and Health, Vestfold Hospital Trust and 

Molde University College, Oslo/Molde, Norway

Background: Day care service (day care) is recommended as an activity service for 
home-dwelling people with dementia in Norway. However, there is limited knowl-
edge about strategies to promote engagement and participation in activities at 
day care.  The aim of this study was to gain understanding of the sta� ’s experi-
ences on how to enhance engagement and participation in activities for attendees.
Methods: The study has a qualitative design, using group interviews with sta�  and 
� eld observations at day care designed for people with dementia. Thematic content 
analysis was used to analyze interviews, and the � ndings from the observations 
were used to illuminate the � ndings in the interviews. Three group interviews 
including a total of 10 sta�  participants were conducted. Additionally, 35 attendees 
were observed during two days of � eld observations at each day care.
Results: The main theme that emerged from the analysis was the sta� ’s primary 
objective to make meaningful days for the attendees. To achieve this, the impor-
tance of having individual knowledge about the attendees to enhance relationships, 
creating a balanced group composition, personal competence and skills of the sta� , 
and the importance of using activities in di� erent ways, was highlighted. Most 
� ndings from the � eld observations coincide with those in the interviews. However, 
the observations revealed that the sta�  seemed to have insu�  cient knowledge of 
o� ering individual tailored and structured meaningful activities to the attendees. 
There is a potential of including the attendees even more in the ongoing activities.
Conclusion: Sta�  play an important role in promoting and facilitating activities to 
increase engagement and participation in activities. There is a potential for greater 
structured use of activities and cognitive stimulation. To avoid occupational injus-
tice and the risk of decreased health and well-being among home-dwelling people 
with dementia, more di� erentiated and individual tailored services are needed.

PO7.11. Impact of a home-based logopaedic intervention for people 
with dementia and their caregivers: A pilot study

OLTHOF-NEFKENS Mariëlle1, DERKSEN Els2, DEBETS Frieda2, DE 
SWART Bert2, NIJHUIS-VAN DER SANDEN Ria2, KALF Hanneke2

1Zorggroep Maas & Waal, Beneden-Leeuwen, Netherlands, 2Radboud 

UMC, Nijmegen, Netherlands

Background: Communication di�  culties are common in people with dementia 
(PwD), and o� en present from early stage on. However, direct treatment options 
for people with dementia that positively in� uence their daily communication 
are lacking.
Objective: To evaluate the potential impact of a home-based and short personal-
ized logopaedic intervention, that was designed to improve communication skills 
in people with dementia and their primary informal caregivers.
Methods: In this single-group repeated measures mixed-methods study, forty dyads 
of a community-dwelling person with dementia (PwD) and his or her primary infor-
mal caregiver followed a six-session logopaedic intervention called Com-mens. The 
intervention was delivered at home by four newly trained, but experienced speech 
language therapists (SLTs). Measurements (questionnaires for Experienced Com-
munication in Dementia (ECD), The Older Persons and Informal Caregivers Survey 
Minimum DataSet (TOPICS-MDS) and semi-structured interviews) were conducted 
on � ve moments in time: before the intervention, a� er the intervention, and 3, 6 
and 9 months a� er the intervention.

Results: Of the 40 dyads enrolled, 32 completed the intervention. Repeated meas-
ures MANOVA revealed no signi� cant changes over time in scores on experienced 
communication (PwD p = 0.594; caregiver: p = 0.818), quality of life (PwD p = 0.364; 
caregiver p = 0.737), or caregiver burden (caregiver only p = 0.630). In the interviews, 
all participants reported gain of new knowledge, insights and skills. Overall, dyads 
were very satis� ed with the intervention (satisfaction scores averaging 8.0 on a 1 
to 10 scale), and they would all recommend it to others.
Conclusion: A newly developed short logopaedic intervention has a positive per-
ceived impact on both people with dementia and their informal caregiver, but 
current quantitative measurements are unable to catch this improvement. Future 
research should focus on better understanding the value of such personalized 
interventions.

PO7.12. Th e impact of virtual memory palaces on well-being with 
dementia

BORMANS Kasper

KULeuven, Leuven, Belgium

Objective: Dementia is the problem of the future in health care. Dementia is hard 
for the person living with it, but even more burdensome for his/her environment. 
The conversational dialogue between them seems to decline. Dementia is more 
than memory-loss, there is also communication-loss.
The primary objective is to examine whether the addition of (augmented) reality to 
communication strategies can reconnect subjects in the early phase of Alzheimer’s 
disease (AD) with their caregivers and family members. The secondary objective 
includes a follow-up on recall and recognition of familiar faces. As well as a follow 
up on quality of life of subjects in the early phase of AD and their signi� cant others.
Method: We have developed a mobile application (MemoryHome) which allows 
caregivers to construct virtual scale models of the residential settings these indi-
viduals with early AD presently are living in. These models function as memory 
palaces in which photos of signi� cant others are connected to the architectural, 
spatial environment. It is a visual-audio-guide through a well-known environ-
ment and subjects in the early phase of AD can make this walk together with a 
caregiver or a family member.
Results: Our intervention is non-pharmacological, rather inexpensive, patient-
friendly, unconventional and easy to combine with regular treatment of Alzheimer’s 
disease. Data was collected in two di� erent environments: in homecare and resi-
dential settings. Results showed a modest but positive e� ect of MemoryHome on 
quality of life, connectedness between caregivers and their family members and 
the absence of feelings of geriatric depression.
Conclusion: The mobile application MemoryHome is a convenient instrument to 
reinforce the dialogue that seemed to diminish between patients and their envi-
ronment. Furthermore, the application will allow participants to independently 
improve the recall and recognition of familiar faces, as a positive side e� ect.

PO7.13. Th e Rosemary diary: A useful tool for people with dementia

FABBO Andrea1, BEVILACQUA Petra2, GUIDI Laura3, BRUNO 
Patrizia4, BERGAMINI Lucia5, NEVIANI Francesca1

1Health Authority and Services of Modena, Modena, Italy, 2ASDAM 

Association, Mirandola Modena, Italy, 3Giovani nel Tempo Association 

Onlus, Bologna, Italy, 4Amnesia Association onlus, Napoli, Italy, 5Health 

Authority and Services of Modena, Mirandola Modena, Italy

Objective: The Rosemary diary is a useful tool for older person with cognitive impair-
ment to build the track of time and monitor the daily tasks and activities; the diary 
has been planned to be use without instructions, but simply using intuition with 
icons and pictures that accompany simple questions. The � rst part makes refer-
ences to the traditional ROT (a part of CST actually)- Reality Orientation Therapy, 
while the second part collects the activities of daily life. The aim of the study is to 
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determine if this tool strengthens cognitive performance and autonomy as com-
pared to traditional model of home care.
Method: the case series consisted of 87 PWD (30 M, 57F9; mean age: 80 ±74 years) 
divided into a study Group (n°71) submitted to a Rosmarine project (use of agenda 
lasting one hour/day for 6 days per week for one month) and into a control Group 
(n° 16) with an usual care. At the start (T0) and the end (T1) of the study time, the 
2 groups were screened for cognitive performance with MMSE, activities of daily 
living with Barthel index and the a� ective status by GDS- short version. The sta-
tistical analysis was conducted by SPPS-21.
Result: for both groups signi� cant improvements was found for depression (SG-
GDS: t=5.36, p<0.001; CG-GDS: t=2.25, p<0.05) and functional parameters (SG-ADL: 
t=7.85; p<0.001; CG-ADL: t=2.37, p<0.05), whereas only the study group had a sig-
ni� cant improvement in MMSE scores (t=7.31, p<0.001). These preliminary results 
con� rmed tha a simple tool such as the Rosemary diary had positive e� ects on 
cognitive functions as temporal and spatial orientation and environmental behav-
ior; they are important to explain functioning in ADL. Using this tool, the cognitive 
stimulation may not be limited to improve orientation and memory, but also inter-
act to improve skills in ADL to promote and maintain autonomy.

PO7.14. A review of outcome measurement instruments for a dementia 
core outcome set on community based interventions

HARDING Andrew1, REILLY Siobhan1, MORBEY Hazel1, AHMED 
Faraz1, WILLIAMSON Paula2, SWARBRICK Caroline1, LEROI 
Iracema3, KEADY John3

1Lancaster University, Lancaster, United Kingdom, 2University of Liverpool, 

Liverpool, United Kingdom, 3University of Manchester, Manchester, United 

Kingdom

Background: Core outcome sets (COS) constitute the minimum outcomes which 
should be included in trials, and are produced to address the high variability in 
outcomes and measurement instruments (OMIs) which makes meta-analysis and 
interpretation of results di�  cult.
As part of the Neighbourhoods and Dementia Programme, an earlier study phase 
used a two-round modi� ed Delphi survey and consensus meeting to gain agree-
ment from over 300 key stakeholders on 13 core outcome items for inclusion in 
a COS for trials focusing on non-pharmacological community based interven-
tions for people with dementia living at home. The scope and focus of these 13 
outcome items � t with the emerging concept of social health. This presentation 
will present a systematic review, which assessed ‘how’ these core outcome items 
should be measured.
Methods: We conducted a systematic review and used COSMIN guidance to assess 
the psychometric properties of existing OMIs in relation to the COS. OMI were 
extracted from:

• Over 200 existing dementia trials from the ALOIS database
• Reviews and reports of OMI development from 108 searches in six aca-

demic databases
• Other key reviews/sources.

OMIs that met the inclusion criteria (i.e. self-reported OMIs for people living with 
dementia at home) were assessed for face validity, content validity and internal 
consistency.
Results: The scope and focus of existing OMI (as single OMIs or as a con� gu-
ration of OMIs) have inadequate face validity in the context of the 13 outcome 
items in the COS.
Conclusions: While we argue that funders and researchers need to shi�  their focus 
to measuring social health and the 13 outcome items in the COS, existing OMIs do 
not support this objective. We call for the creation of new measure(s), the scope 
and focus of which should be based on the 13 core outcome items and the emerg-
ing concept of social health.

PO7.15. Musical emotions in dementia – A psychological perspective

BARRADAS Gonçalo

Uppsala Universitet, Uppsala, Sweden

Music is understood to be a great way to break through to dementia patients. Lit-
erature suggests that patients are able to identify musical emotions in the middle 
stage of the disease when familiar music is played. Yet, little is known about how 
progressive impairment of psychological mechanisms involved on the mediation 
between music and emotion might a� ect how listeners su� ering from dementia 
respond emotionally to music. The aim of this study was to answer whether lis-
teners su� ering from dementia show di� erent patterns of emotional reactions to 
music from controls by manipulating four psychological mechanisms involved on 
the mediation between music and felt emotions. On this study, several listeners 
(65–90 years old) took part in an experiment which compared elderly individu-
als diagnosed with dementia (Alzheimer´s and frontotemporal dementia) with 
healthy elderly controls. The participants listened to music stimuli designed to 
target speci� c psychological mechanisms (brain stem re� ex, contagion, episodic 
memory, and musical expectancy), and were asked to rate felt emotions. Because 
self-report of felt emotions could be biased in individuals su� ering from dementia, 
and underlying mechanisms cannot be observed, psychophysiological measures 
were obtained (skin conductance level and facial electromyography). Other vari-
ables assessed participants’ cognitive abilities (Mini Mental Test) and depression 
level (Geriatric Depression Scale). Based on previous studies, we made predictions 
about how dementia could a� ect each mechanism. Initial results will be presented, 
including an approach that may help determine future music interventions and 
rehabilitation with dementia patients.

PO7.16. Addressing the needs of people with dementia and family carers 
directly after diagnosis dementia

VAN DER VELDEN Claudia, VAN BELZEN Elsemieke, WILLEMSE 
Bernadette

Netherlands Institute of Mental Health and Addiction, Utrecht, Netherlands

When someone is diagnosed with dementia it clari� es the cause of the prob-
lems they perceive. At the same time, a variety of questions will rise and it will 
cause a range of emotions. According to people with dementia, their family carers 
and professionals, support nowadays is mainly focused on later stage dementia 
instead on early stage. While studies show that it is a complex process for people 
with dementia and their family carers to cope with the diagnosis in their daily life 
directly a� er diagnosis.
The aim of the present project was 1) to examine the speci� c needs according to sup-
port of people with dementia and family carers in the period right a� er diagnosis, 
and 2) to develop a regional model of support for that matches these needs. Focus 
groups, interviews and a literature review were performed to determine these needs.
In short, it was found that the support provided in this phase should focus more 
on the social and psychological needs of people with dementia besides the more 
practical and medical side of living with dementia. Together with professionals 
we translated the � ndings into the regional model of support. An important part 
of the model was to o� er all people with dementia diagnosed with dementia a 
‘First help to live with dementia’ conversation with a specialised professional. A 
conversation guide was developed to ensure that the professionals focus on all 
aspects in this conversation; practical/medical, emotional and psychological needs.
An evaluation of the dialogue is conducted by observations and interviews with 
people with dementia and family carers and a work session with professionals. 
The � rst outcomes were very positive. The � nal outcomes will be merged and � nal 
adaptations will be made to the conversation guide of the dialogues.
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PO7.17. How can we reduce refusals of personal care in dementia? A 
systematic review

BACKHOUSE Tamara, DUDZINSKI Emma, KILLETT Anne, MIOSHI 
Eneida

University of East Anglia, Norwich, United Kingdom

Background: People with dementia develop high needs for assistance with their 
personal care and in the later stages can be reluctant to receive support with these 
daily tasks. When people with dementia refuse assistance with personal care it 
leaves those caring for them in a di�  cult position. Little is known about the best 
way to reduce refusals.
Aim: To identify strategies and interventions that could be used to reduce refus-
als of care in dementia
Methods: We searched MEDLINE, CINAHL, PsycINFO, EMBASE, AMED and the 
Cochrane Central Register of Controlled Trials databases. An additional lateral 
search was conducted. Articles were included if they: focussed on people with 
dementia, covered refusals of personal care or behaviours arising during care 
interactions, included knowledge about an intervention or strategy that may 
reduce refusals of care.
Results: Out of the 5020 records identi� ed, 30 articles relating to 26 studies met 
the eligibility criteria. Twenty-four of the studies (92%) were set in long-term 
care facilities, one in a psychogeriatric unit and one with community dwelling 
people. Ten out of the 26 studies focussed on mixed care activities, 7 bathing, 5 
eating or medication administration, 2 mouth care, and 2 dressing. Strategies or 
interventions identi� ed as ways to reduce refusals included: modifying caregiver 
communication or approach, music, bathing variants, video-simulated presence 
of a loved one, and changes to the environment. There was no evidence that slow-
stroke massage (mixed care activities) or aromatherapy (mixed care activities and 
medication administration) reduced refusals of care.
Conclusion: Refusals of care can be reduced by some non-pharmacological inter-
ventions. More research evidence is needed to underpin strategies identi� ed as 
encouraging, and to test these within community settings with family carers. Our 
results provide detailed information about interventions and strategies which 
could be used to reduce refusals of care in dementia.

PO7.18. Can music therapy improve quality of life of persons with 
dementia? A systematic review

AKINTOLA Abi, HAASNOOT Nadine, ACHTERBERG Wilco, 
CALJOUW Monique

Leiden University Medical Center, Leiden, Netherlands

Background: Dementia is a syndrome of progressive cognitive and functional 
decline that adversely a� ect quality of life (QoL) of persons with dementia. While 
music therapy (MT) is demonstrated to be e� ective to relieve behavioural and 
psychological symptoms of dementia, data over its e� ectiveness on overall QoL 
is con� icting.
Objective: This systematic review was performed to determine whether and to 
what extent MT a� ects QoL or wellbeing of persons with dementia living in long- 
term care (LTC).
Methods: Pubmed, Embase, Web of Science, Cochrane Library, Emcare, PsycINFO, 
Academic Search Premier databases were searched to identify studies that pro-
vided data and risk estimates for the e� ect of MT on QoL. The search strategy 
included keywords related to “music therapy”, “Quality of life”, “wellbeing”, “long 
term care” and “dementia”. These studies were reviewed for eligibility, assessed 
for methodological quality, and the data extracted.
Results: Of the 331 potential reports, 12 (7 RCTs and 5 observational) studies were 
included comprising total N=697 participants, with age range 65–100 years. MT 
was given by a certi� ed music therapist in 8 of the 12 studies. Except for one study 
where participants received once-o�  MT session, duration of MT intervention in 

the other 11 studies range from 2 weeks to 5 months. Several QoL domains were 
tested in the various studies using di� erent tests.
8 studies comprising N=522 participants (74% of total N) showed signi� cant 
improvement in one or more QoL domains a� er receiving active or receptive MT, 
either individually or in groups. Of the remaining 4 studies, one (n=42persons) dem-
onstrated non-signi� cant improvement of QoL a� er receiving MT, two (n=63persons) 
showed inconclusive results and one study (n=70persons) that qualitatively meas-
ured wellbeing showed no improvement a� er 2 weeks of intermittent MT.
Conclusion: This systematic review provides evidence that MT improves QoL of 
persons with dementia living in long-term care.

PO7.20. Virtual Diogenes: Treatment of hoarding symptoms in older 
adults with cognitive impairment using virtual reality

PINO Maribel1,2, URBIOLA GALLEGOS Maria-José1, BENVENISTE 
Samuel1,2, HUGONOT Laurence1,3

1Broca Living Lab, Paris, France, 2CEN STIMCO, Paris, France, 3Hôpital 

Broca (Assistance Publique- Hôpitaux de Paris), Paris, France

Hoarding disorder is characterized by persistent di�  culties with discarding pos-
sessions and excessive acquisitions, resulting in signi� cant clutter that obstructs 
the individual’s living environment and produces considerable functional impair-
ment. It remains largely under-reported, but estimates range from 3 to 6% of 
the population a� ected in developed countries, about 20 to 40 million people in 
Europe. In addition to functional impairment, this behaviour may pose signi� cant 
environmental and health risks for patients and their neighbours (increased risks 
of disease, � res, collapse of buildings etc.). Thus, authorities must impose emer-
gency, forced de-cluttering to prevent catastrophes. These operations are extremely 
traumatic for patients and o� en lead to relapse, depression and suicide attempts.
Concerned older adults with cognitive impairment show poor treatment response 
in both pharmacotherapy and cognitive-behavioral therapy (CBT). Lack of compli-
ance with CBT exercises in fact predicts a weak treatment response in hoarding 
disorder. Virtual Diogenes seeks to treat hoarding disorder using virtual reality (VR), 
which would be more e� ective than classical therapy and thus enable therapists 
to work with patients in their “own” virtual apartments.
We report on the iterative co-design, implementation and testing of our VR tool 
with patients and a multidisciplinary team of experts (psychiatrists, psycholo-
gists, anthropologists and engineers). This tool enables patients to recreate parts 
of their cluttered homes using an interface akin to that of “The Sims” and then 
plunge into it in VR to practice discarding objects with the help of a therapist. This 
posed several challenges in terms of design (i.e. choice of features to maximize 
therapeutic e�  cacy without making the tool too complex and costly), usability (for 
patients and therapists), acceptability, CBT protocol design and implementation, 
for which we explain our solutions. We then discuss ongoing research, including 
clinical studies and exploration of other uses for the VR tool such as primary and 
secondary prevention.

PO7.22. Eff ects of music therapy on neuropsychiatric symptoms in 
people with dementia: A randomized controlled trial

PRICK Anna-Eva1, VAN HOOREN Susan2, VAN DOMBURG Peter2, 
ZUIDEMA Sytse3, SCHOLS Jos4, VINK Annemieke5

1Zuyd University of Applied Sciences, Heerlen, Netherlands, 2Heerlen, 

Netherlands, 3Groningen, Netherlands, 4Maastricht, Netherlands, 
5Enschede, Netherlands

Neuropsychiatric symptoms, such as agitation, depression and aggression, are 
highly prevalent in people with dementia. It has a negative impact on quality of 
life of the patients and their caregivers and is di�  cult to manage in healthcare. 
Psychosocial interventions, such as individual music therapy, to reduce these 
symptoms are more preferred than the use of psychiatric medication. An individual 
music therapy intervention and a receptive music intervention were developed for 
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people with dementia living in care homes. The individual music therapy interven-
tion was characterized by active use of music and constantly adapting to the needs 
of the person with dementia. The music intervention was characterized by listen-
ing to the personal music preference of the person with dementia. A randomized 
controlled trial (N= 172) with three groups, i.e. individual music therapy, receptive 
music intervention, and control group, was planned in order to examine e� ects 
on neuropsychiatric symptoms, (non-)verbal social behavior, wellbeing and qual-
ity of life using regression analysis. The music interventions and the preliminary 
results will be presented on the congress.

PO7.23. Psychosocial interventions in the care of persons with dementia 
across Europe – Th e SIDECARE project

DOSTÁLOVÁ Vladimíra1, POVOLNÁ Pavla1, HOLMEROVÁ Iva1, 
CHATTAT Rabih2, CHIRICO Ilaria2, OTTOBONI Giovanni2–3, 
JANSSEN Niels4, DASSEN Fania4, DE VUGT Marjolein4, SANCHEZ 
Cruz5, GARCÍA-PEÑALVO Francisco5, PEREA Vitoria5, FRANCO 
Manuel5

1Institut for Postgraduate Medical Education; Charles University, Faculty 

of Humanities, Prague, Czech Republic, 2Department of psychology, 

University of Bologna, Bologna, Italy, 3”Giorgio Prodi”, Interdepartmental 

Cancer Research Centre, Bologna, Italy, 4Alzheimer Centrum Limburg / 

Maastricht University, Maastricht, Netherlands, 5Psychosciences Research 

Group of IBSAL. Salamanca University, Salamanca, Spain

Introduction: The importance of high quality and appropriate care of people with 
dementia is mentioned in governmental and political statements across Europe. 
An increasing number of studies exploring psychosocial interventions in demen-
tia care have shown positive outcomes. Many National Plans on dementia also 
emphasise the importance of both pharmacological and psychosocial care for 
people with dementia.
Aims: The aim of the poster is to provide an overview of how psychosocial inter-
ventions are mentioned or incorporated into strategic (political, governmental) 
documents on dementia.
Methods: Available strategic and policy documents and o�  cial guidelines across 
European countries will be reviewed to achieve the objective. Data will be col-
lected using websites and databases and in collaboration with INTERDEM and 
Alzheimer Europe members.
Results: Preliminary analysis shows that many institutions, NGOs and care provid-
ers publish documents for formal and informal carers that directly specify some 
psychosocial interventions for use in the care of people with dementia. These 
organizations also organize courses and workshops that include practical training 
in psychosocial interventions. Government documents, e.g. National Action Plans 
for the care of people with dementia, usually recommend psychosocial interven-
tions in general, mostly without specifying which interventions.
The poster will present results of the review of available European policy and stra-
tegic documents and give an overview of which documents include the topic of 
psychosocial interventions in the care of people with dementia. The results of the 
analysis of these documents will facilitate the preparation of a joint international 
curriculum of educational programs on psychosocial care in Higher Education 
within the SiDeCar – Skills in Dementia CARe; Building psychosocial knowledge 
and best practise in dementia care, EU Erasmus + project (KA 2).

PO7.24. Use intervention research method to development oral-
language program for people with mild dementia

KUO Li-Lan1, LIN Chih-Yuan2, LIN Chen-Ju3, KUO Jen-Hwa4, HUANG 
Chien-Jung5, YEH Yuh-Hsiang6, HSU Chung-Hua6

1Department of Nursing, Taipei City Hospital, Taipei, Taiwan, Province Of 

China, 2Department of Neurology, Taipei City Hospital, Taipei, Taiwan, 

Province Of China, 3Department of Rehabilitation, Taipei City Hospital, 

Taipei, Taiwan, Province Of China, 4Department of Long Term Care, 

Taipei City Hospital, Taipei, Taiwan, Province Of China, 5Department of 

Metabolism and Endocrinology, Taipei City Hospital, Taipei, Taiwan, 

Province Of China, 6Department of Chinese Medicine,Taipei City Hospital, 

Taipei, Taiwan, Province Of China

Importance: The core functional impairment of neurocognitive disorder including 
memory, language, and autonoetic awareness. Guidelines suggest that behavioral 
and psychological symptoms of dementia should adapt non-pharmacological man-
agement before medication. However, the e� ectiveness of non-pharmacological 
interventions still inconclusive. As a traditional Chinese medicine and neurology 
combine neurocognitive care team, how to use the evidence-based and interven-
tion research methods to design and development a localization care program is 
an urgent task. This study aims to report our oral-language intervention program 
and outcome evaluation indicators.
Methods: We conducted four sessions of focus group discussions adapt evidence-
based health care and intervention research methods including problems and needs 
assessment, goal setting, literature systematic review and appraisal, consensus � nd-
ings, apply (pilot test and main-� eld test), endpoints and indicators development, 
and evaluation to development our intervention program. Our panel composed of 
32 members from the social worker, speech therapist, nurse, rehabilitation therapist, 
nutritionist, neurologist, Chinese medicine physician, daycare worker and carer for 
dementia people. Panel discussion adapted the person-centered approach, neuro-
developmental sequencing theory, need-driven dementia-compromised behavior 
model, play therapy, recreational therapy, and traditional Chinese medicine health 
preservation components.
Results and conclusions: Our program chose the oral system as central intervention 
target. We developed eight sessions of traditional Chinese medicine health pres-
ervation program including play therapy, singing, traditional Chinese diet therapy 
and food preparation, oral health care and swallowing exercise to maintain oral 
cavity hygiene and muscular function. Upwardly, we design games to encourage 
and assist mild dementia people more language expression to maintain their con-
� dence; and downwardly maintain their swallowing function. Outcome indicators 
including the amount of daily � uid intake, dental condition, aspiration event, ADL, 
IADL, MMSE, facial expression scale, health-related quality of life EQ-5D, Frontal 
Assessment Battery and the Frontal Behavioral Inventory.

PO7.25. Eff ectiveness of recreational therapy in dementia care. Taiwan 
daycare center survey

SHIH Hsiu-Chen1, LIN Chih-Yuan2, WEI Chung Jen3, HUANG Po-
Yu4, HSIAO Wei-Ling4

1Department of Nursing, Taipei City Hospital, Taipei, Taiwan, Province of 

China, 2Department of Neurology, Taipei City Hospital, Taipei, Taiwan, 

Province of China, 3Department of Public Health, Fu Jen Catholic 

University, Taipei, Taiwan, Province of China, 4Department of Chinese 

Medicine, Taipei City Hospital, Taipei, Taiwan, Province of China

Importance: According to the dementia care guidelines, the non-pharmacologi-
cal intervention should be the � rst priority for the patients with behavioural and 
psychological symptoms of dementia (BPSD). However, the e� ectiveness of the 
non-pharmacological intervention has no concrete results yet. This survey aims 
to study the cognition regarding the recreational therapy of the dementia daycare 
center sta�  and the e� ectiveness of recreational therapy in BPSD care.
Methods: In 2018, subjects of this study (including the activity designers and 
the activity leaders) were the frontline sta�  of the 183 dementia daycare centers 
in Taiwan. Our study designed as the cross-sectional study of the quantitative 
study by mailing questionnaire. The content of the questionnaire includes “rec-
reational therapy items scale,” “recreational therapy frequency and e� ectiveness 
scale,” “e� ectiveness of behavioural and psychological symptoms of dementia 
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scale.” The statistic analysis applied the frequency, mean, Pearson correlation, 
and multiple regression.
Results: Total of 366 questionnaires mailed out, and the response rate is 40.4% 
(n=148). The interviewees are mainly the middle-age female nursing attendant and 
have more than 5-year nursing experience. The result shows that the sta�  believes 
that recreational therapy to enhance cognitive stimulation, multisensory stimu-
lation, and limbs activities are necessary. The top 3 of the e� ectiveness items are 
exercise, singing, and group games. The most frequent recreational therapy activ-
ity arrangement is � ve times per week, and the recreational therapy intervention 
and BPSD has positive correlation. However, the multivariate regression of the 
recreational therapy predicted BPSD no statistically signi� cance.
Conclusions: The frontline sta�  of the dementia daycare center in Taiwan believes 
that recreational therapy has its necessity and e� ectiveness. However, multivari-
ate regression that recreational therapy intervention no signi� cant di� erence in 
BPSD is worth further study.
Keyword: non-pharmacological interventions, recreational therapy, behavioural and 
psychological symptoms of dementia, care, dementia, daycare center.

PO7.26. Th e model of neuropsychologically-based cognitive 
rehabilitation group for people with dementia

CHOU Ting-Yun, LIN Wan-Ling, SHEN Meng-Zhu, LU Yi-Feng, 
YANG Chi-Cheng, HUANG Sheng-Jean

Taipei City Hospital, Taipei, Taiwan, Province of China

Objectives: In recent years, the rapid increase of the global population of dementia 
has begun. However, the limitations and side e� ects of pharmacological treat-
ments for dementia have been found. Therefore, non-pharmacological treatment 
has been more emphasized. Since it is necessary to develop a coordinated model 
combining cognitive rehabilitation for persons with dementia and their families 
under the cooperation between medical system and community, the purpose of 
this study is to maintain cognitive capabilities, improve life quality and reduce 
the care burden of caregivers through the above model.
Methods: The program is divided into � ve cognitive themes: attention, memory, 
orientation, judgment and comprehensive ability. The group is led by both clinical 
psychologists and counseling psychologists. There are 12 classes, each of which 
lasts 2 hours. The course includes social interaction training, physical exercise and 
thematic cognitive training. The group outcome scale (ORS) and the interview 
scale (SRS) were used to assess the e� ectiveness a� er the course, and the pano-
ramic support scale and family load scale were used in the � rst and last course.
Results and Conclusions: The cognitive rehabilitation group for dementia in this 
study carried out a total of 6 times and 48 classes. A total of 338 people involved. The 
results showed that psychologists were guided by the concept of “cognitive reha-
bilitation combined with ecological environment”, and help patients and their 
families to participate in and engage in group activities. By establishing support-
ive group environment, psychologists assisted people with dementia to adapt 
to life, and provided family members with cognitive training exercises to recog-
nize patients’ abilities at home. In addition, this model further con� rms that the 
cognitive rehabilitation group of dementia is e� ective based on the concept of 
“cognitive integrated environment”.

PO7.27. Ask the Expert – Ask your questions on dementie.nl

GROOT ZWAAFTINK Rob, KOSTER Yvonne

Alzheimer Nederland, Amersfoort, Netherlands

In 2016, Alzheimer Nederland started the online platform dementie.nl. The online 
platform aims at informal caregivers, and o� ers a lot of information and tips, 
news, tests, personal stories and tools like an online training on how to deal with 
changing (challenging) behaviour, a network support app (Myinlife) and a forum. 
The platform was visited nearly 1,000,000 times in 2018.

On this (infographic) poster we focus on the Expert functionality. Since the launch 
of the platform, people are able to ask questions to experts. Since the beginning of 
this service, a total of 3,000 questions have been asked to 18 experts. The experts 
all have di� erent roles: a notary, case manager, general practitioner, care expert, 
psychologist, occupational therapist, retirement and pension expert, driving expert 
and a spiritual carer/ethics.
Most questions go to the notary (29%). The retirement and pension expert receives 
the least questions (1%). In order to measure the quality of answer given by the 
experts, people who ask questions receive a survey a� erwards. The vast majority 
(90%) of people would recommend the expert function to someone else. On the 
basis of the questions and answers, new informative articles are written to expand 
the content of the platform. 
To � nd suitable experts, co-operation with partners (companies or professional 
groups) from the platform is o� en required. The Expert functionality is continu-
ously being developed to meet changing requirements and needs.

PO7.28. Th e management of neuropsychiatric symptoms in young-
onset dementia: A cluster randomised controlled trial

APPELHOF Britt1, BAKKER Christian2, VAN DUIJNEN-VD IJSSEL 
Jeannette 2, SMALBRUGGE Martin4, ZWIJSEN Sandra4, TEERENSTRA 
Steven5, DE VUGT Marjolein6, VERHEY Frans6, ZUIDEMA Sytse7, 
KOOPMANS Raymond8

1Radboudumc, Department of Primary and Community Care, Archipel 

Caregroup, Eindhoven, Nijmegen, Netherlands, 2Radboudumc, 

Department of Primary and Community Care  , Radboudumc Alzheimer 

Center , Nijmegen, Netherlands, 4Amsterdam UMC, Department of general 

Practice & Elderly Care Medicine, Amsterdam, Netherlands, 5Radboudumc , 

Radboud Institute for Health Sciences, Nijmegen, Netherlands, 6School for 

Mental Health and Neuroscience, Alzheimer Centre Limburg, Maastricht 

University Medical Centre, Maastricht, Netherlands, 7Department of General 

Practice and Elderly Care Medicine, University of Groningen, University 

Medical Centre Groningen, Groningen, Netherlands, 8Radboudumc, 

Department of Primary and Community Care, Radboudumc Alzheimer 

Center , De Waalboog, “Joachim en Anna”, Centre for Specialized Geriatric 

Care, Nijmegen, Netherlands

Background: Neuropsychiatric symptoms (NPS) are common in nursing home 
residents with young-onset dementia (YOD) and associated with increased psy-
chotropic drug use, diminished quality of life, and nursing sta�  burden. There are 
no psychosocial interventions available for the management of NPS in YOD. There-
fore, in the Beyond-II study a multicomponent intervention for the management 
of NPS was developed and evaluated. 
Methods: A cluster randomized controlled trial was performed using a stepped 
wedge design.  Thirteen YOD special care units with 274 people with YOD and 305 
sta�  members participated. These care units were divided into three groups, receiv-
ing the intervention at di� erent time points during two years. NPS were assessed 
with the Cohen-Mans� eld Agitation Inventory and the Neuropsychiatric Inven-
tory. Psychotropic drug use was retrieved from residents’ medical � les. Burnout 
was assessed with the Utrecht Burnout Scale. Job satisfaction and job demands 
were assessed with subscales of the Leiden Quality of Work Questionnaire. Data 
on validity and implementation were collected with questionnaires. Multilevel 
modeling, accounting for clustering of measurements within clients and sta� , 
within units was used to evaluate the e� ect. 
Results: The process evaluation showed su�  cient internal and external validity, 
allowing further e� ect analyses. Although, nursing sta�  were satis� ed with the 
intervention, some parts of the intervention were perceived as less relevant for 
their own organization. Factors a� ecting the implementation covered 3 themes: 
organizational aspects, culture of the organization, and aspects of the interven-
tion. No signi� cant di� erences on main study outcomes were found a� er care 
units crossed over to the intervention condition. 
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Conclusion: Although, this study shows that the intervention was not more e� ective 
compared to care as usual, the process evaluation shows that the intervention can 
be interesting for nursing homes currently lacking a structured approach towards 
the management of NPS. Also, this study provides important insights regarding 
the implementation of complex interventions in daily practice.

PO7.29. Th ree-level prevention framework based community home 
psychological services for people with dementia

CHI YU-CHUN1, CHI YU-CHUN2, LEE Yi-Jhen2, LIN Wan-Ling2, 
YANG Chi-Cheng2, HUANG Sheng-Jean2

1Taipei City Hospital, Holistic Social Preventive and Mental Health Center, 

Taipei, Taiwan, Province of China, 2Taipei City Hospital, Taipei, Taiwan, 

Province of China

Background: For people with dementia, professional services from psychologists 
usually include cognitive assessment and neuropsychological counseling at hospi-
tals. Unfortunately, persons who may su� er from dementia in the community could 
not easily receive proper psychological cares. This study thus aims to establish a 
holistic model of psychological care that can fully link “community-home-hospi-
tal” with the needs of people with dementia and caregivers, and further to provide 
convenience and individualized services.
Method: This study takes the conceptual framework of 3-level preventions as the 
implementation policy. The services from psychologists in the care system of 
dementia include: (1) Primary prevention: knowledge of dementia for the general 
public promotion. (2) Secondary prevention: conducting home visit consultation, 
psychological assessment, cognitive environment evaluations for suspected or 
high-risk dementia in the community, with a view to early detection and early 
intervention. (3) Tertiary prevention: for people with dementia and caregivers, cogni-
tive rehabilitation groups, emotional support groups for caregivers, and individual 
psychotherapy for extramural hospital clinics, are provided.
Results and Conclusions: Psychologists directly connect the relevant resources 
through the case management, and initiate secondary prevention services – arrange 
for home assessment and consultations. Accordingly, psychologists coordinate and 
connect di� erent levels of psychological services, which emphasizes the continu-
ity of primary to tertiary prevention services. Regardless of the intervention levels 
from which the cases enter into the service system, their needs can be assisted 
in integrated services.

PO7.30. A protocol for a randomised pilot feasibility trial: To explore 
the feasibility and acceptability of a comprehensive resilience-
building psychosocial intervention (CREST)

DOYLE Priscilla, GALLAGHER Niamh, CASEY Dympna, SMYTH 
Siobhan

National University of Ireland Galway, Galway, Ireland

Resilience theory which focuses on strengthening people’s resources in the face 
of serious challenges and di�  culties may provide the basis upon which an inclu-
sive supportive psychosocial environment can be built. This pilot feasibility study 
seeks to create such an environment.
The CREST intervention is a multi-level complex psychosocial intervention which 
simultaneously targets people with memory problems/dementia (mild to mod-
erate) and their informal carers living in the community. Two randomly selected 
general practices in the west of Ireland, will be allocated on a 1:1 ratio to control 
and intervention. Each GP practice will recruit 24 participants, comprised of 12 
people living with dementia (PWD) and their primary carers x12. Participants in 
the intervention arm will receive the CREST intervention and those allocated to 
the control will receive usual care. It will run over 15 weeks and is comprised of 
various interrelated components targeting di� erent participants which includes:
1) a 7-week cognitive stimulation programme ‘Making a Di� erence’ delivered to PWD

2) an 8-week physical exercise programme delivered to PWD who will also be sup-
ported by 12 older adults from the community
3) The DARES dementia education programme. This consist of three elements (a) 
a once o�  community dementia awareness programme delivered to members of 
the public (b) a 7-week dementia carers educational programme (c) a continuing 
professional development (CPD) and accredited PREPARED GP workshop.
Each component will be led by a trained health professional.  Quantitative data 
will be collected at baseline and post intervention.  In addition, an embedded 
qualitative component will be included. This will involve interviewing partici-
pants as they undertake the intervention and following completion.  This poster 
presents the protocol for the study which will include a detailed description of 
outcome measures, recruitment, data collection methods, � delity and planned 
data analysis techniques.

PO7.32. Support groups for informal caregivers of person with dementia 
in Estonia: Th e participatory action research

VARIK Merle1, HEINMETS Hanna Stiina2

1Living with Dementia, Tartu, Estonia, 2Living with Dementia, Tallinn, 

Estonia

The non-pro� t organization “Living with Dementia” was founded in 2016. The 
organization brings together informal caregivers, social and health care special-
ists and also some residential care organization to support persons with dementia 
(PwD) and their families. Together, it was recognized that in Estonia there were 
not enough support services and support groups for informal caregivers of PwD.
Study design: The members of NGO de� ned the problems in the community, cre-
ated plans and solutions to change the situation and take action. The study was 
based on participatory action research (PAR). The aim of the study was to launch 
support groups in various regions of Estonia for caregivers of PwD to support and 
empower them. PAR was carried out October 2016 – May 2019 in 3 cycles. The study 
used various methods for data collection: caregiver interviews, participant obser-
vation, � eld notes, questionnaires, informal conversations, memos of meetings 
and group facilitator re� ections.
Results: Four support group were started. The support group facilitators were mainly 
members of Living with Dementia. The best format for support groups was to tailor 
the support group according to needs of caregivers. They include fragments with 
education, information and peer-support aspects.  End of the PAR was to facili-
tate 17 support groups in di� erent regions in Estonia. From the support groups 
increased the need for training seminars and Memory-Cafes.
Conclusions: Informal caregivers will need information about illness and available 
services, advice and emotional support. Support groups are bene� cial interven-
tions to empower caregivers cope with the demands of caring, to get information, 
knowledge and peer-support.

PO7.33. ‘iSupport’: WHO’s global online training and support program 
for carers. Part I: Content, implementation and research

POT Anne Margriet, PINTO-BRUNO Angel, KLEIBOER Annet, VAN 
STRATEN Annemieke

Vrije Universiteit, Amsterdam, Netherlands

Support for family and other unpaid carers is included as one of the seven action 
areas in the Global Action Plan on dementia of the World Health Organization 
(WHO). The target for 2025 is that 75% of WHO’s 194 Member States provide support 
and training programmes for carers of people with dementia tailored to their needs.
To help scale up caregiver support globally, the World Health Organization (WHO) 
developed iSupport in collaboration with an international development team. It 
is an extensive training and support program for family and other unpaid carers 
of people with dementia. iSupport aims to improve unpaid carers’ mental health 
and coping resources. The program is based on cognitive behavioural principles. It 
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consists of � ve main themes divided into 23 lessons. Currently, there is an online 
and a hardcopy version available.
In this presentation, the content of iSupport and the current status of its devel-
opment, implementation and research around the world will be presented. In 
addition, more speci� cally the translation, adaptation, and implementation in 
the Netherlands will be discussed, with practical information for participants who 
would like to adapt iSupport for their country. The adaptation took place in accord-
ance with WHO’s adaptation and implementation guide and was carried out by 
the Vrije Universiteit in Amsterdam in collaboration with Alzheimer Netherlands.

PO8. Respite care

PO8.1. Public involvement in research: Co-researching with carers of 
people with dementia in the PrAISED study

DI LORITO Claudio, GODFREY Maureen, DUNLOP Marianne, 
POLLOCK Kristian, VAN DER WARDT Veronika, HARWOOD Rowan

University of Nottingham, Nottingham, United Kingdom

Introduction: At a time when clinical research funders are seeking greater evidence 
of Patient and Public Involvement (PPI) in dementia research, still little is known 
about the practical implications of carrying out co-research alongside experts by 
lived experience in this � eld. We aim to report the experience of academic research-
ers and PPI members, who worked collaboratively to design, conduct and analyse 
qualitative interviews as part of the process evaluation of the Promoting Activity, 
Independence and Stability in Dementia (PrAISED 2) study.
Methods: 25 participants with dementia and their carers across 6 services in Eng-
land were qualitatively interviewed to establish the mechanisms of impact and 
environmental factors which had an impact on their experience of taking part in 
a progressive and tailored physical activity and exercise programme delivered by 
professional therapists in the participants’ homes. The topic guide for the inter-
views was developed through the collaboration of members of the PrAISED research 
team and carers of people with dementia, who co-conducted the interviews in 
the participants’ homes and collaborated to data analysis and synthesis. Diaries 
with personal re� ections on the process were compiled independently by all co-
researchers in all phases of the collaboration.
Results: The study is ongoing and results will be ready in the summer. We antici-
pate that the results will greatly contribute to advancement and good practice in 
this novel method of research. 
Conclusion: Preliminary data suggest that co-research in PrAISED is a successful 
experiment, which may give added value to the quality of data gathered about 
participants’ experience to take part in PrAISED. The professional collaboration and 
human rapport between co-researchers is crucial to ensure that the practical issues 
and challenges that co-research presents are adequately addressed. 

PO8.2. Respite care for people with dementia and their carers: A 
qualitative study with multiple stakeholders

O’SHEA Emma1, O’SHEA Eamon2, TIMMONS Suzanne3, IRVING 
Kate1

1Dublin City University, Dublin, Ireland, 2National University of Ireland 

Galway, Galway, Ireland, 3University College Cork, Cork, Ireland

Introduction: Traditional models of respite, particularly those based within resi-
dential care settings, may not always be e� ective, and there is evidence of low 
acceptability for some people with dementia and carers.
Aim: To synthesise multiple stakeholders’ experiences of respite services for demen-
tia and their perspectives on respite service development.
Methods: Purposive sampling was employed. Semi-structured interviews were 
conducted with 35 key stakeholders, including people with dementia (n=6), car-
ers (n=9), front-line sta�  (n=7), managers (n=8), policy-makers/academics (n=5). 

Data were interpreted inductively using thematic analysis, with a focus on latent 
patterns of meaning.
Results: Three salient themes were identi� ed (1) ‘phases of transition’, (2) ‘person-
centred respite care’; and (3) ‘recalibrating respite’). Three distinct phases of respite 
transitions for people with dementia and carers are discussed. Respite services that 
actively support transitions through empathic communication regarding clients’ 
concerns, support needs and preferences are highly valued. Clients described care 
resembling a ‘person-centred’ approach as their ideal, without using that term, but 
people with dementia do not always experience this type of care. The majority of 
providers indicated that they provide ‘person-centred care’, but many demonstrated 
a poor understanding of the concept; many of these providers have a biomedical 
view of dementia and the personhood status of people with dementia. Regarding 
service development, clients would prefer more choice, � exibility and responsive-
ness, including a shi�  away from residential provision towards a continuum of 
personalised, strengths-focused community-based and in-home supports.
Discussion: Any re calibration of respite towards a home/community focus will 
require a transformation in how dementia is constructed by society, as well as a 
signi� cant � nancial investment. Other implementation considerations include: 
sta�  ng and sta�  competency; and the co-ordination, integration and regulation 
of personalised, home-based care models. Finally, it may be necessary to replace 
the outdated term ‘respite’ with an alternative nomenclature that is not discord-
ant with person-centred care principles.

PO8.3. Self- rated burden of care among next of kin of people with 
dementia attending a farm- based day care service

TARANRØD Liv Bjerknes1 ,2, ERIKSEN Siren1 ,3, PEDERSEN Ingeborg4, 
KIRKEVOLD Øyvind1 ,5

1Norwegian National Advisory Unit on Ageing and Health, Tønsberg, 

Vestfold Hospital Trust, Norway, 2University of Oslo (UIO), Faculty of 

Medicine, Oslo, Norway, 3VID Specialized University, Oslo, Norway, 
4Department of Public Health Science, Faculty of Landscape and Society, 

Norwegian University of Life Sciences, Ås, Norway, 5Norwegian University 

of Science and Technology, Gjøvik, Norway; � e Research Centre for Age 

Related Functional Decline and Diseases, Innlandet Hospital Trust, Hamar, 

Norway

Objectives: Care farms o� er adapted and quality-based welfare service using farm-
based resources to promote health. In 2017, seven percent of the municipalities 
in Norway o� ered a farm- based day care for people with dementia. The informa-
tion is sparse about the next of kin`s burden of care using farm- based day care 
as respite and more knowledge is needed.
The aim of this study was to explore the burden of care in next of kin to people 
with dementia attending a farm- based day care. The research question is: Which 
characteristics of next of kin and people with dementia attending a farm-based 
day care are associated with burden of care in the next of kin?
Methods: The study is a cross-sectional study conducted in 2017. 94 people with 
dementia and their next of kin (dyads) participated from 25 di� erent farm- based 
day care for people with dementia in Norway. 62 % were spouses, living together 
with a person with dementia. The assessment of next of kin constituted of socio-
demographic data, hobbies and physical activity, support, respite, depression and 
anxiety. We mapped burden of care with Relative Stress Scale. The assessment of 
people with dementia consisted of age, sex, cognitive-function, function of eve-
ryday activities and neuropsychiatric symptoms.
Results: The multivariable analyses showed that the characteristics associated 
with self-reported burden of care in the next of kin were; living together with a 
person with dementia, experience of anxiety, less social support and neuropsy-
chiatric symptoms in the person with dementia.
Conclusion: Higher self-reported burden of care was found among next of kin liv-
ing together with a person with dementia. These � ndings may provide a basis for 
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recommending that health professionals in farm- based day care enter a closer 
dialogue with the next of kin about their situation, need for support and respite.

PO9. Training and education of care professionals

PO9.2. Dementia aCROsSLO- Improving the quality of life for persons 
with dementia on cross-border area Slovenia Croatia

CVETKO Tatjana

Primary Health Centre KOPER, Slovenia

Background: Dementia’s friendly environment for people with dementia improves 
their quality of life. Supportive living environment and educated caregivers are 
fundamental at managing and organizing social and home care. In Istria, the 
cross-border area of Slovenia and Croatia, there was no systemic support for peo-
ple with dementia living at home or in institutional settings.
Aim: to improve the living environment for persons with dementia and their fami-
lies in community 
Methods: educational programme for professionals, media events for lay public, 
optimizing living conditions, developing a network of social assistance at home, 
preparing manuals for professionals.
Results: The project has linked partners on the outskirts of both countries – Slo-
venia and Croatia. Three elderly homes of diverse traditions and the mutual need 
for quality improvement had the same goal of providing better care for people 
with dementia in the institution and local community. To enhance the knowl-
edge about dementia, a 6-week training program with lectures and workshops 
twice a week for all employees was carried out to enable exchange of knowledge 
and experiences. The manual for professionals in institutional care was prepared.  
The development of social assistance network for the elderly in two communities 
with use of modern assistive technology enable professionals to exchange good 
practices in area. Many public events for relatives and lay public were supported 
with media and lea� ets which contributed to the recognition of dementia. A web 
page of the project demenca.eu was created with extensive informational support 
and professional literature in the local language. Design experts carried out the 
optimization of one living space in each elderly home and prepared a guidebook 
of recommendations on living environment.
Conclusions: With the knowledge of professional and managerial sta�  in the region, 
we can in� uence the development of supportive environment for people with 
dementia, regardless where they live.

PO9.3. Appropriateness improvement and variability decrease of home 
enteral nutrition (HEN) in people with advanced dementia in 
“AUSL Romagna”

BOSCHI Federica1, BENATI Giuseppe1, TELLARINI Davide2, 
MARCONI Giorgia3, DE CAROLIS Stefano3, MARGIOTTA 
Alessandro4, GHERARDI Mauro4, CILLA Donatina1

1AUSL Romagna, FORLI’, Italy, 2AUSL Romagna, Faenza, Italy, 3AUSL 

Romagna, Rimini, Italy, 4AUSL Romagna, Ravenna, Italy

Many studies con� rm that the association between dementia and weight loss 
increases through the stages of dementia severity. Deleterious e� ects of weight loss 
are well known. When early, mild or moderate dementia is present, HEN should be 
performed to overcome a crisis situation and speci� c clinical goals are present. In 
people with advanced dementia no signi� cant di� erence between mortality rates, 
quality of life, pressure ulcers, physical and mental function has been found in peo-
ple receiving HEN and those without. The initiation of tube feeding in the advanced 
stage of dementia should be mostly considered as inappropriate. “AUSL Romagna” 
is part of the Emilia Romagna region (Italy) and inhabitants of this territory are 
about 1.200.000. In 2015 a clinical network in clinical nutrition was established 
in “AUSL Romagna”. During the last years, an annual survey about prevalence of 
HEN was organised. In 2018, data about HEN prevalence with advanced dementia 

ranged from 59 to 239 patients per million inhabitants. We than decided to develop 
a speci� c project to improve the appropriateness of HEN in people with advanced 
dementia. A multidisciplinary group was established. At time one, a clinical audit 
was projected and implemented to establish clinical behaviors in setting up a tube 
feeding in people with CDR 4–5 stages. Time two of the project was made up by 
the development of a local and multidisciplinary position paper about nutrition 
in advanced dementia. Paper training has started providing three local events 
that involve both hospital and territory (GP, nurses). At time three a new clinical 
audit will be performed about acquired clinical behaviors and training e�  cacy.
In conclusion, expected result is an improvement of appropriateness in decision to 
adopt HEN in advanced dementia in “AUSL Romagna”, thus leading to decreased 
di� erences in current behaviors and a real gain in quality of life.

PO9.4. Development of a mobile application to monitor psychotropic 
drug prescriptions

JANUS Sarah, RASING Naomi, TEUNENBROEK Charlotte, 
ZUIDEMA Sytse

University Medical Centre Groningen, Groningen, Netherlands

Introduction: Rational use of psychotropic drugs as treatment of neuropsychiatric 
symptoms is seen as an important indicator for ensuring basic safety. A mobile 
application was developed based on the Dutch “Multidisciplinary guideline for prob-
lem behaviour in dementia” (Zuidema et al, 2018) to stimulate awareness among 
prescribers in elderly care. We investigated whether the use of the application: 
(1) led to more appropriate psychotropic drug prescriptions for neuropsychiatric 
symptoms, and (2) was experienced as user-friendly by participating physicians.
Method: We conducted a pilot study with interviews with two physicians for the 
development of the application. The feasibility and e� ect of the application was 
studied using a pre- and post-measurement for 4 months (December 2018 -April 
2019, intervention period). The primary outcome of the study was the appropri-
ateness of the psychotropic prescriptions measured by the researcher. Secondary 
results were the experienced user-friendliness of the app by the participating phy-
sicians and the log data on the use of the application.
Results: For the development the physicians used the application on a smartphone 
or tablet, thinking out loud. The app was adapted according to physicians’ input. 
For the pre-and post-measurements, a total of 63 physicians participated in the 
study and had access to the application between December 2018 and April 2019. At 
this moment the data from the measurements are being processed.
Discussion: The application could be a useful tool for doctors to actively evalu-
ate their prescriptions and stimulate awareness. We expect that the application 
will lead to more appropriate prescriptions according to the Dutch guideline. A 
possible threshold mentioned is that the application is a stand-alone tool – not 
connected to existing prescription systems – which provides an additional action 
for the physicians during prescribing.

PO9.5. Hands-on Dementia. Th e interactive way to understand 
dementia. A method to feel the symptoms of dementia

WILHELMI Monika

Hands-on Dementia, Remscheid, Germany

What do people who su� er from dementia experience every day? It is not easy to 
understand what moves people with dementia and what motivates their action. 
But understanding is the key to entering the world of someone who is di� erent to 
what we are. To better comprehend how people with dementia feel the interactive 
training material Hands-on Dementia was developed. People with dementia react 
in a di� erent way, sometimes apparently pointless and very emotional. O� en this 
leads to insecurity,especially in trainees. With the help of Hands-on Dementia, we 
are able to develop a deeper understanding and empathy for people who su� er 
from dementia. Hands-on Dementia is a method to strengthen self-awareness that 
can be used in the education of care and nursing sta� . Trainees and volunteers 
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can easily learn the symptoms of dementia, but it is hard to grasp what everyday 
life feels. How do apraxia and aphasia in� uence the daily routine? In 13 common 
situations, Hands-On Dementia simulates di� erent symptoms of dementia. With 
Hands-On Dementia the brain of trainees is misled. Trainees experience how it is 
when the most basic things become di�  cult and they feel the shame, despair and 
helplessness many people with dementia have to endure. This experience enables 
trainees to develop more understanding and empathy. The material leads through 
an ordinary day: getting dressed, having breakfast, driving a car, spare time…The 
martial encourages autodidactic learning. There are important moments of self-
re� ection but also medical and psychological information. Hands-on Dementia 
exists in German, French, English and Italian language, a translation into Dutch 
is in progress. Hands-On Dementia was developed by Leon Maluck, a 21-year-old 
student of psychology.
Psychological psychotherapist Monika Wilhelmi will present the method and share 
her rich experience in using the material in di� erent contexts.

PO9.6. Doing “good” to do well for those with dementia: Developing 
good practice recommendations and program plans

VAN DER SCHOT Astrid, HIPPLE WALTERS Bethany

Trimbos, Utrecht, Netherlands

Many healthcare systems in Europe struggle with understanding how to e� ectively 
improve care provided for those with dementia. It can be di�  cult for policymakers, 
clinic and hospital administrators, and clinicians to access the newest evidence 
and guidelines for dementia care, as well as to understand new evidence, under-
stand how to extract meaningful guidance from academic literature, and how to 
implement this guidance in real-life settings. As part of the EU Joint Action Act 
on Dementia, dementia specialists and implementation experts from the Trimbos 
Institute developed practical tools for quickly gleaning recommendations from lit-
erature, for structuring practice changes based on new recommendations, and for 
developing implementation strategies to put these plans in place in pilot programs. 
Selection criteria themes included program relevance, theory basis, intervention 
characteristics, e� ectiveness, stakeholder participation, program sustainability, 
ethics, and program transferability. For Act on Dementia, the data collected via 
the criteria was used to develop recommendations for good practices in crisis and 
care coordination in dementia care, such as the need for multidisciplinary, patient-
centered care. The criteria’s themes, as they represent needed components of 
dementia programs, were used to shape an intervention and implementation plan-
ning tool. For Act on Dementia pilot programs in � ve countries, this planning tool 
guided clinicians and project leaders in developing dementia care programs using 
good practice recommendations. While each pilot project had a unique demen-
tia care aim, the tool ensured that each project leader was able to e� ectively plan 
their program, create intervention strategies, and seek out support in improving 
care through the use of good practice recommendations. The selection criteria 
and the intervention and implementation planning tool can be used by health-
care systems throughout Europe. It is a quick and feasible way to develop good 
practice recommendations and create new programs to improve dementia care.

PO9.7. Process evaluation into the response of nursing homes towards 
the implementation of the case conference concept WELCOME-
IdA

HOLLE Daniela1, TEUPEN Sonja2, GRAF Rabea2, MÜLLER-WIDMER 
René2, REUTHER Sven3, HALEK Margareta2, ROES Martina2

1Hochschule für Gesundheit (hsg), Bochum, Germany, 2German Center for 

Neurodegenerative Diseases, Witten, Germany, 3Städtische Seniorenheime 

Krefeld, Krefeld, Germany

Background: The implementation of structured case conferences (WELCOME-IdA) 
is an important tool to enable nursing sta�  to conduct a proper analysis and man-
agement of challenging behaviour of nursing home residents with dementia. A 

process evaluation of the implementation of WELCOME-IdA was carried out to 
gain insight into the adoption process of WELCOME-IdA.
Methods: This study was part of a larger process evaluation using a qualitative 
design. 34 semi-structured telephone interviews and 15 focus group interviews 
were conducted in four nursing homes (NHs). The interviews were analysed using 
deductive content analysis, although inductive categories have been developed.
Results: The results show a variance in the response towards the key elements of 
WELCOME-IdA. NHs adopted the roles in WELCOME-IdA (moderator, case reporter, 
keeper of the minutes, re� ection partners), even though the selection of the sta�  
members di� ered in the NHs. The group size of 5–8 participants per case confer-
ences was partially adopted. The core nursing teams who participated continuously 
in all case conferences were not adopted at all. The process structure of WELCOME-
IdA was adapted in a way that the assessment of the residents´ behaviour and the 
selection of the domains for the behaviour analysis were conducted in advance 
to WELCOME-IdA. The evaluation of the interventions was organized di� erently.
Conclusions: The scope of response implies that the concept of WELCOME-IdA 
does need further adaptation to the requirements of nursing processes in NHs. 
The results provide important information on the selection of role keepers, the 
selection of the participants of the case conferences and the selection of the case. 
Furthermore, the results provide insights how knowledge of the structured train-
ing was circulated and transformed into self-organized case conferences, and was 
circulated throughout the entire processing of one case. Thus, these results can 
be used to optimize the intervention and the implementation.

PO9.8. A cluster randomized controlled trial on the eff ects of tailored 
intervention and implementation plans using participatory 
action research on inappropriate psychotropic drug use in 
nursing home residents with dementia

VAN TEUNENBROEK Charlotte1, GROOT KORMELINCK Claudia2, 
ZUIDEMA Sytse2, GERRITSEN Debby3, SMALBRUGGE Martin4

1UMCG, Groningen, Netherlands,2Groningen, Netherlands,3Nijmegen, 

Netherlands, 4Amsterdam, Netherlands

Background: Although guidelines recommend a restricted use of psychotropic 
drugs because of serious side e� ects and a limited e� ectiveness, psychotropic 
drugs have yet a substantial place in the treatment of neuropsychiatric symp-
toms. Furthermore, only 9.4% of psychotropic drugs is prescribed appropriately. 
Therefore, we aimed to develop a strategy using participatory action research to 
optimize implementation and to enhance the e� ects of chosen interventions to 
reduce inappropriate psychotropic drug use. In this study we aim to assess the 
e� ects of our strategy on inappropriate psychotropic drug use.
Methods: We carried out a randomized controlled trial integrated with participa-
tory action research, which allowed us to adapt to local di� erences and needs of 
nursing homes. Within the intervention group a problem analysis was carried out 
to identify local needs. With this analysis as the basis a tailored intervention- and 
implementation plan was chosen. Primary outcome was the reduction of inappro-
priate psychotropic drug use as measured with the APID index, secondary outcome 
was the percentage of psychotropic drug use. Results were analyzed using multi-
level analysis according to Twisk et al.
Results: The study was carried out in 16 nursing homes in the Netherlands and we 
included 576 residents with dementia at baseline, of which 312 used psychotropic 
drugs. Preliminary results show a small reduction of inappropriate prescribing 
behavior, yet this reduction is not signi� cant. The multilevel analysis, taking into 
account the degree of implementation (extent of performance) will be carried out 
once the process evaluation is � nished. In addition, data on percentage of psycho-
tropic drug use will be analyzed and presented at the conference.
Conclusion: Preliminary results show that both control and intervention groups 
show a reduction of inappropriate psychotropic drug use. The reduction as 
appointed to our intervention is small and not signi� cant, possibly due to sub-
optimal implementation.
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PO9.9. Dementia knowledge, attitudes and training needs of student 
and qualifi ed speech-language pathologists: A countrywide 
study

SCERRI Charles, SACCASAN Nicola

University of Malta, Msida, Malta

The number of individuals with dementia in the Maltese Islands is increasing and 
is projected to reach 3.3% of the total population by the year 2050. As a result, 
there is a greater demand for healthcare professionals to provide the necessary 
services that these individuals require. Speech-language pathologists are increas-
ingly being called for to assist individuals with dementia with communication and 
swallowing impairments. Nevertheless, they may not be adequately prepared to 
engage and e� ectively care for these individuals. The main objective of this study 
was to assess, through a speci� cally designed questionnaire, the level of demen-
tia knowledge, attitudes and training needs of students reading for a degree in 
speech-language pathology at the sole tertiary education institution in the Maltese 
Islands as well as those who are already quali� ed and practicing their profession in 
the community and acute/long-term institutional settings. The results have shown 
that both students and quali� ed speech-language pathologists lack adequate 
knowledge on dementia, in particular, on risk factors and aspects of caregiving. 
Quali� ed speech-language pathologists had more positive attitudes towards indi-
viduals with dementia and lower training needs compared to students. The � ndings 
demonstrated that both students and quali� ed speech language pathologists 
required more dementia-speci� c training. It is therefore essential that such train-
ing is provided as part of the curriculum of the undergraduate course and through 
continuous professional development schemes for quali� ed speech-language 
pathologists. This study continues to support evidence that there is an increased 
need for ongoing training and education in the � eld of dementia for students and 
healthcare professionals who will or already are providing services to the increas-
ing number of individuals being diagnosed with dementia in the Maltese Islands.

PO9.10. Th e use of simulation video feedback to improve educational 
outcomes in dementia training

MCALISTER Janice

Erskine, Bishopton, United Kingdom

The need to have robust, valid and relevant educational systems in place that 
improve clinical outcomes for people with dementia has been a national priority 
in Scotland over a number of years (Scottish Government 2011). At Erskine, where 
we provide care for veterans from across Scotland and beyond, it is our belief 
that those living with dementia have a right to be cared for by skilled and knowl-
edgeable sta�  who exercise care and compassion at every interaction. The use 
of simulation is o� en used as part of a mixed methodological approach within 
educational � elds, in particular virtual training programmes have o� en been devel-
oped in dementia care.
At Erskine, however, we have developed a purpose designed simulation suite that 
goes beyond the norms of virtual and experiential learning. We recognized the fact 
that we live in a society where the use of video and social media has become the 
norm. Our simulation programme therefore incorporates a complete video and 
audio component, where sta�  utilize age simulation suites and carryout every-
day tasks within a safe environment whilst being video recorded, although the 
value of simulation should not be underestimated, I would however argue that 
the key component is the video playback. Only by utilizing this can sta�  and fam-
ily members observe their own behaviour � rst hand, which o� en di� ers from self 
reporting. Participants are able to visually and audibly watch themselves, identify-
ing similarities in their behaviour to behaviours carried out by residents resulting 
in improved understanding.  Subsequent debrie� ng sessions allow for discussion 
around behaviour similarities, characteristics, reasons and normalization of behav-
iour. In doing so participants are better equipped to create a care environment that 

is enabling, supportive and meets the needs of our residents within an environ-
ment that has a person centered culture at its core.

PO9.11. How can a standardised criteria help develop the quality of life 
of people with memory-related diseases?

TOMMOLA Satu, POHJANVUORI Anita

� e Alzheimer Society of Finland, Helsinki, Finland

Care and services should always be based on the patient’s individual life history 
and their involvement in decision-making. A standardised criteria is of help in 
comparing and developing the quality of care and services o� ered to people with 
memory-related diseases.
The Alzheimer Society of Finland has published Quality of Life and Care Guidelines 
of people with memory-related diseases in 2016. The publication provides an over-
view of various aspects of good care and the quality of life and an explicit criterion 
to evaluate and develop care and services from those perspectives.
The criteria is based on the National Memory Programme and the National Memory 
Programme Implementation Plan, as well as current legislation. In 2018, the National 
Institute for Health and Welfare performed a follow-up survey on the application 
of the Quality of Life and Care Guidelines for care units in Finland (n=2799). 51.4% 
reported that the criteria were being applied in their unit.
Recent distribution and implementation has been systematic and visible. Last 
autumn, � ve workshop pilots were organised in two di� erent regions for profession-
als in care units. The workshops began with a theory section which was followed 
by group work on preassigned topics. The goal was to explore how well a work-
shop approach is suited to implementing the criteria. The respondents (n=112) felt 
that the criteria was well-suited for developing the quality of care in their units.
Another pilot for two memory units has started in January 2019 and the results 
will be ready in September. The pilot identi� es how work methods and processes 
have changed a� er the implementation of the criteria.
The aim of these actions is to highlight the working methods that will support 
the development of quality of life and care and guide to share more information 
between care units to develop memory work in the future.

PO9.12. Developing an intervention to enhance communication 
between nursing staff  and people with dementia in nursing 
homes

VAN MANEN Annick, METZELTHIN S.F., HAMERS J.P.H., 
ZWAKHALEN S.M.G.

Maastricht University, Maastricht, Netherlands

Communicative abilities of people with dementia progressively decline due to 
their condition. In order to deliver adequate care, skilful communication is essen-
tial. This study aims to develop an intervention to enhance the communication 
between nursing sta�  and people with dementia in nursing homes.
The developmental process included the following stages. First a review of existing 
interventions was performed. Subsequently, current and desired communication 
practices in dementia care were discussed in working groups (n=4). Experts (n=7) 
were interviewed regarding the characteristics of desirable communication in 
the care for people with dementia and appropriate training methods. Addition-
ally, observations (n=9) in nursing homes were performed to explore possibilities 
of integrating an intervention in daily care practice. This resulted in a preliminary 
intervention consisting of group meetings, practical meetings, coaching-on-the-
job, and informative newsletters. To evaluate feasibility and barriers/facilitators 
for implementation of the intervention, a pilot test was carried out on a nursing 
home ward. A coach guided the program with two participating nurses. The imple-
mentation process was evaluated by collecting � eld notes, monitoring attendance 
rates, and thematic analysis of semi-structured interviews with participants (n=13).
Participants of the pilot study indicated that the topic and the content of the 
intervention was relevant and understandable. The practical approach and 
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coaching-on-the-job was appreciated, although participants were reluctant to 
provide feedback to each other. Participants considered a raised awareness of 
communication practices as the main outcome in this testing phase. Attendance 
rates were low due to ward duties during meetings and non-working days. Team 
cohesion and managerial in� uences were identi� ed as contextual factors that 
in� uenced the implementation process.
To optimize the intervention, adaptations must be made to facilitate behavio-
ral change and account for contextual factors that may in� uence the success of 
the intervention.

PO9.13. Th e perception of healthcare providers on cultural-sensitive 
dementia care

CLAEYS Ann1, BERDAI-CHAOUNI Saloua2, TRICAS-SAURAS 
Sandra2, DE DONDER Liesbeth2

1Erasmushogeschool, Brussels, Belgium, 2Brussels, Belgium

Background: An increasing number of older patients from diverse backgrounds 
in western cities draws attention to the concept of cultural sensitive dementia 
care. Research highlights that patients from ethnic minority groups receive lower 
quality of care and less accurate diagnosis. Moreover, there is a higher prevalence 
of dementia in these groups.  Therefore, this paper aims to explore the percep-
tions and potential facilitators of cultural-sensitive care from the viewpoint of 
the healthcare providers.
Methods: 4 focus groups (n = 25) and 4 in-depth interviews were conducted with 
4 types of respondents: student and quali� ed nurses, student and quali� ed phy-
sicians. Thematic content analysis, based on the model of Papadopoulos, Tilki, & 
Taylor (1998) was used to analyse the data.
Results: Results � rstly suggest that healthcare providers o� en reduce the con-
cept of cultural-sensitive care to (1) taking patients’ religion into account, and (2) 
a checklist of practical issues like language or speci� c foods. Secondly, healthcare 
providers can build up experience and knowledge on how to provide cultural-sensi-
tive dementia care, which empowers caregivers to deal with di�  cult situations. In 
contrast, it is di�  cult for providers to keep the balance between cultural knowledge 
and potential prejudices. Lastly, the role of healthcare organisations appears to be 
crucial in supporting their sta�  to deliver valuable cultural-sensitive dementia care.
Conclusion: Our study highlights that cultural knowledge is an attribute in the 
model of Papadopoulos et al. (1998) that deserves further attention, as the results 
indicate that healthcare providers struggle with the balance between knowing 
aspects of cultures and having prejudices and assumptions that may eventually 
a� ect care. Cultural awareness is needed to highlight di� erences between cultural 
knowledge and prejudices. This study is part of the DiversElderlyCare project on 
culturally sensitive dementia care in Brussels.
Keywords: cultural sensitive dementia care, perception, healthcare provider, care 
services

PO9.14. Establishing ‘professional-specifi c’ modules and tip cards for 
dementia training and education

TIEN En Tzu

Taipei City Hospital, Taipei City, Taiwan, Province of China

Due to the complex nature of dementia, carers require an integrated healthcare 
system and multidisciplinary practitioners to support them to get through the 
long way. However, inadequate caring experiences and knowledge would a� ect 
the outcomes and the quality of dementia care.
In order to improve general awareness and about dementia, the Dementia Centre 
of Taipei City Hospital has established the � rst training and education centre in 
2016. The courses have covered an overall understanding about dementia, including 
diagnosis tools, symptoms, psychological assessments, medication, non-medica-
tion treatments and group case study. 

Secondly, ‘professional-speci� c’ training modules have been delivered to a variety 
of professional backgrounds, such as doctors, nurses, pharmacists, psychologists, 
occupational therapists, physical therapists, social workers etc. The training courses 
were held speci� cally for certain professional backgrounds so that the participants 
would have the common professional languages and similar di�  culties from their 
work, that lead the learners to exchange their experiences in the class. By using 
this teaching strategy, the speakers not only to deliver the evidence-based knowl-
edge and experiences of dementia but also to encourage the learners to work 
together and discuss an integrated care plan.  
Thirdly, our experienced professionals selected the most useful caring principals or 
assessment tools to develop thirty “clinical dementia care tip cards” for our multi-
disciplinary team members. This educational toolkit is considerably practical and 
handy for those who work in busy fast-paced medical settings, allowing them to 
practice the clinical issues about dementia they have encountered on a daily basis. 
In conclusion, dementia requires multidisciplinary teams and multiples teaching 
methods to improve continuous professional development. We have delivered 
more than 30 times of dementia professional training courses for more than 2500 
medical members in our training centre within two years. However, more tailored 
training and education modules designed for professionals are needed in Taiwan.

PO9.15. Training in psychosocial care in dementia in European higher 
education: A mixed-method analysis. Th e SiDeCar project 

CHATTAT Rabih1, OTTOBONI Giovanni1, CHIRICO Ilaria1, JANSSEN 
Niels2, DASSEN Fania2, DE VUGT Marjolein3, SANCHEZ M. Cruz4, 
GARCÌA-PENALVO Francisco4, FRANCO MARTIN Manuel Angel4, 
POVOLNÀ Pavla5, DOSTÀLOVÀ Vladimìra5, HOLMEROVÀ Iva5

1Department of Psychology, University of Bologna, Bologna, Italy, 
2Alzheimer Centrum Limburg, University of Maastricht, Maastricht, 

Netherlands, 3Alzheimer Cnter Limburg, University of Maastricht, 

Maastricht, Netherlands, 4Psycho-sciences Research Group of IBSAL, 

Salamanca University, Salamanca, Spain, 5Institute for Postgraduate 

Medical Education; Charles University Faculty of Humanities, Prague, 

Czech Republic

Introduction: Dementia represents a public health priority worldwide. The number 
of studies consistently reporting the positive e� ects of psychosocial interventions 
for people with dementia, families and professional caregivers is constantly increas-
ing. Despite the evidence, research results struggle to be transferred into higher 
education and then into practice. In order to foster the translational process, the 
SiDeCar, EU E+ project funded through the KA2 asset, will develop an international 
curriculum of studies aimed at increasing psychosocial practices knowledge in 
dementia care within higher education (HE).
Method: Data about the European state of the art in HE in dementia care is being 
collected via an ad-hoc online survey and then matched to the European, national 
and regional recommendations for dementia care.
Results: Preliminary data reveals that in Europe the 19% of the provided teach-
ings belong to the � rst HE level, the 80% to the second level, and the 1% to the 
third level. Among them, the 38% are courses, 23% are modules and 39% are top-
ics delivered within course and modules not directly referable to dementia care 
themes. The taught issues appear having a theoretical focus in the 18% of cases, 
being related to the practice of care in the 53% and to mixed issues in the remaining 
29%. Finally, most of the teachings are provided in central/western institutes (89%).
Discussion: Aimed at producing intellectual output such as, academic syllabi 
for the HE students, manuals for academics, guidelines for welfare stakehold-
ers, recommendations for politicians, the SiDeCar project will work to foster the 
bridging process of translation from research into practice by supporting those 
universities and institutes that still lack of curricula centred on psycho-social care 
in dementia towards the relevance of the psycho-social approach in dealing with 
dementia-related problems.
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PO9.16. Utilising the VERA framework to improve communication 
between student nurses and people with dementia

CASEY Dympna1, DOREY Amber1, SMYTH Siobhán1, GANNON Mary1, 
MCCARTHY Bernard1, HOUGHTON Catherine1, DEMPSEY Laura2,
MCDONAGH Rosaleen1, JORDAN Fionnuala1

1School of Nursing and Midwifery, National University of Ireland, Galway, 

Ireland, 2Faculty of Science and Health, Athlone Institute of Technology, 

Ireland

Developed by Blackhall et al. (2011), the Validation, Emotion, Reassure, Activity 
(VERA) communication framework seeks to provide student nurses with a guide 
to provide person-centred care to people living with dementia.  The framework 
aims to enable the caregiver to communicate with the person living with demen-
tia in a respectful manner, and accept that there is both value and meaning to the 
person’s speech and behaviour.  
This paper presents the � ndings from a small pilot control pre-post study which 
aimed to explore the impact of the VERA framework to promote person-centred 
communication between student nurses and older people with dementia in long 
term care.   A control group of 6 students, received standard communication train-
ing and ten students received additional communication training using the VERA 
framework. Data was collected using the non participant observational tool Quality 
of Interactions Schedule (QUIS) and three self-assessment questionnaires to assess 
student nurses’ con� dence, dementia knowledge and communication skills.  The 
results of this study found that those students who received the additional VERA 
communication training were observed to have a signi� cantly (Mann-Whitney U 
test; p= <0.05) reduced number of negative interactions with people with dementia 
than those students who had received standard communication training alone.  In 
addition, student nurses trained in the VERA framework showed a signi� cant 
increase (Mann-Whitney U test; p= <0.05) in their con� dence to care for people 
with dementia than those who had received standard communication skills train-
ing The study � nding need to be interpreted with caution given the small sample 
size and the pilot nature of the study. Nevertheless, these � ndings indicate that 
the VERA framework has the potential to improve (1) person-centred communica-
tion between student nurses and older people with dementia and (2) students’ 
con� dence to care for people with dementia. 

PO9.17. Teaching partners: Involving people with dementia and families 
in the evaluation of students’ assessment

BARBOSA Ana

University of Bradford, Bradford, United Kingdom

Whilst there is increasing evidence on the importance and bene� ts of patient and 
public involvement (PPI) in research, there is much less evidence on the implemen-
tation of PPI in education programmes. The MSc in Advanced Dementia Studies 
run by the University of Bradford (United Kingdom) promotes the involvement of 
people with dementia and families, who are ‘experts by experience’, as partners 
in teaching. Experts are consulted at various stages of the education process, 
including curriculum design, delivery and students’ assessment. This presentation 
reports on a focus-group involving people living with dementia and their families 
in providing feedback on postgraduate students’ assignments. A group comprising 
three people living with dementia, two family members and two lecturers worked 
together to review and comment on samples from a student assignment. Speci� -
cally, the group was asked to comment on the use of person-centred language 
and provide more positive terms and expressions when required. This feedback 
was then given to the students. We will describe in detail the shared learning and 
participatory approach used, highlight some of its potential bene� ts and chal-
lenges for students, education team, and experts, and discuss how to sustain a 
collaborative environment for involving experts by experience in dementia edu-
cation. Sound clips from the transcript will be embedded in the presentation. The 
direct involvement of experts by experience in students’ assessment proved to be 

possible and rewarding. Our experience may help academics in the dementia � eld 
to have a greater understanding on how to accomplish this.

PO9.18. Allied health professionals transforming their contribution to 
support people living with dementia

HUNTER Elaine, MCKEAN Alison

Alzheimer Scotland, Edinburgh, United Kingdom

Background: Connecting People, Connecting Support (CPCS) (Alzheimer Scotland 
2017) is an evidence informed AHP dementia policy that outlines how allied health 
professionals (AHP’s) can support people living with dementia and their families to 
have positive, ful� lling and independent lives for as long as possible with 4 ambi-
tions to transform practice. This policy ful� ls a speci� c commitment in Scotland’s 
National Dementia Strategies (2013, 2017).
Method: The presentation will share the � ndings of an 18-month review of the imple-
mentation of CPCS across health, social care and partner organisations sharing:

• An integrated improvement approach combing relational approaches and 
technical approaches

• Use of social media to raise awareness of the occupational therapy role 
in dementia

• A creative and innovative tiered approach to access the skills of occu-
pational therapy through awareness, universal, targeted and specialist 
interventions

• The importance of AHP’s together to ensure spread and sustainability of 
occupational therapy evidence informed interventions

• Outline how the work of AHP supports Alzheimer Scotland’s 5 and 8 pil-
lars models.

Conclusion: CPCS has been successful in developing visible leadership to deliver 
both the messages within CPCS and evidence base supporting interventions. How-
ever, we still have much to do to fully deliver the 4 ambitions of CPCS. The 18-month 
review has o� ered valuable learning on what is working well and what would 
make the integration of CPCS to local practice even better for people living with 
dementia and their families in Scotland. The presentation will also share the les-
sons learnt in working with allied health professionals to deliver national policy 
and what this can mean for an international audience.
References: (1) Alzheimer Scotland 2017 Connecting people, connecting support. 
Transforming the contribution of allied health professionals in dementia in Scot-
land 2017–2020; (2) Scottish Government (2013) Scotland’s National Dementia 
Strategy; (3) Scottish Government (2017) Scotland’s National Dementia Strategy.

PO9.19. An occupational therapy internship programme supporting a 
workforce skilled in dementia care

HUNTER Elaine1, MACLEAN Fiona2

1Alzheimer Scotland, Edinburgh, United Kingdom, 2Queen Margaret 

Unversity, Edinburgh, United Kingdom

Training and education of the current and future health and social care workforce 
is key to the transformational changes required to improve the experience and 
outcomes of care and treatment for people living with dementia and their fami-
lies (Alzheimer Scotland 2017).
This poster will share an approach to enhance dementia skills with occupational 
therapists through an innovative academic internship programme in partnership 
with the Scottish Dementia Working Group, Queen Margaret University, Santander 
Universities UK and Alzheimer Scotland.  
This unique collaboration has o� ered occupational therapy students and recent 
graduates the opportunity to enhance their knowledge and understanding of liv-
ing with dementia.  In turn, this work has contributed to the development of a 
skilled allied health professional (AHP) dementia care workforce in Scotland, whilst 
also generating outcomes of value and relevance to people living with dementia, 
their families and carers.
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Consequently, this poster aims to re� ect on the evolution of this academic occu-
pational therapy internship programme over the course of the last seven years.  
Speci� cally, the poster will de� ne what an academic internship is and map key pro-
ject outcomes that have emerged including the most recent peer to peer resource 
following a diagnosis of dementia.
Lessons learnt in developing an academic internship will be shared to enable other 
professions and organizations to develop a similar approach.  A summary will 
outline the outcomes of the internship programme thus far, which include and 
capture the voices of people living with dementia and how that has impacted on 
the current and future occupational therapy workforce.   
Reference: Alzheimer Scotland 2017 Connecting People, Connecting Support. Trans-
forming the allied health professionals’ contribution to supporting people living 
with dementia in Scotland 2017–2020.

PO9.20. Promoting interdisciplinary and interprofessional training to 
enhance the quality of services and health care

YAO Ching Yi, HSU Ya-Chuan, LIU Chien-Liang

Taipei City Hospital, Taipei City, Taiwan, Province of China

In order to create dementia-friendly communities, our hospital had community-
based workshops to educate people the awareness of healthy working environment 
and public sector, disability-friendly bus, and community empowerment. The work-
shops included face-to-face and online instructions. More than 30 people were 
expected to serve as the volunteers; in fact, 267 people completed the initial train-
ing. More than 200 people were expected to participate the educational activity 
in elementary or secondary schools in each community; in fact, up to 1597 people 
attended the activity. Lastly, with regards to empowering dementia-friendly envi-
ronments, we plan to facilitate actions in exploring cases and referring resources 
to individual cases through three large promotional education activities per year.

PO9.21. How to improve people’s knowledge about dementia

YAO Ching Yi, HSU Ya-Chuan, LIU Chien-Liang

Taipei City Hospital, Taipei City, Taiwan, Province of China

With the purposes of creating dementia-friendly communities, promoting the a�  li-
ated education about dementia to the society, utilizing known dementia-friendly 
resources, providing the maps of the resource networks for communities in twelve 
districts, and setting up the website “maps of keeping memories,” our hospital 
conducted an educational training program. More than 3193 people initially were 
expected to be educated in the program. In fact, up to 3398 people had the train-
ing. We o� ered the curriculum of dementia recognition, built up an AI knowledge 
base for mental health care on the social media. By means of multiple promo-
tion activities and the educational videos of dementia-friendly communities, we 
educated people to know more about dementia. In this way, they are more likely 
to accept dementia patients and pay more attention to the issue of dementia.

PO9.22. Developing a programme theory for dementia training in 
hospitals: Facilitators and barriers for implementing

AHMED Faraz1, MORBEY Hazel1, HARDING Andrew1, SWARBRICK 
Caroline1, KEADY John2, REILLY Siobhan1

1Lancaster University, Lancaster, United Kingdom, 2University of 

Manchester, Manchester, United Kingdom

People living with dementia constitute a main patient population in acute hos-
pitals and improvement of care in this setting is a key priority within national 
and European dementia strategies. Dementia training packages are diverse and 
where these are evaluated, varying methods are used. Understanding the related 
processes and outcomes of a dementia training programme is critical to devel-
oping theory-based models for intervention and policies. Our study developed 
a logic model using the principles of programme theory to identify contextual 

factors, mechanisms, interaction, facilitators and barriers to dementia training in 
the hospital setting. A mixed-methods study, as part of the Neighbourhoods and 
Dementia Programme and involving people living with dementia as co-research-
ers, utilised three key approaches:
(1) Experiential review and consultation: Through workshops and one-to-one consul-
tation we consulted and re� ected with dementia trainers, researchers, academics, 
and clinicians involved in development, implementation and evaluation of demen-
tia training in hospital settings, and people living with dementia and carers to 
identify mechanisms, interaction, facilitators and barriers. 
(2) Critical Interpretive Synthesis (qualitative, quantitative and mixed studies from 
international literature), to provide a systematic review of the current evidence 
base for dementia training in hospitals.
(3) Primary data collection: organisational hospital survey (n=90), sta�  survey 
(n=294), and six hospital case studies involving observation visits, focus groups 
and interviews, and co-research visits with people living with dementia.
We present our interactive logic model that serves as an implementation guide for 
planning, developing and evaluating educational dementia programmes in hos-
pital settings. The model embeds various facilitators of and barriers to dementia 
training in hospitals for patients living with dementia and carers, hospital sta� , 
and the organisation as a whole. We focus on three main facilitators: (1) Strong 
and supportive leadership, (2) Resources/Workload, and (3) Recognition/Accept-
ance of dementia training as a priority.

PO9.23. For the record: Documenting dementia training in acute 
hospitals across England and Wales

MORRIS Aimée, OFILI Samantha, HOOD Chloë, BUTLER Jessica

Royal College of Psychiatrists, London, United Kingdom

Alzheimer Europe’s comparison of dementia strategies highlighted the need to 
improve the knowledge, skills and training of professionals to deliver high qual-
ity care and support to people with dementia. In 2018, Round 4 of the National 
Audit of Dementia collected data from 195 hospitals and 14154 sta�  members 
about dementia training in England and Wales. A sta�  questionnaire and organisa-
tional checklist explored routine collection of information on the frequency, format 
and recording of training as well as sta�  feedback. The audit found that dementia 
awareness training is not being consistently recorded. Nearly half of all hospi-
tals were unable to submit data on the number of sta�  who had received basic 
training. 46% of hospitals reported that dementia training was mandatory for all 
sta�  groups but only 56% of these hospitals were able to provide records relating 
to number of sta�  trained. In addition, 35% of hospitals did not have mandatory 
dementia training for any sta�  ng group. Despite this most sta�  reported that 
they received some form of dementia training at their current hospital, but this 
was a common area suggested for improvement. “Ignorance and fear of demen-
tia very o� en can lead to poor care for patients with dementia, if training was 
provided this would not be an issue” (RN band 5). This is particularly important 
given that people living with dementia admitted to hospital interact with a wide 
range of healthcare professionals and are not always able to communicate their 
needs and preferences. For hospitals to ensure that people living with dementia 
admitted to hospital receive the best care all sta� , both in-hospital and exter-
nal, should receive basic dementia training appropriate to their role. It is crucial 
that training information is recorded centrally and routinely updated to enable 
hospitals to monitor sta�  training requirements.  

PO9.24. Student nurses’ preferences for working with people with 
dementia

HEBDITCH Molly

Brighton and Sussex Medical School, Falmer, United Kingdom

Background: A current international issue is ensuring healthcare professionals are 
both competent and willing to work with older adults with complex needs. This 
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includes dementia care; which is widely recognised as a priority. Yet research sug-
gests that working with older people is unattractive to student nurses (Garbrah et 
al., 2017). However, factors in� uencing preferences for working with people with 
dementia are not well understood.
Aim: To explore nursing student career preferences for working with people with 
dementia.
Methods: This is a secondary analysis of data collected as part of the Time for 
Dementia study (Banerjee et al., 2017). A modi� ed career ranking exercise was used 
(Stevens and Crouch, 1998) to assess changes in preferences over time and factors 
related to these preferences (n= 488). A content analysis of open-ended questions 
was conducted to identify factors in� uencing preferences (n= 110).
Results: Preferences for working with older adults and working with dementia 
decreased during training and was an unpopular career choice. At the univariate 
level, students’ preferences for working with people with dementia were positively 
associated with the experience of knowing someone with dementia, knowledge, 
attitudes and taking part in Time for Dementia (an educational programme). Only 
attitude scores were signi� cantly associated with preferences a� er accounting 
for other variables.
Reasons given for a higher preference of working with people with dementia was 
enhanced skills and knowledge. In contrast, lack of knowledge and experience was 
cited as a reason for low preference. Negative factors also included communication 
di�  culties with patients and the challenging nature of the work.
Discussion and conclusion: This paper adds to the literature by con� rming that 
working with dementia is not a popular career for nursing students and outlines 
possible ways to promote working with people with dementia.

PO10. Volunteers and care in the community

PO10.1 Person-centred care in practice: Four perspectives on the 
support contact service in dementia care – A case study design

JOHANNESSEN Aud1, THORSEN Kirsten2

1Norwegian National Advisory Unit on Ageing and Health , University of 

South-Eastern Norway, Tonsberg, Norway, 2Norwegian National Advisory 

Unit on Ageing and Health , OsloMet, Oslo, Norway

The number of people with dementia is increasing rapidly and will result in a grow-
ing demand for varied health and social services. Support contact is a potential 
service with positive implications, but it has yet to be explored fully. In Norway, 
support contacts work as ‘paid friends’ and their work tasks can be compared with 
befrienders, respite carers or voluntary workers in Norway and other Western coun-
tries. The aim of this study was therefore, to explore these questions: (1) Will the 
support contact service be a favorable service for people with dementia at di� er-
ent age and stages of the disorder? (2) How is the service experienced by patients 
with dementia, their carers, the support contacts, and the municipality’s adminis-
tration of the service? (3) What experiences do those involved have of the service, 
and what do they regard as essential for a good service? A case-study design with 
qualitative studies of the included participants illustrates the concept. The study 
concludes that support contact can be a highly appropriate service for people with 
dementia and their carers, and eventually can be coordinated with other services.

PO10.2. Th e volunteer’s customer journey at Alzheimer Nederland

RICHTER Willem, BULSINK Mirella

Alzheimer Nederland, Amersfoort, Netherlands

At Alzheimer Nederland 25.000 volunteers help us to achieve our goals. Well over 
20.000 of them participating in the national door-to-door collection. The other 
5.000 volunteers undertaking regional activities and providing support for peo-
ple with dementia and their caregivers. We have 48 regional chapters which host 
241 Alzheimer Cafés.

Volunteers are important for regional awareness and programs. To recruit more vol-
unteers, the national o�  ce supports the regional volunteers by launching special 
(online) campaigns. We have recently developed a ‘Where are you good at?’ test 
which will be promoted on Facebook and Instagram. Through this test people can 
� nd out which volunteer-position might match well with their talents. On a spe-
cial overview at the corporate website we’ve put all the volunteer’s job-vacancies 
together. From here it’s just one easy click away from applying to a volunteer’s job.
When a volunteer starts, he/she receives a special newsletter as a personalised 
welcome. Information in this digital newsletter is adjusted to the volunteer’s job 
to give them a smooth start. All the information and communication with volun-
teers goes through “het Vrijwilligersplein”. This is a community-platform especially 
designed for volunteers. Here they can � nd all the necessary information, such as 
documents, practical information, tools, news and upcoming events like trainings.  
To keep the Vrijwilligersplein and other digital channels (such as Facebook) up-to-
date an editorial sta�  places new items and information every day. We inform our 
volunteers by sending them a newsletter every month.
The Vrijwilligersplein started over � ve years ago with 500 visitors a month. Now 
we have a community of almost 3.000 visitors. We take all the e� orts to improve 
it. We ask for feedback and we monitor visitor’s behaviour. When a volunteer stops 
he/she receives an exit survey, because we � nd it important to know how we can 
improve our service.

PO10.3. Cross-cultural perspective on cognitive functioning and 
activities of daily livings of elderly in rural Jamaica. Records of a 
pilot study

KACZMAREK Beata

Poznan University of Medical Science , WSWOP Hospicjum Domowe, 

Poznan, Poland

The poster presents observations and preliminary results of a series of assess-
ments comprising mood and cognitive functioning of elderly Jamaicans living in 
Maggotty, Jamaica, gathered during a period of voluntary work at a local clinic 
and community center.
Cross-cultural psychology perspective seems to apply especially to seniors living 
in remote environments who assimilate globalization induced changes di� er-
ently than younger people. For example, Patios, a language traditionally used in 
Jamaica, is commonly used by elderly in everyday communication as opposed to 
English, Jamaica’s o�  cial state and media language, which is rarely used actively 
among the elderly population. Poverty, low social awareness, poor education and 
high levels of illiteracy result in propagating incorrect behavioral patterns, for 
example unhealthy diet and sugar rich � zzy drinks, which are ubiquitous across 
diabetic population. Additionally, weak social bonds motivated culturally, e.g. low 
percentage of o�  cial marriages or multiple o� spring, increase poverty and reduce 
mutual support within families. Interestingly, mood swings were reported rarely, 
which may be attributed to cultural no-stress-attitude or, alternatively, poor under-
standing of old-age related medical and social conditions. In such communities 
everyday living activity and neuropsychological assessment is especially di�  cult 
as it requires culture speci� c knowledge. Respondents were initially assessed based 
on internationally recognized Addenbrooke’s Cognitive Examination in American 
English. However, due to high percentage of illiteracy I decided to shi�  to a dif-
ferent, culturally neutral diagnostics tool, which additionally requires no literacy 
skills, Rowland Universal Dementia Assessment Scale. Moreover, participants were 
asked to answer several questions about their daily activities. The questionnaire 
included issues connected with personal independence, social relations, mood 
and general wellbeing.
To sum up, the study points to a need for further research in rural Jamaica.
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PO10.4. Volunteer’s view for participating in outpatient service of quick 
determination of people with dementia

WU Rong-Hung, HSU Ya-Chuan, WANG Yu-Liang, LIN Shao-Ping

Taipei City Hospital, Taipei City, Taiwan, Province of China 

Taipei is a well developed city with friendly medical environments and prosperous 
facilities. Yet, because of the high population density, the determination of the 
people with dementia always need to wait 3 to 6 months. The suspected people 
with dementia in community then loss the chance of early determination because 
they can’t match the multiple examinations time due to several factors. Taipei 
City United Hospital Hopin Range realize the di�  culty, therefore coordinate the 
radiology department and psychologist to provide the outpatient service of quick 
determination for people with dementia and hold the dementia training course 
for volunteers. Via involvement of volunteers, the determination for people with 
dementia can be accomplished in half day. As a family member of person with 
dementia, I deeply feel the importance of early determination for the people with 
dementia and family member, so my wife and I join the dementia volunteers train-
ing course together. The training course includes: Understand the dementia, How 
to communicate with the people with dementia, How to treat the behavior and 
psychological symptoms of dementia, etc. A� er the training, we formally partici-
pate the outpatient service of “quick determination for the people with dementia”, 
accumulated yearly in total 25 person-times.

PO10.5. Constructing a dementia friendly community – Th e model of 
Taipei City Hospital

YANG Chun-Yi, WU Chien Hui

Taipei City Hospital, Taipei, Taiwan, Province of China

A dementia friendly community is a place or a culture where dementia patients 
and their care givers are supported by the society. In Taiwan, over 90 percent of 
dementia patients live in their home and take care by their family. Living in a 
friendly community makes the person with dementia not only have a respectful 
and safety life, but also feel themselves belong to the community.
In order not to make the person with dementia feel being supplant, Taipei City 
Hospital is devoted on developing dementia friendly society. We also dedicated on 
promoting the cognition of disease to the public, setting up the mutual assistant 
network, and providing continually medical caring service.
Social worker department has been the mainunit in charge of promoting demen-
tia friendly community since 2016. We actively visit many organizations, such as 
schools, clinics, shops, and so on. In present, we have been in contact with 491 
friendly stores. The main distribution of friendly unit is the o�  ce of the chief of 
villages. Local clinics, non-government organizations, and the post o�  ces are the 
secondly distribution.
We designed a dementia friendly logo, which is the identi� er of organizations 
being in contact with Taipei City Hospital. It has been divided into 5 phases based 
on the willingness of providing dementia friendly service.

• First phase: Agree with the idea of being friendly of people with dementia 
and willing to raise public’s awareness about dementia

• Second phase: Willing to take the training lesson of being a dementia 
friendly volunteer

• Third phase: Willing to provide friendly service for person withdementia
• Forth phase: Willing to improve the environment for the person with 

dementia
• Fi� h phase: Willing to join the promotion of being dementia friendly stores.

PO10.6. Progetto “Il PassaTempo” (the Pastime project): Living in the 
community

BERTANI Eleonora, BIGLIARDI Mila, CARRETTI Barbara, BEDINI 
Ilaria, IOTTI Linda, MIZZI Alessandra, MORELLI Milva, VALERIANI 
Maria Teresa

AIMA Associazione Italiana Malattia di Alzheimer Reggio Emilia, Albinea 

(Reggio Emilia), Italy

The “Il PassaTempo” project o� ers free activities and workshops to adults who wish 
to cultivate their own pastimes and discover new ones in company.
The project has been conceived by � ve voluntary service organisations in a hilly area 
with small towns – 10 km far from the main city. Meetings are open to everybody, 
with the aim of allowing people to live more and more in community contexts 
and to bene� t from all the possibilities that surround them. Therefore, people with 
dementia – including people with young onset dementia – participate in meetings 
together with others adults without cognitive impairment.
Participants meet every Wednesday a� ernoon for three hours, during which they 
perform various activities in the company of volunteers coordinated by a psychol-
ogist: they play cards, watch � lms, listen to music, knit, cook, do cra�  projects or 
gardening. These activities take place mainly in a community centre located in a 
large green park, but every last Wednesday of the month they move to a wonder-
ful botanical garden, where beauty and nature o� er their healing power.
In the three summer months (June, July and August) middle school students vol-
unteer in the project, enriching the meetings with intergenerational exchanges. 
As a matter of fact, they learn new activities from adults and the elderly, while 
passing on their own skills in turn.

PO11. Awareness and policy campaigns

PO11.2. Adapting the Dementia Detectives workshop for Malaysian 
students

GRIFFITHS Alys1, PARVEEN Sahdia2, CHEONG WING LOONG 
Mark3, SAW Pui San3

1Leeds Beckett University, Leeds, United Kingdom, 2University of Bradford, 

Bradford, United Kingdom, 3Monash University Malaysia, Subang Jaya, 

Malaysia

Within Malaysia, there is limited awareness or understanding of dementia and its 
impact on families. Lack of understanding can lead to stigma and is a major barrier 
for seeking and accessing support, diagnosis, and treatment. Therefore, reduc-
ing stigma towards people with dementia is an international priority. As stigma 
o� en appears early in life, early intervention is important to ensure that future 
generations do not hold negative views towards people with dementia. Increasing 
awareness can reduce stigma, however, there has been no evaluation of dementia 
awareness sessions in Malaysia. This study aimed to adapt a UK focused dementia 
awareness session (Dementia Detectives) to be culturally appropriate for use in 
Malaysia, evaluate the impact of a one-o�  dementia awareness session on atti-
tudes towards and knowledge of dementia amongst healthcare undergraduate 
students in Malaysia, and explore students’ opinions and reactions to the dementia 
awareness session. We found that it was possible to adapt the workshop to meet 
the needs of Malaysian students. Undergraduate students (N = 110) attended the 
workshop and showed improved knowledge of and attitudes towards dementia 
using pre- and post- workshop questionnaires. Focus group discussions with 20 
participants demonstrated that participants had enjoyed the interactive aspect 
of the workshop, but wanted a longer workshop to learn more about dementia. 
Participants felt that the workshop was culturally appropriate and relevant to their 
family and community. The successful adaptation of the workshop for a Malay-
sian audience may suggest that the workshop is suitable to be delivered within 
other countries, although further research is needed to establish whether this is 
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the case. The workshop will now be delivered more widely with continued evalu-
ation of its impact, relevance and appropriateness.   

PO11.4. A cultural and practical approach to fi ght the stigma of dementia 
and to promote awareness among young people

D’ANASTASIO Clelia1, FERRIANI Elisa2, STINZIANI Sabrina3, 
ROMANO Luciano2, LINARELLO Simona3, RIBANI Valeria1

1ARAD onlus, Bologna, Italy, 2Centers for Cognitive Disorders and Dementia 

and Clinical Psychology Unit, AUSL Bologna, Italy 3Centers for Cognitive 

Disorders and Dementia, AUSL Bologna, Italy

Stigmatization is the social phenomenon that attributes a negative connotation 
to a member/group of the community to downgrade it to a lower level, and tends 
to determine a distance between “us”, the normals, and “them”, the di� erent.
This attitude is greater among those who have little knowledge of the disease, 
have limited/no contact with the person with dementia (PWD), in men, in young 
people, in contexts with low education and/or in ethnic minorities.
One of the main actions of the project carried out by ARAD, an association of vol-
untary professionals that takes care of PWD, concerns the awareness of young 
people towards dementia, in order to counteract stigma and negative connota-
tions, to promote better knowledge and a more adequate social inclusion.
We have used the opportunities provided by Law 107/2015 on school-work alter-
nation, aimed at “encouraging the orientation of young people to enhance their 
personal vocations, interests and individual learning styles and to correlate the 
educational o� er to the cultural, social and economic development of the territory”.
The project involved 100 students from two high schools in Bologna and their 
teachers. Two interactive seminars have been carried out at these schools, in which 
training has been made both on the physiopathological and clinical aspects of 
dementia, both on psychological and social aspects, on relational di�  culties and 
on best practices to guarantee good quality of life to PWD and their carers. Sub-
sequently the students practiced the period of school-work alternation at ARAD, 
participating in the Alzheimer Cafés, meeting activities and psycho-occupational 
stimulation. At the end of this experience, they produced short essays that docu-
ment how they managed to come into empathic contact with PWD, to become 
aware of a reality previously not considered by them, to feel enriched by what they 
experienced. They also made videos and a graphic novel.

PO11.5. Art as public engagement: Using creative artefacts to 
disseminate research and raise awareness of dementia

TISCHLER Victoria

University of West London, London, United Kingdom

Creative research artefacts such as art made by people with dementia can stimu-
late public imagination and and can be used to share research. This paper reports 
on Public Engagement (PE) activities that followed a three-year prospective, 
multi-centre study Dementia and Imagination (D&I). This project developed, imple-
mented and tested the impact of visual arts activities with people with dementia 
living in the community, in care homes, and in clinical settings across three parts 
of the UK. The PE activities included art exhibitions, installations at music festi-
vals, and multi-sensory tea parties. These aimed to engage the public with the D&I 
research, to raise awareness of evidence-based creative approaches to dementia 
care, and more widely, to destigmatise the condition of dementia. 
We found that artwork made by research participants and creative activities e� ec-
tively engaged a range of audiences and challenged negative ideas about living 
with dementia. Creative approaches to dissemination are recommended in order to 
make research � ndings accessible, relevant, and (if possible), fun, as a way of creat-
ing interest in the topic, where it might otherwise be ignored or avoided. For D&I, 
utilising art both within the research and as a means of communication, encour-
aged a wide audience, beyond the scholarly community, to engage visually and 
interactively with the project. The creative outputs used within this project present 

an image that is synonymous with the emerging message: that people can live 
well with dementia, with visual art activities being one modality that promotes 
this.  Further work could explore public engagement in diverse settings to assess 
which approaches are e� ective in maximising research value.
Reference: Tischler, V., Howson-Gri�  ths, T., Hedd-Jones, C. & Windle, G. (in 
press) Using art for public engagement: re� ections on the Dementia and Imagi-
nation project. Arts & Health

PO11.6. Senior Friendly Communities: A fi ve step approach to making 
municipalities’ health policies more friendly towards people 
with dementia and depression

SCHICHEL Mignon1 , VEENSTRA Marja1, KEMPEN Gertrudis3, 
VUGT, DE Marjolein1, VERHEY Frans1

1 Department of Psychiatry & Neuropsychology, Alzheimer Center Limburg, 

Maastricht University, Maastricht, Netherlands, 3Department of Health 

Services Research, Care and Public Health Research Institute (CAPHRI), 

Faculty of Health, Medicine and Life Sciences, Maastricht University, 

Maastricht, Netherlands

Background: Municipalities have a responsibility for creating health policies for 
people with dementia, people with late-life depression and informal caregivers. 
So far, the exchange of knowledge and best practices on older people’s public 
health between municipalities has remained limited, especially across borders. 
The cross-border Senior Friendly Communities (SFC) approach focuses on older 
people’s public health in the Euregion Meuse-Rhine (EMR). 
Methods: The SFC approach makes use of the World Health Organisation’s 
frameworks of Active and Healthy Ageing, with the pillars health, participa-
tion and security. The methodology of the SFC approach consists of a � ve-step 
approach: (1) creating an infrastructure for the SFC project; (2) including munici-
palities; (3) conducting baseline assessments in the participating communities; 
(4) creating an activity bu� et of a variety of activities promoting older people’s 
wellbeing; and (5) implementing the activities, conducting post-implementation 
assessments to measure the impact of SFC and creating a sustainability plan for 
communities to continue on this path. 
Results: Implementing the SFC approach in the EMR has given a � rst insight into 
what steps need to be taken to support municipalities in gaining more age-friendly 
public health policies.  The project assisted local coordinators of 32 municipalities 
in implementing interventions for people with dementia (80 activities) and depres-
sion (90 activities). Participating municipalities reported that they expanded their 
service o� erings for and increased their awareness of people with dementia and 
late-life depression since the start of the SFC project. 
Conclusions: We will further discuss the activities and impact for the 32 partici-
pating communities, and how these can be made sustainable for the future. The 
SFC approach can serve as a guideline for the cross-border exchange of health 
policy in other regions. 

PO11.7. Air travel connections: Creating a hub of collaborators to 
enhance fl ight experiences for people with dementia and their 
companions

WARREN Alison1, SHERRIFF Ian1, TURNER Katherine1, BOURNE 
David2, ROBERTS Chris3, GOODRICK Jayne4, CHAMI Hayley5, 
FREMANTLE James6

1University of Plymouth, Plymouth, United Kingdom, 2 Four Rivers 

Dementia Alliance, South Hams, United Kingdom, 3European Working 

Group of People with Dementia, Wales, United Kingdom, 4Carers Advisory 

Panel, Dementia Carers Count, Wales, United Kingdom, 5South Devon 

College, South Devon, United Kingdom, 6United Kingdom Civil Aviation 

Authority, London, United Kingdom
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Dementia is a global challenge with people needing and wanting to travel on 
domestic and international � ights. Evidence suggests that engaging in air travel 
can be a varied experience for people with dementia and their companions. There 
are particular points in the journey from home, through airports and in-� ight that 
can prove challenging. While some improvements have been made to support 
travellers, there has been limited research developed to tackle transport barriers 
for those living with dementia.
The Prime Minister’s Dementia Challenge Group for Air Transport, based in the 
United Kingdom (UK) highlighted the urgent need to raise issues associated with 
air travel that was debated in the House of Commons. Group members include peo-
ple living with dementia and carers who have been able to help others a� ected by 
dementia to claim what is theirs by right. Other collaborators include academics, 
healthcare professionals, researchers, aviation industry representatives, aviation 
regulators, mental capacity law experts and those involved with policy development.
This presentation will outline the work undertaken to date by group members that 
seeks to promote dementia friendly societies. It will also set out how the group 
has been a key to helping the UK’s air transport regulator, the UK Civil Aviation 
Authority, develop and implement guidelines for airports and airlines on provid-
ing better support to people living with dementia. The focus will be on identifying 
issues, sharing practical solutions and strategies that have been successful in 
bringing key stakeholders to collaborate on this important area. Information and 
resources will be shared in order to assist others interested in informing guidance 
and policies across Europe and further a� eld. Future plans for the Prime Minister’s 
Dementia Challenge Group for Air Transport will be presented, with opportunities 
to widen the collaboration hub o� ered to take this work forward at a global level.

PO11.8. Connecting with minority groups (Indonesians in the 
Netherlands)

UTOMO Amalia Fonk

Stichting Alzheimer Indonesia Nederland, Groningen, Netherlands

Background: There are 16.151 registered Indonesians living in the Netherlands (source: 
Indonesian Embassy in the Netherlands). Around 800.000 Dutch people in 4 gen-
erations have Indo-European roots. Besides Indo-Europeans, around 40.000 people 
from Moluccan descent live in the Netherlands (source: latitudes.nu) and 1.500 
Indonesian are studying in the Netherlands.
Alzheimer Indonesia Nederland & Alzheimer Nederland have a collaboration under 
the Twinning Program of Alzheimer’s Disease International. This is a three-year 
program for 2017–2019 and a renewal of the previous program and funded by the 
Dutch government. Part of the funding is directed to activities for Indonesians 
in the Netherlands.
Objective: To access Indonesian immigrant as minority group in the Netherlands.
Activities: In 2017 a foundation, Stichting Alzheimer Indonesia Nederland was 
created in the Netherlands to support and raise awareness within the Indonesian 
community living in the Netherlands about dementia and e� orts in Indonesia.
Accessing Indonesian Communities: religious, art and culture, professionals and 
government sharing information about the foundation and developments in 
Indonesia by connecting to more than 20 Alzheimer Indonesia’s chapters. By mid 
2019 more than 2000 Dementia Friends and 50 volunteers are arranged in 8 cities: 
Groningen, Den Haag, Eindhoven, Amsterdam, Arnhem, Rijswijk, Zoetermeer, Rot-
terdam –Netherlands and 2 cities in Indonesia: Jakarta and Malang.
The foundation also connected to home care and nursing homes, an Alzheimer 
centre at the University and Alzheimer Café and two migrant organisations.  We 
found that it is useful to explain Indonesian culture and behavior with the aim to 
help them to make their care accessible to Indonesian people. This is useful for 
both home care and nursing home care.
Alzheimer Nederland received a three-year grant from the Ministry of Health to 
support the program � nancially in collaboration with Alzheimer Indonesia and 
Alzheimer Indonesia Nederland.  

PO11.9. Twinning Program: Netherlands and Indonesia

UTOMO Amalia Fonk

Stichting Alzheimer Indonesia Nederland, Groningen, Netherlands

Background: Alzheimer Indonesia and Alzheimer Netherlands have a strong collab-
oration under the Twinning Program of Alzheimer’s Disease International. This is a 
three-year collaboration for 2017–2019 and actually a renewal of a previous program.
Objective: To exchange information, support and learn from each other and for 
Alzheimer Indonesia to bene� t from the organizational experience from Alzhei-
mer Netherlands to improve quality life of people with dementia and caregivers.
Activities: The main elements of this projects by mid 2019 are:
Support (knowledge transfer) for the ADI Asia Paci� c conference in 2–7 November 
2017 in Jakarta including 7 expert speakers from the Netherlands with result 700 
participants including multi disciplinaries: health care workers, chapter leaders, 
youth community leaders, volunteers, general public and government o�  cials. 45 
representatives from 20 countries.
Capacity building for Alzheimer Indonesia by increasing to 21 chapters, 173 car-
egiver meetings and 12 home visits.
Training of Indonesian volunteers in Dementia Care Skills with 7 trainers and 26 
caregivers.
Hope, love and care public event in Malang, Indonesia in 19–21 October 2018 19–21 
October: Public Event, Malang Indonesia with more than 700 participants in 3 days 
(multi disciplinaries: health care workers, chapter leaders, youth community lead-
ers, volunteers, general public and government o�  cials), 6 international speakers 
(3 from ALZI Netherlands; 1 from University of Rotterdam, Netherlands; 1 from Uni-
versity of Tasmania, Australia; and 1 from ADI Asia Paci� c) and 8 national speakers.
Support for awareness activities for Indonesian in the Netherlands through Sticht-
ing Alzheimer Indonesia Nederland.
Presentation of Twinning results at European Alzheimer conference 2019 in The 
Hague, Netherlands.
Alzheimer Nederland received a three-year grant from the Ministry of Health to 
support the program � nancially in collaboration with Alzheimer Indonesia and 
Alzheimer Indonesia Nederland. And we hope to extend the Twinning Program 
for the next couple of years.

PO11.11.Th e national dementia friendly community’s campaigns in 
Zhongzheng district of Taipei City, a community with care, 
humanity, respect and technology

LIU Chien-Liang1, CHANG Hui-Mei2, WOUNG Lin-Chung3, HUANG 
Shier-Chieg4, LIN Meng-Hui5, LIANG Ya-Hui6, CHANG Kai-Hsiang5, 
CHENG Yi-Chiao5

1Dementia Center, Taipei City Hospital, Taipei, Taiwan, Province of China, 
2Zhongzheng District Health Center, Taipei City, Taipei, Taiwan, Province 

of China, 3Taipei City Hospital, Taipei, Taiwan, Province of China, 
4Department of Health, Taipei City Government, Taipei, Taiwan, Province 

of China, 5Health Promotion Division, Department of Health, Taipei City 

Government, Taipei, Taiwan, Province of China, 6Department of pharmacy, 

Taipei City Hospital, Taipei, Taiwan, Province of China

The Global action plan on the public health response to dementia 2017–2025 had 
been issued by World Health Organization in May 2017. Taiwan responded the 
global action plan to the National action plan for dementia in Taiwan in Decem-
ber 2017. The Zhongzheng district of Taipei was one of demonstration sites of the 
project of dementia friendly communities which was released by Health Promo-
tion Administration in Taiwan. The population of Zhongzheng District in Taipei 
City is about 160,000, and the population of people with dementia is estimated 
to be 2,438. The working group of dementia in long-term care committee super-
vised the district-level organization of the Zhongzheng District Community Safety 
and Health Promotion Association to manage this project. This project had four 
major topics and 14 items of work to provide the dementia friendly community.
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The one-year project achieved the following results:
• conducts community resource inventory
• conducts family centered needs surveys
• recruits 156 dementia friendly organizations and conducts the grading 

system in 5 levels
• cultivates 3,193 dementia friends in general population
• 1,390 children as dementia friends
• cultivates 267 dementia-friendly volunteer
• build 3 dementia friendly demonstration units
• carried out the environment improvement for people with dementia
• establish the web based map of dementia care resources
• chat bot for some key issues of dementia care resources and knowledge
• Virtual Hospital APP for strengthening the self-care through the technology.

All of the results had been established a perfect care service network in the Zhong-
zheng District of Taipei City.

PO11.12.An evolving model of policy campaigning and representation 
work in Scotland

REID Muriel1, BEYT David1, NDCAN Member 2

1Alzheimer Scotland, Edinburgh, United Kingdom, 2National Dementia 

Carers Action Network (Alzheimer Scotland), Edinburgh, United Kingdom

Scotland’s 3rd national dementia strategy’s vision is that people with dementia 
and their carers access timely, quality support at every stage of the condition, 
focused on personal outcomes.
The National Dementia Carers Action Network (NDCAN), within Alzheimer Scotland 
campaigns nationally on issues faced by people caring for someone with dementia.
The network has shaped the emphasis on carers’ support/involvement in succes-
sive dementia strategies. It contributes to other relevant policy work in Scotland 
e.g. Carers 2016 Act and Carers Charter.
In Scotland, implementation of national dementia strategy commitments is held 
at local level. Joint Boards of Health and Social care partners manage how national 
strategy is delivered in 32 local authority areas. There is excellent vision in Scotland’s 
dementia strategy, however, engagement with local service users and performance 
data indicates inconsistency and a ‘policy /practice gap’ in how strategy commit-
ments are implemented at locality level.
NDCAN is evolving, reaching out to hear ‘collective’ voices and experiences of 
carers across Scotland to represent them at national level, while exploring how 
NDCAN can support local carers in� uence decision makers at local level to close 
the ’policy/practice’ gap. 
NDCAN, is part of Alzheimer Scotland’s Active Voice work and the refocus is at early 
stages. Linking NDCAN members with Alzheimer Scotland local carers groups is 
underway so that we hear local dementia carers priorities about strategy commit-
ments to support local and national campaigning.
This presentation will describe how NDCAN is working with Alzheimer Scotland’s 
local networks to hear and build that ‘collective voice’ of dementia carers to inform 
national campaigning and the di� erent ways in which NDCAN members are work-
ing to support the carer networks campaign for local implementation of national 
government commitments.
National Dementia Carers Action Network (NDCAN)

PO11.13.Capacity building for dementia-friendly communities in 
Austria

PLUNGER Petra1, RÖSLER Petra2

1Department of Nursing Science, University of Vienna, Vienna, Austria, 
2Kardinal König Haus, Vienna, Austria

Background: Initiating dementia-friendly communities as a means to foster aware-
ness and to develop community-based activities is gaining attention in Austria. 
Also, the Austrian Dementia Strategy ‘Living well with dementia’ has called upon 

communities to support citizen engagement in developing dementia-friendly 
communities.
The Kardinal König Haus coordinates a network of dementia-friendly commu-
nities, mostly in rural areas, providing support for emerging dementia-friendly 
communities as well as for professional and lay actors interested in initiating a 
dementia-friendly community. Based on the latter task, the Kardinal König Haus 
commissioned a study to assess the challenges and needs related to community 
development, as well as to develop a training concept to tackle these challenges.
Methods: The study was carried out in close cooperation with the Kardinal König 
Haus, using repeated feedback loops to discuss preliminary � ndings and pro-
posed strategies. At start, the author participated in one network meeting of the 
dementia-friendly communities. Four expert interviews were carried out with 
coordinators of dementia-friendly communities, assessing their role, the evolu-
tionary history of the respective community, actors involved and interventions 
developed, as well as resources and challenges. Findings from the empirical part 
were validated with one interviewee. To relate these � ndings to international per-
spectives, a literature research was carried out. A training concept was developed 
using a capacity building approach.
Results and Discussion: Findings show four core areas deserving attention when 
developing dementia-friendly communities: approaching and working with inter-
ested communities, enabling participation, addressing stigma, and taking into 
account health equity. These � ndings largely mirror experience gained in other 
communities, and may be linked to concepts of community development. Capac-
ity building for dementia-friendly communities could bene� t from knowledge 
and experience gained in health promotion, related to community development, 
networking and partnership-building, while health promotion might bene� t from 
experience gained in dementia-friendly communities, related to participation and 
tackling stigma.

PO11.14.Th e digital value of social media platforms: Alzheimer’s disease 
and other dementias on Facebook

MEGGES Herlind, FREIESLEBEN Silka Dawn, RÖSCH Christina, 
PETERS Oliver

Charité – Universitätsmedizin Berlin, Memory Clinic and Dementia 

Prevention Center, Berlin, Germany

Objective: Social media platforms have the potential to drive wide-reaching educa-
tional campaigns on dementia risk factors and prevention strategies by promoting 
self-awareness and self-management strategies. However, systematic research on 
what aspects optimize the visibility and success of social media platforms in this 
regard is limited. Here, we examined dementia-related Facebook pages of German-
speaking countries with the aim to establish key guidelines for better visibility.
Methods: Dementia-related Facebook pages in Germany, Switzerland and Aus-
tria were analyzed with the search terms: “dementia”, “Alzheimer’s”, “prevention” 
and “risk” in April 2019. A visibility index score (VIS) was created by dividing the 
number of followers by the number of likes of the last 10 posts. In a further step, 
we will perform a content analysis on the pages with the highest VIS, as well as a 
comparison with leading English-speaking countries.
Results: Overall, 12 pages met the search criteria (n=7 non-pro� t organizations, n=3 
research institutions, n=1 governmental institution, n=1 service provider). Facebook 
pages with the largest amount of followers were from the Swiss non-pro� t organi-
zation “alzheimer.ch”(13456), followed by the German service provider “Demenz 
Spezial”(12208) and the Swiss non-pro� t organization “Demenz Zürich”(10283). No 
Austrian dementia-related Facebook page was found. The top � ve VIS was found 
for the “Freunde Demenz Zürich”(4.5), followed by the “Alzheimer Forschung Sch-
weiz AFS – Sti� ung Synapsis”(4.7), the German “Demenz Partner”(5.8), the German 
“Alzheimer Selbsthilfe e.V.”(8.5) and the German “Dialog- und Transferzentrum 
Demenz“(8.8).
Discussion: Our results show that non-pro� t organizations and research a�  li-
ated institutions have a big reach on Facebook. Therefore, all national dementia 
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prevention strategies should include the promotion of a social media presence. 
Key guidelines on how to optimize the visibility and reach of dementia on social 
media platforms may lead to heightened self-awareness on both an individual 
and societal level, which is in-line with worldwide dementia prevention e� orts.

PO11.15.5 tips for successful growth in online donations

STRUNK Femke

Alzheimer Nederland, Amersfoort, Netherlands

Alzheimer Nederland managed to realize a growth in income by online donations 
from less than €100.000 per year in 2014 to over €1.000.000 in 2018. And we’re still 
growing much faster than other Dutch Health Foundations. How did we get there?
Tip 1: Get tra�  c to your website
One of our most important channels is Google. 65% of our visitors come through 
Google (15% advertising, 50% free search results). We bene� t from the Google Ad 
Grants program, which provides us monthly $ 40.000 of free advertising. Other 
powerful ways are e-mail marketing, Facebook advertising and o�  ine campaigns.
Tip 2: Get to know your visitors
Use tools, like Google Analytics, Hotjar and VWO, to get to know your visitors. 
Then you can optimize your website based on their needs: create the right con-
tent, make logical paths and avoid ‘dead ends’.
Tip 3: Explore new ways to get donations
The regular donation form on the website is one way to get donations. Other suc-
cessful ways for us are product selling and lead generation forms combined with 
pre-� lled donation forms. We’re always exploring new ways to get donations, like 
‘Tikkie’ (payment requests via WhatsApp) and Facebook birthday fundraising.
Tip 4: Optimize your website through ‘CRO’
Optimize the donation form, but even more important: the entire website. It’s all 
part of the visitor’s journey. We started with Conversion Rate Optimization (CRO): 
a process of continuously improving the website to increase the percentage of 
visitors that make a donation.
Tip 5: Get in touch with other marketers
Isn’t just the market of donating shi� ing to online? True. But our growth is much 
larger than our competitors’ growth, according to our yearly Dutch charity bench-
mark. So get in touch with other marketers from charity organizations and exchange 
knowledge and results.  

PO11.16.Talking about dementia – A Living Library on the topic of 
dementia

BEGEY Karine, ACKERMANN Maya, BECKER Stefanie

Alzheimer Switzerland, Bern, Switzerland

Organising a Living Library on the topic of dementia is an excellent way in order to 
raise awareness and challenge the stigma that surrounds dementia. It is an event 
where the interested public, family caregivers, people with dementia, experts and 
scientists meet to talk about dementia. A Living Library is a public event where 
the “books” are people with a personal experience or expertise in dementia who 
are willing to share their experience with unknown “readers”. These talks o� er 
the possibility to speak freely, to ask questions people usually would not ask and 
broaden one’s horizon.
Alzheimer Switzerland organised three Living Libraries on the topic of dementia in 
three di� erent language regions. The evaluation underlined the suitability of this 
format to talk about dementia. Both the “living books” as well as the visitors were 
able to learn from each other and appreciated the unusual dialogue at eye level. 
As a product, Alzheimer Switzerland developed a practical manual that contains 
useful hints and recommendations on what to keep in mind when organising a 
Living Library on the topic of dementia.   

PO11.17 Th e organization of informative campaigns on Alzheimer’s and 
related disorders, by the Karelleion integrated Alzheimer and 
related disorders unit

EFTHYMIOPOULOU Catherine, CHRYSIKAKOU Iliana, 
ZACHARIADIS Andreas

Karelleion Integrated Alzheimer and related disorders Unit, “Apostoli”, Holy 

Archdiocese of Athens, Greece 

Fοllowing the axiom that valid information on any problem lays the foundations 
for its timely identi� cation and thus in the � nding of various alternatives, our Unit 
conducts an information campaign about dementia.
These actions are organized throughout our capital Athens, but also at a national 
level, in cooperation with both health structures such as nursing institutions, 
and intermediate rehabilitation structures, as well as local branches of the Greek 
Church, the municipalities, the open protection centers for the elderly etc.  In the 
context of the aforementioned, we are visiting provincial cities such as Ioannina, 
Alexandroupolis, Orestiada, Didimoticho Komotini, Preveza, Grevena, as well as 
the islands of Kos, Mitilini, Chios, Rhodes, Samos, Tilos, Astypalea, Fourni, Ikaria, 
Karpathos, Syros, Crete, Corfu, Kefalonia etc. The common feature of all this is the 
enthusiastic reception, which is our initiative, as well as the touching response 
of the local community.
The above mentioned activity is carried out by members of our Unit’s scienti� c 
team, who present to patients, their relatives, and their carers, theoretical issues, 
on layman’s terms, about dementia as well as practical advice on what to do and 
how to take care of a person with dementia. Our sta� , also administers memory 
assessments, free of charge, to anyone interested and suggests appropriate medi-
cal referrals, when necessary.
The main purposes of these campaigns are to provide thorough information on 
dementia, to anyone who is interested, and at the same time to give them the ability 
of freely expressing their feelings or inner thoughts. Also, it is very important for us 
to diminish the stigmatization associated with Αlzheimer’s disorder and demen-
tia in general. The warm response to our initiative and the positive feedback we 
are receiving by people, show us that local communities have already embraced it.

PO11.18 Lead generation, involvement and donations through Forget-
me-not-pins

STRUIF BONTKES Elsien

Alzheimer Nederland, Utrecht, Netherlands

Mid 2016, Alzheimer Nederland wanted to identify and involve the almost 40,000 
Facebook followers through a new sympathetic lead generation proposition. 
From a previous campaign, we had 4.000 Forget-me-not pins le� . The Forget-
me-not stands for uniting against dementia and remembering people with 
dementia and their loved ones. To celebrate our 40,000th Facebook follower, we 
o� ered our followers one free Forget-me-not pin per person. A� er ordering the 
free pin, we would thank them and give them the opportunity to donate a gi� .
To our surprise, within 36 hours all 4.000 Forget-me-not-pins were ordered. The 
reach of the Facebook post was 90.000, the comments were very positive and we 
gained 300 (instead of 45) extra followers in the � rst day. About 10% of the peo-
ple who ordered the pin, directly made a donation (€10 average). The people who 
ordered the pin were mostly new to us. From then, we informed them regularly 
by email, post and telephone, with informative and fundraising propositions.
In the following weeks, people asked if they could re-order and even buy the pins. 
They wanted to give them to colleagues, health workers or guests at a funeral. We 
re-ordered the pins and expanded this successful campaign. People can still order 
1 pin for free per address and buy more pins for €1 per pin. We also created Forget-
me-not-charms and Forget-me-not-keychains to sell online. The distribution is 
done by a social workplace, to manage costs. With the voluntary donations and the 
pro� t on the sales, the revenue model is positive. Today, we’ve distributed 135.000 
free pins and sold more than 150.000 pins, 25.000 keychains and 6.000 charms. 
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With these products, we reach a new target audience, new leads and donations. In 
addition, the forget-me-not-products help us increase social impact. Nowadays, 
the pin is a known symbol amongst informal carers and healthcare professionals.

PO12. Connecting with minority groups

PO12.1. Children’s view of dementia: A case study approach

FELC Zlata1 ,2 ,3 , FELC BRINA2 ,3 , STOPAR Mojca2 ,3 

1Association of the Western Styrian Region for the Help at Dementia »Forget 

me not” Šentjur, Šentjur, Slovenia, 2College of Nursing, Celje, Slovenia, 3Unit 

of Family Law Division of the Civil De, Celje, Slovenia

Despite the fact that many children will encounter dementia among their grand-
parents and great-grandparents in particular, children’s views of dementia are 
under-explored. They are mostly pupils in primary schools, and represent important 
minority group without accessible educational process in dementia knowledge.
A single case study of female second form pupil aged 7 years, and living in family 
with great-grandfather with moderately advanced Alzheimer’s disease, was the 
subject of this research. A� er written consent was provided by girl’s parents prior 
to interview, we represent brief interview � ndings and the results of her views of 
dementia. She believes that a) »dementia comes because one is old and his brain 
are sick«, b) »person with dementia must have opportunity to meet friends and 
to take part in singing«, and c) »in primary school we need dementia education«.
This research supports an introduction of dementia education to primary schools 
to enable the development of appropriate dementia awareness for pupils.

PO12.2. Minority language speakers with dementia in residential care: 
Tapping into expertise and fostering positive identities

MÜLLER Nicole

University College Cork, Cork, Ireland

In many minority language contexts that are experiencing intergenerational lan-
guage shi� , community elders represent increasingly small groups of traditional 
and � uent language users whose knowledge of the richness of a minority or her-
itage language, as well as stories and traditions associated with the language 
constitutes a considerable body of expertise. Individuals with dementia are no 
exception to this tendency, whether in indigenous minority language communi-
ties, or in language communities that have arisen out of migration contexts and 
have been established for several generations.
In residential elder care and dementia care, communication and the choice of lan-
guage is o� en approached from a transactional perspective, and communication 
intervention and policies are geared towards the smooth running of institutional 
life, as well as towards mutual understanding of message content. However, there 
is an increasing body of research that points towards the vital role of a preferred 
language in the maintenance of positive identities for persons with dementia. 
One such identity is that of the expert, guardian of tradition and teacher of same 
to younger generations.
This presentation reports on three � eld studies in minority language contexts, in 
traditionally francophone Louisiana, USA, and traditionally Irish-speaking areas of 
Ireland, respectively, to illustrate: Having access to other speakers of a minority � rst 
language is important from an identity-con� rming perspective. In addition, bilin-
guals with dementia can and will willingly adopt the role of teacher and expert if 
given the opportunity. This in turn opens up the opportunity for psychosocial inter-
vention for a person’s social and mental well-being by drawing out their expertise 
(which also draws on long-established, early-acquired, and in part automatized 
memories). In addition, positioning the person with dementia as the expert renego-
tiates power relations in residential care, and is achievable with minimal resources. 

PO12.3. Working with diaspora in the Netherlands to support overseas 
dementia eff orts

WORTMANN Marc

MWC, Zeist, Netherlands

There are several groups in the Netherlands who are linked to overseas communities.
Stichting Wiesje (Wiesje Foundation) was created in 1999 by the famous actress 
Gerda Havertong who lives in the Netherlands, because her mother had dementia 
in Suriname and there was no care for her or understanding of the disease. A sister 
Foundation was created in Suriname and � rst steps were awareness activities and 
training of professionals. In 2005, a day-care centre in Paramaribo was started and 
in 2015 the � rst unit small scale residential care home started, that should host 32 
people when fully � nished. Main role for the foundation in the Netherlands is fun-
draising by seeking individual donations and an annual fundraising event. Main 
role for the foundation in Suriname is running the services.
An Alzheimer association was formed in 2017 with support from Alzheimer Ned-
erland and focuses on awareness and education. This is supported by a Twinning 
grant from the Dutch government to Alzheimer Nederland.
The Henry Ostiana Foundation started in 2017 in honour of by the wife of Henry 
Ostiana who developed Alzheimer’s disease and lived on the island of St. Maarten 
but moved to the Netherlands because there was no good care. The aim is to raise 
awareness among the Caribbean population in the Netherlands and fundraise for 
support of the work of Alzheimer St. Maarten and other associations in the islands 
of the Caribbean that are part of the Kingdom of the Netherlands and ultimately 
make it possible to create specialised care homes for people with dementia.  
Alzheimer Indonesia and Alzheimer Netherlands have a Twinning program for 
2017–2019 with the objective to support the growth of Alzheimer Indonesia and 
reach out to Indonesian communities in the Netherlands. It is supported by a 
grant of the Dutch government.

PO12.4. People of Turkish heritage and dementia and their utilization of 
healthcare services

MONSEES Jessica1, SCHMACHTENBERG Tim1, HOFFMANN 
Wolfgang2, THYRIAN Jochen René1

1Deutsches Zentrum für Neurodegenerative Erkrankungen, Greifswald, 

Germany, 2Universität Greifswald, Greifswald, Germany

Background: The proportion of elderly people with migration background (PwM) is 
increasing. The proportion of elderly PwM with dementia (PwMD) might increase as 
well. In Germany approx. 208.000 people of Turkish heritage are older than 64 years, 
with approx. 8.900 having dementia. Dementia is under diagnosed in the general 
population in Germany. This could be even more so in this population resulting 
in a large proportion of PwMD and family caregivers not being supported by the 
healthcare system. Even more so, it is known that utilization of healthcare services 
is low resulting in a lack of inclusion of this group in the healthcare landscape.
Research question: Barriers and facilitators of healthcare service utilization in 
PwMD and family caregivers are investigated and what can be done to reverse 
this circumstance.
Method: Eight semi-structured interviews with participants of Turkish heritage 
who were involved in the care of a PwMD. To analyse the data qualitative content 
analysis was used.
Results: The main care is usually done by one family member with the support of 
others. There is scarce knowledge on dementia and healthcare services prior to the 
care of a PwMD. Participants face similar challenges as people without migration 
background in taking care of a person with dementia. Healthcare services are used 
by the majority of the participants. Participants wish for information to be obtained 
more easily and that healthcare services would include the Turkish culture more.
Discussion: There is a willingness to use services but information about them 
should be easier obtainable and services should embrace the Turkish culture 
more. This would help to decrease hesitance and make people a� ected feel more 
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understood and comfortable increasing utilization and satisfaction. Limitations 
are participants being already involved in the healthcare landscape and being pro-
active which may not be representative of the whole Turkish community.

PO12.5. Dementia in metaphors: towards shared understanding and 
decision-making in families of various cultural backgrounds

OERLEMANS Anke1, KNIPPENBERG Marjan1, DORST Lettie2, 
OLTHUIS Gert1

1Scienti� c Center for Quality of Healthcare, Radboud UMC, Nijmegen, 

Netherlands, 2Leiden University Centre for Linguistics, Leiden University, 

Leiden, Netherlands

Introduction: In the next decade, the number of people with dementia from migrant 
and ethnic minority (MEM) groups is expected to rise twice as fast as among native 
Dutch people. Persons with dementia and their families from MEM groups o� en 
receive suboptimal care. Di� erences in perceptions, values, and preferences and 
linguistic barriers may complicate communication between patients, their fami-
lies and healthcare professionals.
This study is part of a larger project, aiming to better understand everyday thinking 
and talking about dementia in a culturally diverse group of persons with dementia 
and their informal caregivers and to improve person-centered, culturally sensitive 
dementia care. In the current study, we aim to identify metaphors with which 
persons with dementia and their families from di� erent MEM groups understand 
and discuss dementia.
Methods: We will conduct twelve focus group interviews: two each with informal 
caregivers with a Chinese, Turkish, Moroccan, Surinamese, Dutch Antillean and 
native Dutch background. The interviews will be conducted in the native tongue 
of participants: Cantonese, Turkish, Berber, Sranan Tongo, Papiamentu, and Dutch, 
respectively. Additionally, we will interview two groups of healthcare profession-
als involved in dementia care.
In the interviews, we aim to elicit the everyday thinking and talking about demen-
tia of persons with dementia and their families. The interview guide is based on 
two pilot studies on metaphors for dementia. The interviews will take place in 
Spring and Summer of 2019 in di� erent locations in the Netherlands. The focus 
group interviews will be transcribed verbatim and subsequently analyzed using 
the Metaphor Identi� cation Procedure (MIPVU).
Findings and conclusion: This study is ongoing. Preliminary results will be available 
in Summer 2019 and will be updated once they become available.
Take-home message: By using metaphor theory, we hope to contribute to bridging 
the gap in quality of care for persons with dementia from MEM groups.

PO12.7. Life through a lens: Use of photovoice methodology by co-
researchers with intellectual disability aff ected by dementia

WATCHMAN Karen

University of Stirling, Stirling, United Kingdom

Photovoice is a participatory method of data collection and analysis combining 
photography with social action. It is a way in which under-represented individuals 
or group can identify and enhance the views of their community – a way of giving 
a voice to people who are seldom included in research.
This project was part of a larger study investigating non-drug interventions for 
people with intellectual disability and dementia. Co-researchers with an intellec-
tual disability a� ected by dementia have been involved since the inception of the 
study as part of a team looking at the e� ects of non-pharmacological interven-
tions with people who have dementia.
Two co-researchers with intellectual disability attended training in photovoice 
methodology and use of the camera, followed by participation in a series of prac-
tical photography exercises.  Each then engaged in participant observation to 
understand the impact of non-pharmacological interventions on peers with an 
intellectual disability and dementia. Consistent with photovoice methodology, 

photographs were then taken of images (not people) that visually represented 
their views about the interventions. This was followed by individual and group 
discussions with the wider research team to select preferred images and share 
perspectives of dementia among their peers. Themes and codes were identi� ed 
from the images, both from individual co-researchers and across the body of 
their collective work.
Although challenges were identi� ed in the study, photovoice methodology pro-
vided an opportunity for exploring perceptions of dementia among people with an 
intellectual disability. Co-researchers demonstrated that their peers with intellec-
tual disability and dementia bene� tted from non-pharmacological interventions. 
A sample of the photography will be displayed on the poster with the accompa-
nying stories of, and behind, the images. This re� ects perceptions of the e� ect of 
non-pharmacological interventions in dementia care and o� ers greater author-
ity to co-researchers with intellectual disabilities who are a� ected by dementia.

PO13. Early onset dementia

PO13.1. A structured review of post-diagnostic support processes for 
people living with younger onset dementia

FOX Siobhan1, CAHILL Suzanne2, CAHILL Siobhan3, FOLEY Tony4, 
ROCK Bernadette5, SWEENEY Brian6, MCGOWAN Rachel1, KILTY 
Caroline7

1Centre for Gerontology and Rehabilitation, University College Cork, 

Cork, Ireland, 2Trinity College Dublin, Dublin, Ireland, 3Assessment and 

Treatment Centre, St Finbarr’s Hospital, Cork, Ireland, 4Department of 

General Practice, University College Cork, Cork, Ireland, 5Alzheimer Society 

of Ireland, Dublin, Ireland, 6Cork University Hospital, Cork, Ireland,7School 

of Nursing and Midwifery, University College Cork, Cork, Ireland

Background: The term younger onset dementia (YOD) describes any formof demen-
tia diagnosed in people under 65 years. Recent prevalence estimates suggest that 
in Ireland there are 4,066 people with a diagnosis of YOD, with a projected 20% 
(4,887) increase expected by 2046. Once diagnosed, post-diagnostic care is prob-
lematic for this group because many of the typical dementia supports developed 
may either be inappropriate or not available due to age restrictions. This study, 
commissioned by the National Dementia O�  ce of the Department of Health, aimed 
to review post-diagnostic supports for people with YOD (PwYOD) in order to sup-
port national decision-making on dementia services and pathways for Ireland.
Method: A structured literature review was conducted to identify optimum post-
diagnostic care pathways for PwYOD. A systematic search strategy was devised that 
identi� ed all relevant peer-reviewed research papers. Databases searched included: 
Pubmed/Medline, PsychInfo, Cinahl, Embase, The Cochrane library, Lenus and Google 
Scholar. Grey literature including conference proceedings, national dementia strat-
egies, dissertations were also reviewed.  A narrative synthesis approach was used 
to assess and summarise the literature identi� ed in the review.
Results: Compared to literature on later onset dementia, the literature on models 
of post-diagnostic support for PwYOD is sparse. Internationally, there is widespread 
variation in timely post-diagnostic support and interventions, with pathways 
remaining ad-hoc and unclear and PwYOD o� en experiencing great di�  culty access-
ing personalized supports o� ered in a timely inclusive manner.
Conclusion: Timely post-diagnostic support can help PwYOD and their families 
adapt well to the multiple changes dementia presents yet, there is an absence 
of age-appropriate service models available for this vulnerable group of people. 
New models of service delivery need to be developed that are evidence based, age 
appropriate, promote quality of life and focus on personalized supports and the 
citizenship of a group of people hugely neglected in Ireland and internationally.
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PO13.2. Giving young-onset dementia a face: Results from the 
PRECODE-study

VAN DE VEEN Dennis1, KOOPMANS Raymond2, BAKKER Christian1

1Radboud UMC, Department of Primary and Community Care, Nijmegen/ 

Radboud UMC Alzheimer Center/ Florence Caregroup, � e Hague, 

Nijmegen, Netherlands, 2Radboud UMC, Department of Primary and 

Community Care, Nijmegen/ Radboud UMC Alzheimer Center/ De 

Waalboog Caregroup, Nijmegen, Netherlands

Background: In young-onset dementia (YOD), with a symptom onset at a relatively 
young age, there are speci� c care needs directly linked to the younger, active life 
phase. Healthcare services should be equipped to meet these needs. A common 
nosology and univocal understanding of YOD are a prerequisite to plan appropri-
ate care and support in YOD. In this study a Delphi was performed, as a part of the 
Prevalence, REcognition and Care pathways in young-Onset DEmentia (PRECODE-) 
study. Aim was to provide a common terminology and operational de� nition of YOD.
Methods: First an integrative review was conducted in four databases (i.e. Pub-
Med, Embase, PsychInfo and Cinahl) and in Google, resulting in 58 peer-reviewed 
publications addressing terminology and operational de� nitions. In a second step, 
based on these publications, statements were formulated to achieve consensus 
in a Delphi-study. Known research groups and health care professionals with an 
interest in YOD were contacted, as well as experts identi� ed in the literature review. 
A total of 86 international experts were invited to participate to give their opinion 
on the statements on a 5-point Likert scale, in three rounds. When no consensus 
was reached on particular statements, these were included in the next round.
Results: Preliminary results of the Delphi showed a response rate, varying from 51.2% 
in round one to 44.2% in round three. Consensus was reached for ‘young-onset 
dementia’ as preferred term and the use of the age of 65years at symptom onset 
as cut-o�  criterion. Also consensus was reached on most categories of potential 
causes of YOD, but not all. An overview of all the Delphi results will be presented 
at the conference on a poster, including recommendations and the impact for 
future research.

PO13.3. Experience with support in workplaces with early onset 
dementia employees: Advantages of being open about dementia

OMOTE Shizuko1, IKEUCHI Satomi2, OKAMOTO Rie1, MORIKAWA 
Yuko2, OKUNO Takami3, TAKAHASHI Yutaro4, KOYAMA Yoshiko5

1Kanazawa University, Kanazawa, Japan, 2Kanazawa Medical University, 

Uchinada, Japan, 3Nippon Express, Takaoka, Japan, 4Tsubata Town, 

Tsubata, Japan, 5Kinjo University, Hakusan, Japan

Purpose: The purpose of this study was to clarify the support experience in work-
places where employees who have early onset dementia are working.
Method: The subjects were eight workplaces in � ve prefectures of Japan. Recruit-
ment for research participation was conducted using snowball sampling. Interviews 
were conducted with personnel or occupational health sta�  with the consent of the 
workplace. Data were collected from June 2017 to February 2019. A semi-structured 
interview method was used. For employees who were diagnosed with early onset 
dementia, we asked about support at the workplace a� er them noticing employ-
ees with symptoms of dementia. Qualitative descriptive analysis was used. From 
the verbatim transcript, we examined the similarities and di� erences in semantic 
content and extracted subcategories and categories. This study was conducted 
with the approval of the Kanazawa University Medical Ethics Review Board (749–1)
Results: Ten case interviews from eight workplaces were used and seven catego-
ries extracted. The types of workplace were manufacturing health and hygiene, 
transportation, and temporary sta�  ng. Extracted categories were “unsure of how 
to relate”, “sensitivity when recommending consultation and diagnosis”, “uneas-
iness of co-workers in workplace not being open about the disease”, creating a 
system giving consideration to safety and security”, “devising a way to continue 

work”, “building consensus among workplace, person with dementia and family” 
and “supporting the person in daily life”.
Discussion: At the workplace there were adjustments in work content and sys-
tems to allow employees to work with ease. On the other hand, some co-workers 
felt uneasy if there was insu�  cient openness about the name of the disease; early 
onset dementia. It is necessary to support all workplace employees using both 
internal and external systems.

PO13.4. Th e experiences of people with early onset dementia at work

IKEUCHI Satomi, OMOTE Shizuko, TANAKA Kouji, OKAMOTO Rie, 
MORIKAWA Yuko, IRITANI Osamu

Kanazawa Medical University, Ishikawa, Japan 

Objective: To reveal the experiences of working Japanese people with early onset 
dementia, and to explore the beginnings of support for employment and social 
participation from the perspective of these individuals.
Methods: This study was approved by the medical ethical review board of Kanaz-
awa University, the researchers’ a�  liated institution. Subjects were recruited using 
snowball sampling. Before participation, a researcher explained the research objec-
tives, ethical considerations, and the contents of the interview questions, and 
obtained written consent from the participants. The interview was conducted in a 
private room at a facility of the participant’s choosing, and a supporter was present 
if requested by the participant. All interviews were performed by the principal inves-
tigator between September 2018 and February 2019. Each interview lasted between 
30 and 90 minutes. Questions were asked freely and included ‘How did you feel 
when you found out you had dementia?’, ‘What were the circumstances?’, and ‘Tell 
me about any problems you’ve faced or creative solutions you’ve used to do your 
work.’ A voice recorder was used during all interviews with participant consent. 
Recordings were immediately labelled and stored for word-for-word transcription 
at a later time. This data was analysed using Colaizzi’s qualitative methodology.
Result: Eleven interviews were conducted. Of these, nine subjects were male, and 
seven worked for companies. All were within 5 years of diagnosis. Participants 
experienced ‘feeling distress due to cognitive symptoms’, ‘continuing to cope 
with dementia’, ‘announcing their illness and seeking assistance’, and ‘regain 
your will to live’.
Discussion: Though they felt distress due to their dementia, participants announced 
their illness, sought assistance, and attained understanding from their workplace 
and community. Due to these actions, they themselves were able to continue to 
search for solutions to manage their dementia and regain the will to live.

PO13.5. Brain network injury in MCI working memory dysfunction: An 
EEG Study

TIAN Xin, FAN Yiran, ZHENG Xuyuan, TIAN Xin

Tianjin Medical University, Tianjin, China

Objective: Mild cognitive impairment (MCI) is the critical stage of the preven-
tion and treatment of Alzheimer’s Disease (AD). Working memory dysfunction 
(WMD) is the major clinical symptom in MCI. Exploration of WMD mechanism has 
attracted increasingly widespread attentions. Brain network analysis has become 
a powerful tool for understanding the cognitive behavior in brain regions. In this 
study, multi-channel electroencephalographs (EEGs) were recorded from patients 
with MCI and healthy control and neural oscillation and functional connectivity 
among the EEGs were analyzed to investigate the potential mechanism of work-
ing memory de� cits in MCI.
Methods: 34-channel EEGs were recorded from patients with MCI (n=15) and healthy 
control (n=15) while they performed a visual working memory task. The correct 
rate and reaction time were statistically compared to study the behavioral disor-
ders of working memory in MCI. Recorded EEGs were preprocessed to remove the 
baseline dri� , power line noise, and the artefacts caused by vertical and horizon-
tal electrooculography from the original EEGs. Based on multi-variable Granger 
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causal connectivity analysis, functional connectivity strengths of the causal net-
work within brain regions were estimated. Furthermore, the topographies of brain 
network were analyzed.
Results:

• Behavioral disorders of working memory in MCIs: The correct rate of the 
MCI group is signi� cantly lower and the reaction time is signi� cantly 
longer than that of control. 

• Decreased theta power in MCIs: The theta power in the retention period 
mainly concentrates in frontal midline. The MCIs show obvious decrease in 
theta power. 

• Decreased functional connectivity in gamma network in MCIs: The func-
tional connectivity in gamma band strengthens within parietal region in 
the retention period in control while the MCIs shows the decreased con-
nectivity strength. 

Conclusions: People with MCI show the obvious working memory disorders. More-
over, the behavioral dysfunction in MCI is closely related to the decreased theta 
oscillation and network connectivity strength.

PO14. Inclusion of people with dementia

PO14.1. Understanding contexts, mechanisms and outcomes of 
dementia friendly initiatives

THIJSSEN Marjolein1, DANIËLS Ramon2, LEXIS Monique2, PEETERS 
José3, JANSENS Rianne2, NIJHUIS-VANDERSANDEN Ria3, GRAFF 
Maud3

1Radboud UMC Nijmegen, Netherlands, 2Heerlen, Netherlands, 3Nijmegen, 

Netherlands 

Background: Due to societal challenges of a rising number of people with dementia 
(PWD), the concept of ‘dementia-friendliness’ is embraced.  Dementia friendliness 
(DF) is a theoretical construct that underpins initiatives that aim for social inclu-
sion of PWDs and their carers in the community.
Until now, theories about DF do not address the mechanisms that are underly-
ing to the success of initiatives. The aim of this study is to explain what kind of 
DF initiatives work, for whom, in what circumstances, in what respect, to what 
extent, why and how they are related.
Methods: A rapid realist review was performed to develop explanations for under-
standing the success of initiatives to improve social inclusion for PWD and their 
carers in the community. A realist review approach was used because it is known 
for its methodological rigour in explaining and evaluating complex social inter-
ventions or programmes.
Procedures: Two search strings were applied in 5 databases for scienti� c and grey lit-
erature. Using a bespoke form, DFI and characteristics of the studies were recorded. 
Subsequent the essence of the realist approach, data were extracted and synthe-
sized by creating context, mechanisms and outcomes con� gurations (CMOc). Initial 
CMOc were synthesized into midrange CMOc because of their capacity to bridge 
between di� erent cases and contexts.
Results: Of the initial 6736 search results, 29 were included based on in/exclusion 
criteria. Data synthesis resulted in midrange CMOc, explaining how contexts and 
mechanisms produced the outcomes of DF initiatives. In this presentation, the 
midrange CMOc, with special attention for the mechanisms, will be presented 
and discussed.

PO14.2. What does it mean to be a dementia associate? Evaluating the 
Salford Institute for Dementia Associates initiative

SMITH Sarah Kate1, INNES Anthea2, BUSHELL Sophie2, POYNER 
Chris2

1Salford Institute for Dementia, Salford, United Kingdom, 2University of 

Salford, Salford, United Kingdom

In recent years there has been a noticeable, positive shi�  in awareness regarding 
the way society engages with people living with dementia and increasing empha-
sis on their advocacy needs. Hearing the voice of people living with dementia is 
becoming common practice in research as well as in� uencing policy and practice. 
People with dementia can provide accounts of their advocacy needs and the oppor-
tunity to share their views and perspectives can illustrate that many people living 
with dementia remain capable in their continuous and valuable contributions to 
society despite receiving a diagnosis.
This paper reports the � ndings from an 18-month evaluation of an initiative 
designed to include people living with dementia in the governance of a Univer-
sity based Dementia Institute: The Dementia Associates Panel. Social citizenship 
o� ers a lens to view people living with dementia as empowered agents, active in 
the development of research, policy and services and away from a discourse describ-
ing passive victims of dementia and its symptoms. The Dementia Associates Panel 
was created to enable the ‘voice’ of people living with the condition to be heard in 
the local research, policy and practice agendas, educational programmes, public 
engagement and community involvement activities.
In month one, thirteen (5 people living with dementia and 8 care partners or former 
care partners) Dementia Associates agreed to be interviewed to explore their moti-
vations and expectations of becoming a Dementia Associate and how and if this 
might relate to increased wellbeing. Self-report questionnaire data was collected 
following each meeting and interviews were repeated at the end of the 18-month 
evaluation. Our � ndings indicate that the Associates panel provides a ‘platform’, 
to utilise experiences and maintain skills to in� uence research, education and 
services. The positive impact on wellbeing is aligned with a sense of purpose and 
achievement, felling valued and having our ‘voices’ heard.

PO14.3. Social engagement for nursing home residents with dementia – 
Excerpts of preliminary fi ndings

NIELSEN Daniel Krag1, PETERSEN Kirsten Schultz1, VARDINGHUS-
NIELSEN Henrik1, THUESEN Jette2, TRENTHAM Barry3

1Department of Health Science & Technology, Aalborg University, Aalborg, 

Denmark, 2REHPA, University of Southern Denmark, Nyborg, Denmark, 
3Department of Occupational Science & Occupational � erapy, University 

of Toronto, Toronto, Canada

Aim: To explore how activity-based interventions enable social engagement of 
nursing home residents with dementia, to maintain or increase the social engage-
ment of nursing home residents with dementia, and thus contribute to quality 
of life and well-being.
Introduction: As a chronic progressive condition, the physical, cognitive and social 
functioning of people with dementia deteriorates over time. Over 35 million people 
worldwide live with dementia and with more elderly people this number is expected 
to increase. The condition has severe consequences for people with dementia, 
their relatives, and caregivers.
The deterioration of physical, cognitive and social functioning limits social 
engagement for people with dementia, increasing the risk of social exclusion and 
decreasing quality of life. Interventions enabling social engagement contributes to 
maintain social relations for people with dementia, and contribute to quality of life.
The progression of dementia o� en results in increasing care-need and people with 
dementia o� en moves to a nursing home, which further increases the risk of social 
exclusion, since people with dementia have di�  culties in establishing new social 
relationships. The focus on interventions enabling social engagement in nursing 
homes contributes to quality of life for residents with dementia.
Methods:

• Systematic Scoping Review of activity-based interventions enabling social 
engagement inspired by Joanne Briggs Institute Guidelines.

• Fieldwork in two dementia specialized nursing homes with participant 
observations and ethnographic interviews inspired by Spradley.
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• Findings from review and � eldwork informs the development of a re� ec-
tion theory to be utilized by healthcare professionals in their relations 
with the nursing home residents with dementia. Development of re� ec-
tion theory includes focus groups interviews with healthcare professional 
inspired by Halkier.

The re� ection theory contributes to an alternative re� ection model for the health-
care professionals and potentially contributes to evidence-based practice.
Findings: Excerpts of preliminary � ndings from � eldwork will be presented at the 
conference.

PO14.4. Cine Relax:  An inclusive program developed with Alzheimer 
persons

RIVASSEAU JONVEAUX Therese1, JACOB Christel1, GERARDIN 
Pascale2, VERGER Laurence3, SIMZAK Anne Berenice4

1CHRU Nancy Laboratoire de Neurosciences de la Dynamique des 

Comportements, Université de Lorraine, Nancy, France, 2CMRR CHRU 

Nancy, Nancy, France, 3CHRU Nancy, Nancy, France, 4Fondation Méderic 

Alzheimer, Paris, France

Going to the cinema is usually a cultural activity people have easily access to, but it 
can become a real challenge for individuals with Alzheimer disease (AD) and other 
neurocognitive diseases. We conducted a preliminary re� ection to � nd adapted 
and appropriate content and duration for cinema sessions suitable for older peo-
ple with moderate cognitive disorders.
Through review of the literature we gained an overview over experience made in 
other countries and also con� rmed that such an approach is of value.
Our current approach aims at identifying the concrete measures that are neces-
sary for the success of cinema inclusive sessions for persons with AD. To underpin 
the inclusiveness of the project, sessions take place in a local cinema and are open 
to general public.
We set up a pilot group with relevant partners: Fondation Mederic Alzheimer, Fon-
dation de France, patients and caregivers association, public institutions.
Based on European and international published experience we identi� ed success 
factors as well as factors leading to failures.
In order to adapt the modalities to a French audience and to know best the expec-
tations of persons with AD and their relatives we conducted two focus groups: 
one with persons below 65 years old, and one with older persons, to explore their 
expectations and wishes for such activities.
We concluded to start with an exploratory phase of one year with a de� ne model 
for each age group.
From this exploratory phase, factors that are favorable for the promotion and 
sustainability of this activity will be identi� ed, collected to be shared as a “What 
Works” program.
Having an option to come together around a cultural reference that can be shared 
and which resonates speci� cally in each generation may prompt exchanges between 
participants’ ad helps to maintain or even restore social and family relations for 
persons with AD.

PO14.5. People with dementia maker/ partner of their own destiny

BRUNO Patrizia, FRANCONE Caterina, PENNACCHIO Antonietta, 
PICCOLO Ludovico

Associazione AMNESIA, Napoli, Italy

Introduction: ‘Appreciating people with dementia (i.e. PWD), trusting them and 
making them feel part of the community through active participation’ is the goal 
of every dementia friendly community. The Amnesia Association, as a meeting 
center based in Villaricca (Naples), has developed a program to promote cognitive 
and emotional awareness in PWD and their families.
Objectives: The aim of the programme is investigating the progress of cognitive and 
emotional awareness and the degree of active participation during the development 

of the therapy. Materials and Methods: The group consists of 4 people (≈ 71.7) diag-
nosed with mild to moderate AD who performed psychosocial stimulation activities 
and their caregivers (≈ 69.5) who performed psychological support meetings. The 
program consisted of a weekly session of 2 hours, for the duration of 6 months. 
An ad hoc questionnaire was created, with questions regarding the awareness 
of the de� cits and how the proposed activities were useful in achieving the goal 
set. The administration of the questionnaire took place, for both groups, in three 
stages: at the beginning of the program, a� er one month and six months later.
Results: From the qualitative analysis of the results it appeared that the aware-
ness of the disease increased over the three measurements, both for PWD and for 
family members. This increment is associated with greater involvement of PWD 
in the choice of the therapeutic activities, as well as in the degree of their active 
participation.
Conclusions: Although the study is still a ‘work-in-progress’, a greater e� ort is 
needed for a enhanced involvement of PWD and their caregivers. Increasing aware-
ness and preserving a positive self-image helps in making PWD feel as maker of 
their own destiny with positive repercussions on their quality of life as well as of 
the caregivers.

PO14.6. A diff erent perspective into dementia to enhance understanding 
and improve care

GHILARDI Nicoletta1, CAROBBIO Egle Miriam1, PACENZA Caterina1,   
BRIGNOLI Paola2, BEVILLE Paula Kay3, JACKSON Melora3

1Associazione Insieme a Te Onlus, San Paolo d’Argon (BG), Italy, 2� e Care 

Group, San Paolo d’Argon (BG), Italy, 3Second Wind Dreams®, Roswell, 

United States

A better understanding of dementia results in better care. One of the tools created 
to reach this challenging purpose is the Virtual Dementia Tour® (VDT®). This is a 
scienti� cally proven method developed by the international no pro� t organization 
Second Wind Dreams® (SWD®) and designed to build a greater understanding of 
dementia through experiential learning. During the VDT, patented sensory tools 
and instruction temporarily alter physical and sensory abilities of the participants, 
simulating changes associated with cognitive decline. This experience allows par-
ticipants to examine how they would like to be treated and encourages them to 
use their experience as the example by which they treat people with dementia 
(PWD). The VDT can be conducted both to members of the community (e.g. emer-
gency � rst responders, police o�  cers, local businesses, houses of worship …) and 
to sta�  of care giving facilities such as hospitals, home care agencies, hospices and 
colleges/universities. Participants to the VDT are more aware of how to provide 
“person-centered-care” to PWD, because they have experienced what PWD live 
with every day. A very important result of use of the VDT is a reduction in the use 
of psychoactive medication once sta�  has a better understanding of expected 
dementia behavior. Scienti� c results can be obtained coupling the VDT with a tai-
lor-made tool (the Dementia Aware Competency Evaluation®, DACE®), developed 
to assess caregivers person-centered care understanding before and a� er the VDT.
The VDT has been experienced today by more than an estimated three million peo-
ple in 20 countries in the world. The Italian partner of SWD is the Associazione 
Insieme A Te Onlus, which is in charge of the di� usion of VDT in the Country. The 
VDT program and the main results so far obtained will be shown and explained, 
with particular attention to the project development in Italy.

PO14.7. Creating a community of care – Th e Alzheimer Society of B.C.’s 
Dementia-Friendly Communities initiative

HOWARD Maria

Alzheimer Society of B.C., Vancouver, Canada

Negative attitudes held by friends, family and the general public o� en discourage 
people living with dementia from remaining engaged in their community. As evi-
dence of this, in an online survey conducted by the Alzheimer Society of Canada, 
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46 per cent of respondents said they would feel uncomfortable disclosing a diag-
nosis of dementia to their family.
Historically, the world has focused on how people living with dementia must adapt 
to their communities as their abilities change. The Alzheimer Society of B.C.’s 
Dementia-Friendly Communities initiative � ips this around to focus on how our 
communities must adapt to better support people living with dementia.
Founded in 1981 by a group of caregivers, the Alzheimer Society of B.C. has blos-
somed into an organization active throughout the province of British Columbia. 
Our vision is a world without Alzheimer’s disease and other dementias, and that 
world begins with a more dementia-friendly society, where people a� ected by 
dementia are acknowledged, supported and included.
Aimed at supporting the 60 per cent of British Colombians living with dementia 
who live in the community, our Dementia-Friendly Communities initiative is an 
essential part of this vision. The initiative forges strategic partnerships with pro-
fessional sectors – including � nance, housing and transportation – to produce 
dementia-friendly practice guides and create education programs. Working with 
local governments to develop individualized dementia-friendly action plans, the 
initiative empowers communities to commit to long-term action to improve pol-
icy and accessibility and educate the public so people a� ected by dementia are 
included throughout their journey. Advisory groups of people living with demen-
tia and caregivers are close collaborators in this work.
This presentation will demonstrate how a socially inclusive vision can drive con-
crete action that supports people living with dementia to remain active members 
of their community for as long as possible.

PO14.8. People with dementia and the development of an age and 
dementia friendly library

WASSERFALL Ellen1 AKETUN Sigrid2, TORP Mari Gudim3

1USHT Oslo, Oslo, Norway, 2City of Oslo Center for professional development 

and research, Oslo, Norway, 3Oslo Public Library (Deichman library), Oslo, 

Norway

Background: Oslo has about 21 000 inhabitants over 80 years and more than 7000 
people with dementia. The numbers are expected to double by 2040. In order to 
meet future health challenges, innovative solutions will be necessary, like services 
and activities created in cooperation between health care and the cultural sector.
Elderly and people with dementia are vulnerable to loneliness, social isolation 
and exclusion. Activities that stimulate social contact are important. Libraries are 
cultural and social meeting places that stimulate activity, participation, belong-
ing and inclusion.
The City of Oslo underlines that cultural attendance, such as going to the library, 
in order to borrow or read a book or go to a concert, should be possible also for 
elderly and people with dementia. When the public library is adjusted to their 
needs it is more likely that they will go there and be able to participate and enjoy 
the cultural possibilities o� ered.
The project’s aim was to stimulate elderly and people with dementia to use the 
library. A pilot was tested at Deichman Oppsal, a branch of Oslo Public Library.Two 
methods were used. Firstly, the target groups were involved to express their wishes 
about the library’s physical environment, activities and services. Secondly, the 
library sta�  and the local health care personnel attended an educational program.
As for the results, elderly and people with dementia expressed positive opinions 
about the age and dementia friendly adjustments. Library sta�  felt con� dent 
working with the new age and dementia friendly focus. Health care personnel 
felt con� dent that the new age and dementia friendly library was a good arena for 
the target groups.

PO14.9. “Radio Alzheimer!” A new information channel for patients, 
their caregivers and the general public

GILLY Lorène, ALZHEIMER France

France Alzheimer’s and related diseases, Paris, France

From the very start 34 years ago, France Alzheimer has made the dissemination of 
information one of its 4 core missions. To honor it, the Association has engaged 
in multiple endeavors.
It is indeed crucial to inform and educate patients and their caregivers on all the 
issues they face. Many families are looking for knowledge about the illness and 
its consequences, available � nancial aid, daily help, in particular for working fam-
ily members.
In order to bring direct and interactive support, France Alzheimer has recently cho-
sen to launch Radio Alzheimer! To this day, it is the only internet radio in France 
fully dedicated to the topic of Alzheimer’s and related diseases.
There are multiple issues at stake:

• to inform the listeners about the illness, its evolution and care methods
• to give practical advice and to share knowledge from experts (neurolo-

gists, psychologists, nutritionists, occupational therapists, researchers) 
addressing various topics

• to win over the public opinion battle by li� ing stigma and discriminations 
endured by patients and their caregivers.

The radio also helps raise awareness by giving a voice to those who are primarily 
concerned: people with dementia and their caregivers.
Radio Alzheimer is not only a great way to spread information, it is also a place 
for debate and dialogue. It is an interactive tool thanks to the “Comments” sec-
tion of the radio which enables listeners to share their point of view, questions, 
rants and experiences.
Since March 2018, two shows have been set up and air on a regular basis:

• A weekly segment titled “5 minutes to understand” during which an expert 
is interviewed to help decipher and explain a precise topic (educating the 
audience in a simple and practical manner)

• A live bimonthly show “Your questions, our answers”: several experts speak 
and answer audience questions.

PO14.10. Moving outwards

KRAUS Tania1, HEISE Bernd2, JUNGLAS Lisa1, BARTSCHINSKI 
Tobias1

1France Alzheimer Vaucluse and Alzheimer Gesellschaft München, Le 

Pontet, France, 2Munich, Germany

A multicultural approach to enhance communication, tolerance and inclusion in 
society by valuing di� erence, arousing curiosity and learning from others
“Moving Outwards” aims at identifying, valuing and sharing di� erent facets of cul-
ture as expressed through language, habits of everyday life, the arts and national 
policies amongst European countries. Multicultural strategies are developed to 
enhance mutual learning for professionals, patients and families.    
For years, France Alzheimer Vaucluse and Alzheimer Gesellscha�  München have 
set up various programs to meet the needs of people living with dementia and 
their families.  In spite of the di� erent means implemented by each association, 
a common theme has emerged showing a convergence of goals, all pointing in 
the direction of a multicultural approach to questioning and � nding adequate 
ways to include patients in society. The “Meeting Without Boundaries” program 
–  having shown the relevance of such an approach since 2012, became a source 
of inspiration for new initiatives on each side of the Rhine and gave birth to a 
European platform for cooperation and re� ection based on a common vision of 
looking outwards, cherishing the value of di� erence.
Valuing di� erence for better inclusion
Language:
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• Multilingual professionals facilitate communication with patients origi-
nating from other countries and help maintain relationships with families 
living abroad

• Movement workshops are led in three languages
• Language classes are o� ered throughout the year. Not only do language 

barriers fall but they actually become a challenge, inciting communica-
tion in a pleasant and joyful way!  

Strategies emerging from di� erent cultures and political landscapes on how to 
cope with life with dementia are compared, thus contributing to embracing and 
inventing new adaptive ways.
Transcultural activities in the arts (music, painting, culinary) are shared.
People living with dementia are active actors in the implementation of « Mov-
ing Outwards ».

PO14.11.People with dementia sing St Matthew Passion and tell their 
personal passion stories

ZWIERS Erik1, HEEREMANS Wim2

1St. Participatie met Dementie, Heemstede, Netherlands, 2Heemstede, 

Netherlands

People with dementia are commonly treated as mere patients, o� en leading to 
their (unintended) exclusion from the social and cultural domains in our society. 
The main goal of our foundation “Participatie met Dementie” is to let people with 
dementia continue to participate in cultural activities.
We do this through setting-up Participation Choirs and organising concerts in 
which, together with project singers and (professional) soloists, people with 
dementia perform the most well-known parts of “St Matthew Passion” by J.S. 
Bach. During our concerts people with dementia tell their stories of su� ering and 
loss, hope and love.
In 2018, we started o�  with one Participation Choir, consisting of 54 singers, 12 of 
which were people with dementia. In 2019, we grew to three choirs, in Haarlem, 
Leiden and Bergen (NH), with a total of 159 singers, 45 of which had some form of 
dementia. In 2020, we hope to have 10 choirs perform St Metthew Passion during 
the Holy Week. Already 7 cities have registered for next year. Besides Haarlem, Lei-
den and Bergen this means Almere, Ronde Venen, Helmond and Groningen will 
also have a Participation Choir.
All our choirs are set-up in cooperation with regional care facilities and welfare 
organisations, choir directors, musicians and choir and project singers.
Our goals: give people with dementia the opportunity to keep enjoying their hobby 
without restrictions, provide audiences with a beautiful Easter concert, and by 
telling the personal passion-stories, giving them a better insight into day-to-day 
life with dementia.
How we achieve this: in the Participation Choirs, people with dementia fully join 
in. Where necessary they are supported by project singers. During 7 rehearsals, the 
singers prepare for the concert. The residents of the home and others are welcome 
to come and listen to these public rehearsals.

PO14.12.At home with you

BOSCHI Federica1, MARIANI Elena1, SERVIDIO Valentina2, DANTI 
Eugenia3, TROIANO Manuela Pia2, LEUZZI Lucia2, PROLI Luca2, 
BENATI Giuseppe1

1U.O. Geriatria, Memory Clinic Ospedale Morgagni Pierantoni, Forlì-Italy, 

Forlì, Italy, 2Rete Magica Onlus, Forlì-Italy, Forlì, Italy, 3Rete Magica Onlus, 

Forlì-Italy, Forlì, Italy

Background: In Italy, most persons with dementia are living at home: 46.4% with 
family caregivers and 28.7% with formal ones. It can be overwhelming for caregiv-
ers of people with dementia to take care of them and this can have a negative 
impact on their quality of life, psychological and physical health, social and � nan-
cial resources.  

Main aims of the present project are to tackle families’ social isolation, informing 
on their current psychosocial opportunities and on local social services; to provide 
psychoeducation about the disease and behavioural management strategies; to 
enhance their resilience by improving their coping strategies.
Methods: The project is funded by the Emilia-Romagna Region. Psychologies with 
expertise in geriatrics are expected to contact families that could bene� t from the 
intervention. These families are identi� ed by the multidisciplinary team of the local 
Memory Clinic and by the local social workers. Inclusion criteria are: families in 
need of understanding and coping with persons with dementia’ behaviour changes; 
social isolation. A total of 24 families will be involved. Psychological counselling 
will be provided biweekly for 5 months. The Caregivers Burden Inventory will be 
administered to caregivers before and a� er the intervention. Data about real par-
ticipation to psychosocial or recreational interventions and number of contacts 
with the local social and health services will be also collected.
Discussion: This project is expected to improve the link between families and local 
support services; to improve caregivers’ coping abilities to manage challenging 
behaviours and wellbeing.  

PO14.13.Research involving people with dementia: A human rights-
based approach

DIAZ GIL Alicia, BROOKE Joanne, APPLETON Jane, KOZLOWSKA 
Olga, JACKSON Debra

Oxford Brookes University, Oxford, United Kingdom

Background: Traditional research methods have been proven to be exclusionary 
towards people with dementia. This raises issues regarding the rights of this group 
of people to access research and contribute to society. Recent published literature 
discusses how the bene� ts of involving persons with dementia in research out-
weigh the risks. Several dementia organisations are acting as the voice of people 
with dementia. These organisations advocate for people with dementia and their 
human rights, claiming their right to be an active asset for research. The PANEL 
principles (Participation, Accountability, Nondiscrimination and equality, Empow-
erment and Legality) were developed by Alzheimer Scotland and recognised by 
the WHO as a guideline to protect the human rights of people with dementia. Yet 
their participation is still limited due to the lack of � exibility of researchers on 
applying di� erent methodologies that adapt better to the requirements of par-
ticipants with dementia.
Aim: To discuss the practicalities of a human rights-based framework, based on the 
PANEL principles, for researchers involving people living with dementia. 
Methodological discussion: The PANEL principles aim to protect the human rights 
of all persons despite their diagnosis or disability, including the opportunity to 
participate in society. Currently there is no guidance for researchers on how to 
e� ectively involve people with dementia in research. Having a human rights-based 
framework ensures that the participants rights are protected and gives researchers 
the ability to be � exible and develop strategies to involve people in any stage of 
dementia. Issues related to participation and informed consent should be addressed 
with the appropriate methodology in order to adapt to each participant’s capacity.
Conclusion: Current research needs to evolve towards a more inclusive philoso-
phy, but it is the researchers’ responsibility to promote the active involvement of 
people with dementia in research.

PO14.14.SDWG – Developing our campaigning priorities

NOONE Archie, RANKIN Wendy, HARGREAVES Carol

SDWG, Glasgow, United Kingdom

The Scottish Dementia Working Group (SDWG) exist to represent and re� ect the 
views of people living with a diagnosis of dementia across Scotland.  Each year, 
the SDWG review the previous year’s work and decide on the group’s priorities 
for the coming year.
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The SDWG has a membership that includes people at di� erent stages of demen-
tia and also people living throughout Scotland, and it can be a challenge to hear 
some of the ‘quieter voices’.
To overcome this, we used di� erent methods to meaningfully engage with our 
membership. These included; Twitter, one to one conversations, local group meet-
ings facilitated by Alzheimer Scotland sta� , and the SDWG newsletter. Using these 
methods, we collated themes and issues on the following questions: (1) What is 
important to you as a person with dementia? (2) What is important to your local 
area? (3) What is important to people with dementia?
The feedback that came from the wider membership was taken to a Work Plan-
ning Day in February 2019. At this, committee members were able to add their own 
input during workshop sessions held on the day. We used word clouds alongside 
the three questions to generate ideas and discussion. Themes were written up on 
post-it notes and used to form a Scottish � ag design, re� ecting the SDWG logo. 
Following the Work Plan Day, the key themes were reviewed by committee and 
grouped into the following umbrella headings which have now been agreed as the 
SDWG priorities for 2019–2020:

• Maintaining Independence
• Local Connections
• Raising Awareness
• Supporting Workforce Development
• Member Development.

These � ve priorities will inform the work that the group will undertake over the 
coming year at a local, national and international level.  The SDWG will continu-
ously monitor and evaluate their priorities work and keep their members and 
stakeholders up to date with the progress.

PO14.16.People with dementia living alone in Denmark

WILLEMANN JENSEN Bolette

� e Danish Alzheimer’s Association, Copenhagen, Denmark

Results from previous studies indicate that people with dementia living alone are 
a particularly vulnerable group, but there is a lack of a thorough knowledge of this 
as well as how activities for the group are best targeted. The present study of peo-
ple with dementia living alone in Denmark gives a nuanced picture of who they 
are, what challenges they face, and what support they receive in their everyday 
lives. The study is conducted in 2018 on behalf of the Danish Alzheimer’s Associa-
tion and is based on a mixed-method approach consisting of a quantitative part 
– register and survey – and a qualitative part – cases.
The study concludes among others that people with dementia living alone have a 
lower socio-economic status – this is especially the case for younger men, a larger 
proportion lives for rent and a larger proportion are treated with psychotropic drugs 
and painkillers. In addition, the study nuances the mantra of staying in one’s own 
home as long time as possible; rather it is about avoiding nursing homes. The rec-
ommendation based on the results is to develop activities in or near the homes 
of people with dementia living alone. This supports the work of the association 
to develop activities aimed at strengthening the social inclusion of the approxi-
mately 25,000 people with dementia living alone in Denmark.
Methodologically, the characteristics of people with dementia living alone are 
compared with those who live with cohabitants as well as with people without 
dementia who live alone and with cohabitants, respectively. Furthermore, the 
characteristics are divided into age and gender. The study is carried out by VIVE 
– the national research and analysis centre for welfare – and the results are incor-
porated in project RUM’lighed – dementia-friendly environments for people with 
dementia living alone in general housing areas.

PO14.17.A friendly community at the gates of Rome

BARTORELLI Luisa1, LEVI Stephanie1, PIANTADOSI Giovanni2

1Alzheimer Uniti Italy, Rome, Italy, 2Alzheimer Uniti Italy, Aprilia, Italy

Introduction: The concept of friendly communities for people with dementia has 
been spreading throughout Europe and beyond, as a vital element in the civic 
education of the community. It is a model of a social intervention that aims at 
reducing stigma and exclusion, a source of su� ering for a� ected families. One of 
the places in Italy where such a project has begun is the city of Aprilia, 40 km from 
Rome (with 70,000 inhabitants including 10,000 over 65 years and an estimated 
650 people with dementia). This project was started by the association, Alzheimer 
Uniti Aprilia with the collaboration of Alzheimer Uniti Roma.
Method: The objectives are: to change the community’s perception of dementia; 
to build a more livable city for people with dementia and their families; to be more 
welcoming and make services more available in all aspects of life; to improve the 
quality of life for all. To this end, many actions have already been taken such as 
meetings with the Mayor and City Council to create a memorandum of understand-
ing between the Municipality and Alzheimer Uniti Aprilia. There have been meetings 
with major local institutions (Police, Civil Protection, Departments of Health and 
Social Services) with whom a presentation was made for people working in this 
� eld. In addition, a new Alzheimer Center was opened within the same location as 
the association.  A detailed publication has also been distributed. The following 
steps will be taken: creation of an information center for citizens and a meeting 
place for people with dementia, their families and people working in the � eld; 
organization of an awareness conference for the whole community; training of the 
police, cra� smen, merchants, high-school students; training of family caregivers.
Conclusion: By mid-October the impact of this new project will be evaluated using 
appropriate indicators (networks, resources, Qol, etc)

PO15. Inter/National dementia strategies

PO15.1. Anti-stigma training reduces stereotypes and increases GP’s 
confi dence in managing neurocognitive disorders

CARTZ PIVER Leslie1, MAILLET Audrey2, CALVET Benjamin3, 
DUMOITIER Nathalie4, RAYCHEVA Margarita5, REJDAK Konrad6, 
CLEMENT Jean Pierre3, LEPERRE- DESPLANQUES Armelle2, 
KROLAK-SALMON Pierre2

1Clinical and Research Memory Centre, Limoges University Hospital, Inserm 

UMR-S 1094, Limoges University, Limoges, France, 2Clinical and Research 

Memory Centre, Lyon Institute for Elderly, Hospices Civils de Lyon, Lyon 

University Hospital, Inserm UMR1028, CNRS UMR 5292, Lyon University, 

Lyon, France, 3Clinical and Research Memory Centre, Department of 

Psychiatry, Esquirol Hospital, Inserm UMR-S 1094, Limoges University, 

Limoges, France, 4General Medicine Department, Limoges University 

Hospital, Limoges, France, 5Clinic of Neurology, UH “Alexandrovska”, 

Medical University, So� a, Bulgaria, 6Department of Neurology, Medical 

University , Lublin, Poland

Objectives: Neurocognitive Disorders (NCD) a� ect approximately 9 million people 
in Europe (ADI World Report, 2015). Detection and diagnosis of NCD remain a chal-
lenge, especially in primary care. Negative stereotypes and lack of knowledge about 
the bene� ts of timely diagnosis and of post-diagnosis care can result in delayed 
diagnosis and poor management. This pilot studied the impact of an “Antistigma” 
training to empower GPs to diagnose and act on NCDs.
Methods: In the context of the “Act On Dementia” European Joint Action, four medi-
cal universities (Limoges and Lyon, France; So� a, Bulgaria, and Lublin, Poland) invited 
GPs and residents to an “Antistigma” training based on an ethical approaches and 
case studies. Pre- and post-questionnaires were performed to explore GPs’ and 
residents’ stereotypes about NCD and their self-con� dence in NCD management, 
before and a� er the training.
Results: In 2018, 8 sessions of the “Antistigma” training were held in Limoges, 
France (3), in Lyon, France (1), in Bulgaria (2) and in Poland (2). 192 GPs and residents 
participated. Before training, participants expressed particularly high stereotype 
levels about disclosure of NCD. A� er training, the global level of stereotypes was 
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reduced signi� cantly (p < 0.001), and more speci� cally the stereotypes about NCD 
disclosure (p < 0.001). Participants’ con� dence increased signi� cantly in general and 
also for each step of the pathway:  initiating diagnosis, disclosure of NCD, manag-
ing care and anticipating needs (p < 0.001). There were no signi� cant di� erences 
between the training centers, or between residents and GPs.
Conclusion: During the European Joint Action “Act On Dementia”, “Antistigma” 
training proved its positive impact on GPs’ and residents’ attitudes and practices 
towards NCDs. By sustaining this training and implementing it in other countries, 
practices can be reinforced and harmonized across Europe.

PO15.2. Could telemedicine improve neurocognitive disorders 
detection and diagnosis in nursing homes?

KROLAK-SALMON Pierre1, LEPERRRE- DESPLANQUES Armelle1, 
HAUGER Isabelle2, MAILLET Audrey1, POLITIS Antonis3, 
MEHRABIAN Shima4, GAULIER Sylvain1

1Clinical and Research Memory Centre of Lyon, Lyon Institute for Elderly, 

Hospices Civils de Lyon, Lyon University Hospital, Inserm UMR1028, CNRS 

UMR 5292, Lyon University, Lyon, France, 2Résidence Talanssa, Talence, 

France, 3National and Kapodistrian University of Athens, Athens, Greece, 
4Clinic of Neurology, UH “Alexandrovska”, Medical University, So� a, 

Bulgaria

Background: In Europe there is a lack of detection of neurocognitive disorders 
(NCD) in primary care, particularly in nursing homes (NH). Obstacles in NH include 
general practitioner’s (GP) limited time, unawareness of diagnosis guidelines and 
tools, and di�  culties to refer disabled patients to NCD specialist doctors. Telemedi-
cine (TLM) could improve access to specialist doctors and increase NCD diagnosis.
Methods: In the context of the “Act On Dementia” European Joint Action, three 
countries (Bulgaria, France, and Greece) tested TLM for NCD detection/diagnosis 
in six NH (1 in Bulgaria; 3 in Greece; 2 in France). NCD detection tools for patients 
were shared as well as satisfaction and dementia attitude questionnaires for NH 
sta� s. The experiments were planned from April to June 2018.
Results: The six NH were faced with legal, ethical and practical requirements before 
TLM could be implemented. Results at 3-months varied. In Greece, the NH sta�  
was trained about NCD by a 30 hour teleeducational program. In France, despite 
altered MMSE scores and current TLM for behavioral disorders (BPSD), there were 
few requests for NCD diagnosis, due to unawareness of bene� ts of diagnosis for 
NH residents. In Bulgaria, NH sta�  training and 17 teleconsultations for NCD diag-
nosis took place. Despite the challenges, all the NH teams were satis� ed of TLM. 
The dementia attitude scale results were similar between the di� erent NH, between 
the countries, and between health professionals and other NH professionals.
Conclusion: Each country identi� ed facilitators to improve NCD diagnosis in NH, 
e.g. a shared tool explaining the bene� ts of NCD etiological diagnosis for patients 
in NH to be included in the educational program on NCD for NH sta�  and GPs. The 
� rst request for TLM for NCD in NH was for BPSD; NCD detection and diagnosis in 
NH could be improved by TLM when combined with BPSD evaluation. 

PO15.3. Learning from each other – Th e experiences of the INDEED 
project in the Danube Region

EGERVÁRI Agnes, VAJDA Norbert

Social Cluster, Budapest, Hungary

Continuous international cooperation is essential for improvement in demen-
tia related services, no matter if a country has approved national dementia plan 
or not. This is an important conclusion of the year-long cooperation within the 
framework of the INDEED project. The Social Cluster Association (Hungary) is one 
of the 10 Partners representing di� erent countries of the Danube Region. As part 
of this heterogeneous group, a� er several meetings and discussions, we conclude 
that in complex world of dementia care every nation can learn from the others.

The INDEED educational program which simultaneously addresses healthcare 
professionals and entrepreneurs is a signi� cant contribution to the development 
and implementation of national dementia plans. To match these plans and to 
ensure uptake, dissemination and sustainability of the intervention, policy mak-
ers are involved in the design of the three INDEED modules from the beginning:

• CAMPUS – Information and skill-building
• CONNECT – A set of networking tools
• COACH – Business consultancy.

The project provides a catalogue of recommendations featuring contents and 
formats that are most appropriate to step up the quali� cation of the workforce, 
e� ective strategies for enhancing the integration and coordination of services, 
and tools for stimulating the creation of innovative services. The policy recom-
mendation catalogue also includes an account of costs and risks associated with 
the educational program.
The lNDEED project has a great potential to support policy makers. Its unique 
approach to co-educate and co-qualify all professional groups involved in demen-
tia care while also promoting social innovation and entrepreneurial activity is 
a signi� cant and economical way to improve the quality of life of people with 
dementia and their carers.
In this presentation we are planning to share our experiences. We do hope that 
participants will get new ideas, which they will be able to use immediately in 
their dementia related services.

PO15.4. Taipei is the fi rst city to launch the “Dementia Action Plan of 
Taipei”

LIN Hui-Ya1, LIU Wei-Hsien2, WANG Suh-Chin2, HUANG Shier-
Chieg2, LEE Pi-Hui2, ZHENG Xuan-Miao2, LIU Chien-Liang2

1Department of Health, Taipei City Government, Taipei, Taiwan, Province 

of China, 2Taipei, Taiwan, Province of China

In March 2019, the senior population in Taipei reached 464,030 (17.42%), which 
is above the national average. The population of people with dementia in Taipei 
is estimated around 38,990.  The Taipei City has taken the lead in launching the 
“Dementia Action Plan of Taipei.” This develops a variety of dementia care services 
in Taipei, as well as provides comprehensive support to people with dementia and 
their family caregivers. Residents in Taipei can choose between di� erent dementia 
care services according to their individual needs.
According to the Ministry of Health and Welfare’s “Taiwan Dementia Plan” 
announced at the end of 2017, the Taipei City Government devised the “Dementia 
Action Plan of Taipei” in March 2019, which outlines the seven strategies. With 15 
action plans and 27 work projects, this plan is the � rst one to integrate internal 
and external resources.
Internally, it establishes network platforms across di� erent departments, including 
the Departments of Health, Social Welfare, Education, Transportation, Labor, and 
the Fire Department. Externally, dementia screening is provided through communi-
ties, hospitals, and 12 District Health Center, Taipei City. The number of Integrated 
Dementia Care Center (IDCC) was expanded from 2 in 2018 to 5 in 2019.
 A community platform for dementia care was constructed, through which 84 
dementia promotion activities were held with 4,755 participants, 1,343 cases of 
dementia were referred and tracked, and 19 dementia care training sessions were 
held with 2,309 participants. In communities, the number of Support Center for 
People with Dementia and their Families (SPDF) increased from 11 in 2018 to 24 in 
2019 to provide people with dementia and their family caregivers with support 
services like cognitive promotion, dementia alleviation, family support groups, 
and family care programs. These services o� er a comprehensive dementia care 
network to people with dementia and their family caregivers in the community.
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PO15.5. General practitioner and nurse cooperation for timely detection 
of neurocognitive disorders in primary care

FOUGERE Bertrand1, MAILLET Audrey2, LEPERRE-DESPLANQUES 
Armelle2, VANACORE Nicola3, TRAYKOV Latchezar4, KROLAK-
SALMON Pierre2

1Division of Geriatric Medicine, Tours University Hospital, Tours, France, 
2Clinical and Research Memory Center of Lyon, Lyon Institute for Elderly, 

Hospices Civils de Lyon, Lyon University Hospital, Inserm UMR1028, 

CNRS UMR 5292, Lyon, France, 3National Center for Disease Prevention 

and Health Promotion, National Institute of Health, Rome, Italy, 4Clinic of 

Neurology, UH Alexandrovska, Medical University, So� a, Bulgaria

Background: In Europe, there is a lack of detection of Neurocognitive disorders 
(NCD) by General Practitioners (GP), due to time constraints and unawareness of 
current assessment guidelines and tools. Collaboration between GPs and nurses 
may improve management of NCD in clinical practice.
Methods: In the context of the “Act on Dementia” European Joint Action, GP-Nurse 
collaborations were implemented in France (Lyon), Italy (Modena) and Bulgaria 
(So� a). GPs and nurses were trained in detection and management of cognitive 
impairment. Common detection tools were used in Bulgaria and France (DLA, 
DLA-I, MMSE, Mini-GDS and NPI); GP-COG was also used in Italy and France. In Bul-
garia, 19 subjects were assessed by GPs alone and 12 subjects by a GP-nurse team. 
In Italy, 16 subjects were assessed by six nurses and 9 of them were also assessed 
independently by GPs. In France, 1 nurse assessed 15 subjects referred by 14 GPs.
Results - Assessed patients (n = 62) did not di� er in age (p = 0.08). The main reason 
for detection was a cognitive complaint since less than 2 years (n = 26) or for 2–5 
years (n = 24), with reduced daily-life activities in 40 patients. Results of multidi-
mensional evaluation showed signi� cant di� erences of scores of DLA (p = 0.03), 
Mini-GDS (p = 0.015) and NPI (p = 0.001). There were no signi� cant di� erences in 
GP-COG scores between France and Italy, nor in GP-COG scores collected by nurses 
and GPs. Half of the patients assessed (n = 31) were referred for additional testing. 
The patients were generally satis� ed with this management model.
Conclusion: This pilot showed the feasibility of the GP/nurse cooperation to detect 
and manage cognitive impairment in daily clinical practice. The involvement of 
all primary care health professionals is essential to provide early/timely NCD 
management.

PO15.6. Th e puzzle of dementia in Memorabel

VAN ASSELDONK Gerdie, SCHOLTEN Marjolein, VAN DEN OEVER 
Marlies, TENG Roy, DURRANI Abida, DEKKER Erlinde, SIPS Inge, 
MELCHERS Maaike, BOEKESTIJN Dionne, TEUBEN-MIEDEMA 
Boukje, VAN GASTEL Willemijn

ZonMw, Den Haag, Netherlands

The national ZonMw research and innovation program Memorabel, started in 
2014, aims to improve the quality of life of people with dementia and the provided 
care and support, through groundbreaking research in a national or international 
context. This is to understand and prevent the development of dementia, and to 
� nd starting points for diagnosis and treatment. Memorabel also focuses on the 
development and application of e� ective and e�  cient instruments, interventions, 
care models and innovations. It is one of the three pillars of the Netherlands Delta 
Plan for Dementia.
The program distinguishes 4 themes, each looking for answers on speci� c ques-
tions through research:
 (1) origin and mechanism of the disease:

• What happens in and between the cells in the brain?
• What is the in� uence of, for example, nutrition, stress and smoking on 

the development of dementia?
• What are protective factors for dementia and how do they o� er protection?

(2) diagnostics:

• What are the best predictors of the development of dementia?
• How can dementia be detected earlier?
• What kind of assessment tests and procedures are available? How to best 

apply them considering patient's preference?
• What is the best approach to discuss the results of tests with people with 

dementia and their loved ones?
(3) prevention and treatment:

• Which interventions can reduce the risk of dementia?
• Which interventions improve quality of life and well-being of people with 

dementia and their loved ones?
• Which drug treatments are e� ective?

(4) e� ective care and support:
• What is cost-e� ective care for people with dementia?
• What is the optimal organization of care?
• How can people with dementia live at home longer?

With the results of the interim evaluation of Memorabel (summer 2019) we will 
illustrate to what extent the above questions have been answered.

PO15.7. Dementia Competence Centre of Estonia

TUUR Miret

Dementia Competence Centre, Tallinn, Estonia

Based on solid scienti� c evidence and international guidelines and best practices, 
through the cooperation with patients and their families as well as service provid-
ers, both in the medical and social sector, the Ministry of Social A� airs along with 
its’ partners founded the Dementia Competence Center (DCC) in September 2018.
DCC is State-� nanced, established September 2018 and is a collaboration of 4 
strategic partners:

• NGO Living with Dementia
• Viljandi Hospital (general healthcare provider)
• Tallinn Diocese Hospital (formal caregiving, nursing care and hospice/

end-of-life care provider)
• Tartu Health Care College (tertiary education provider/academic institution).

The focus areas of DCC:
(1) The integration of care services
  a. Healthcare

• Early diagnosis
• Secondary prevention (targeting people at risk of developing dementia)
• Dissemination of evidence-based best practices .

  b. Social care
• Growth of competence in dementia in all factions of society via a national 

network of care professionals and informed dementia-friendly commu-
nities and institutions

• Training of service providers
• Creating and developing dementia-friendly quality label/standard for 

the care-homes .
(2) People with dementia and their families

•  National network of support groups
•  Information helpline (telephone)
•  Training, life-long development
•  Protection of human rights of people with dementia and their families . 

(3) Coordinating academic research regarding dementia-related topics
(4) Communication – Building awareness towards a dementia-friendly nation.
The DCC is focused on strategic goal achievement and it will be � nanced by the 
state until 31.12.2021. Financial sustainability a� er 31.12.2021 is a priority and will 
be discussed during the project period.
The poster presentation will be designed with DCC new visual identity (worked 
out April 2019), poster includes text and graphics and provides an overview of the 
topics described above with keywords.
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PO17. New housing concepts

PO17.1. Building design for people living with dementia: An analysis of 
residential aged care environments

QUIRKE Martin

Dementia Services Development Centre, University of Stirling, Stirling, 

United Kingdom

Internationally, more than half of people living in residential aged care (RAC) have 
a diagnosis of dementia. Research � ndings in this � eld concur that well-designed 
physical environments can increase independence, enhance quality of life, whilst 
reducing the behavioural and psychological symptoms of dementia.
The research presented in this paper evaluates the impact of building layout plan-
ning on the dementia design quality of 184 RAC units; ninety directly recruited from 
the Australian state of New South Wales, and ninety-four international best-practice 
examples from specialist architectural design publications. The evaluations use a 
new � oor plan based assessment method, derived from Environmental Audit Tool 
(Fleming, 2011) to identify the strengths and weaknesses of the unit layout types, 
under nine well established dementia design principles .
Secondary analyses evaluate the improvements in dementia design quality over 
the course of the four decades covered by the construction dates of the RAC units 
included in the study (1970–2016), whilst further analyses consider the impact of 
� ve spatial planning factors on the quality of dementia design in RAC unit layouts:
The � ndings conclude that international exemplars provide higher quality building 
layouts; that dementia design quality in RAC unit layouts has improved signi� -
cantly over four decades. However, the � ndings also suggest that there is still much 
room for improvement in the layout planning of RAC units under at least � ve of 
Flemings (2011) dementia design principles.
Further � ndings evidence higher quality RAC units are smaller and have fewer res-
ident bed-spaces, with a partially contradictory � nding that higher quality RAC 
units tend to provide more overall � oor area per resident. Finally, that higher qual-
ity dementia design tends to occur in ground � oor located units and those units 
purpose-built for accommodating people living with dementia.

PO17.2. CASCADE – Community Areas of Sustainable Care & Dementia 
Excellence in Europe

ROBINSON Samantha1, QUINN Henry2

1Medway Community Healthcare, Gillingham, United Kingdom, 2East Kent 

Hospital Foundation Trust, Dover, United Kingdom

The aim or the CASCADE project is to develop a � nancially sustainable approach 
for people living with dementia (PLWD) that can be replicated across the UK and 
Europe.  The model promotes a strengths based approach to holistic person cen-
tred care to maximise independence and quality of life in the community. 
In the United Kingdom and as part of the project we are opening 2 purpose built 
facilities for PLWD in the UK; 10 guest house beds in Medway, 6 guest house beds 
in Dover alongside a new model of residential care using existing housing stock.  
It is expected that these facilities will enable a step-change in the care provided 
for PLWD in our communities.  PLWD will be enabled and empowered to continue 
living the life they wish, integrated into the community and undertaking their eve-
ryday ‘normal’ activities.  Regular feedback from PLWD and their families using 
our facilities will continue to inform the development of the CASCADE model.  A 
model, which once completed will be freely available to all.
People living with dementia need � exible care to maximise their independence, 
enabling them to respond to changing needs at di� erent points in time.  At pre-
sent care is either limited at home or all-encompassing in an establishment.  The 
CASCADE model will be replicable using private sector housing and state owned 
buildings and will be internationally transferable.  This new vision of enablement 
and empowerment will provide the means for PLWD to remain integrated within 
the community living the life that they wish, with the support they want. 

The use of technology within the establishments will also be evaluated through 
the lifetime of the project, it is expected that inconspicuous telehealth/telecare 
will provide support to PLWD both in the purpose built accommodation and the 
individuals own home

PO17.3. Green Care Farms, a new old housing concept?

SCHOLTEN Marjoleine1, DE BRUIN Simone2

1ZonMw, � e Hague, Netherlands, 2RIVM, Bilthoven, Netherlands

Over the last years, quality of long-term care services, including those provided to 
people with dementia, has been criticized. Focus of debate is that care environ-
ments, including the services o� ered, are insu�  ciently aligned with the preferences 
and needs of people with dementia. However, a growing body of evidence suggests 
that the care environment a� ects outcomes in people with dementia, and should 
therefore be considered as an active component of care. Consequently, innova-
tions in dementia care have taken place, both for people with dementia using 
community-based services and those living in nursing homes. An example is the 
“green care farm (GCF)”, a farm that combines agricultural activities with care ser-
vices for a variety of client groups, including people with dementia. Over the years, 
research has been performed in the Netherlands to better understand the value 
of GCFs for people with dementia. Also in other countries, including Norway, the 
United States, and Japan, initial evaluations are taking place. This poster presents 
the lessons learned from GCFs as an alternative to more traditional dementia care 
environments. We will speci� cally focus on: (1) The history, including facts and � g-
ures, of GCFs in the Netherlands and other European countries; (2) Characterization 
of di� erent types of GCFs and related care concepts (i.e. GCFs that provide 24-hour 
nursing home care, GCFs that provide adult day services, nature-based adult day 
services in urban areas), including care concepts, size, environment, animals, profes-
sionals, and types of agricultural activities. (3) Typologies of client groups visiting 
GCFs and related care concepts; (4) Value of GCFs for people with dementia and 
their family carers in terms of health and wellbeing and (5) Lessons that can be 
learned from the GCF concept, including facilitators and barriers for implement-
ing elements of GCFs in other types of dementia care settings.

PO18. Risk factors and prevention

PO18.1. Maintain Your Brain: An RCT of internet-based lifestyle 
intervention to prevent cognitive decline and dementia

BRODATY Henry, HEFFERNAN Megan

Centre for Healthy Brain Ageing, UNSW, Sydney, Australia

Background: The failure to � nd disease modifying interventions for Alzheimer’s 
disease (AD) and other dementias plus evidence that environmental factors can 
delay the onset of dementia, have led to increased interest in dementia preven-
tion. An issue for population-based lifestyle preventative approaches is scalability. 
An internet-based multicomponent Maintain Your Brain (MYB) RCT (He� ernan et 
al, 2019) funded by NHMRC is underway. 
Method: Invitations to participate in MYB were sent to 96,418 persons aged 55–77 
years from the 45 and Up Study (conducted by Sax Institute), a population-based 
cohort study of one in ten people in NSW aged 45 years and older (n = 267,153) 
recruited from Medicare lists between 2006–2009. Participants were required to 
have risk factors rendering them eligible for 2–4 of these modules: physical activ-
ity, nutrition, cognitive training and peace of mind (depression/anxiety).
The 3 years RCT randomised participants into an active coaching group with weekly 
exercises for each eligible module and an information group who receive static inter-
net monthly information. In year 1, modules run for ten weeks followed by a 2-week 
break. Participants receive booster sessions for their modules until end Year 3.
Results: Of 14,064 who consented, 6,236 completed all baseline assessments and 
were randomised. 16% met criteria for all four, 51% for three, 31% for two and 2% 
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for one module. Twenty-one participants (<1%) were not eligible for any module. 
The � rst year of the trial will be completed in October 2019.
Conclusion: Most persons aged 55–77 years’ old who completed the baseline assess-
ments have risk factors for cognitive decline that may be amenable to preventative 
interventions.  Lifestyle interventions have capacity to reduce the risk of cognitive 
decline and ultimately delay the onset of dementia. If successful, this trial evaluat-
ing the e�  cacy of delivering and monitoring a multipronged internet intervention, 
is scalable nationally and internationally.

PO18.2. Modifi able risk factors in participants of a program for the 
prevention of Alzheimer’s dementia

ADLER Georg, MARCZAK Agnies, BINDER Jana, GNOSA Katharina

ISPG, Mannheim, Germany

Introduction: Epidemiological data suggest that 30% of Alzheimer cases may be 
attributed to modi� able risk factors. A reduction in their prevalence might sub-
stantially reduce the incidence of Alzheimer’s dementia (AD). The applicability of 
this approach for dementia prevention was studied in participants of a program 
for the early detection and prevention of AD.
Method: This prevention program is o� ered to interested volunteers aged 50 or 
above. A detailed interview on medical history and self-perception of cognitive 
impairment, neuropsychological testing, physical examination and various tech-
nical investigations are carried out. The modi� able risk factors assessed include 
overweight, smoking, inadequate cardiorespiratory and motor � tness, hyperho-
mocysteinemia, hypercholesterolemia, carbohydrate metabolism disorders and 
arterial hypertension. In a debrie� ng session, cognitive status and individual risk 
factor pro� le are explained to the participants, recommendations for preventive 
measures or further diagnostics are given and follow-up investigations at annual 
intervals are o� ered.
Results: The initial examinations of 436 participants were evaluated. In 48 (11.0%) 
we found cognitive impairments caused by various disease processes, most fre-
quently severe depressive symptoms, cerebrovascular disorders and harmful alcohol 
use. 64 participants (14.7%) were diagnosed with AD. The remaining 324 partici-
pants were 207 women (63.9%) and 117 men (36.1%) aged 50 to 89 years (mean+/-s: 
63.3+/-8.7 years) with the following frequencies of modi� able risk factors (in part 
despite dietary or drug treatment): 1) hypercholesterolemia (67.6%), 2) overweight 
(61.7%), 3) inadequate cardiorespiratory � tness (37.1%), 4) inadequate motor � t-
ness (33.6%), 5) hyperhomocysteinemia (29.0%), 6) arterial hypertension (22.5%), 
7) diabetes mellitus or prediabetes (20.7%), 8) smoking (12.3%). The majority of 
subjects (58.9%) had two or three of these risk factors.
Discussion: Two to three modi� able risk factors for the development of AD, most 
commonly hypercholesterolemia and overweight, were found in the majority of 
unselected participants of a dementia prevention program. This suggests practi-
cable measures for dementia prevention.

PO18.3. Distinct epistemological concepts of AD and their role regarding 
secondary prevention

VOGT Hans

JLU Gießen, Berlin, Germany

In various ways Alzheimer’s disease (AD) is based on di� erent ideas and kinds of 
knowledge. Two of those ways I want to introduce here. There are distinct episte-
mological concepts of AD regarding
clinical view on symptoms and diagnosis
the focus on prevention
(A) Nowadays it seems obviously that clinic and pathology work hand in hand and 
complement each other. However, until the 19th century clinical medicine used to 
be based on nosology and the identity of symptoms. When anatomic pathology 
arose, it became “the geography of nosology”. As it had the power of proving and 
locating diseases, it was changing the whole fundament of occidental medicine. 

Thenceforward the nidus might be the past (aetiology) or the future (prognosis) 
of the disease, or the disease itself (diagnosis). Anatomic pathology was able to 
modify the clinical way of viewing, which now had to admit that there is almost 
no disease without a nidus. This medicine-historical change meant more to clinic 
than an accumulation of knowledge. Clinic’s reference frame “nosology” got an 
own superordinate reference frame: “(anatomic) pathology”. This foundation of 
today’s medicine is also a foundation of today’s AD, which can lead us to several 
questions about discourses on dementia.
(B) Research for a medical treatment seeks AD in the brain matter. There is a clear 
paradigm of neurologic molecular biology as an instrument for managing a nat-
ural scienti� c problem. Prevention, on the contrary, constitutes a kind of abstract 
concept or idea, which is only treatable as a statistical risk. Fundamental dynam-
ics of social action and all areas of all-day life might be concerned here. Regarding 
this distinction of concepts, I want to investigate the role of secondary prevention 
which is held out in prospect.

PO18.4. Associations of the kynurenine pathway with cognitive 
functioning in individuals with and without Type 2 diabetes 
mellitus: Results from the Maastricht study

BAKKER Lieke1, EUSSEN Simone2, VAN BOXTEL Martin1, SCHRAM 
Miranda3, STEHOUWER Coen4, VAN DER KALLEN Carla4, SCHAPER 
Nicolaas4, DAGNELIE Pieter4, VAN GREEVENBROEK Marleen4, 
WESSELIUS Anke5, MIDTTUN Øivind6, UELAND Per7, VERHEY 
Frans1, RAMAKERS Inez1, KÖHLER Sebastian1

1Alzheimer Center Limburg, Department of Psychiatry and Neuropsychology, 

Maastricht University, Maastricht, Netherlands , 2Department of 

Epidemiology, Maastricht University, Maastricht, Netherlands , 3Heart and 

Vascular Centre, Department of Internal Medicine, Maastricht University 

Medical Centre, Maastricht, Netherlands , 4Department of Internal 

Medicine, Maastricht University Medical Centre, Maastricht, Netherlands , 
5Department of Complex Genetics and Epidemiology, Maastricht University 

Medical Centre, Maastricht, Netherlands , 6Bevital AS, Bergen, Norway , 
7Haukeland University Hospital, University of Bergen, Bergen, Norway

Background: The kynurenine pathway is a metabolic route of tryptophan synthe-
sis. Subtle changes within this pathway have repeatedly been associated with 
metabolic disorders, various neurodegenerative diseases and impaired cognitive 
functioning. However, these studies were generally small and restricted to clinical 
samples. Therefore, the present study aimed to elucidate the role of the kynurenine 
pathway as a potential underlying biological correlate of cognitive functioning 
in a healthy-aging population with and without type 2 diabetes mellitus (T2DM).
Methods: The present study makes use of cross-sectional data from 2452 partici-
pants (aged 40–75 years) who completed the baseline survey of the population-based 
Maastricht study, enriched with participants with T2DM. Liquid chromatography-
tandem mass spectrometry was used to determine blood plasma concentrations of 
kynurenine and seven kynurenine metabolites. From these metabolites, previously 
reported kynurenine ratios were computed. A standardized cognitive assessment 
was used to assess cognitive functioning. The association of kynurenine plasma 
concentrations and ratios with cognitive functioning was investigated in multiple 
regression analyses. Additionally, potential e� ect modi� cation by glucose metab-
olism status was investigated.
Results: A� er controlling for age, gender, educational level and eGFR, no association 
was found between cognitive functioning and quinolinic acid, hydroxykynurenine, 
kynurenic acid, the kynurenine-to-tryptophan ratio or neopterin. However, higher 
cognitive functioning was signi� cantly associated with higher levels of xanthurenic 
acid, and higher ratios of xanthurenic acid-to-hydroxykynurenine and hydroxy-
anthranilic acid-to-hydroxykynurenine. Strati� ed analyses indicated that these 
associations were more pronounced and consistent in participants with T2DM.
Discussion: In this population-based study, previously observed associations of neu-
rotoxic quinolinic acid and 3-hydroxykynurenine and neuroprotective kynurenic acid 
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with cognitive performance in clinical samples could not be con� rmed. However, 
associations between other metabolites and ratios of putative neurotoxic-to-
protective kynurenines were associated with cognitive functioning, especially in 
participants with T2DM. The kynurenine pathway might therefore play a role in 
the pathway of T2DM and dementia.

PO18.5. Schizophrenia PRS is associated with delusions in Alzheimer’s 
disease: Meta-analysis of 10 cohort studies

BERGH Sverre1, CREESE Byron2 ,3, VASSOS Evangelos4, ATHANASIU 
Lavinia5, JOHAR Iskandar6, RONGVE Arvid7 ,8, MEDBØEN Ingrid 
Tøndel3 ,9 ,10, DA SILVA Miguel Vasconcelos2 ,6, AAKHUS Eivind11, 
ANDERSEN Fred12, BETTELLA Francesco5, BRAEKHUS Anne9 ,10 ,20, 
DJUROVIC Srdjan8 ,13, PARONI Giulia14, PROITSI Petroula15, 
SALTVEDT Ingvild16 ,21, SERIPA Davide14, STORDAL Eystein17 ,22, 
FLADEBY Tormod18, AARSLAND Dag6, ANDREASSEN Ole11, 
BALLARD Clive2 ,3, SELBAEK Geir9 ,19

1Innlandet Hospital HF, Ottestad, Norway,2University of Exeter 

Medical School, College of Medicine and Health, Exeter, U nited 

K ingdom, 3Norwegian, Exeter King’s College Consortium for genetics of 

neuropsychiatric Symptoms in Dementia, Exeter, United Kingdom, 4Social 

Genetic and Developmental Psychiatry Centre, Institute of Psychiatry, 

Psychology and Neuroscience, King’s College London, London, United 

Kingdom, 5CoE NORMENT, Institute of Clinical Medicine, University 

of Oslo, Oslo, Norway; CoE NORMENT, Division of Mental Health and 

Addiction, Oslo University Hospital, Oslo, Norway, 6Norwegian, Exeter 

and King’s College Consortium for Genetics of Neuropsychiatric Symptoms 

in Dementia; Department of Old Age Psychiatry, Institute of Psychiatry, 

Psychology and Neuroscience, King’s College London, London, United 

Kingdom, 7Norwegian, Exeter and King’s College Consortium for Genetics 

of Neuropsychiatric Symptoms in Dementia; Department of Research and 

Innovation, Helse Fonna, Oslo, Norway, 8Department of Clinical Medicine, 

University of Bergen, Bergen, Norway, Haugesund, Norway, 9Norwegian 

National Advisory Unit on Ageing and Health, Vestfold Hospital Trust, 

Tønsberg, Norway, 10Department of Geriatric Medicine, Oslo Univer, Oslo, 

Norway, 11Research centre of Age-related Functional Decline and Disease, 

Innlandet Hospital Trust, Ottestad, Norway, 12Department of Community 

Medicine, University of Tromsø, Tromsø, Norway, 13CoE NORMENT, 

Department of Clinical Science, University of Bergen, Bergen, Norway, 
14Complex Structure of Geriatrics, Department of Medical Sciences, 

Fondazione IRCCS “Casa Sollievo della So� erenza”, San Giovanni Rotondo 

(FG), Italy, 15Department of Basic and Clinical Neuroscience, Institute 

of Psychiatry, Psychology and Neuroscience, King’s College London, 

London, United Kingdom, 16Department of Neuromedicine and Movement 

science, Norwegian University of Science and Technology, Trondheim, 

Norway, 17Department of Mental Health, Norwegian University of Science 

and Technology, Trondheim, Norway, 18Akershus University Hospital, 

Lørenskog, Norway, 19Faculty of Medicine, University of Oslo, Oslo, Norway, 
20Department of Neurology, Oslo University Hospital, Oslo, Norway, 
21Geriatric department, St. Olav hospital, University hospital of Trondheim, 

Norway, 22Department of Psychiatry, Namsos Hospital, Namsos, Norway

Background: Psychosis (delusions and hallucinations) is common in Alzheimer 
disease (AD) and associated with worse clinical outcomes including accelerated 
cognitive decline and shorter time to nursing home admission. Atypical antip-
sychotics have limited e�  cacy which, along with emerging genomic research, 
suggests some overlapping mechanisms with other disorders characterized by 
psychosis, like schizophrenia. In this study, we tested whether polygenic risk score 
(PRS) for schizophrenia was associated with psychotic symptoms in AD.
Methods: Schizophrenia PRS was calculated using Psychiatric Genomics Consortium 
data at 10 GWAS p-value thresholds (PT) in 3,173 AD cases from 11 cohort studies. 

Association between PRS and AD psychosis status was tested by logistic regres-
sion in each cohort individually and the results meta-analyzed.
Results: The schizophrenia PRS was associated with psychosis in AD at an opti-
mum PT of 0.01. The strongest association was for delusions where a one standard 
deviation increase in PRS was associated with a 1.17-fold increased risk (95% CI: 
1.07–1.3; p=0.001).
Conclusion: These new � ndings point towards psychosis in AD, and particularly 
delusions, sharing some genetic liability with schizophrenia, and support a trans-
diagnostic view of psychotic symptoms across the lifespan.

PO18.6. Blood pressure, antihypertensive medication and 
neuropsychiatric symptoms in patients with dementia: Th e 
COSMOS study

DE JONG-SCHMIT Bianca1, POORTVLIET Rosalinde2, BOHRINGER 
Stefan3, ACHTERBERG Wilco2, HUSEBO Bettina4, BOGAERTS 
Jonathan2

1Leiden UMC, Leiden, Netherlands, 2Department of Public Health and 

Primary Care, Leiden, Netherlands, 3Department of Biomedical Data 

Sciences, Leiden, Netherlands, 4Department of Global Public Health and 

Primary Care, Centre for Elderly and Nursing Home Medicine, Bergen, 

Norway

Background: Neuropsychiatric symptoms (NPS) are very common in older patients 
with dementia and clinical management is a challenge. The etiology of NPS is 
multifactorial. There is increasing evidence that hypoperfusion of the brain plays 
a role in the development in NPS. The aim of this study is to assess whether there 
is an association between low systolic blood pressure (SBP) and NPS in patients 
with dementia and if NPS in more prevalent in patients using antihypertensive 
medication.  
Methods: We studied the baseline data from participants in the COSMOS study, 
a multicenter clustered trial with 545 participants from 67 nursing home units 
from 31 nursing homes in Norway. SBP (lowest quartile vs. rest) and use of antihy-
pertensive medication were predictors; NPI-NH score (total and clusters) was the 
outcome. Missing data were imputed, except for missing data in predictors.  We 
used a mixed model analysis adjusted for age, sex and Minimal Mental State Exami-
nation (MMSE) score. In the sensitivity analysis, continues SBP values were used.  
Results: In total 412 patients were included with a mean age of 86.9 years. Of all 
patients, 53.9% had a MMSE score of <11. There was no di� erence in total NPI-NH 
score between low and high SBP (di� erence -1.07, P-value 0.62). There was also no 
di� erence between high and low SBP in the scores of the NPI-clusters. The use of 
antihypertensive drugs was not associated with a di� erent NPI-NH score compared 
to no use (di� erence -0.99, P-value 0.95).  
Conclusion: We found no association between low SBP and NPI-NH score, 
nor between antihypertensive use and NPI-NH score. 

PO18.7. Gender inequalities across the life course: A societal perspective 
on gender diff erences in dementia

LEIST Anja, FORD Katherine

University of Luxembourg, Esch-sur-Alzette, Luxembourg

Introduction. Women are at increased risk of developing dementia, which can 
only partly be explained with di� erences in longevity, sex biology, or di� erences in 
detection/diagnosis. A promising approach at the population level is the system-
atic investigation of life course conditions for men and women across countries 
and cohorts in order to detect if schooling or work opportunities di� er by gender. 
In the cognitive reserve framework, education and work re� ect opportunities for 
cognitively stimulating activities, which increase cognitive reserve across the life 
course, and which could delay cognitive decline and the diagnosis of dementia.
Method. We develop a framework for systematizing gender inequalities across dif-
ferent life stages and life domains, with a focus on systematic disadvantages for 
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women that could be relevant barriers to cognitive reserve development. For the 
empirical analysis, we gather individual information and performance on cogni-
tive tests from several harmonized cross-national aging surveys, i.e. the US Health 
and Retirement Study and sister studies (SHARE, ELSA, SAGE), separated by cohort. 
Historical � gures on gender inequalities for countries and cohorts, and their rel-
evant timings in the life course of the older respondents, e.g. during schooling, 
were gathered from di� erent sources, and merged with the individual-level data.
Results. The new framework leads to testable hypotheses in both the Western and 
global context regarding life-course socialization and schooling and work opportu-
nities that have been di� erent for men and women. We will present � rst evidence 
of how female (dis)advantages on di� erent cognitive tests – memory, executive 
functioning – are mirroring societal gender inequalities.
Discussion. We need to better understand how di� erent life-course opportunities 
for men and women can create gender di� erences in dementia at old ages in order 
to identify individuals at risk today and improve conditions for future generations.

PO18.8. Hearing and cognition: Evidence from non-Western nations 
and from Israel, England and Ireland

CUTLER Stephen1, ILINCA Corina2

1University of Vermont, Burlington, United States, 2University of Bucharest, 

Bucharest, Romania

Recent research shows a connection between hearing loss and dementia.  Our 
prior work has pointed to strong relationships between self-reported hearing abil-
ity and self-reports of memory functioning in the US (where much of the research 
on aspects of hearing and aspects of cognition has been conducted) as well as in 
18 European nations.  One conclusion of that research was the need to replicate 
these relationships in Latin American nations and in other non-Western settings.  
In the research to be reported here, relationships between hearing and cognition 
have been examined using data from China and South Korea, from Mexico and 
Costa Rica, from South Africa, from Israel, and from Great Britain and Ireland.  We 
use correlation analysis to examine bivariate relationships and regression analysis 
(with controls for age, marital status, education, gender, and health) to examine 
multivariate relationships.  In all of the eight countries examined in this study, the 
bivariate relationships between self-reported hearing and self-reported memory 
are positive and signi� cant, averaging .259. Likewise, the multivariate relation-
ships with controls are also positive and signi� cant (the average beta is .176).  We 
conclude by noting (1) that the positive relationship between self-reported hearing 
and self-reported memory seems to be universal, (2) that the link between hear-
ing and memory assessments and dementia warrants continued examination and 
study, and (3) that practitioners must pay attention to their patients’ and clients’ 
hearing for processes such as activation and informed consent to be e� ective. 

PO18.9. Changes over time in vision, binocular function and task-
evoked pupil responses for people with dementia

PIANO Marianne1, NILFOROOSHAN Ramin2, EVANS Simon1

1University of Surrey, Guildford, United Kingdom, 2Surrey and Borders 

Partnership NHS Trust, Chertsey, United Kingdom

Depth perception problems are commonly experienced by people with dementia. 
Poor depth perception can frustrate � ne hand-eye tasks, increase falls risk and 
induce anxiety. Sleep fragmentation can also occur for people with dementia, 
and coordination of both eyes for depth perception can be a� ected by fatigue, 
resulting in eye strain and double vision. Separately, task-evoked pupil responses 
can be a� ected by Alzheimer’s Disease but it is not known how these responses 
might change with dementia progression. This exploratory longitudinal pilot study 
combines clinical visual function measures with pupillometry, to comprehensively 
evaluate clinical visual changes in people with dementia and explore relationships 
to changes in cognitive status and/or sleep quality over 8 months.

25 people diagnosed with dementia in the last 24 months (vascular dementia n = 7, 
Alzheimer’s Disease n = 14, or mixed dementia n = 4), based on clinical assessment 
and imaging, received an assessment of visual and binocular function. Standard 
tests routinely used within the hospital eye service were employed. Cognitive func-
tion was assessed using the standardised Mini Mental State Examination. Sleep 
quality was measured using the Pittsburgh Sleep Quality Questionnaire. Partici-
pants completed the WMS-III digit span test (single digits announced verbally, 1 
second intervals, followed by a recall period) at low (3-digit) and high (6-digit) cog-
nitive load levels for task-evoked pupillometry assessment. Assessments occurred 
every 4 months (± 2 weeks) for a total of 3 visits spanning 8 months.
Baseline sMMSE scores ranged from 9–29 (mean 23.1 ± 5.07), and PSQI mean score 
was 4.32 ± 2.84. PSQI scores >5 indicate poor sleep quality, thus scores fell within nor-
mal limits.  The research will be completed by October 2019. Findings may provide 
supporting evidence for the role of annual eye tests as a part of routine dementia 
care, to mitigate falls risk and maximise quality of life. 

PO18.11.Navigating the complexity of Alzheimer’s disease via systems 
thinking

ULEMAN Jeroen1–2, MELIS René1–2, QUAX Rick2, HOEKSTRA Alfons2, 
ROUWETTE Etiënne1, OLDE RIKKERT Marcel1

1Radboud UMC University, Nijmegen, Netherlands, 2Institute for Advanced 

Study, Amsterdam, Netherlands

Alzheimer’s Disease (AD) is the most common cause of dementia and a source of 
great su� ering worldwide for patients and caregivers. Despite numerous clinical 
trials based on the amyloid-cascade hypothesis, e� ective treatments for AD have 
yet to be identi� ed. This attests that alternative ways of thinking are necessary, 
and has led to increased recognition of the heterogeneity of AD and several alter-
native causal hypotheses.
Systems thinking is becoming increasingly common in the � eld of bio-medicine 
and o� ers a promising alternative avenue for understanding this complex disease. 
Causal loop diagrams (CLDs) are tools to visualize how variables within a system 
interrelate and can integrate empirical � ndings with expert knowledge. Using this 
approach, a disease is not understood in terms of linear cause-e� ect relationships 
but rather as a complex interplay between relevant biological factors, an individual 
and its environment. Given the substantial heterogeneity in time-of-onset, brain 
pathology and disease progression, such an approach is warranted for AD as well.
In this work, we o� er a novel over arching alternative explanation for many of 
the causal hypotheses for AD that have yet to be uni� ed: AD is multicausal and 
mediated by many resilience and resistance factors at several di� erent spatial 
and temporal scales.
We report on the � rst CLD for AD, based on expert consensus rounds and extensive 
literature research, which explicitly includes variables at multiple spatial scales, 
including cellular, organ, organism and social.
The CLD is used to explore the reciprocity of cognitive decline with lifestyle-related 
factors such as social functioning, sleep, hypertension and sedentary behavior 
across AD stages, the bidirectional relationships between such factors and inter-
actions with the biological substrates underlying them. In the future, the CLD will 
be used to develop a quantitative system dynamics model.

PO18.12.Caregiver's burden, and nutritional status in survival of 
community dwelling mild alzheimer´s disease older adults

VICENTE DE SOUSA Odete1, MENDES Joana2, AMARAL T.F.3

1Hospital Magalhães Lemos E.P.E., UNIFAI – Research Unit, Institute 

of Biomedical Sciences Abel Salazar , Faculty of Nutrition and Food 

Sciences, University of Porto, Porto, Portugal; 2Department of Biomedicine, 

Biochemistry Unit, Faculty of Medicine , Institute for Research and 

Innovation in Health, University of Porto, Porto, Portugal, 3Faculty of 
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Nutrition and Food Sciences, University of Porto , Faculty of Engineering, 

University of Porto, Porto, Portugal

Rationale: Several factors are linked to dementia mortality, such as age, gender, 
education, sociodemographic, severity of the disease, and nutritional status impair-
ment. A decline of nutritional status is very common among Alzheimer`s disease 
(AD), and strongly impacts patients and their families. Nutrition status can be 
modi� ed to improve life expectancy. It is unclear whether caregiver`s burden, and 
nutritional status are associated with mortality in community-dwelling mild AD 
older adults. The aim of this study was to quantify the association between base-
line caregivers’ burden, nutritional status, and mortality in community-dwelling 
mild Alzheimer`s Disease older adults. 
Methods: A prospective observational study was conducted among 79 commu-
nity-dwelling mild Alzheimer`s Disease older adults (32 men; age: 78.2±6.6 years). 
Nutrition status was evaluated using the full Mini Nutritional Assessment (MNA) 
score, body mass index, mid-arm muscle circumference, calf circumference and 
the phase angle (PhA). Caregivers` burden disease was assessed by Zarit burden 
scale. Kaplan-Meier and adjusted Cox proportional hazard ratios (HR) analyses 
were conducted. The follow-up period was 60 months, and the survival time was 
calculated as the di� erence between the day of death and the initial date of study.
Results: Twenty-two Alzheimer`s disease older adults (27.8%) died during the fol-
low-up. According the full MNA score, 87% patients were at undernutrition risk and 
13% were undernourished. The probability of non-survival was for undernutrition: 
HR: 5.69 (95% CI: 2.21–14.61); underweight: HR: 3.24 (95% CI: 1.18–8.82); low PhA: HR: 
2.35 (95% CI: 0.97–5.66), and severe caregivers overload: HR: 3.39 (95% CI: 1.27-9.01).
Conclusion: In community-dwelling mild Alzheimer`s disease older adults, under-
nutrition, underweight, low phase angle, and high caregiver`s burden, were 
associated with higher probability of mortality over time.
Disclosure of Interest: None Declared

PO18.14.Choosing the right instrument: Investigating the feasibility of 
Cognitive Functions Dementia (CFD) for cognitive impairment 
in hospitalized patients

WILHEIM Livia, KOTTERBA Sylvia, RIEGER Jochem

Oldenburg University, Oldenburg, Germany

With worldwide population ageing, the prevalence of di� erent types of age-related 
cognitive impairment and neurodegenerative conditions tends to rise, yet both 
dementia and Mild Cognitive Impairment are widely under diagnosed. Early diag-
nosis is fundamental for patients to take necessary interventions that may reduce 
or stop the course of the condition. Neuropsychological assessment tools are nec-
essary to inform clinicians about the cognitive functioning of their older patients. 
The aim of this study was to test the feasibility of the tablet-based test set bat-
tery Cognitive Functions Dementia (CFD) to assess hospitalized geriatric patients 
with suspected cognitive impairment. CFD is a comprehensive multidimensional 
cognitive assessment tool. We started the assessment with 47 patients from the 
hospital Klinikum Leer with suspected cognitive decline, yet only 46% of them 
completed the battery. Incompliance was highest among patients with poorer per-
formance in activities of daily living. High dropout rates point out that the battery 
length is not adequate to this group of patients. In a clinical setting, an alternative 
solution would be the to reduce the assessment to a limited number of subtests.

PO18.15.Does family carer burden vary in contexts of care? Investigating 
factors associated with burden in dementia and frail elderly

BRIGOLA Allan1, OTTAVIANI Ana Carolina2, CAMINO DE LA LLOSA 
Juileta3, PAVARINI Sofia2, MIOSHI Eneida1

1School of Health Sciences, University of East Anglia, Norwich, United 

Kingdom, 2Federal University of Sao Carlos, Sao Carlos, Brazil, 3University 

of East Anglia, Norwich, United Kingdom

Burden is one of the main negative outcomes of caring and seems to be associ-
ated with carers’ low quality of life. However, to best support carers, we � rst need 
to understand if di� erent contexts of care may lead to di� erent needs in support 
programmes. Caring in the context of dementia and in the context of old age may 
have di� erent factors associated with burden, even though both care recipients 
may share certain characteristics, eg. cognitive de� cits. We investigate if factors 
associated with burden in carers of people with dementia (DemCarers) and carers 
of elderly with cognitive impairment non-dementia (CogCarers) would di� er. Sixty-
� ve DemCarers and 175 CogCarers. Burden was assessed by ZBI-12. Demographic 
data (carer sex/age) was collected. Emotional-focused coping, problem-focused 
coping and dysfunctional coping were evaluated through two similar assessments: 
DemCarers completed the COPE and CogCarers completed the Coping Strategies 
Inventory. Depressive symptoms were measured by the DASS-21 in DemCarers 
and GDS-15 in CogCarers. Z calculations were performed to standardize variables 
assessed with di� erent questionnaires. Regressions were performed to identify if 
carers’ demographic characteristics, coping skill styles and depressive symptoms 
were to predict high burden in the two di� erent carers’ groups. There was simi-
lar proportion of females in DemCarers and CogCarers (75.4%; 73.1%). Proportion 
high burden was greater (p=0.05) in DemCarers (40%) compared to CogCarers 
(23.4%). High level of dysfunctional coping (OR=4.6; 95%CI: 1.3–15.3; p=0.012) and 
depressive symptoms (OR=5.9; 95%CI: 1.3- 26.6; p=0.02) were associated with high 
burden in DemCarers. In CogCarers only depressive symptoms were linked with 
burden (OR=2.0; 95%CI: 1.0–4.0; p=0.049). Diversity in the two contexts of care 
may explain factors in high burden across carers. Identifying the factors associated 
with each caring context can support the development of tailored interventions 
to support carers that could ultimately reduce the negative impact in mental 
health and quality of life.

PO18.16.Th e importance of nutritional status and individual nutritional 
intervention in the context of depression symptoms in the 
elderly

LEWANDOWICZ-UMYSZKIEWICZ Marta, K ACZMAREK Beata

University of Medical Science, Clinic of Palliative Medicine; WSWOP Home 

Hospice Poznan, Poznan, Poland

300 million people around the world have depression, according to the WHO. It 
occurs in 7% of the general older population and accounts for 5.7% of YLDs among 
those over 60. Etiology of depression is believed to be multifactorial and related 
to chronic stress, dietary behavior as well as in� ammation. Depressive symptoms 
downgrade functioning alike other chronic medical conditions, e.g. diabetes. Rapid 
changes in everyday life and dietary habits, both self-in� icted and objective, con-
stitute potential threats to mental wellbeing.
52 people of both sexes aged 60 and more were included into the nutritional inter-
vention that lasted for three months. In all of the participants, nutritional status 
(MNA), dietary habits (three-day diary of current quotation) and symptoms of 
depression (GDS) were assessed both at the beginning and at the end of the inter-
vention. The GDS scale is a screening tool for depression that allows to con� rm the 
presence of its symptoms. The test evaluates the psychological well-being of the 
subject during two weeks that preceded the survey. The GDS test showed a signi� -
cant reduction in the mean score (3.7 ± 2.9 points, median: 2.5 points, range: 0–10 
points and 3.2 ± 2.9 points, median: 2.0 points; range: 0–10 points – p <0.0001) a� er 
the intervention. There was a tendency for less frequent depression symptoms, 
which were found in 17 subjects (33%) before, and in 12 patients a� er the inter-
vention (23%) (p = 0.0736). Symptoms of depression occurred in 22 patients (37%) 
malnourished and at risk of malnutrition and in two (5%) with good nutritional 
status. People with poor nutritional status had signi� cantly more symptoms of 
depression than those with normal nutritional status (p = 0.0001). Poor nutritional 
status is associated with a higher incidence of symptoms of depression, and there-
fore assessment of nutrition and nutritional interventions are crucial in its course.
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PO18.17.Traditional gamelan musical activity and cognitive function in 
Balinese elderly

SETIADI Tania1, PANGKAHILA Wimpie2,
P URWATA Thomas2

1Stichting Alzheimer Indonesia Nederland, Groningen, Netherlands, 
2Udayana University, Denpasar, Bali, Indonesia

Background: In 2030, the number of elderly people (aged ≥ 60 years old) in Indonesia 
is projected to reach 38.9 million (13.2% of the population). As the elderly population 
has increased, so have the threats of cognitive frailty. One of the activities that can 
enhance cognitive function is musical activity. Gong Kebyar Gamelan, a traditional 
Balinese music ensemble, has become the most common traditional music played 
by Balinese people for decades. This research aimed to identify whether gamelan 
musical activity can potentially enhance cognitive function in the elderly people.
Methods: This was an analytic-observational research using a cross-sectional 
method. One hundred healthy elderly (male, aged ≥ 60 years old) were divided 
into two groups: 1) group with gamelan musical practice (n=50) comprising sub-
jects who had experienced playing gamelan musical instruments for at least one 
year; 2) group without gamelan musical practice (n=50) comprising subjects who 
had never received the gamelan musical training. Structured interviews were 
conducted to obtain subjects’ information and gamelan musical activity charac-
teristics, followed by a general cognitive function assessment using Mini Mental 
State Examination (MMSE). 
Results: There were no signi� cant di� erences of age, education and occupation 
between groups. The mean of MMSE scores of Group 1 (25.96±2.74) was signi� -
cantly higher than that of Group 2, i.e. 23.50±3.25 (p<0.001). In Group 1, those who 
currently still played gamelan had a signi� cantly higher MMSE mean scores than 
those who already stopped (p=0.01). However, no signi� cant MMSE score di� er-
ence was found between those with single and multiple instruments mastered.
Conclusions: Elderly people who played Balinese gamelan had better cognitive func-
tion than those who did not, as well as those who still actively played compared 
to those who ceased out. This indicates that traditional gamelan musical activity 
might play a role as a protective factor against cognitive decline in Balinese elderly.

PO18.18.Th e occurrence of cognitive impairment and small vessel 
disease in a cohort study in Poland – Preliminary results

SZCZEŚNIAK Dorota, RYMASZEWSKA Joanna, 
ZIMNY Anna, SĄSIADEK Marek, POŁTYN-ZARADNA 
Katarzyna, ZATOŃSKA Katarzyna, ZATOŃSKI Tomasz,
S ZUBA Andrzej

Wroclaw Medical University, Wroclaw, Poland

Introduction: The exploration of a complex picture of factors linked to the pro-
� le of cognitive functioning was undertaken in the present study. The objective 
was to analyse the incidence of covered cerebral ischemia and the prevalence of 
impaired cognitive functioning in the Polish cohort of the PURE (Prospective Urban 
and Rural Epidemiological) study.
Methods: The study sample taken into account in the current analysis consisted of 
702 subjects (mean age: 61.1 yrs range: 39–81 yrs, F/M: 443/260). The study proto-
cols included medical history and psychometric cognitive examination measured 
with Montreal Cognitive Assessment (MoCA mean score: 26.3, sd=2.5), TMT test, 
Digit Symbol Substitution, followed by a structural brain MRI.
Results: Lacunar infarcts were detected among 6% (n=41) while periventricular 
and/or subcortical white matter hyperintensities (WMHs) assessed with Fazekas 
score were found among 80% (n=558) of the study group. Cognitive impairment 
(MoCA<26) was diagnosed in 36% (n=260) of the subjects. Among people with nor-
mal cognitive status 4% (n=16) had lacunar infarcts and 11% (n=47) showed high 
burden of WMHs (Fazekas score ≥3). At the same time 11% (n=31) of subjects with 
cognitive impairment did not show any lacunar infarcts or WMHs.

Conclusions: Small vessel disease seems not to in� uence cognitive functioning 
alone. Further analyses taking into account clinical and social factors will be carried 
out in order to obtain a full picture of the in� uential factors for cognitive de� cits.

PO19. Socio-economic aspects of dementia

PO19.1. Prevalence of dementia in Norway

GJØRA Linda1, SELBÆK Geir2

1� e Norwegian Advisory Unit on Ageing and Health, Levanger, 

Norway, 2� e Norwegian National Advisory Unit on Ageing and Health, 

Lillehammer, Norway

In Norway there are no valid estimates of the prevalence of dementia. The esti-
mates currently in use range from 70,000 to 104,000 and are based mostly on old 
studies and studies from other countries. This makes planning of both today`s 
and tomorrow`s dementia care di�  cult.
To enable planning of good care for people with dementia and their carers, it 
is decisive to have more accurate estimates of the total number of people with 
dementia. On behalf of The Norwegian Directorate of Health, as a measure in the 
Norwegian Dementia Plan 2020, The Norwegian National Advisory Unit on Age-
ing and Health are doing a prevalence study on dementia. 
We will make valid estimates on the prevalence of dementia and the most common 
subtypes of dementia (Alzheimer, vascular, Lewy body and frontotemporal demen-
tia). The study is linked with the fourth wave of the population-based health study 
in Trondelag (HUNT) in 2017–2019. 10,600 persons over 70 years from 24 di� erent 
municipalities are included and have been assessed for cognitive function, activi-
ties of daily living and neuropsychiatric symptoms. The participants are assessed 
at a test station, in their home or in the nursing home. Inclusion was based on 
informed consent or consent by proxy in case of reduced capacity to consent. 
For persons scoring below a prede� ned threshold on cognitive assessments an 
interview with a next of kin was conducted. The interview was done to get more 
information on symptom start and progression. Diagnoses will be set indepen-
dently by two doctors with special clinical and research competence in neurology, 
geriatrics or old age psychiatry. For describing the prevalence of dementia in the 
age groups under the age of 70, data from the Norwegian study Young Dementia 
in Trondelag will be used.
The results will be available in 2020.  

PO19.2. Anticipatory grief in dementia: An ethnography of loss and 
continuing bonds

LEMOS DEKKER Natashe

University of Amsterdam, Amsterdam, Netherlands

In dementia, cognitive and physical capacities gradually decline. Family members 
can experience a process of gradual loss while the person with dementia is still 
alive, o� en phrased in terms of feeling that the person is “already gone” while 
“still here.” This brings about a social imaginary wherein the person with demen-
tia embodies an ambiguity of simultaneous absence and presence. In this paper, 
I explore the social dynamics of how family members negotiate this ambiguous 
experience, drawing focus to experiences of anticipatory grief and e� orts to main-
tain valuable connections. I present a perspective that recognizes the grief that can 
emerge in the experiences of family members as they encounter moments of loss 
before biological death, while also paying attention to how meaningful relation-
ships can be transformed and maintained in the face of loss. Based on 18 months 
of ethnographic research in nursing homes in the Netherlands, I show that in this 
negotiation, the relationship with the person with dementia is readjusted and 
their personhood recognized. Embracing such ambiguous experiences can make 
us aware of new forms of knowledge and generate new opportunities of how to 
live with dementia, provide care and sustain connections.
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PO19.3.“Come to Your Senses – Dementia-sensitive design saves 
money!”

DIETZ Birgit

BIfadA (Bavarian Institute of Architecture for the elderly and cognitively 

impaired), Bamberg, Germany

As we age, we must all adjust to the increasing functional limitations of our bodies, 
our senses and our mind. As long as we are still able to understand what is hap-
pening to us, we are able to develop our own individual strategies to compensate. 
For example, we put on glasses and seek a place with good illumination to read.
However, when the normal aging process is accompanied by dementia, architects 
and designers must strive to o� set the limitations of our bodies by designing 
surroundings that o� er practical solutions. A decline in abilities should trigger 
e� orts to make that person’s surroundings safe and understandable, create a built 
environment that is increasingly supportive and compensatory, like a prosthesis.
If such e� orts are not made, a loss of competence becomes evident and a feeling 
of uncertainty arises. If the senses can no longer ‘read’ the environment and the 
memory can no longer retain previously known patterns, the result is fear. Fear 
in turn results in actions such as aggression, running away or hiding, and ulti-
mately to social isolation.
Thus, it is crucial to minimise this feeling of incompetence and uncertainty. Building 
for the elderly means thinking about acoustics, colours, orientation aids, lighting 
and additional practical details. This study describes how taking this approach as 
an architect can reduce care time as well.
We timed how long it takes sta�  in a hospital to help patients get to and use the 
toilet. Moreover, we examined whether architectural measures can promote the 
independent use of the toilet and thus save nursing time. The results indicate 
that even small modi� cations in the patient’s room and inside the bathroom can 
support independent use. Taking on average just 15 minutes, these minor modi� ca-
tions demonstrate that dementia-sensitive design can markedly reduce care time.

PO20. Technology

PO20.1. Supporting the use of gaming technology in dementia care: An 
online training portal for practitioners

HICKS Ben

Bournemouth University, Hove, United Kingdom

Emerging research has demonstrated the bene� ts of o� -the-shelf gaming technol-
ogy such as iPads, Nintendo Wii and Microso�  Kinect for supporting the well-being 
and social inclusion of people with dementia. Despite this, however, the uptake 
of these devices within the dementia care arena has been limited due to barriers 
associated with the perceived cost, a lack of training amongst dementia practi-
tioners and a misconception that people with dementia lack the capabilities or 
interest to engage with them. This presentation reports on a two-year project that 
collaborated with 48 dementia practitioners across the South of England to develop 
an online training platform, named Game Plan, and accompanying face-to-face 
training package to support the set-up and delivery of ‘Tech Clubs’ to people with 
dementia. The training was trialled within 4 care homes and evaluated using a 
mixed method approach. The results suggested that the training was received posi-
tively, enhanced practitioner’s knowledge of gaming technology and supported 
them in using it within their daily practice. This in turn had positive bene� ts for 
the residents with dementia. The study demonstrates the need to work collabora-
tively with dementia practitioners to raise their awareness of o� -the-shelf gaming 
technology as a medium for enhancing the well-being of people with dementia, 
as well as ensure that any training developed is � t for purpose.

PO20.2. Cognitive-training App for people with Alzheimer’s Disease

BRUNETE Alberto1, ARNANZ NARGANES Esther2, GARCÍA Luis2, 
GÓMEZ JIMENEZ Victor 2, GARCÍA OLVERA Rodrigo Alberto 2

1FAE-Universidad Politécnica de Madrid, Madrid, Spain, 2Fundación 

Alzheimer España, Madrid, Spain 

The o� er for cognitive-training “Apps” is increasing, but the need for an applica-
tion speci� cally designed for people with Alzheimer’s has been detected. For this 
reason, we present a � rst design of a speci� c application that meets the follow-
ing objectives:

• To provide a cognitive training tool for people with Alzheimer’s disease 
(AD) to delay the degenerative process, taking into account their situation

• To o� er family members of people with AD a di� erent way of doing exer-
cises at home

• To provide AD professionals with a speci� c, � exible and adapted mate-
rial for people with AD

• To give an alternative to people who cannot go to the health center due 
to their physical or demographic situation.

For this reason, a tablet-based multi-platform application has been designed to 
meet the following functionalities:

• To evaluate the level of capabilities of the person with AD, both initial 
and follow-up

• To play games and do exercises, chosen by the person with AD or the thera-
pist and performed independently or in sessions. Di� erent subjects will be 
covered: attention, memory, concentration, calculation, language, praxies, 
gnosias, temporo-spatial orientation and activities of daily life (ADL). The 
di�  culty of the exercises is adapted according to the previous evaluation

• To create speci� c sessions, adapted by the therapist or caregiver (family 
member who has had previous training and follows the therapist’s guide-
lines) in time and di�  culty for the user

• To manage the person with AD agenda, with reminders of sessions, activi-
ties, events and notes of the therapist /caregiver

• To keep track of the evolution with histograms and graphs of progress.
The application aims to provide a new concept of usability and management of 
“Apps” for people with Alzheimer’s. The � rst results and user impressions will be 
shown and discussed in this contribution.

PO20.3. A revolutionary product for people with dementia and 
caregivers

PALAZÓN Pedro2, ARNANZ NARGANES Esther1, LANDROVE Jose 
Carlos2, CASTILLO A na1, GARCIA L uis1

1Fundación Alzheimer España, Madrid, Spain, 2FAE-Ibermática, Madrid, 

Spain

Mime is born from the need to help people a� ected by Alzheimer’s and their car-
egivers, an increasingly numerous group.
MiMe is basically an application for mobile devices, consisting of 2 pieces: The 
MiMe (My Memory) itself, for the a� ected users and SuMe (His/Her Memory), for 
the caregivers.
MiMe is preinstalled on a mobile phone to facilitate use by Alzheimer’s patients. 
The application completely replaces the operating system of the device and avoids 
the confusion that other types of messages could generate in the users, assuring 
an optimal service and without interferences.
Among the functions included in MiMe and SuMe we highlight the real-time 
location of the person a� ected, medication supervision, day-to-day management 
through reminders or provide assistance in a situation of need. The main objective 
of this product is the maintenance of the autonomy of the person and the decrease 
of the overload perceived by the caregiver (burnout syndrome).
The work team brings together experts in Thinking Design, UX, designers and 
technologists from a technological company, as well as psychologists, therapists, 
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caregivers and other experts from the FAE (Spanish Alzheimer’s foundation), all 
united in a common goal: to develop the best app in the market for people with 
dementia and caregivers.

PO20.4. User-testing of an online lifestyle program for brain health in 
individuals with SCD

WESSELMAN Linda1, SCHILD Ann-Katrin2, HOOGHIEMSTRA 
Astrid1, MEIBERTH Dix2, VAN LEEUWENSTIJN-KOOPMAN 
Mardou1, PRINS Niels1, JESSEN Frank2, VAN DER FLIER Wiesje1, 
SIKKES Sietske2

1Alzheimer Center Amsterdam, Department of Neurology, Amsterdam 

Neuroscience, Vrije Universiteit Amsterdam, Amsterdam UMC, Amsterdam, 

Netherlands , 2Medical Faculty, Department of Psychiatry, University 

Hospital Cologne, Cologne, Germany

Background: Individuals with subjective cognitive decline (SCD) are at increased 
risk for dementia, are motivated to participate in prevention strategies and report 
an intrinsic need for information on brain health.
Aim: We developed an online lifestyle program � tting the needs of the users in 
di� erent European countries. We now aimed to evaluate feasibility and usability 
of the program in a sample of SCD individuals.
Methods: In an iterative process involving users, experts and technical develop-
ers, we developed an online lifestyle program consisting of lifestyle content in 5 
categories and daily advices. Participants (N=130, 65±9y, 57% female) had access 
to the program for 30 executive days. User-experiences were assessed by items of 
the Usefulness, Satisfaction, and Ease of use (USE, range 1–7) and System Usability 
Scale (SUS, range 0–100) questionnaires and ratings of the daily advices (range 1–5), 
with higher scores indicating better ratings. Feasibility was assessed by data log of 
program use and qualitative feedback in questionnaires and telephone interviews.
Results: 78% of the participants (n=101) completed the questionnaires. They rated 
the programs’ usability 3.7±1.3, learnability 3.6±1.9 and satisfaction 4.0±1.5 points 
(USE, moderate scores) and usability on the SUS-scale 63.7±19.0 (marginal). Daily 
advices were rated with 3.5 ±1.5 points, indicating moderate usefulness. Partici-
pants on average completed 31 advices and changed the daily advice 23 times. 
Attitude and Physical advices were rated higher than Lifestyle (p=<.001). Although 
some technical issues were reported, the overall content was appreciated. Partic-
ipants reported that the program induced awareness of lifestyle factors that are 
related to brain health, motivated re� ection on current lifestyle and strengthened 
planned lifestyle changes.
Discussion: Our study � ndings suggest that o� ering brain health information online 
is feasible across countries. Online self-applied lifestyle programs seem useful in 
reaching large groups of motivated at-risk individuals for dementia prevention.

PO20.5. Our approach to research into technologies for dementia care

KIELY Aoife, GRAY Katherine, CAPPER Colin, CESARINO Edoardo

Alzheimer’s Society, London, United Kingdom

Technology is an area of interest for many – within academia, policy, commis-
sioning and beyond. However, e� ective research into technology can be di�  cult.
From an academic perspective, we know that implementing research � ndings and 
enabling change in practice is a key challenge.  However, in technology, challenges 
around the practical implementation of outputs are even greater – particularly 
when solutions are developed exclusively within academia. These include recon-
ciling the fast pace of technology development with the slower pace of academia, 
bringing in better user testing and design, and understanding the user needs and 
which speci� c solutions can help.
Whilst we know there are many challenges to impactful research into technologies 
for dementia care, the good news is that there are increasingly more examples of 
best practice in this area. People from di� erent backgrounds and areas of expertise 

are coming together to develop e� ective technology solutions that can have the 
best impact in real life for people with dementia.
At Alzheimer’s Society, we want to apply this partnership approach to our work 
into the development of technologies for dementia care. Through our Accelerator 
Programme, we fund innovations and inventions, including tech-based products, 
from engineers, designers, developers, innovators, entrepreneurs, or anyone with a 
good idea, to help them work at speed to develop their product or service, so that 
we can improve the lives of people a� ected by dementia quicker.
Approaching technology from di� erent angles, Alzheimer’s Society is position-
ing itself as thought leaders in the area of technology for dementia care, working 
at the forefront and guiding this emerging area. As for everything we do, people 
a� ected by dementia are at the heart of our work into technologies for dementia 
care. We want to develop solutions with and for people with dementia, ensuring 
that their voice is heard at all stages.  

PO20.6. A user centered design approach to develop a serious game for 
people living with dementia: A case study of the AAL project 
PLAYTIME

GEERTS I.A.G.M.1, SNAPHAAN L.J.A.E.2, BONGERS I.M.B.2

1Tranzo (TSB, Tilburg University), Mental Health Institute Eindhoven, 

Tilburg, Eindhoven, Netherlands, 2Eindhoven, Netherlands

Despite the promising results on the use of serious (SG) games for stimulating cog-
nitive, physical, and social abilities of people with dementia (PWD), it is shown 
that PWD have problems in using many of the SG currently available. Hence, it is 
important to involve PWD in the development process of SG by adopting a user 
centered design (UCD) approach to ensure that their speci� c needs and daily con-
text are better understood. The literature rarely describes the involvement of PWD 
in a UCD approach and even less is known about the methods and procedures 
applied in all di� erent stages of the development process. The aim of this study is 
therefore to (1) describe the methods and procedures used to involve PWD and their 
informal caregiver in the subsequent stages of the development process of the 
� rst SG prototype developed in the AAL funded project PLAYTIME and (2) evaluate 
the described UCD approach by exploring its added value from the perspective of 
all involved stakeholders by conducting 18 semi-structured interviews with these 
stakeholders: PWD, their informal caregivers and the PLAYTIME project partners. 
The described UCD approach is based on the user-driven Living Lab of Innovate 
Dementia 2.0, in which PWD are involved in the stages of the development pro-
cess via questionnaires, focus group meetings and in context � eld studies. The 
added value of the described UCD approach is, for example, an increased usability 
and appropriateness of the � rst prototype due to more conscious design decisions 
and increased motivation of project partners to live up to the expectations of the 
end-users. By describing and evaluating the UCD approach applied in the devel-
opment process of PLAYTIME, insights are provided into how PWD can be involved 
in an UCD approach to enhance the usability and succeed the implementation of 
SG for PWD in practice.

PO20.7. Promoting the adoption of GPS watches in the fi eld of dementia 
care: From professionals to end users

FREIESLEBEN Silka Dawn, MEGGES Herlind, RÖSCH Christina, 
PETERS Oliver

Charité – Universitätsmedizin Berlin, Memory Clinic and Dementia 

Prevention Center, Berlin, Germany

Objective: At present, an untapped market of persons with dementia (PwDs) and 
their caregivers (CGs) who could bene� t from using GPS watches exists. Obtaining 
the input from professionals throughout product research and development stages 
is one proactive way to increase future use, and was the aim of the current study.
Methods: Focus group interviews with 18 professionals working in business, 
healthcare and research � elds related to gerontology were carried out (equal ns). 
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Demographics, experience with dementia and assistive technologies (years), pay 
willingness for a GPS watch (once/per month), the technological a�  nity scale for 
electronic products (TA-EG; range 19–95), and the ISONORM 9241/10 scale (range 
0–210) to examine the usability of a tested GPS watch were assessed, with pro-
fessionals testing a commercial GPS watch prior to data collection. Spearman’s 
rank-order correlations, simple linear regressions, and one-way ANOVAs were per-
formed. Only quantitative data are presented.
Results: Professionals’ mean age was 41.3 years (SD=10.9), half were female, and at 
least half had � ve or more years experience with dementia (66.7%) and assistive 
technologies (50%). A signi� cant negative correlation between TA-EG and expe-
rience with dementia (r=-.62, p=.006) was found, and remained signi� cant a� er 
controlling for age, gender, education, and experience with assistive technologies. 
Results of all simple linear regressions were non-signi� cant. A signi� cant one-way 
ANOVA between TA-EG and group membership was found [F(2, 15)=6.76, p=.008], 
with business (M=79.5, SD=4.4) having signi� cantly higher scores than healthcare 
(M=64.7, SD=6.7, p=.008) and research (M=68.0, SD=9.9, p=.040).
Conclusion: In this sample, professionals from di� erent � elds were similar with 
regards to all measured assessments, except for technological a�  nity. For fur-
ther analyses with qualitative data, this will limit the in� uence of demographic 
and other potential confound variables on professionals’ opinions regarding GPS 
watches when analysed by group membership.

PO20.8. How dyadic interactions infl uence the user experience of 
persons with dementia and their caregivers with GPS watches

RÖSCH Christina, MEGGES Herlind, FREIESLEBEN Silka Dawn

Charité – Universitätsmedizin Berlin, Memory Clinic and Dementia 

Prevention Center, Berlin, Germany

Objective: Research on the user experience (UX) of persons with dementia (PwDs) 
and their caregivers (CGs) with GPS watches in dementia care is encouraging. How-
ever, research on how dyadic interactions between PwDs and CGs in� uence one’s 
UX is limited. Accordingly, our aim was to examine how dyadic interdependency 
in� uences UX with GPS watches in dementia care.
Methods: 20 dyads tested two similar commercial GPS watches at home for four 
weeks each. At three assessments (T1, T2 and T3), dyads � lled out the technological 
a�  nity scale for electronic products (TA-EG), quality of life scale (EUROHIS-QOL), 
self-e�  cacy scale, and usability ISONORM 9241/10 scale. At T2 and T3, dyads rated 
the tested GPS watch’s overall design features (color, font, size, weight, buttons, 
and battery life), it’s telephone function and their subjective frequency of use of 
this function. Interdependency within dyads was evaluated with actor-partner 
interdependence models.
Results: 17 dyads completed the study. A signi� cant actor e� ect was found for CGs 
rating of the telephone function at T2 and T3, and for PwDs rating of overall design 
features between T2 and T3, and for EUROHIS-QOL and overall designs features 
at both time points. Signi� cant partner e� ects stemming from CGs for EUROHIS-
QOL and usability at T1 and T2, EUROHIS-QOL and design features at T2, TA-EG and 
usability at T2, usability at T1 to T2, and overall design features at T1 to T2 were 
found. One partner e� ect stemming from PwDs was found for usability at T1 to T2.
Discussion: We deliver important results on how interdependency within a dyad 
in� uences UX with GPS watches. Limited partner e� ects at T3 indicate that dyad 
members were more aligned at T3 than at T1 and T2. The further examination of 
dyadic interactions on UX with dementia technologies is warranted to better cap-
ture dynamic processes that may impact UX.

PO20.9. Touchscreen technology in care homes: Results on the use of art 
apps for entertainment of people with dementia

CAVALCANTI BARROSO Aline, RAI Harleen, SCHNEIDER Justine, 
ORRELL Martin

University of Nottingham, Nottingham, United Kingdom

In 2014, a report by the Alzheimer’s Society estimated that 311,730 people with 
dementia in the United Kingdom were living in care homes. People living in care 
homes are more likely to be socially isolated and experience a lack of stimulation. 
They are usually excluded from cultural and social activities that are widely available 
in the outside world. It has been argued that it should be of high importance that 
care homes residents living with dementia have access to meaningful activities 
and are supported as required to engage in them. The use of touchscreen tech-
nology could be one strategy to engage people living in care homes in enjoyable 
leisure activities. Previous research has indicated that people with dementia and 
care sta�  reported positive experiences when using touchscreen technology, show-
ing improvements in quality of life, relationships and interpersonal interaction. As 
this type of technology could be new to people with dementia, a possible way to 
involve them in activity could be through the use of the visual arts. So far, very lit-
tle research on the bene� ts of visual art interventions on touchscreen devices has 
been made. However, positive results on research evaluating the independent use 
of these interventions can be found in scienti� c literature, making the use of art 
in touchscreen devices promising idea. Our objective in this feasibility trial was to 
understand the e� ects of the use of touchscreen technology and visual art apps 
in activities with the residents with dementia and how such activities can be suc-
cessfully implemented in care homes. We evaluated the e� ects of the intervention 
on the wellbeing of the residents with dementia and also the acceptability of the 
digital art apps in touchscreen technology by people with dementia and the prac-
ticality of the activity to be delivered in residential care settings by the care sta� .

PO20.10.Experiences with socially assistive robot AMIGO for the 
motivation of playful multimodal training in dementia

PALETTA Lucas1, SCHÜSSLER Sandra2, ZUSCHNEGG Julia2, 
LODRON Gerald1, FELLNER Maria1, RUSSEGGER Silvia1, LAMMER 
Lara3, PRODROMOU Dimitrios4, STEINER Josef5, PANSY-RESCH 
Sandra5, BRUNSCH Sebastian4, CARNEVALE Lorenzo4

1joanneum Research Forschungsgesellschaft mbH, Graz, Austria, 2Medical 

University of Graz, Graz, Austria, 3Vienna University of Technology, Vienna, 

Austria, 4Humanizing Technologies GmbH, Vienna, Austria, 5Sozialverein 

Deutschlandsberg, Deutschlandsberg, Austria

The increase in dementia causes an increase of the use of health care resources. At 
the same time there is a decreasing number of available caregivers. Consequently, 
technologies, like socially assistive robots, have been developed to assist caregiv-
ers and persons with dementia (PWD) in promoting independence. Most robots 
were tested in laboratory settings with mainly elderly people without dementia. 
Therefore, there is a lack of knowledge about their use in real care situations of 
persons with dementia.
The project AMIGO explores the experience of PWD, relatives, caregivers and demen-
tia trainers in using robot Pepper in private households. In Companion mode, 
Pepper provides entertainment, reminders and tailored dialogues. In Coach mode 
it speci� cally motivates to use a Tablet PC based playful multimodal training for 
intervention.
In a pilot study about the usability of the application Pepper spent 1 week in each 
of 3 Austrian households. In total 12 participants (3 of each target group) were 
included to collect questionnaire and interview data.  The results of the Technol-
ogy Usage Inventory (4–28 points span) demonstrate that caregivers and dementia 
trainers are mainly curious about using Pepper (21.3 and 20.7 points). Relatives 
emphasize the application of Pepper (18.3 points) but also pronounce skepticism 
(17 points). PWD most o� en see the usefulness of Pepper (20 points) with some 
anxiety in the application (15.3 points). Qualitative results show that most of the 
participants describe positive feelings, like curiosity, interest and surprise. Pep-
per’s principal support was seen in the areas of communication/social contacts, 
recreational activities, learning ability and mobility.
Overall, the AMIGO application was experienced as positive and support opportu-
nities were seen by all participants. The results of this � rst pilot study support the 
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further development of socially assistive robots to enhance motivation for playful 
training for persons with dementia in private households.

PO20.11.Application of toxicologic approaches to develop a test for 
diagnosis of Alzheimer’s disease before it strikes

ROGGEN Erwin L1, VERFAILLIE Catherine2, GAJJAR Madhavsai2, 
PRINCEN Katrien3, DEJONCKHEERE Wannes3, BRIEDÉ Jacco4, 
KARRI Venkat4, WITTENS Melissa5, ENGELBORGHS Sebastiaan5

1ToxGenSolutions BV, Maastricht, Netherlands, 2Katholieke Universiteit 

Leuven, Leuven, Belgium, 3reMYND, Leuven, Belgium, 4Universiteit 

Maastricht, Maastricht, Netherlands, 5Universiteit Antwerpen, Antwerpen, 

Belgium

Decades of animal-based research aiming at the elucidation of the pathophysi-
ological mechanisms driving Alzheimer’s disease (AD) have not yet translated 
into e� ective therapeutic treatments for AD patients. Possible reasons behind this 
translational failure may be the overreliance on animal models for AD, the focus 
on late AD-associated features, such as amyloidosis and tauopathy, and a bias 
towards familial AD (<5% of all AD cases). Disproportionately little attention has 
been given to aging, and non-genetic and environmental risk factors believed to 
be responsible for >95% of the known Alzheimer’s cases
The Interreg. project ‘’Herinneringen’’ introduces a paradigm shi�  by implement-
ing human-based methods to investigate the pathological processes triggered by 
external risk factors (e.g. environmental toxicants, life style) that have been asso-
ciated with Alzheimer’s pathology. The advantage of such approach is that well 
established toxicological methods can be applied.
The envisaged deliverable of the project is an inexpensive and minimally invasive 
(e.g. blood) test method building on molecular and cellular mechanisms triggered 
by external risk factors and driving Alzheimer’s initiation and early development 
(i.e. before signi� cant brain damage occurs). From data genetic biomarkers are 
selected and evaluated directly on human clinical samples and patients. The suc-
cess criteria of the method as diagnostic tool include human pathophysiological 
relevance and accurate early diagnosis, monitoring of disease progression and 
drug e�  cacy, and useful in novel drug development strategies.
The anticipated impact of the test method is expected to be bene� cial for patients, 
caregivers, the community and companies who want to develop Alzheimer’s thera-
pies. These bene� ts include: (1) better quality of life for patients and their family, (2) 
faster certainty about treatment (as soon as available), (3) lower costs for health 
care, and (4) new possibilities for the development of active drugs.

PO20.12.Developing a sustainable implementation strategy and business 
model for an eHealth intervention to support caregivers of 
people with dementia: Th e Partner in Balance case study

BOOTS Lizzy1, CHRISTIE Hannah1, DOUVEN Elles2, KERPERSHOEK 
Liselot2, PEETOOM Kirsten2, TANGE Huibert3, VERHEY Frans2, DE 
VUGT Marjolein2

1Alzheimer Centre Limburg, Maastricht, Netherlands, 2Alzheimer Centre 

Limburg, Maastricht University Medical Centre, Maastricht, Netherlands, 
3School for Public Health and Primary Care, Maastricht University, 

Maastricht, Netherlands

Background: Given the increasing use of digital interventions in healthcare, under-
standing how best to implement them is crucial. However, evidence on how to 
implement new, academically-developed interventions into complex healthcare 
environments is lacking. This case study o� ers an illustration of how to develop 
a theory-based implementation plan and business model, by exploring perspec-
tives involved in the implementation of an eHealth intervention within a Dutch 
dementia care context.
Methods: The case study concerns Partner in Balance, an online course to support 
caregivers of people with dementia, which was e� ective in improving caregiver 

self-e�  cacy, quality of life and care con� dence. The large-scale implementation 
took place in the Netherlands, by being o� ered in local dementia case-manage-
ment services, care homes, dementia support groups and select municipalities. 
Informed by the Consolidated Framework for Implementation Research (CFIR) and 
the Business Model Canvas (BMC), we combined data from a literature review, qual-
itative interviews with national stakeholders, iterative feedback, and user data.
Results: An implementation plan and business model to implement Partner in 
Balance in the Netherlands on a large scale was developed. During the imple-
mentation process, barriers related to budget and expense claims, familiarity 
with technology from the perspective of all users, � tting the content to speci� c 
subgroups, and support for the professionals carrying out the intervention were 
explored and iteratively addressed.
Conclusions: This paper o� ers an example of implementing a digital health inter-
vention in dementia health care in the Netherlands. It can be used to inform others 
working to implement an evidence-based eHealth intervention.  We can conclude 
that including stakeholders during the � rst phases of intervention development 
and evaluation aids implementation in regular care practice and development of 
a business model. Furthermore, a � exible approach that allows response to emerg-
ing barriers is required while implementing a complex intervention in dementia 
health care.

PO20.13.Tablet-based playful multimodal training for activating people 
with dementia: Experiences of an 8-month study

FELLNER Maria1, WILD Monika2, STEINER Josef3, PALETTA Lucas1, 
SCHUSTER Eva 3, JOS Anna 3

1J oanneum Research - Digital Graz, Austria, 2Austrian Red Cross, Vienna, 

Austria, 3Sozialverein Deutschlandsberg, Deutschlandsberg, Austria 

The combination of cognitive, physical and social stimulation promises signi� cant 
potential for success. Serious games can support behavioural changes in a playful 
way. JOANNEUM RESEARCH and Sozialverein Deutschlandsberg have developed a 
tablet-based serious game in a series of research projects, which is used for per-
sonalized and guided trainings by dementia trainers. Each training unit starts with 
movement exercises for warm-up, followed by various theme-based cognitive and 
creative exercises, such as quizzes, closes, puzzles, spot-the-di� erence, pairs, pic-
ture details, math, and sound riddles. The di�  culty can be adjusted according to 
the person´s actual constitution.
This serious game has 2018 been tested by the Austrian Red Cross in an 8-month 
pilot study in 3 di� erent Austrian regions. 8 professional caregivers of the Austrian 
Red Cross have been trained in the multimodal approach of M.A.S. dementia train-
ings (train-the-trainer). These professional caregivers have then instructed several 
persons working in their regions on a voluntary basis (visiting service).
In total 49 persons, men and women, with di� erent stages of cognitive impairment 
have been visited frequently in their respective home or residential care environ-
ment by the volunteers of the Red Cross. At each visit they have been conducted 
through a tablet-based training unit of 50 minutes following a speci� c theme (e.g. 
spring, professions, water, past times).
On a subjective basis the caregivers observed increased cognitive and commu-
nicative capabilities, more activation and a more stable emotional status of the 
participants. Therefore, they would like to use the serious game on a regular basis 
for their visiting service for people with dementia in the future.
The caregivers of the Austrian Red Cross also had an intensive exchange of 
experience with the development team of Joanneum Research and Sozialverein 
Deutschlandsberg to optimize the serious game, which is the basis for a user-
centred development process.
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PO20.14.A tweet a day from @AHPDementia to support people living 
with dementia to remain active and independent

HUNTER Elaine, MCKEAN Alison

Alzheimer Scotland, Edinburgh, United Kingdom

Background: People living with dementia have challenges trying to access the 
expertise of allied health professionals (AHPs) as they are unaware of who we are 
or how we CAN help.  In addition to this people living with dementia are looking 
for information to help them stay at home and to continue to be active in their 
local communities.   For the bene� t of AHP’s to be realized for all people living 
with dementia, we require new ways of thinking and working that increase our 
visibility and access. (Alzheimer Scotland 2017). 
Method: The poster will share an improvement project with a group of allied health 
professionals who tested the use of a new twitter account @AHPDementia over 12 
months, with the overall aim to improve the public’s understanding of the role of 
AHP’s in dementia care.  The application of a model for improvement (Langley et 
al 2009) will be shared and data presented, considering if being active on twitter 
did improve people’s understanding of our contribution in dementia care. Suc-
cess factors will be shared and describe how this work links to the national AHP 
dementia policy “Connecting people, connecting support” (Alzheimer Scotland 2017)
Conclusion: People living with dementia are using smartphones and tablets, actively 
engaging on online platforms to share their narratives and gain the bene� ts of 
using social media. Social media o� ers a real opportunity to raise awareness of 
the work and value of AHP’s to dementia care and has the potential to transform 
the way we communicate with people living with dementia.
References: Alzheimer Scotland 2017 Connecting people, connecting support. Trans-
forming the contribution of allied health professionals in dementia in Scotland 
2017–2020. Langley GJ Moen RD Nolan KM Nolan TW Norman CL Provost LP  2009 
The improvement Guide A practical approach to enhancing organizational perfor-
mance 2nd edition Jossey-Bass A Wiley

PO20.15.Th e eff ectiveness of e-Health solutions for Aging In Place with 
MCI or dementia: Results of a systematic review

DEQUANTER Samantha1–4, GAGNON Marie-Pierre2, NDIAYE 
Mame-Awa1–4, DION Jessica1–4, GORUS Ellen1, FOBELETS Maaike4, 
BUYL Ronald4

1Faculty of Medicine and Pharmacy, Department of Gerontology, Frailty in 

Ageing (FRIA) Research Group, Vrije Universiteit Brussel (VUB), Brussels, 

Belgium, 2Institute of Health and Social Services in Primary Care, Research 

Center on Healthcare and Services in Primary Care of Laval University 

(CERSSPL-UL), Québec, Canada, 3Faculty of Nursing sciences, Université 

Laval, Québec, Canada, 4Faculty of Medicine and Pharmacy, Department 

of Public Health Sciences, Biostatistics and Medical Informatics (BISI) 

Research Group, Vrije Universiteit Brussel (VUB), Brussels, Belgium

Purpose: The proportion of older adults with Mild Cognitive Impairment (MCI) or 
dementia is growing tremendously. Recent literature shows a preference for Aging 
In Place (AIP). To realize AIP in people with MCI (PWMCI) or dementia (PWD), meas-
urements need to be taken ensuring the safety and well-being of these individuals 
and their informal caregivers (IC). Research shows that E-Health is promising for 
the facilitation of AIP. Since study � ndings are quickly outdated, we aimed to 
review the most recent literature on the e� ectiveness of e-Health solutions for 
AIP in PWMCI, PWD and IC.
Methods: We conducted a systematic review using seven scienti� c databases. 
Inclusion criteria were: (1) experimental studies with a controlled trial study design, 
(2) published from 2013 until 2019, (3) presenting at least one e-Health solution (4) 
targeted at (a) community-dwelling older adults with a risk for cognitive impair-
ment or with a diagnosis of MCI or dementia, or (b) their informal caregivers.
Results: Twenty-� ve out of 12497 articles were included. Excluded articles were 
mainly based on descriptive observational research in pilot or feasibility phase. 

The majority of articles were published in medical-oriented journals (84%). Most 
study � ndings were collected in The USA (25%), Australia (11%) and The Nether-
lands (11%). Cognitive training technologies (60%) and web-based educational 
and support interventions (32%) take up the largest share of represented e-Health 
types. Most interventions are targeted at PWMCI (44%), IC (32%) or PWD (28%), 
while others target older adults at risk for cognitive decline (8%). Reported e� ects 
of e-Health solutions were either positive (84%) or moderate (16%). No negative 
e� ects were reported.
Conclusion: Evidence regarding the e� ectiveness of e-Health solutions for AIP 
with cognitive impairment is still very scarce. These � ndings show that e-Health 
solutions generally have positive results. Future research should also focus on 
solutions other than cognitive training technology.

PO20.16.Age-friendly technological cityscapes: What is utopia?

WALLCOOK Sarah1, KOTTORP Anders2, NYGÅRD Louise3, 
CHARLESWORTH Georgina4, MALINOWSKY Camilla3

1Karolinska Institutet, Huddinge, United Kingdom, 2Malmö Universitet, 

Malmö, Sweden, 3Karolinska Institutet, Huddinge, Sweden, 4UCL, London, 

United Kingdom

From making use of public toilets to navigating passport control; the cityscapes 
of Europe are � lled with a requirement to use everyday technology. While every-
day technologies have been shown to be helpful in the daily lives of older adults, 
they have also been shown to be a hindrance. So, in meeting the Europe-wide 
ambition to create age- and dementia- friendly cities, it is useful to develop poli-
cies based on consideration of how technological interactions may di� er between 
European countries.
The results of two studies mapping the out of home technological landscapes 
of older adults with and without dementia in urban and rural areas of Sweden 
and England are presented. Out of home technologies comprise 42 technologies, 
including public space technologies such as ticket machines, cash machines, pay-
ment card machines and so on. They also include information communication 
technologies, such as computer to search for information or make a transaction, 
a smartphone to send a message or access internet banking.
The poster presents the challenge hierarchy of out of home technologies and iden-
ti� es which are more or less challenging between the country groups. The ability 
of each country group to use everyday technology is presented, together with a 
model of how the numbers of places that people go to can be in� uenced by the 
amount of out of home technology they encounter. Whether or not other fac-
tors, such as gender, driving status, or age a� ect the model will also be presented.
Results can be used to evidence the importance of designing accessible out of 
home technology that contributes to the creation of Age-friendly cities.

PO20.17.CASCADE – Community Areas of Sustainable Care & Dementia 
Excellence in Europe

ROBINSON Samantha1, QUINN Henry2

1Medway Community Healthcare, Gillingham, United Kingdom, 2East Kent 

University Foundation Trust, Dover, United Kingdom

The aim or the CASCADE project is to develop a � nancially sustainable approach 
for people living with dementia that can be replicated across the UK and Europe.  
The model promotes a strengths based approach to holistic person centred care 
to maximise independence and quality of life in the community.  Technology solu-
tions will be procured, utilised and developed to provide innovative solutions to 
support people to be as independent as possible and provide innovative methods 
for creation of and use of our workforce.
In the United Kingdom we are opening 2 purpose built facilities for people living 
with dementia in the UK; 30 residential and 6 guest house beds in Dover and 10 
guest house beds in Medway.  The use of technology within these two areas in 
relation to telehealth and/ or telecare and its ability to support people living with 
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dementia to be as independent as possible will provide opportunities for pro-
ject partners to work with developers to create e� ective and adaptable systems.  
Individuals will be enabled and empowered to continue living the life they wish, 
integrated into the community and undertaking their everyday ‘normal’ activities. 
People living with dementia need � exible care to maximise their independence, 
enabling them to respond to changing needs at di� erent points in time.  At pre-
sent care is either limited at home or all-encompassing in an establishment.  The 
CASCADE vision of enablement and empowerment will provide the means for indi-
viduals to remain integrated within the community living the life that they wish, 
with the support they want.  The opportunity provided to explore technological 
systems designed to be as inconspicuous as possible will enhance the care and 
support provided and enable people living with dementia to remain as independ-
ent as possible, integrated within their local

PO20.18.Nature Online provides a novel way of enjoying nature at home

LAUNIAINEN Helena1, RAHIKKA Anne1, NORONEN Paula 
Noronen2, SLUNGA Annika2

1Miina Sillanpää Foundation, Helsinki, Finland, 2Project Coordinator, 

Helsinki, Finland

Introduction: Nature Online is an internet service, which provides experiences, 
information and activities in connection to Finnish nature. The service is based 
on theories and studies in relation to nature’s e� ects on people’s wellbeing and 
health. It is known, for example, that spending time in nature has restorative e� ects 
and it helpsrecovering from stress. Nature Online brings elements of nature avail-
able also for people, who have limited access to the nature. The service is free of 
charge for the users.
Aim: The focus of Nature Online is to enhance user’s wellbeing by providing ele-
ments of nature via internet site. The aim is to enable experiences of enjoyment 
and restoration in connection to typical Finnish nature while staying inside.
The content of Nature Online: Service design principles were implemented in 
development of Nature Online. Families in informal care situations, volunteers 
and professionals took part in service creation, ensuring that the service meets 
their speci� c needs and have value for them.
The � rst page of Nature Online is a gateway guiding towards restorative e� ects 
of nature. The service is structured in � ve activity areas: Spring, Summer, Fall, 
Winter and Postcards. The seasonal areas are divided into four sections based on 
their focus: Sensing nature (watching, listening and experiencing), Nature related 
activities, Information, and Stories and narratives. The postcard area consists of 
greetings with pictures and messages from all over Finland. The last page of the 
service provides general information.
Results: Nature Online was launched in Finnish in February 2019. There have been 
2700 users and the feedback indicate, that the service is well-liked and viewed 
bene� cial for restorative moments in stressful life situations. Group counselors 
for elderly people have experienced Nature Online to be an inspirational and func-
tional tool in various environments.

PO20.21.Th e “Snoezelen” approach in dementia: A review of the current 
literature

CHRYSIKAKOU Iliana, ASPRIDIS Philippos, ZACHARIADIS Andreas, 
EFTHYMIOPOULOU Catherine

Karelleion Integrated Alzheimer and related disorders Unit, “Apostoli”, Holy 

Archdiocese of Athens, Greece 

Our purpose is to explore how people with dementia can bene� t in a multi-sen-
sory “Snoezelen” environment, but also in which areas this can happen, through 
the review of the contemporary literature.
The term “Snoezelen” describes a multi-sensory therapeutic activity, which takes 
place in a specialized room, equipped appropriately in order to provide stimuli, 

aiming at the activation of all human senses.  The aforementioned term is a deriva-
tive of two words “dozing” and “sni�  ng”. It is a method of stimulating the basic 
senses through optic, tactile, olfactory and auditory stimuli and aims to improve 
the quality of life of people with dementia, who may encounter di�  culties in 
expressing their feelings and their needs.
It involves the use of various objects such as: � bre optics, various fabrics, balls, 
vibrating pillows, water beds with music, interactive wall and � oor panels, water 
pipes, projectors, interactive � bre-optic carpets, music, perfumes, mirror balls etc.
With the use of the multi-sensory “Snoezelen” environment, the stimula-
tion through touch, hearing, smell and vision, helps the elderly with cognitive 
de� cits. “Snoezelen” also o� ers relaxation, rest and pleasure in a pleasant envi-
ronment, which contributes to the improvement of the living standards of people 
with dementia.  It proves to o� er an alternative way of communication between 
therapists and patients and also improves the interaction between them. During 
the sessions, apathy, aggression and anxiety of a patient seem to reduce, as well 
as depressive thoughts.
Overall, the multi-sensory “Snoezelen” environment, seems to contribute to the 
control, better management and eventually, the reduction of behavioral and psy-
chological symptoms, of patients with dementia, especially when therapists and 
caregivers are informed and trained in such a way, in order to focus on the iden-
ti� cation of basic needs and the description of each patient’s sensory pro� le, 
individually.

PO20.22.Occupational therapy and rehabilitation of cognitive and 
perceptual skills of patients with dementia via PCs with touch 
screens

CHRYSIKAKOU Iliana, ASPRIDIS Philippos, ZACHARIADIS Andreas, 
EFTHYMIOPOULOU Catherine

Karelleion Integrated Alzheimer and related disorders Unit, “Apostoli”, Holy 

Archdiocese of Athens, Greece 

The cognitive and perceptual status of patients with can be well evaluated dur-
ing the occupational therapy practice. It is widely known that personal computers 
with touch screens help us observe and evaluate the functionality of people with 
dementia.
Personal computers with touch screens, enable patients with dementia to inter-
act better with each other and also give therapists a better chance to assess the 
patients’ functionality. They may improve the patients’ level of communication, 
through discussions about technological innovations. With the help of this tech-
nology, the patients can recall information from past activities (e.g. Facebook) and 
positive feelings may be stimulated through this retrieval of information. Other 
positive points, are that   patients with moderate vision can work more easily on 
large touch screens (20 ‘ ‘-25 ‘ ‘ inches.) and older people who are unfamiliar with 
their PCs are adapting faster. The limitations that may arise are that therapists 
may not be familiar with technology, and the cost of using a PC with a touch-
screen can be dissuasive.
In conclusion, personal computers with touch screens, help to upgrade the quality 
of life of people with dementia. It seems that in individual sessions, the therapist-
patient relationship is improved and a more anthropocentric program is created, 
but working in groups as well, empower communication between patients. There 
is evidence of positive feedback on enhancing information retrieval through appli-
cations. Patients are facilitated in the programming of activities through visual 
perception involving programs displayed on computer screens.
The bene� ts of this technology are manifold and by using it, we are able to add to 
our therapeutic quiver a remarkable medium, for the reinforcement of cognitive 
and perceptual skills of patients with dementia.
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Poster Award

Help us reward the best posters presented at the 29th Alzheimer Europe Conference!
The Alzheimer Europe Foundation has decided to reward the best posters in each of the two days (PO1 to PO8 on 24 October and PO9 to PO20 on 25 October) and to 
award EUR 750 for the winning poster of the day and EUR 250 for the runner up.
Please help us choose the winners by selecting � ve posters on each day (using the online voting forms). Posters should be selected for presenting innovative results or 
projects and for ful� lling the following criteria:

• The poster promotes a positive image of dementia and people with dementia 
• Non-stigmatising language is used when referring to people with dementia and their carers 
• Projects, activities or research described in the poster show evidence of having involved people with dementia and/or carers in their development 
• The poster is written in easy-to-understand and jargon-free language.

Voting will close at 16.00 on each day. Please select 5 posters on each day using the online voting forms. 

Scan this QR code to vote on the Thursday 24 October: Scan this QR code to vote on  Friday 25 October:
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