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Keynotes and Plenary presentations 

K1. (Keynote presentation) Building bridges – Promoting good dementia care 
through pan-European collaboration 

Alexander Kurz, Lea Pfaeffel 
Klinikum rechts der Isar, Technical University of Munich, Germany 

Many national health and social systems in South Eastern Europe are not prepared to meet the challenge of the 
rapidly rising number of persons living with dementia which is predicted for the upcoming decades. Due to low public 
awareness of dementia, insufficient knowledge and cooperation among professional groups, inappropriate care 
models and lack of suitable services they are also incapable of providing good dementia care, with few exceptions. 
Transnational and interprofessional collaboration of key occupations is an important tool to promote high quality 
dementia care. The scope of collaboration goes far beyond the implementation of medical guidelines. It involves 
defining shared values and goals of dementia care (e.g. person centredness), understanding, voicing and respecting 
the perspectives and needs of persons with dementia and informal carers, fostering comprehensive and proactive 
forms of treatment and care (including non-pharmacological and pharmacological options as well as carer support), 
creating appropriate communication styles, developing efficient and sustainable networking models, stimulating novel 
services, taking steps to put dementia higher on the political agendas, and advocating national dementia strategies 
and plans. Some examples will be given for transnational and interprofessional education and training which is a 
significant contribution to promoting dementia care that is comparable to other EU countries.  

PL2: (Plenary) Moving beyond the COVID-19 pandemic 

PL2-00. Presentation by Alzheimer Europe anti-stigma award finalist: Non ti scordare di 
volermi bene 

Alessia Rossetti 
Federazione Alzheimer Italia, Italy 

Abstract not provided 

PL2-01. Adapting to the COVID-19 pandemic as a person with dementia 

Bernd Heise  
EWGPWD member, Germany 

Bernd Heise has been diagnosed with Alzheimer's dementia since 2016. Since then, he has been active for people 
with dementia and speaks openly about his illness on a German and international level. In his lecture, he reports on 
his everyday life in times of COVID-19 and how he encountered the pandemic. 

PL2-02. Cognitive Frail Older People and COVID-19 Pandemic 

Gabriel Prada1, Ana Gabriela Prada2, Anna Marie Herghelegiu1, Ovidiu Lucian Bajenaru1, 
Catalina Raluca Nuta1 

1University of Medicine and Pharmacy "Carol Davila", National Institute of Gerontology and Geriatrics "Ana Aslan", 2University of Medicine and 
Pharmacy "Carol Davila", Romania 

Frailty, a relatively new concept, emerged from clinical observations regarding different behavior of older people of 
similar chronological age when subjected to risk factors. Some were robust while others exhibited various degrees of 
vulnerability. Later, various aspects of frailty syndrome have been described: physical frailty, social frailty, cognitive 
frailty. Recently cognitive frailty was described as the coexistence of physical frailty and mild cognitive impairment 
(MCI), with two proposed subtypes: potentially reversible cognitive frailty (physical frailty/MCI) and reversible cognitive 
frailty (physical frailty/pre–MCI subjective cognitive decline). In old age chronic diseases accelerate the process of 
aging, thereby reducing the capacity of an individual to adapt via contingent stress responses. Older people 
demonstrate multiple subclinical and age–related comorbidities and their exposer to stressors (i.e., illness, injury, 
psychosocial stress, hospital admission) may exacerbate functional decline by decreasing the physiological reserves 
of several systems, which would then result in a homeostatic imbalance and eventually frailty. In mid-sixties Bernard 
Isaacs described “geriatric giants”: immobility, instability and falls, incontinence (urinary and fecal), and intellectual 
impairment (delirium and dementia). Subsequently, this concept extended to four new syndromes: frailty, sarcopenia, 
anorexia of aging, and cognitive impairment. Often, they coexist, and their number has greater impact than each 
individual impairment. Frailty syndrome itself may rise the risk of developing future cognitive decline while cognitive 
function impairment may increase the risk of frailty. This shows a possible interaction between the two entities in 
advancing age. Moreover, cognitive frailty shares several risk factors with geriatric syndromes: cardiovascular 
diseases, depressive syndrome, low physical activity, social isolation. Specific aspects of COVID-19 pandemic, 
especially “long-pandemic” (sequelae of SARS-Cov-2 infection), social isolation, decreased exercise, reduced access 
to medical services for chronic diseases, all increase the vulnerability of older people to sarcopenia, frailty, and 
cognitive decline. Comprehensive geriatric assessment improves the outcome of these patients. 
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PL2-03. Who cares for the carers? The long-term impacts of the pandemic on dementia carers 

Clarissa Giebel  
University of Liverpool & NIHR ARC NWC, United Kingdom 

Background: Unpaid carers provide increasing hours of care as the dementia advances, generally without recognition 
and support, resulting in many unmet needs for the carers themselves. With the early pandemic’s face-to-face 
restrictions having resulted in closures of social care and social support services, the long-term impacts of the 
pandemic on unpaid dementia carers remain unclear. 
Methods: In this talk, findings from the first UK COVID-19 social care in dementia study, and a systematic review into 
the early impacts of the pandemic on unpaid dementia carers globally, will provide the backdrop to an ongoing study 
into the mental health needs of carers. This ongoing study is recruiting unpaid dementia and older adult carers, as 
well as paid carers working in the home care and care home sector, to collect remote semi-structured interviews about 
their mental health needs and experiences, and support availability.  
Results: As our global systematic review has highlighted, unpaid dementia carers have been affected in three key 
areas - accessing care and support, carer burden, and well-being. The long-term impacts on the mental health 
component specifically have been captured in depth among twenty-nine unpaid and paid carers who have participated 
already. To date, more unpaid carers have participated and shared how caring for someone with dementia since the 
pandemic has increased their mental health needs whilst most carers are lacking adequate support. 
Conclusions: Findings will be compared with those from paid carers and their mental health needs and support, and 
already suggest a need for targeted post-diagnostic mental health support for unpaid carers as a key element of care 
provision. Evidence will feed into a co-designed mental health support intervention for dementia carers. 

PL2-04. Implementing the Austrian dementian strategy during the COVID-19 pandemic 

Brigitte Juraszovich  
Gesundheit Österreich GmbH, Austria 

The Austrian dementia strategy “Living well with dementia” provides a framework of 7 objectives and 
recommendations for taking action to improve the lives of people with dementia as well as their families and friends. 
During the first period from 2016 – 2020, the focus was on 4 themes: 

• Networking 
• Sensibilsation and awareness-raising 
• Participation and involvement of people affected by dementia and their families 
• Harmonizing the services for people with dementia and their families in Austria 

In 2020, the plan was to take the next steps towards implementation and get closer to the people and their needs. But 
Covid-19 threw a wrench in the works, shifting the focus to maintaining support for people with dementia and their 
families even in times of lockdown and isolation.  
In the presentation, I will briefly discuss the goals of the Austrian Dementia Strategy and then present what the 
priorities were during Covid-19. In addition, I will discuss the particular challenges and impact of the pandemic on 
living with dementia. 

PL3: (Plenary) Brain health and prevention 

PL3-00. Presentation by Alzheimer Europe anti-stigma award finalist: Adoptieproject: Jong 
adopteert Oud 

Niels Janssen 
Alzheimer Centrum Limburg, Netherlands 

Abstract not provided 

PL3-01. CANCELLED 

PL3-02. Increasing awareness of dementia prevention through public campaigns 

Jan Steyaert  
Expertisecentrum Dementie Vlaanderen, Belgium 

While the consensus is growing among scientists that future cases of dementia can be avoided or delayed, the general 
public is less aware of this opportunity. We have had the reports of The Lancet commission on dementia, which in 
2017 published the advice “be ambitious about prevention” and the opportunity to avoid 30% of future cases, updating 
that figure to 40% in their updated report in 2020. 
For Flanders, we estimate the current number of persons with dementia to be 141.000, growing to 283.000 in 2070 
(using the risk model published by Alzheimer Europe in 2020). A reduction of 40% by 2070 would imply about 113.000 
cases of dementia could be avoided. That is an enormous opportunity, not only for the persons involved, but also for 
society. 
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In order to make this opportunity reality, citizens need to be aware of what a brain healthy lifestyle implies and live 
accordingly. We launched a first public awareness campaign in the period of September 2018 to March 2019. 
Backed by a new government, a new minister for health and a new dementia policy plan, we organized a new 
campaign in May 2022. The campaign focused on “what is good for the heart, is good for the brain” and highlighted 
“two for the price of one”. By investing in the relevant lifestyle factors, you achieve a good cardiovascular health and 
a healthy brain.  
We conducted three surveys among Flemish citizens between the age of 40 and 75 to measure to what extend these 
campaigns actually increased the awareness of the link between brain healthy lifestyle and the risk on dementia. 
In the presentation, we will show the campaign materials of both campaigns, and draw some lessons for future 
campaigns. 

PL3-03. Primary prevention of dementia - what is the way forward? 

Edo Richard  
Radboud University medical Centre, Netherlands 

Up to 40% of all dementia is associated with potentially modifiable risk factors. Whether these associations are causal 
is uncertain. Whether treating these risk factors reduces the risk of dementia is also unknown. Improving risk factors 
for dementia using personalized intervention strategies holds promise. Multidomain interventions, with or without 
eHealth or mHealth support have been tested in multiple clinical trials, but results are so far equivocal. Important 
challenges are the timing of intervention, the duration of intervention, the optimal target population and the outcomes 
to be used. Another challenge is the target value for particularly the vascular risk factors, including hypertension, 
hyperlipidemia and obesity. Whereas these risk factors in midlife are associated with dementia in late life, these 
associations attenuate with increasing age, and may even invert. Therefore, we need to reevaluate the design and 
evaluation of interventions to reduce the risk of dementia and may have to adapt our expectations of individual 
dementia risk reduction strategies. 

PL3-04. From assessing risk to communicating risk 

Wiesje van der Flier  
Amsterdam UMC, Netherlands 

Alzheimer’s disease (AD) develops gradually, in the course of 20 to 30 years. This implies that the largest part of the 
disease takes place before the stage of dementia. Molecular diagnostic tests, such as biomarkers in cerebrospinal 
fluid and PET scans allow the diagnosis of AD before dementia, for example in the stage of Mild Cognitive Impairment 
or even Cognitively normal (e.g. subjective cognitive decline). It becomes clear that Alzheimer’s disease does not 
equal dementia. They are two different, yet related concepts. It also implies that when we diagnose AD in predementia 
stages, prognosis becomes even more important. And this has great implications for the entire patient journey. In the 
Dutch public-private ABOARD-project, we work on improving both diagnosis and prediction, with emphasis on 
improving doctor-patient communication about these topics. Can we predict onset of dementia? And – is onset of 
dementia even the most important outcome for patients, or are there other outcomes that matter more? And can we 
predict these outcomes? We know that diagnostic tests indicative of AD increase the risk of dementia. This has great 
implications for doctor-patient communication. Because risk of dementia is complicated to understand for patients and 
their caregivers. And difficult to explain for doctors. We can learn from other disease areas about best practices for 
communicating about risk. And we have also made the first steps towards developing best practices particularly for 
AD. 

PL4. (Plenary) Building bridges across Europe through cross-border initiatives 
and research 

PL4-00. Presentation by Alzheimer Europe anti-stigma award finalist: Changing perceptions 
of dementia in the Punjabi community 

Ellie Jerman 
Alzheimer’s Society, United Kingdom 

Abstract not provided 

PL4-01. Progress of Dementia Care System in Romania as a Consequence of European 
Integration and Support 

Catalina Tudose  
Romanian Alzheimer Society, Romania 

The presentation will consist of a historical perspective on the evolution of the dementia care system in Romania in 
the last 30 years, as an important consequence of the continuous support offered through European educational 
projects and research networks. 
Beginning with pilot projects concerning the establishment of specific diagnostic and care services, the European 
collaboration has gradually progressed in the direction of developing international and European standards for 
interprofessional care (e.g. also for particular situations like the COVID19 pandemic) and for carer training, European 
consensus on diagnostic and treatment guidelines, validation of neuropsychological cognitive assessment scales and 
batteries, specific therapeutical interventions, international exchange programs and best practice exchanges, drafting 
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public policy documents in the field of mental health focusing on dementia or developing   of a National Plan for Action 
in the area of Neurodegenerative Disorders, especially in Alzheimer Disease. 
We will highlight how these projects have evolved by learning from the previous experiences and will argue for a 
continued and strengthened European collaboration in the future, as support for the increasing need of timely 
diagnostic and post-diagnostic services in dementia care.  

PL4-02. Dementia at times of war: Supporting people with dementia, carers and researchers 
from Ukraine 

Iryna Shevchenko  
"Nezabutni" Charitable Foundation, Ukraine 

Charitable foundation "Nezabutni" has conducted research aimed to identify the impact of the full-scale invasion of 
Russia on people with dementia in Ukraine. The objective of the research was to identify the current needs of people 
with dementia and their carers, as well as to develop recommendations for providing assistance to people with 
dementia in the circumstances of war. 
The founder of “Nezabutni” will present the findings of the research during her presentation at the conference. 

PL4-03. Between frozen dementia care in Ukraine and building bridges in Europe: the 
experience of Poland 

Adrianna Senczyszyn, Joanna Rymaszewska 

Wroclaw Medical University, Poland 

Despite the fact that in recent years a lot has happened in the countries of Eastern Europe in terms of increasing 
awareness of the prevalence of dementia and improving the quality of health and social services, it seems that we 
are still at the beginning of the pathway. For many decades, Poland has been situated on the border between Central 
Europe and the countries of Eastern Europe. On one hand, thanks to international cooperation all over the world and 
the availability of such programs as JPND, we have the possibility of rapid development in a short time. On the other 
hand, however, a phenomenon such as stigma in dementia in Poland and the systemic possibilities offered by the 
Polish government do not allow us to fully benefit from the knowledge and experience that we have. 
From February 24, 2022, we faced new reality as never before, and our priorities for caring for people with dementia 
had to be revised again. The war in Ukraine turned all Poles to the east. According to the concept of needs, “improving 
the quality of service” seemed to be not important when people just outside our border, including those living with 
dementia, did not have their basic needs meet such as the need for safety, food or a roof over their heads. In the 
presentation, we will share our own experiences and numerous dilemmas that we have been facing since then. 

PL4-04. Opportunities for improving dementia care and support through the Pan-European 
Mental Health Coalition 

Cassie Redlich  

World Health Organization, Regional Office for Europe 

Launched on 30 September 2021 in Brussels with the participation of Her Majesty Queen Mathilde of the Belgians, 
the WHO Pan-European Mental Health Coalition is a network of policy-makers, academics, organisations and 
individuals dedicated to strengthening mental health systems across the WHO European Region. The Coalition 
harnesses the collective wisdom and expertise of members and serves as a platform for peer learning and exchange 
as well as a mechanism for supporting implementation of the WHO European Framework for Action on Mental Health 
2022-25 (EFAMH). 
Key priorities for the Coalition will be to accelerate efforts to transform mental health services and integrate mental 
health into emergency response and recovery efforts, as well as promoting mental health and preventing mental ill 
health across the life course. The Coalition includes a working package focused specifically on strengthening mental 
health services and improving mental health and wellbeing for older adults, including a strong focus on supporting 
implementation of the WHO Global Action Plan on Dementia. This presentation will provide an overview of the 
Coalition's structure, function and membership, and discuss opportunities that the initiative presents for improving 
dementia care and support for individuals and their families across the European Region. 

PL5. (Plenary) Round table discussion: Reprioritising dementia as a care, policy 
and research priority – Abstract not provided 

 



 7 

Parallel presentations 

P01. (Parallel Session) Technology 

P01-01. Investigating the impact of a real domestic smart home environment in people with 
cognitive impairment as part of the RADAR-AD Tier 3 Study: A Usability study 

Ioulietta Lazarou1, Margarita Grammatikopoulou1, Lampros Mpaltadoros1, Vasilis 
Alepopoulos1, Spiros Nikolopoulos1, Thanos G. Stavropoulos1, Casper de Boer2, Pieter 
Jelle Visser2, Magda Tsolaki3, Ioannis Kompatsiaris1, Dag Aarsland4, Vaibhav A Narayan5 

1Centre for Research and Technology Hellas (CERTH) Information Technologies Institute (ITI), 2University of Amsterdam, 3Aristotle University of 
thessaloniki, 4King's College of London, 5Janssen 

Background: Monitoring Activities of Daily Living (ADLs), physical and brain activity, constitute important parameters 
for assessing functional and cognitive decline in Alzheimer’s Disease (AD). This study, as part of RADAR-AD 
(https://www.radar-ad.org/), aims for pervasive monitoring in a real-living Smart Home environment 
(https://smarthome.iti.gr/). 
Methods: A usability study was conducted with people over 55 years-old to collect participants’ feedback. We installed 
motion, flood, door /window sensors, smart plugs and panic buttons in every room of the Smart Home to monitor user 
activities. During a visit, participants were asked to follow a protocol and complete different tasks (e.g., Coffee / Meal 
preparation, Yoga, Mindfulness session). Moreover, each participant wore two wearables for monitoring physical 
activity, stress, HR and sleep, while during the mindfulness session, a portable electroencephalogram monitored brain 
activity. In total, 40 participants were included [12 Healthy Controls (HC), 13 with Subjective Cognitive Decline (PreAD) 
and 15 with Mild Cognitive Impairment (ProAD)]. The participants assessed overall study satisfaction and evaluated 
the sensor-system via SystemUsabilityScale (SUS), QUEST 2.0 and PASCQ standardized questionnaires.  
Results: Regarding SUS, all three groups noted a mean score >90 showing that the Smart Home sensor-system was 
perceived as effective, efficient and easy to use. The QUEST questionnaire scores indicated that participants were 
quite to very satisfied with the wearable devices with total scores ranging from 4.25-5.00. Commenting on their overall 
experience, participants felt comfortable performing the tasks and interacting with the system (sensors, wearable 
devices). 
Conclusion: The RADAR-AD Tier 3 study in a real-living smart home installation generated great interest in 
participants and was well accepted by them. Evaluation and analysis of the sensor data, will explore the potential of 
the Smart Home installation in monitoring and providing detailed and clinically relevant information for Alzheimer 
assessment. 
This work has received support from the EU/EFPIA ΙΜΙ RADAR-AD (grant No 806999). 

P01-03. Engagement with a preventive eHealth intervention promoting lifestyle changes in 
older adults: predictive factors and associations with dementia and cardiovascular risk 

Nicola Coley1, Laurine Andre2, Marieke Hoevenaar-Blom3, Tiia Ngandu4, Mariagnese 
Barbera4, Miia Kivipelto5, Hilkka Soininen4, Willem van Gool3, Carol Brayne6, Eric Moll van 
Charante6, Edo Richard3, Sandrine Andrieu2 
1INSERM, University of Toulouse, 2France, 3Netherlands, 4Finland, 5Sweden, 6United Kingdom 

Background: Digital health interventions could be useful for preventing dementia and cardiovascular disease, but little 
is known about how older adults engage with such interventions, especially in the long-term, or if engagement is 
associated with changes in health outcomes, including dementia and cardiovascular risk factors. 
Methods: We analysed data from the 18-month randomised controlled HATICE trial of an interactive tailored eHealth 
intervention encouraging behaviour changes, with remote support from a lifestyle coach, to reduce cardiovascular 
and cognitive decline risk in 2724 individuals aged 65 and older, recruited in the Netherlands, Finland and France. 
Engagement with the intervention platform was assessed via number of logins, lifestyle goals set, messages sent to 
the coach, monitoring measurements entered, and amount of advice and education materials read, which were 
combined into a composite engagement score. 
Results: Most intervention group participants engaged with the platform to some extent: 90% set ≥1 goal, 86% sent 
≥1 message and 80% entered ≥1 measurement. Compared to the control group, after adjustment, intervention group 
participants who engaged more with the platform showed significantly more improvement over 18-months in systolic 
blood pressure, BMI, physical activity, Mediterranean diet score, and dementia and cardiovascular risk scores. Low 
engagers showed no improvement in any outcome measures, compared to the control group. Regular computer use 
was the strongest baseline predictor of engagement. Those already working on or with short-term plans for lifestyle 
improvement, and better cognition also engaged more. 
Conclusion: Engaging older adults in a digital lifestyle self-management intervention was feasible. Greater 
engagement was associated with more improvement in dementia and cardiovascular risk factors. However, those 
with limited computer experience or poorer cognition engaged less. Additional support and/or forms of intervention 
delivery for such individuals could help minimize potential health inequalities associated with the use of digital health 
interventions in older people. 
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P01-04. Remote (semi-) automatic telephone based neuropsychological assessment in 
memory clinic patients: accuracy and user-experience 

Daphne ter Huurne1, Inez Ramakers2, Nina Possemis2, Nicklas Linz3, Duy Truong3, 
Johannes Tröger3, Alexandra König4, Kai Langel5, Frans Verhey2, Marjolein de Vugt2 

1Maastricht University, 2Alzheimer Center Limburg, School for Mental Health and Neuroscience, Maastricht University, 3ki elements, 4National Institute 
for Research in Computer Science and Automation (INRIA), 5Janssen Clinical Innovation 

Background: The COVID-19 pandemic has accelerated the transition to remote neuropsychological assessment and 
optimization and validation of remote testing has been studied increasingly since. Not visiting the hospital for 
assessments reduces the burden in patients, saves time, and reduces costs. It might give opportunities to monitor 
cognitive decline over time in an easier and higher frequent way. We examined the user-experience of a semi-
automated and a fully automated phone assessment compared to face-to-face assessment. Moreover, the agreement 
between the automatic scoring through recordings and manual scoring of the neuropsychological tests was also 
investigated. 
Method: In the DeepSpA project, 134 participants with subjective cognitive impairment, mild cognitive impairment and 
dementia were recruited from the memory clinic of the MUMC+ (Maastricht, the Netherlands). All participants 
underwent a face-to-face assessment (baseline), a semi-automated telephone-based assessment (6 months), again 
a face-to-face assessment (12 months) and a fully automated assessment (15 months; N=34 underwent all 
measurements). All measurements included the Semantic Verbal Fluency task and the 15-word Verbal Learning Task. 
A mobile application was used to call the patients at home, the assessments were automatically recorded and 
processed via the application. The agreement between the automatic and manual score was calculated with the 
intraclass correlation coefficient (ICC). After each assessment a questionnaire on user-experience was administered. 
The questionnaire was analyzed with an ANOVA to compare the user-experience between the assessment modalities. 
Results: The user-experience ratings of simplicity, conceivability, comfortability of the assessment and wanting to 
repeat the assessment were comparable for the face-to-face assessment (baseline) and the semi-automated 
assessment (6-month follow-up). Results on satisfaction for the fully automatic phone assessment and ICC on the 
different time-points will be presented at the conference. 
Conclusion: Our findings suggest that a semi-automated telephone-based assessment is an easy-to-use and feasible 
tool to assess and monitor patients remotely over time. 

P01-05. Developing an advance care planning website for dementia: Integrating a user-
centred approach and patient and public involvement 

Fanny Monnet1, Lara Pivodic1, Charlèss Dupont1, Tinne Smets1, Aline De Vleminck1, 
Chantal Van Audenhove2, Lieve Van den Block1 

1Vrije Universiteit Brussel (VUB) and Ghent University, End-of-life Care Research Group, 2LUCAS Center for Care Research and Consultancy, KU 
Leuven 

Background: Alzheimer Europe and other organisations advocate for the involvement of people with dementia and 
their families in health-related research to ensure the relevance of findings for them. Patient and public involvement 
(PPI) can achieve this. We describe how we used PPI in combination with a user-centred approach, which focuses 
on end-users’ needs, to develop an advance care planning (ACP) website designed for and with people with dementia 
and their family carers. 
Methods: We formed a PPI group composed of people with dementia (n=2), family carers (n=2), and other 
stakeholders working on dementia or palliative care (n=4). After a meeting to discuss the website’s concept, its content 
was developed iteratively, and 4 prototypes were presented to the PPI group, each continually adjusted according to 
the feedback received. In parallel, we conducted user-testing with 18 people with dementia and 32 family carers using 
the think-aloud method and a usability survey for each prototype.  
Results: Outcomes of user-testing and PPI contributed substantially to the design of the ACP website, including an 
interactive tool and videos. Feedback on the prototypes identified content that was either missing or too difficult and 
technological issues, thereby ensuring the website’s user-friendliness and relevance. Due to limited access to our 
target population, recruitment was challenging. Despite additional strategies, only 18 people with dementia 
participated in user-testing out of the 36 targeted. 
Conclusion: Working with people with dementia and family carers through user-testing and PPI produced an ACP 
website that is seen as user-friendly and relevant by end-users, and that can be further evaluated for feasibility. PPI 
input alongside user-centred research enabled us to obtain relevant, insightful, and valuable feedback that informed 
the ACP website development. Our experience also revealed potential recruitment difficulties which should be 
considered in future studies. 

P02. (Parallel Session) Timely Diagnosis 

P02-01. Assessing and disclosing test results for MCI: The Perspective of UK Old Age 
Psychiatrists 

Stina Saunders1, Craig Ritchie2, Tom Russ2, Graciela Muniz-Terrera2, Richard Milne3 

1University of Edinburgh, Edinburgh Dementia Prevention, 2University of Edinburgh, 3Society and Ethics Research, Wellcome Connecting Science, 
Cambridge, UK; Department of Public Health and Primary Care, University of Cambridge, Cambridge, UK 
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Background: Mild cognitive impairment (MCI) is a state between normal ageing and dementia with an uncertain 
prognosis about the future in terms of remaining stable of progressing to dementia. There is a complex dynamic 
between how the patient perceives the diagnostic information and the beliefs clinicians hold around future prognosis 
of MCI. The aim of this study was to explore clinicians’ views around the assessment and communication of MCI in 
memory clinics. 
Method: We interviewed Old Age Psychiatrists in Scotland, UK. The study obtained ethics approvals and the 
interviews (Nov 2020–Jan 2021) focused on [1] how likely clinicians are to diagnose MCI; [2] what tests clinicians rely 
on in early cognitive decline; and [3] how clinicians communicate about future risk of dementia. The interviews were 
voice recorded and were analysed using reflective thematic analysis. 
Results: Most clinicians interviewed (Total N=19) felt MCI had significant limitations as a diagnostic label. 
Nevertheless, most clinicians reported using the term MCI (n=15). Clinical history was commonly described as the 
primary aid in the diagnostic process though all clinicians reported using the Addenbrooke's Cognitive Examination-
III; neuroimaging was frequently found to have minimal usefulness due to the reports being non-specific. Clinicians 
acknowledged MCI may be a cause for anxiety for some patients. 
Conclusion: Our study revealed a mixture of approaches to assessing and disclosing test results for MCI with minimal 
routine use of biomarker investigations. Clinicians report a lack of specific and sensitive assessment methods for 
identifying the aetiology of MCI in clinical practice and therefore no ability to predict if and when dementia might 
manifest. Our study demonstrates a broad range of views and therefore variability in managing MCI in memory clinics 
which may impact on the adjustment to illness for patients with MCI. 

P02-02. Managing memory complaints in Dutch general practice. A retrospective 
observational study using electronic patient records 

Iris Linden1, Marieke Perry2, Claire Wolfs3, Carmen Dirksen4, Rudolf Ponds5 

1Maastricht University, 2Radboud university medical center, 3Alzheimer Centrum Limburg/Maastricht University, 4Maastricht University Medical 
Centre, 5Amsterdam University Medical Center 

Background: General practitioners (GPs) are central in the provision of primary healthcare to older people and are 
generally the first point of contact when people worry about their memory. In the Netherlands, GPs are gatekeepers 
for access to specialist care, but can also diagnose dementia themselves. GPs are known advocates for timely 
dementia diagnosis (.e. the moment in time that patients and significant others perceive they can benefit most from a 
diagnosis) over an early diagnosis but have also reported difficulties in achieving timely diagnoses. 
Objectives: To determine GPs’ management of patients with worries about their memory using electronic patient 
records. Furthermore, to describe patient characteristics and assess to what extent they are associated with the GPs’ 
management. 
Methods: We performed a retrospective observational study with patients from three Dutch general practices 
participating in the Family Medicine Network. Patients who consulted their GP between 2012 and 2020 on memory 
complaints or (worries about) dementia and were 60 years or older were considered for inclusion. To map GPs 
management of patients with memory complaints, the decision on starting a diagnostic trajectory for dementia was 
extracted from patients’ electronic records. This was categorized as (1) wait and see, (2) diagnostic testing at the GP, 
(3) referral, or (4) no clear decision regarding diagnostic testing made. We included the first 6 months after the first 
consultation on memory complaints. The following patient characteristics were extracted: gender, age, reason for 
encounter, number of comorbidities, chronic polypharmacy, and expressed anxiety about potentially having dementia. 
Results: We included 229 patients. Data analysis is ongoing and will be finalized by September 2022. We expect that 
insight into GPs management could increase confidence amongst GPs in diagnosing and managing patients with 
memory complaints, resulting in more timely dementia diagnoses. 

P02-03. Spatial access to memory clinics: digiDEM Bayern 

Jana Rühl1, Sebastian Brinkmann2, Dominik Schaufler2, Hans-Ulrich Prokosch3, Elmar 
Gräßel4, Blake Byron Walker2, Peter L. Kolominsky-Rabas5 

1Friedrich-Alexander-Universität Erlangen-Nürnberg (FAU), Interdisciplinary Center for Health Technology Assessment (HTA) and Public Health 
(IZPH), 2Friedrich-Alexander-Universität Erlangen-Nürnberg (FAU), Institut for Geography, 3Friedrich-Alexander-Universität Erlangen-Nürnberg 
(FAU), Chair of Medical Informatics, 4University Hospital Erlangen, Friedrich-Alexander-Universität Erlangen-Nürnberg (FAU), Center for Health 
Services Research in Medicine, Department of Psychiatry and Psychotherapy, Erlangen, Germany, 5Friedrich-Alexander-Universität Erlangen-
Nürnberg (FAU), Interdisciplinary Center for Health Technology Assessment (HTA) and Public Health (IZPH), Erlangen, Germany 

Background: Despite significant progress in screening, dementia remains underdiagnosed. Memory clinics (MC) can 
contribute significantly to the timely diagnosis of persons with dementia. However, there are significant barriers to 
access for many populations, particularly in rural areas. This study therefore aims to analyze spatial access to MC in 
Bavaria and identify underserved regions. 
Methods: The Digital Dementia Registry Bavaria (digiDEM Bayern) is a multicenter, prospective, longitudinal study in 
Bavaria. Participants are persons with MCI or mild-to-moderate dementia and their caregivers. 
All 29 MC in Bavaria and its bordering regions were identified and mapped using data from the German Alzheimer's 
Research Initiative and the German Alzheimer’s Association. We then computed travel times to the nearest MC for 
all postcodes in Bavaria using road network data from OpenStreenMap. The results were mapped and age-stratified 
population counts were tabulated to assess the proportion of the population in various age groups who live within 20, 
40, 60, and 60+ minutes drive-time from the nearest MC. In a next step, we assessed travel times for digiDEM Bayern 
participants using the same procedure. 
Results: Mean travel time to the nearest MC was 33 min (±15 min). 2,134,794 (23.3%) and 331,276 (3.6%) residents 
live 40-60 min. and 60+ min. from an MC, respectively. More detailed results regarding digiDEM Bayern participants 
will be reported. 



 10 

Conclusion: The analyses provide insights into spatial barriers to diagnosis, and underscore the urban-rural disparity 
in access to diagnostic services. Identifying underserved areas is crucial to informing policy that addresses inequities 
in access to MC and highlight a need for strategies to provide timely diagnosis to all affected individuals, regardless 
of where they live. 
Funding: The project is funded by the Bavarian State Ministry of Health and Care (StMGP) as part of the funding 
initiative ‘BAYERN DIGITAL II’ (funding code: G42d-G8300-2017/1606-83). 

P02-04. How integration of dementia services is improving timely dementia diagnosis: an 
example from Kent 

Afifa Qazi  
KMPT, United Kingdom 

The author wants to share a programme of work from Kent, a County in the south-east of England, where integration 
of services has enabled system wide quality improvement and innovation to achieve improved time to diagnosis, by 
best use of available resources and increased diagnostic capacity by engaging with primary care. 
In Kent a county-wide, Dementia Special interest group has provided the platform to introduce innovation 
collaboratively across the entire county and has made a significant difference to people with dementia across the 
whole pathway of care that has particularly improved time to diagnosis. 
The main elements of improving dementia diagnosis rate and improved time to diagnosis are: 
1) Pre-diagnostic support through appointment of Dementia Coordinators 
2) Transformation of memory services to an Enhanced memory assessment and intervention model, which includes 
diagnosis within six weeks of the GP referral by offering assessment and diagnosis on the same day by clinicians as 
opposed to a lead time of 18 weeks previously. 
3) Increased dementia diagnosis capacity by training primary care colleagues and creating GP with extended 
roles posts to diagnose non-complex dementia referrals. 
4) Introducing a screening tool to diagnose people with dementia in care homes avoiding the need to refer to 
secondary care services. 
5) Having a shared electronic patient record system across the county which enables quick and easy access to patient 
records. 
In the UK dementia diagnosis rates, dropped from 67.6% in February 2020 to 63.2% in December 2020. Post COVID-
19 recovery in dementia diagnosis is happening across the country and Kent is ahead at 9% with increase in dementia 
diagnosis rates compared to a national average of 0.5% increase. 
The integrated care system in Kent has enabled collaborative working across organisations to improved dementia 
diagnosis rates at a fast pace, an example for other health care systems. 

P02-05. Profiles of the Different Diagnostic Outcomes at the NHSCT Memory Service 

Frances Duffy1, Courtney Potts2, Jill Richardson1, Marc Harvey1, Raymond Bond2, Petr 
Zvolsky1, Ruth Price2, Catherine Hughes2, Maurice Mulvenna2 

1Northern Health and Social Care Trust, 2Ulster University 

The Northern Health and Social Care Trust (NHSCT) offers timely differential diagnosis to improve quality of care in 
dementia. Increasing awareness about dementia has increased the number of people who speak to their GP about 
concerns in relation to their memory or the memory of someone close to them.  An anonymised database was set up 
to record information about the profile of people referred to the service.  Data is presented for 3000 referrals and 
highlights the different profiles of specific dementias, and other outcomes. Greater understanding of these profiles 
has significant benefits.  Sharing information about the profile of people who are likely to have a dementia with referral 
agents will help them to make more informed decisions about who to refer to specialist Memory Services.  This has 
benefits for the person in terms of avoiding the unnecessary stress of a referral for assessment of dementia.  It also 
offers savings to the health economy by reducing inappropriate referrals. Greater understanding of the relative 
strengths and weakness of the different types of dementia enables enables appropriate advice and the opportunity 
for the development of compensation strategies.  Greater understanding of MCI and MCI which is likely to develop 
into dementia offer the opportunity for early intervention and decisions about ongoing monitoring.  This data has 
facilitated better planning of services to accommodate the number of people presenting to the memory service who 
are likely to have dementia. 

P03. (Parallel Session) INTERDEM: Applying an intersectional lens in dementia 
care research 

P03-01. Intersectionality and dementia care research: preliminary results from a scoping 
review 

Martina Roes and InterDem Taskforce 
Netherlands 

Abstract not provided 
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P03-02. Intersectional analysis of racial discrimination experiences of Turkish dementia 
caregivers in Germany 

Hürrem Tezcan-Güntekin  

Alice-Salomon University of Applied Science 

Background: Racism in health care and nursing care is rarely clearly identified as such in Germany and internationally. 
Barriers to access are more often addressed, but people's experiences of discrimination rarely receive attention. This 
qualitative secondary data analysis focuses on racially discriminatory experiences among Turkish family caregivers 
of people with dementia in Germany. 
Methods: 10 expert interviews and 11 problem-centred interviews with family caregivers of people with dementia with 
Turkish origin in Germany were conducted in the project “Strengthening self-management competencies of Turkish 
family caregivers of people with dementia”, Bielefeld University (Tezcan-Güntekin & Razum 2018). The secondary 
data analysis was conducted with structuring qualitative content analysis (Mayring 2015) and documentary data 
analysis (Bohnsack 2000). 
Results: The analysis has shown that family members experience racial discrimination when receiving advice on care 
support, when receiving medical outpatient and inpatient care and, above all, because of their decision to receive care 
at home, even in the event of a serious illness. Past experiences of racial discrimination sometimes lead to avoidance 
of care options because of fears that they do not address individual needs. 

P03-03. Sharing of family care in family carers with a migration background, applying an 
intersectionality lens in research and communication tool development 

Carolien Smits 
Netherlands 

Abstract not provided 

P03-04. CANCELLED 

P04. (Parallel Session) Art and culture 

P04-01. Dementia in Cultural Mediation: Improving quality of life through arts and culture 

Olivier Constant1, Herlinde Dely2, Free De Backer3 

1Flanders Centre of Expertise on Dementia (Expertisecentrum Dementie Vlaanderen), 2Flanders Centre of Expertise on Dementia, Belgium 
(Expertisecentrum Dementie Vlaanderen), 3University of Brussels (Vrije Universiteit Brussel) 

'Dementia in Cultural Mediation’ is a transnational project driven by the increasing number of people living with 
dementia in Europe. The initiative is based on the great potential of cultural and artistic activities as an innovative and 
dynamic approach to achieve social inclusion of people with dementia in local communities and to improve their quality 
of life. The involved partners from Belgium, Denmark, Spain and The Netherlands* have a clear ambition: reaching 
out to and engaging local and regional cultural institutions, health and social authorities and end-user groups that 
want to embrace dementia in a more holistic way through cultural activities in order to create more dementia-inclusive 
communities. 

The ‘Dementia in Cultural Mediation’ initiative delivered three main outputs: an opensource hands-on toolkit of good 
practices shared through a customized website**, audiovisual productions and social media, accompanying didactic 
training material and a set of recommendations to contribute to future European efforts in the field of cultural mediation 
for people with dementia. The recommendations are based on the project experiences and results which are 
continuously reviewed by a European reference group consisting of highly experienced experts in the field of 
dementia, research and the arts and representatives of the end-user group (informal caregivers and people living with 
dementia). As experts by experience, people with dementia and their caregivers were the quality check throughout 
the project from start to finish. In the presentation we will elaborate on the project’s deliverables and we will look ahead 
to future initiatives in the field of arts and culture to build dementia-inclusive communities based on the lessons 
learned. 
 
* Expertisecentrum Dementie Vlaanderen (Flanders Centre of Expertise on Dementia), Belgium 
* Vrije Universiteit Brussel, Belgium 
* Odense Libraries and Citizens Service, Denmark 
* Fundacion Instituto Gerontologico Matia-Ingema, Spain 
* Healthy Ageing Network Northern Netherlands, The Netherlands 
** https://dementiainculturalmediation.eu/ 

P04-02. Creativity and relational support: using a remote, arts-based intervention to enhance 
the care of people with dementia 

Victoria Tischler1, Hannah Zeilig2, Chloe Asker1, Mary O'Malley3  

1University of Exeter, 2University of the Arts London, 3University of West London 

Background: People living with dementia in care homes were severely negatively impacted during the COVID-19 
pandemic. High rates of mortality, levels of social isolation, loneliness and responsive behaviours increased as all 
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external visiting ceased, including visits from creative practitioners providing enrichment activities. The Culture Box 
project responded by providing interactive creative activities for use by resident and care staff dyads.  
Design and Methods: Participatory Action Research (PAR) was used to ensure that the project was iterative and 
responsive to the dynamic situation during the pandemic e.g., regarding social distancing measures. Weekly Culture 
Boxes containing creative activities provided for dyads were delivered by post and digitally for one year. A range of 
different art forms suitable for those from diverse communities was provided. Dialogic interviews took place at baseline 
and at 3 time points approximately 3 months apart to assess the impact of the materials provided. Baseline and follow 
up data on social isolation and responsive behaviours was collected. Interviews were transcribed and thematic 
analysis used to analyse qualitative data. Survey data was subject to descriptive analysis.  
Findings: Sixty-eight people with dementia and 28 care home staff from across England participated. Almost half of 
people with dementia reported feeling more socially isolated since the pandemic started. Anxiety, depression, and 
irritability were common in care home residents. Themes from dialogic interviews indicated that Culture Box activities 
supported relational care through relationship building and social inclusion e.g., eliciting new information about each 
other and creating a sense of community, within the care homes and with other homes across England. For staff, the 
project provided inspiration and support at a time of unprecedented stress. Digital poverty and staff attrition negatively 
impacted the project. Future studies should investigate the potential of remote and digital delivery of enrichment 
activities for care homes, including cost effectiveness benefits. 

P04-03. The use of photovoice and photo-elicitation in couples living with dementia and 
multiple health conditions: lessons learned and key benefits 

Rosie Dunn, Emma Wolverson, Andrea Hilton  

University of Hull 

Background: In qualitative research, interviews and observation methods are often used to research the lives of people 
with dementia (PwD). However, as PwD often experience difficulties in memory, language and thinking, these 
methods are not always suitable and can be prohibitive. Photovoice is a method that allows participants to capture 
their experiences by taking photographs over a period of time. Photo-elicitation is a method used to aid discussion in 
an interview. These methods may enhance the quality of data collection by giving participants the power to share their 
experiences that may not otherwise be possible through other methods. 
Objective: To present the lessons learned and key benefits of using photovoice and photo-elicitation techniques with 
couples living with dementia and multimorbidity. 
Method: Six married couples, aged 65 or over, were asked to keep a photo diary for one month, capturing photos of 
their experiences of living with dementia and multimorbidity. The photos were used as a photo-elicitation technique 
within an audio-recorded interview. 
Lessons learned: Allow plenty of time and flexibility in your approach. Participants may not feel able to photograph 
the ‘bad’ experiences and may struggle to remember to take photos. Potential emotional distress may arise from 
participants seeing the photos. Maintain a balance between discussing the photos and your research questions. 
Ethical and practical lessons are also considered. 
Key benefits: Photovoice gives power back to the participant and allows a participatory approach to data collection. It 
also facilitates a period of reflection rather than asking questions ‘on the spot’ in an interview. Photo-elicitation helps 
PwD and multimorbidity overcome cognitive challenges to take part in research. 
Conclusion: Photovoice and photo-elicitation are useful methods that enhance the quality of data collection. They 
provide a novel way of involving PwD to overcome barriers associated with conventional methods of data collection. 

P04-04. Designing an emotional game between older adults with Mild Cognitive Impairment 
(MCI) and their grandchildren: “Grandpa and Grandma let’s play!” 

Marianna Tsatali  
Alzheimer Hellas 

Aim: Intergeneration activities constitute useful ways of communication across generations, contributing to the 
understanding of the elderly experience as it can be transmitted through joint actions they can perform with their 
grandchildren. In addition, reciprocity as well as the improvement of the way the older adults and school children 
communicate through music are also intended. 
Design: The current project aims to present a pioneering game between older adults with MCI and their grandchildren 
focusing on emotional exercises which intend to bridge the intergeneration gap, improve communication across 
generations, increase positive emotions and promote social interaction between them. 
Process: In more detail, the emotional game includes various activities based on different facets of emotional function, 
that is emotional recognition, expression, experience, and reminiscence. The players are asked to start from the 
beginning of the game and rolling the dice, they try to pass through the game’s levels by accomplishing specific 
activities relating to the aforementioned emotional facets. In case one player can’t perform the emotional activity 
indicated by each separate level, he/she goes 5 steps back. The winner of the game is the person who will finish the 
emotional activities first. 
Usability: Through this interactive game, several goals are achieved; empathy and communication increase across 
generations, by triggering positive emotions between older adults with MCI and their grandchildren, and promoting 
understanding through the generation gap. Moreover, due to cognitive decline usually found in older adults with MCI, 
providing activities based on emotional function can be beneficial to these people promoting them to be active, to 
participate in social activities and therefore reduce stigma. In addition, such activities can be included in various 
dementia care settings, because they are feasible, interactive, whereas they increase communication through 
emotions. 
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P04-05. Neighbourhood Culture: finding vitality and new friends through cultural encounters 

Katja Kujala1, Minna Huhtamäki-Kuoppala1, Päivi Niinistö-Mäkinen2  

1Memory Association of South Ostrobothnia, 2Etelä-Pohjanmaan Muistiyhdistys 

Neighbourhood Culture project was launched in 2018 to create a specific model that will increase the health and well-
being of older people by offering regular group meetings focusing on arts and culture. 
Aim: The aim in Neighbourhood Culture activities is to reduce loneliness and increase the health and well-being of 
older people living at home. Regular Neighbourhood Culture group meetings focusing on arts and culture are held as 
near to participants home as possible, e.g. in the housing association clubroom. Through this group activities the main 
aim is to prevent older people from developing memory problems. 
Methods: Neighbourhood Culture is a group activity scheme weighted towards arts and culture. The timetable and 
content for the activities of each group are customised according to participants’ wishes. The activities and content 
are designed according to the age and functional capacity of the participants. There is a health aspect to this: 
encouraging everyone to enjoy the health and functional capacity that they have and drawing on the strengths that 
participants have. Each group is chaired by a professional, a peer facilitator or a volunteer. 
Reflections: In an evaluation survey (2021), one in four respondents (n=92) reported that they did not participate in 
any other group activities, suggesting that the Neighbourhood Culture groups are highly accessible. 87 % reported 
that participation had brought them more things to do and more meaningful content in their lives. 86 % told that 
participation in the group had reduced the feeling of loneliness and 86 % reported that they had found new friends in 
the group. 83 % reported that the activity had contributed to their well-being, and 60 % considered that it had been 
beneficial for their health. 

P05. (Parallel Session) Smart Bear European Big Data Ecosystem, related 
innovative technologies for Aging in place - SHAFE - Living Active Strategies 

P05-01. SmartBear - overview, results from Pilot of the Pilots and future directions for the 
research 

Andreea Stamate  

Ana Aslan International Foundation/C 

The SmartBear project aims to develop an innovative platform that will support older adults in leading a healthy and 
independent lifestyle. The platform will offer intelligent, evidenced-based interventions on lifestyle, medically 
significant risk factors, and chronic disease management for six conditions: Hearing Loss, Cardio Vascular Diseases, 
Cognitive Impairments, Mental Health Issues, Balance Disorders, and Frailty. The platform will draw and integrate 
continuous data from the users medical history and environment (via several devices) to offer personalised 
interventions. It will allow for big data analytics, while preserving security and privacy. Thus far we have completed 
the Pilot of the Pilots (PoP), which included 77 Portuguese patients. The aim of the PoP was to draw lessons to help 
us scale up to the large-scale pilots. The lessons learned can be split into project specific and research specific 
lessons. Project specific lessons related to: infrastructure (using a help-desk together with an exhibition stand gave 
the project visibility and extra support to participants); time management (preparation and allocation of the many 
devices); technology issues (supporting participants with use of devices, the implementation of a feedback corner as 
a communication tool between the pilot team and developers); hardware issues (poor connectivity between devices 
e.g., bluetooth pairing, or vendor cloud integration); organisational issues (allocation of devices performed at a 
different time other than the baseline assessment is beneficial to reduce the burden and amount of information 
transmitted to the patients). Research specific lessons learned related to: age related technology difficulties (pre-
recruitment should consider double the number of expected participants; drop-outs can be mitigated by the support 
of a help-desk). Future directions, the large scale study aims to recruit 5000 participants from 5 EU countries and 
monitor them using the SmartBear platform over the course of one year.  

P05-02. Smart Bear European Big Data Ecosystem, related innovative technologies for Aging 
in place - SHAFE - Living Active Strategies 

Mircea Marzan1, Andreea Stamate1, Willeke van Stalduinen2, Magdalena Velciu1, 
Cosmina Paul1, Luiza Spiru1  

1Fundatia Ana Aslan International, 2Afedemy 

Andreea Stamate and Mircea Marzan (Romania) will present the Big Data SmartBear project: overview, results from 
Pilot of the Pilots (PoP) and future directions for the research. The SmartBear project aims to develop an innovative 
platform that will support older adults in leading a healthy and independent lifestyle. Currently we have completed the 
PoP, which included 77 Portuguese patients. It's aim was to draw lessons to help in scaling-up to the upcoming large-
size pilots. Project specific lessons were related to: infrastructure, time management, technology issues, hardware 
issues, organisational aspects. Research specific lessons learned were about the age-related technology difficulties. 
Future directions will be also described. 
Willeke van Staalduinen (The Netherlands) presentation starts with the introduction on smart healthy age-friendly 
environments, the aims and the COST Action and its work. Then, the focus will be on the educational game Building 
inclusive environments for all generations where we will follow the whereabouts of Ewa, a professor who suffers from 
dementia and is finding her way at home, at the healthcare institution and in the bus. Choices and solutions will be 
presented and are open to discussion. 
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Magdalena Velciu and Cosmina Paul (Romania) will describe how Smart Bear is an example of best practices on 
how the application of scientific and technical knowledge enables various stakeholders to develop innovative products 
for the benefit of citizens. In our view that requires an integrated approach, through: 1) shaping medical research 
findings to address specific objectives, 2) promoting the innovative technologies and continuous learning, 3) adjusting 
the solution and placing the product on the market. 
Finally, we share our thoughts on building up the organisational capacity to become part of the top European Research 
network or environment in the field of Mental Health and Aging-Well, through transfer of knowledge and medical 
expertise and more integrated partnerships. 

P06. (Parallel Session) Carer training and support 

P06-01. Triple Jeopardy Outcomes of a learning project in a high secure mental health setting, 
to enhance care for people with mental disorder and dementia and who are detained 

Laura McCafferty1, Margaret Brown2, Mark McGeehan1, Anna Jack-Waugh2, Eileen 
Harkess-Murphy2 

1The State Hospital, 2The University of the West of Scotland  

This is the first reported learning project about dementia care for nursing staff in a high secure forensic mental health 
setting. Due to the nature of the clinical environment nursing staff are considered professional carers. 
This was a partnership project and programme of learning about people who are legally detained in hospital, have a 
mental disorder and dementia. The setting is difficult and staff may not be well prepared for care of people living with 
dementia. This project addressed the risk of lack of staff knowledge when supporting and providing care for people 
with dementia in these secure settings. This project also addressed a lack of clarity about effective learning about 
dementia and how to understand the impact of learning on care. 
We co-developed this learning project as academics and nursing staff and teaching was a blend of on-line and face 
to face support. Staff were very expert in their own field of mental health nursing but had very little knowledge about 
dementia. 
We report on the impact of staff member's knowledge and attitudes to dementia care using questionnaires from the 
learning sessions. These showed staff had increasing knowledge and recognition of personhood as specific 
outcomes. 
The impact on practice was explored with groups of staff for up to two months after the learning sessions. These 
showed how staff were able to embed their learning, especially in improved communication. In particular they showed 
enhanced expertise and compassion in providing good personal care. This resulted in an improved person centred 
care experience for people with dementia and increased confidence in providing care for staff. 
Involving learners in a collaborative hybrid learning experience created the conditions for the best possible practice 
impact, improving professional carers knowledge and skills and improving the care experience for persons with 
dementia. 

P06-02. Could referral practices contribute to the difficulties of informal caregivers in finding 
the right support? 

Noémie Pasquier, Sandrine Pihet  
HES-SO: University of Applied Sciences and Arts Western Switzerland, School of Health Sciences  

Despite their significant unmet needs, informal caregivers of persons with dementia (IC-D) often call late upon support, 
waiting to be exhausted or in a crisis situation. The reasons for this include IC-D difficulties in finding the adequate 
support services. Currently, little is known about the referral practices, although these could play a role in the process 
of accessing relevant support. We thus aimed at describing these practices in one Swiss state. 
Using an online survey, 42 providers of support for IC-D reported, for 46 different needs that IC-D may experience, 
whether they referred to other providers and whether they considered offering an optimal support service. In-depth 
interviews were also conducted with 18 support providers, to deepen our understanding of their referral strategies and 
their perceptions of what makes a support services optimal for a specific need. 
Referral was very common: On average across the 46 needs, half of the providers (49.1%, range:14.3-66.7) referred 
IC-D to other providers. Referral strategies varied widely in the number of providers cited as referrals, in the criteria 
used to choose where to refer, as well as in the amount of matching between the providers cited as referrals and 
those saying that they provide optimal support. For each need, on average only 5 providers (range: 2-10) said they 
provided optimal support services, with diverse reasons for this assertion across these providers. 
The results highlight the diversity and complexity of the referral practices among support providers, which could 
contribute to the long and demanding journey of IC-D before finding relevant support options. We will provide 
recommendations for improving these practices. 

P06-03. The ‘Partner in Balance’ program – online self-management carer support in 
neurodegenerative disorders 

Maud Daemen1, Lizzy Boots2, Annelien Duits2, Marjolein de Vugt2 

1Alzheimer Center Limburg, Maastricht University, 2Department of Psychiatry and Neuropsychology/Alzheimer Centre Limburg, School for Mental 
Health and Neuroscience, Maastricht University  
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Timely adaptation to life changes due to having a family member with a neurodegenerative disorder is essential for 
maintaining well-being and quality of life and for preventing overburdening of caregivers at a later stage. Although 
differences exist, many consequences for the lives of family caregivers are transdiagnostic in nature and therefore 
occur with multiple neurodegenerative disorders, such as dementia, Parkinson's disease, and Huntington’s disease 
(HD). Self-management interventions could be beneficial for all family caregivers of people with neurodegenerative 
disorders, when aimed at increased control and empowerment. The Alzheimer Centre Limburg has developed the 
blended online self-management program ‘Partner in Balance’ to help relatives of persons with dementia developing 
skills to prevent overburdening. An RCT demonstrated its effectiveness in terms of increased self-efficacy, perceived 
control and quality of life compared to usual care. Based on these positive results and requests from clinical practice, 
the program was developed and piloted for relatives of persons with frontotemporal dementia and Parkinson's 
disease. Relatives of persons with HD have a high load of stress and concerns and could benefit from such a program 
as well. Therefore, the Partner in Balance program was adapted and piloted for HD caregivers (HPiB).  
The development and evaluation of HPiB took place according to the steps of the Medical Research Council 
Framework and by using the principles of the Experience-Based Co-Design approach. Results of focus group 
interviews with healthcare professionals (n=8) and HD caregivers (n=19) were used to inform the decision-making 
process for the content of HPiB. Furthermore, quantitative analyses were performed with data of questionnaires on 
levels of stress, anxiety, depression, self-efficacy, experienced control, capability, and quality of life, before and after 
following HPiB. Finally, individual in-depth interviews (semi-structured) were conducted with all participants and 
healthcare professionals involved. The HPiB program and the results will be shown and discussed. 

P06-04. Person Attuned Musical Interaction (PAMI) in Dementia Manual- A care staff training 
tool 

Bryony Waters, Orii McDermott, Martin Orrell  
University of Nottingham 

Introduction: Within care homes, interactions of residents with dementia have been reported as lacking in frequency 
and quality. Communication through non-verbal communication and music seems to remain intact in individuals with 
dementia. These types of interactions require staff to recognise the resident's subtle cues and be able to respond in 
a way to give meaning and context. Person Attuned Musical Interaction (PAMI) was developed at Aalborg University, 
Denmark, to provide care staff with musical training where staff can interpret these subtle cues through attuned 
musical interactions. 
Methods: The PAMI-UK project aims to develop a culturally appropriate version of the intervention for UK care homes. 
Through a literature review, expert and PPI consultation, cultural adaptation and translation was achieved. A 
qualitative exploratory pilot study investigated the training tool's feasibility, suitability, usability, and readability. The 
study also explored the use of the tool within care homes to understand the practical implementation. The manual 
evaluation study explored the impact of PAMI on resident’s quality of life, musical engagement, staff’s dementia 
competence, and burnout. 
Results: The use of music led to behaviour and mood changes in both residents and care staff, leading to improved 
task efficiency and an improved care home atmosphere. Staff-Resident relationships strengthened, with music and 
non-verbal communication such as touch contributing to the bond. Staff were able to attune to the resident to better 
attend to their psychological, social, and emotional needs. 
Discussion: PAMI-UK required cultural adaptations to ensure the training meet UK care homes' needs. Additionally, 
the pandemic led to PAMI-UK being converted into an online training tool, providing the potential for wider 
implementation. PAMI has the potential for a wider population of care homes to access high-quality music 
interventions. PAMI could improve mood, behavioural and psychological symptoms, communication, quality of life 
and social engagement in residents with dementia. 

P06-05. The Italian edition of Best Practice in Dementia Care Learning Program designed for 
healthcare staff working in hospitals. Results of a prospective open cohort study 

Francesca Neviani1, Andrea Fabbo2, Caterina Rontauroli1, Marta Zerbinati3, Caterina 
Pacenza3, Giorgia Monetti3, Elisa Crocetti4, Maria Giulia Canè4, Beatrice Cuneo4, 
Francesca D'Imprima4, Rossella Tozzi4, Chiara Mussi4 

1Azienda Ospedaliero-Universitaria Policlinico di Modena, 2Dementia Program, AUSL Modena, 3HrCare Focos Argento, 4University of Modena  

Introduction:  Best Practice in Dementia Care learning program for hospitals, developed by the Dementia Services 
Development Centre (DSDC), University of Stirling, is based on Person-Centred-Care (Kitwood), focusing on the 
needs of the People with Dementia (PwD). Participants are supported to consider how they might change in practice. 
The aim of this study was to evaluate the effectiveness of the program in terms of improved or changed skills and 
practice in PwD care 
Methods and Results:  36 have been trained: 12 doctors, 8 carers and 16 nurses to work at geriatric ward. The 
evaluation included feedback questionnaires, reflective exercises (analyzed qualitatively and thematically), Dementia 
attitude scale (DAS), Caregiver Difficulty Scale (CDS), to analyze competence and knowledge upgrade, before and 
after the program.  To assess the increase of care quality, some specific indicators of good practice were evaluated 
in an observation grid proposed to 60 Pwd hospitalized before the program (T0), after 3 months (T1) and after 6 
months (T2) for a total of 180 Pwd. Preliminary data, relating to the assessment of operators, show a significant 
difference between the scores obtained on the DAS scale before and after the course, especially for the DAS comfort 
subscale relating to the emotional aspects related to patient care (p = .002 z = -3.126 for DAS comfort and p =, 004 z 
= -2.848 for total DAS). There was also a significant difference between the scores obtained at the CDS before and 
after the training (z = -2.240 p = .025).  
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Conclusions: Preliminary data show how general knowledge about dementia seems to be less affected by training, 
while empathy and emotional aspects related to assistance seem to mostly benefit from training. Reflective practice 
and learning behavioral strategies promote a change of attitude in assistance. 

P07. (Parallel Session) Developing educational resources for interprofessional 
collaboration in the area of dementia; results and lessons from two international 
projects 

P07-01. Setting the stage for digital interprofessional education and collaboration 

Georgeta Popovici, Daciana Toma, Maria Moglan, Elena Dobrică, Raluca Sfetcu, Cătălina 
Tudose 

Romanian Alzheimer Society 

The session aims to present the INDEED project, a collaborative, transnational initiative, co-financed by European 
Union funds (ERDF, IPA), in order to improve dementia care and develop national dementia plans. The project had 
as its starting point three identified problems in dementia care: deficit of updating knowledge about dementia, 
insufficient collaboration between professions, lack of services and facilities specific to the care of patients affected 
by dementia (e.g. day centres, mobile provision services of meals, special care units in nursing homes). 
The presentation will include details on how the online dementia training platform was designed, complementary to 
existing training, addressed to different professional groups - doctors (family doctors, neurologists, psychiatrists), 
nurses, occupational therapists, physiotherapists, speech therapists, psychologists, social workers. 

P07-02. National Dementia Strategy-Mental Health - Priority on the Romanian Public Agenda! 

Maria Moglan1, Tudose Catalina1, Caciula Rodica2 

1Romanian Alzheimer Society, 2Asociația Habilitas 

The project, “Mental Health - Priority on the Public Agenda” is a necessity for initiating and promoting public policies 
in the field of mental health - with a focus on dementia, which has to carry out the following activities and outcomes: 

1. developing a methodology and an evaluation report of public policies in the field of mental health 
2. organizing Social Dialogue Forum, launching a social dialogue platform and creating a Social Dialogue 

Center in order to Stimulate and strengthen social dialogue and collaboration among NGOs, social partners 
and public authorities in the field of mental health and socio-medical health 

3. organizing - 5 regional workshops – held in Bucharest, Cluj, Iasi, Timisoara and Brasov – with active 
participation of at least 150 persons- from NGO-s, local institutions and public authorities, social partners 

4. providing training for minimum 72 persons – employees, volunteers from NGO-s, trade unions - in order to 
increase their knowledge of the public policies development in the mental health field 

5. elaborating and promoting an Action Plan for developing and implementing an alternative public policy in 
mental health field, based on the documents developed in previous public consultations, training sessions 
as well as on the transfer and adaptation of best European good practice observed during the study visit. 

P07-03. Stepping up digital competence in dementia education 

Maria Moglan, Ionescu Tiberiu, Pavel Alexandru, Dutu Irina, Tudose Catalina 

Romanian Alzheimer Society 

In response to the aging of the population, dementia has emerged as a major health and social problem all over 
Europe. Multiple professions must work together and coordinate their efforts for effective person-centred dementia 
care.  
Nevertheless, students in the appropriate socio-medical fields are not always well trained for these kinds of cross-
disciplinary collaborations. Online courses built on cutting-edge pedagogical frameworks and e-learning methods may 
help bridge this knowledge gap. Southeast European countries like Romania lack access to such resources, and they 
have not yet been included in dementia education there.  
The STUDICODE (STepping-up DIgital COmpetence in Dementia Education) initiative is a result of this collaboration 
between several higher education institutions. The Memory Centre Bratislava (Slovakia), the University of Ljubljana 
(Slovenia), the Technical University of Munich (Germany) and the "Carol Davila" University of Medicine and Pharmacy 
(Romania) are all partners in this international endeavour. A cross-disciplinary and comprehensive approach to 
dementia care will be the subject of a forthcoming multilingual online course, scheduled for completion within the next 
two years. Two hundred pre-graduate students in the fields of medicine, psychology, and speech pathology will pilot 
the course at partner locations and provide feedback. The initiative also aims to improve instructors' digital 
competency to speed up the creation of comparable medical-themed MOOCs (massive open online courses).  
The assessment will be given to academic deans, policymakers, and patient organizations. This will help them add 
the course to usual curriculums and help with national planning for dementia.  STUDICODE is funded by the European 
Union through the programme “Erasmus+”. 
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P08. (Parallel Session) Psychosocial interventions 

P08-01. Effect of exercise on the capacity for independent living in people with dementia or 
mild cognitive impairment: an overview of systematic reviews and meta-analyses 

Ahmet Begde, Manisha Jain, Eef Hogervorst, Thomas Wilcockson  

Loughborough University 

Objective: To summarise existing systematic reviews investigating the effectiveness of exercise on activities of daily 
living, walking, balance and visual processing in people with dementia or mild cognitive impairment. 
Methods: An overview of systematic reviews and meta-analyses was conducted. After searching seven electronic 
databases to identify eligible reviews published between January 2015 and April 2021, two reviewers independently 
extracted data from included reviews and assessed their qualities using the AMSTAR-2 tool. A forest plot was created 
to compare SMDs obtained from meta-analyses.  
Results: A total of 30 systematic reviews were identified and included in the overview. Most of the reviews reported 
that exercise is significantly effective for improving activities of daily living (SMD 95%CI, from 0.27 to 1.44), walking 
(SMD 95%CI, from 0.08 to 2.23), balance (SMD 95%CI, from 0.37 to 2.24) and visuospatial function (SMD 95%CI, 
from 0.16 to 0.51), which are among the most leading determinants of independent living in individuals with dementia 
or mild cognitive impairment. 
Conclusion: Evidence has shown that exercise (especially multicomponent exercise programmes including cognitive, 
physical and multitasking exercises) with sufficient intensity (45–60min x 3–5days/week x at least a 12-week) 
improves the activities of daily living skills. Exercise also improves walking, balance and visual processing, which can 
provide a more independent life for people with dementia and mild cognitive impairment. Cognitively impaired people 
should therefore be encouraged to exercise regularly in order to be more independent. 

P08-02. Conversation Coaching Intervention for People with Dementia: A Feasibility Study 

Suzanna Dooley1, Sophie Furey2, Dr. Margaret Walshe3 

1Health Service Executive & Trinity College Dublin, 2HSE, 3Trinity College Dublin 

Introduction: Conversation abilities of people with dementia (PwD) are impacted by cognitive communication deficits 
and can be hardest for family carers. Communication interventions can improve quality of life and increase positive 
interactions. This study evaluates the feasibility of a conversation coaching intervention (CCI) for people with dementia 
and their communication partners (CPs).  
Method: A mixed method design was used: this paper explores preliminary quantitative outcomes. Thirty-four people 
were recruited over 12 months, 17 PwD (with different dementia subtypes) (47% male and 53% female; age range 62 
– 79) and 17 CPs. CCI involved 1:1 and group sessions facilitated by 2 experienced speech and language therapists 
(SLTs) weekly, over 6 weeks. Participants were assessed initially and 3 months following intervention using; Profiling 
Communication Ability in Dementia (P-CAD), Goal Attainment Scaling and Capability Index for Older people (ICECAP-
O). 
Results: Thirty-four participants were recruited for CCI. Two dyads were unable to complete the intervention due to 
COVID-19. P-CAD scores for PwD were maintained at three months for 67% (n=10) showing no decline in function 
and 26% (n=4) showed improvements. All PwD reported that CCI helped them achieve individual communication 
goals and 84% indicated this was to a higher level than anticipated. All CPs reported that they too had achieved their 
communication goals to a level higher or much higher than anticipated. 
Ten (69%) PwD rated their wellbeing as higher on the ICE-CAP-O following intervention with 31% (n=5) rating no 
change in wellbeing from initial assessment. Over three quarters of CPs, (77%: n=11), reported an increased sense 
of wellbeing following intervention and 23% (n=4) no change in wellbeing. 
Conclusion: Preliminary outcomes including participant feedback indicates that CCI is feasible with PwD. The 
communication function and wellbeing of PWD was either maintained or improved. CCI is collaborative and enhances 
retained communication abilities of people with dementia. 

P08-03. Behavioural changes of caregivers and nursing staff after a coaching-based 
psychosocial intervention programme supporting self-reliance of persons with dementia 

Phébe Das1, Gerbrich Douma2, Hanneke Donkers1, Lieve Roets-Merken1, Maud Graff3 

1Radboudumc, IQ Healthcare, 2Radboudumc, 3Radboudumc, IQ Healthcare, Radboud Alzheimer Centre 

Background: An increasing number of studies show that coaching-based methods play an important role in the 
implementation of nursing interventions. The psychosocial person-centred intervention “SOCAV-in-primary-care” 
(SOCAV-PC) offers training and reflective peer coaching to nursing staff and training and person-centred care-
planning to caregivers. SOCAV-PC aims to support persons with dementia (PwD) to maintain or improve their self-
reliance and daily functioning in meaningful activities resulting in quality of life with support of their caregivers. This 
study presents the experiences of the PwD, and changes in attitudes and behaviour of caregivers and nursing staff 
when trained and coached in the intervention. 
Methods: Spread over nine months, caregivers and nursing staff were trained and coached in the person-centred 
approach by a trained SOCAV-peer coach. Content analysis was performed using qualitative data derived from (1) 
intervention and coaching diaries from nursing staff, (2) coaching diaries of peer coaches, (3) focus groups among 
nursing staff, and (4) individual interviews with PwD and their caregivers. 
Results: The PwD felt heard and respected in making their own choices. Caregivers became more aware of the 
influence of their own behaviour on the mood of the PwD, and started trying to convert their controlling behaviour, 
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meant to provide safety, into supporting the wishes and needs of the PwD. Among nursing staff, an ongoing process 
of positive changes in attitudes and behaviours towards person-centred care emerged: from acting on intuition and 
automatisms, towards learning to reflect on the behaviour of the PwD and their own actions. Moreover, they gained a 
better understanding of the concept of self-reliance, and discovered the power of conversation and observation 
through a more open attitude and behavioural change. 
Conclusion: Reflective coaching is an essential tool to enhance person-centred attitudes and behaviour among 
nursing staff and to a better understanding of the concept of self-reliance of PwD. 

P08-04. Do cognitive factors predict success of a cognitive behavioural group intervention in 
persons with Mild Cognitive Impairment? 

Lizzy Boots1, Yindee van Os2, Rudolf Ponds3, Marjolein de Vugt1 

1Maastricht University, 2Elkerliek Hospital, 3Amsterdam UMC 

Objectives: To date, no cure for dementia is available and psychosocial interventions in early stages are becoming 
more important. To optimize the effectiveness of psychosocial interventions, more knowledge about response 
characteristics is necessary. 
This study explores if cognitive factors in people with mild cognitive impairment (MCI) are associated with psychosocial 
intervention success. We hypothesize that persons with multidomain MCI, more global cognitive problems and more 
severe episodic memory problems are less likely to profit from a cognitive behavioural group intervention. 
Methods: this is an explorative, naturalistic, non-randomized within subjects design. Participants (N=54) were 
assessed pre- a post-intervention with a standardized clinical rating scale (CIBIC-Plus).  The response rates were 
calculated. A binary logistic regression was performed with MCI subtype, global cognitive functioning and episodic 
memory performance as predictors. 
Results: Post-intervention functioning measured with the CIBIC-Plus was improved (51.9%) or stable (44.4%). 
Multiple domain MCI was statistically associated with intervention response, with an odds ratio of 2.9 of no response 
to the intervention. Global cognitive functioning and episodic memory performance did not predict intervention 
outcome. 
Conclusion: Multiple domain MCI is associated with less profit from a cognitive behavioural group intervention 
compared to people with single domain MCI. MCI subtype is more predictive of intervention success than measures 
of global cognition and verbal episodic memory retrieval. 
This area of research is largely unexplored and may offer valuable insights that are helpful to timely attenuated care 
and support for individual patients with MCI. 

P08-05. Development of a Cognitive stimulation program for care facilities – results from a 
Qualiative study with nursing staff about desires, limits and possibilities 

Ümran Sema Seven1, Ann-Kristin Folkerts1, Elke Kalbe1, Julie Guicheteau2, Martin 
Dichter2, Sascha Köpke2 

1University Hospital Cologne, Medical Psychology, 2University Hospital Cologne, Institute for Nursing Science 

Background: Cognitive stimulation (CS) is recommended in guidelines for people with mild to moderate dementia. A 
concept that accompanies everyday life and facilitates CS, especially in communication between caregivers and 
residents with dementia, has been lacking until now. The aim of the project is to develop a CS program tailored to the 
needs of care facilities. In this substudy, interviews and focus groups were used to explore caregivers' perspectives 
on the desires, limitations, and possibilities of CS as an intervention in daily living. For this purpose, the status quo of 
CS was determined and ideas for practicable exercises and proven topics of conversation were requested. 
Methods: Qualitative methods were used to determine the needs for content designing and implementing the CS 
program in everyday inpatient care. Four focus group discussions with a total of nursing staff members (N = 20) and 
5 telephone interviews with nursing staff were conducted.  Both data collections were based on an interview guide. A 
qualitative content analysis was conducted on the gathered material.  The results, along with other sources such as 
a systematic review, a questionnaire study, and our own expertise, form the basis for the development and design of 
an everyday CS. 
Results: The participants reported on concrete challenges and needs on a structural and personal level. Both their 
own perspectives and those of the people with dementia were taken into account. Proven activation methods, 
exercises, materials and communication aspects that can be realistically implemented alongside care were identified 
and included in the new program. 
Conclusion: With the participatory approach that was fundamental to the development of the CS program, it will be 
possible to implement this daily living CS approach for people with dementia in care settings. 

P09. (Parallel session) Dementia-friendly initiatives 

P09-01. Succesfactors of community dementia friendly initiatives using realist review and - 
evaluation 

Marjolein Thijssen1, Wietske Kuijer2, Monique Lexis3, Maria Nijhuis-vanderSanden1, 
Ramon Daniels3, Maud Graff1 

1Radboud Medical Center IQ Healthcare, 2HAN University of applied sciences, 3Zuyd University of applied sciences 
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Background: Due to societal changes of a rising number of people with dementia, a shortage of resources for care 
and the civil rights movement, the concept of ‘dementia-friendliness’ is embraced.  Dementia friendliness underpins 
communities and initiatives that promote inclusion of persons with dementia and their caregivers. Mentality is a 
collaborative project that studies succcessfactors of dementiafriendly initiatives using the realist approach. In phase 
A we developed realist program theories about the outcomes of dementia friendly initiatives, using literature review. 
In phase B we identified realist program theories about the development and sustainment of dementia friendly 
initiatives, using four Dutch best practice examples of dementia friendly communities. During Phase C these theories 
were implemented across multiple sites for testing theories, refinement and evaluating impact in the Netherlands. 
In Phase A, based on in/exclusion criteria 22 studies were included from the initial 7154 search results. Data synthesis 
resulted in three midrange program theories, explaining how contexts and mechanisms produced different outcomes 
for persons with dementia and caregivers and why. It enabled reflection on the roles of people with dementia as a 
patient, member of a group or citizen.  In phase B, a multiple case study was undertaken using interviews, 
observations, documentation and focusgroups with in total 68 stakeholders. A realist analysis within and across the 
cases resulted in three midrange program theories, i.e development of a support base, interdisciplinary collaboration 
and participation of people with dementia and carers in dementia friendly initiatives. It enabled reflection on important 
contextual factors and mechanisms leading to these theories. 
In this presentation, the realist program theories of phase A&B will be presented and discussed, together with the 
data analysis from phase C, explaining how contexts and mechanisms produce outcomes for professionals, 
volunteers, people with dementia and their caregivers regarding community dementia friendly initiatives 

P09-02. Projective techniques as an innovative dementia friendly research approach 

Maud Hevink1, Maria Mackowiak2, Dorota Szczesniak2, Emma Conway3, Carrie McAiney3, 
Meredith Gresham4, Lee-fay Low4, Lyn Phillipson5 

1Maastricht University, 2Department of Psychiatry, Wroclaw Medical University, 3School of Public Health Sciences, University of Waterloo, 4Centre for 
Healthy Brain Ageing (CHeBA), University of New South Wales, 5School of Health and Society, University of Wollongong 

Introduction: The majority of qualitative research about the experiences of people living with dementia (PLWD) is 
based on proxy reports. Despite the importance of including PLWD, barriers to participation remain. Examples include 
participants’ openness and willingness to discuss potentially sensitive or stigmatized topics. Researchers may find it 
challenging to engage PLWD, as standard qualitative research approaches present challenges for those with memory 
and communication difficulties. To offer a more inclusive and dementia-friendly research approach to enhance 
discussion of potentially sensitive topics, we adapted projective techniques for PLWD. 
Methods: Projective techniques consisted of word clouds and a storytelling exercise to understand of PLWDs' 
experiences of receiving a diagnosis and support. The word clouds encouraged PLWD to freely associate when 
hearing the words ‘dementia’ and ‘support’. The storytelling exercise consisted of photographs depicting a fictitious 
couple receiving a diagnosis - a few weeks, a few months, and a year post-diagnosis. PLWD were encouraged to 
share what they thought the fictitious couple may be experiencing and could reflect on their own experiences. 
Researchers were provided with interview guides and training to support the use of projective techniques. These 
techniques were embedded into online and face-to-face interviews as part of the COGNISANCE project. Data 
collection ran from November 2019 to February 2021 in Australia, Canada, the Netherlands, and Poland. 
Results: Overall, researchers found the projective techniques useful to promote engagement of PLWD. Researchers 
found word clouds useful to promote conversation. The storytelling exercise facilitated strong emotional engagement. 
Both approaches offered opportunities to discretely discuss potentially sensitive or stigmatized topics. Difficulties were 
also experienced despite the use of visual aids, highlighting the importance of researcher support. Our results confirm 
the importance of methodological innovation to provide dementia-friendly and inclusive research approaches to 
provide a meaningful way for PLWD to participate in qualitative research. 

P09-03. Building Positive Educational Partnerships 

Nikki Lorimer  

Alzheimer Scotland 

ScotGEM is a four-year graduate entry medicine programme run by the universities of St Andrews and Dundee, 
focusing on encouraging graduates to become generalist practitioners with experience in rural health care, producing 
high quality, multi-skilled and compassionate clinical leaders. Students contribute to local communities and the health 
service whilst training through supported 'Agents of Change' projects. Students learn and attempt to bring about real 
change in health care through understanding, developing and practising the skills required to generate change.   
Alzheimer Scotland support the Agents of Change with placements - students meet with colleagues from across the 
organisation and see how staff collaborate to support the health and wellbeing of people with a diagnosis of dementia 
and their carers whilst gaining an understanding of the challenges third sector organisations face.  
The students attend frontline supports in person, meeting people with a diagnosis of dementia and carers. This 
positively impacts the students as: 

• The experiences of those living with dementia becomes more accessible and better understood. 
• The value of peer support recognised.  
• They develop empathy and engagement skills through supporting people with lived experience of dementia. 
• It encourages them to challenge perceived stigma. 
• It leads them to promote compassionate care and therapeutic interventions. 



 20 

The Alzheimer Scotland placements empower students to become General Practitioners to consider alternatives to 
conventional health care interventions and to deliver person centred care, in turn empowering people with a diagnosis 
of dementia and improving their outcomes, in addition to increasing efficiency in health care settings.  
Students feedback report that their experience is informative, meaningful and unique, giving them an insight into the 
role of third sector organisations within health and social care. 
Through this collaborative project, Alzheimer Scotland provides new and innovative, and crucially, interactive learning 
experiences, which influence how students will practice and develop as General Practitioners. 

P09-04. "Project to analyze accessibility for patients - even those with dementia - at Bavarian 
Hospitals" 

Birgit Dietz  

OTH Amberg Weiden / Bavarian Institute for the elderly and cognitively impaired 

The UN Convention on the Rights of Persons with Disabilities (CRPD) states in Article 1: 
The purpose of the present Convention is to promote, protect and ensure the full and equal enjoyment of all human 
rights and fundamental freedoms by all persons with disabilities, and to promote respect for their inherent dignity. 
Persons with disabilities include those who have long-term physical, mental, intellectual or sensory impairments which 
in interaction with various barriers may hinder their full and effective participation in society on an equal basis with 
others. “ 
Since incidental limitations in persons in need of assistance, e.g., with age- and disease-related disorders, represent 
an increasing challenge in hospitals due to demographic change, the state government, in cooperation with OTH-
Amberg Weiden, wants to examine, how "barrier-free" Bavarian general hospitals are. 
The project was carried out in three phases: 
Phase 1 Exploration with comprehensive research and analysis to specify the task. 
Phase 2 Bavarian general hospitals are surveyed online about their understanding of accessibility and the status of 
implementation. 
Phase 3 Evaluation and final report with recommendations for action to further establish accessibility in hospitals. 
First results are: 

• Accessibility is not currently a prioritized issue. Hearing and vision - impairments as well as cognitive 
impairments have received less attention than mobility impairments. 

• Needs for action are identified in areas such as allergy & nutrition, participation, socio-cultural factors, but 
most alarmingly, also in security and fire safety. 

• The needs of patients with dementia can be covered only partially. 
The final report was completed in March 2022 and is currently being reviewed by the Ministry in order to ensure that, 
as far as possible, all services offered in hospitals are available to everybody without restriction. The outcomes could 
be presented in October in Bucharest. 

P09-05. How volunteers help people with dementia maintain a social network through a 
“common third” 

Chani Yavin  

The Danish Alzheimer's Association 

Background: Dementia is a widespread disease. In Denmark up to 90.000 Danes have dementia and more than 
400.000 relatives witness how the disease relentlessly progresses. 
People who suffer from dementia often pull back from social communities, but research shows that maintaining a 
social network can help to prevent and delay cognitive impairment. Therefore, Activity Friends exists to help people 
with dementia continue being a part of social activities and networks. 
Relations with a “common third” and sense of equality: 
“For some people ‘baking’ is just ‘baking’. For the person that I am matched with […] baking was a touching 
experience, because, for the first time in a long time there were baked goods to share with family and friends. It gave 
me a big sense of pride to be able to bring happiness to others and not focus on that the person is sick, but to share 
an activity together, that not only has great meaning for me but for the whole family.” 
The quote is from a volunteering activity friend who meets with their match to go for walks and be creative in the 
kitchen. Activities that both parties find interesting and fun, which is the turning point in Activity Friends: To create 
matches based on shared interests where both parties wish to establish the relationship. This creates a foundation of 
equality and a focus on the human being rather than the disease. 
Results through collaboration: Activity Friends is only possible due to a network of collaborations between 
professionals and volunteers. The initiative is in more than 10 municipalities and local societies and is expanding 
every year.  
The poster will be presented by Project leader Chani Yavin and showcase results from local collaborations, the 
importance of a common third, social networks, and a sense of equality in the matches. 
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P11. (Parallel session) Residential care 

P11-01. Insights into the impact of relocations within nursing homes on residents with 
dementia: an interview study with stakeholders 

Miranda Schreuder1, Elleke Landeweer1, Marieke Perry2, Sytse Zuidema1 

1University Medical Center Groningen, 2Radboud university medical center 

Background: Elderly people who live in nursing homes can be faced with intramural relocations for various reasons, 
whether individual or per group. Despite the fact that intramural relocations happen regularly, there is a shortage of 
knowledge on this subject. Our aim is to develop insights into the impact of relocations within nursing homes on 
residents according to different stakeholder-perspectives. 
Methods: We have performed semi-structured interviews with various stakeholders in the context of intramural 
relocations to collect a broad outlook on its practice. The interviews were audio-recorded, transcribed verbatim and 
analyzed using responsive and thematic analysis. 
Results: Seventeen interviews were held, of which sixteen online or via telephone. A recurrent theme was that 
participants found it difficult to assess the impact of intramural relocations for residents with dementia. Some residents 
with dementia hardly seemed to respond to their relocation. Other residents did not seem to fully understand the 
relocation (e.g. they thought they were on holiday), or did have problems with getting used to the new environment or 
situation (e.g. by having difficulties with learning new routes). Participants mentioned that residents with dementia 
may have less skills to deal with a relocation, because of their cognitive decline and lower ability to express emotions. 
Residents with dementia more often expressed anxiety related to the relocation in problem behavior. Furthermore, in 
case of decline after the relocation it was difficult to determine whether the resident's decline was due to the relocation, 
the progress of dementia or a combination of both. 
Conclusions: The impact of intramural relocations on residents with dementia is difficult to assess and varies 
importantly between residents. Concurrently, an increase of problem behavior was mentioned. Therefore, close 
attention to the individual experiences of residents is needed. Further research could explore the lived experiences of 
residents with dementia themselves in case studies. 

P11-02. Behavioral and psychological symptoms in patients with cognitive disease and 
diabetes – a register based study 

Helena Kullenberg1, Marie Svedberg1, Maria Kumlin1, Thomas Nyström2, Moa Wibom3 

1Sophiahemmet University, 2Karolinska Institutet, 3Skånes University Hospital 

Background: Beside cognitive symptoms, most patients with cognitive disease suffer from a variety of behavioural 
and psychological symptoms of dementia (BPSD). BPSD comprise a wide range of symptoms, including affective, 
psychotic and motor symptoms, as well as problems with eating and sleep. Symptoms can be triggered by several 
factors, such as pain, lack of communication or inappropriate care environment, but also the influence of other 
diseases, such as diabetes. It has been demonstrated that deterioration of glucose control can impair cognitive 
function and induce delirium in patients with cognitive disease, but the contribution of diabetes in BPSD is unclear. 
Aim: To describe BPSD in patients with and without diabetes. 
Methods: A cross-sectional study including patients registered in the Swedish BPSD-register, residing in nursing 
homes or receiving home care. BPSD in patients with diabetes and without diabetes was compared. Subgroup 
analysis of patients with diabetes for predictors and risk of symptoms was evaluated. 
Result: There were some differences in BPSD between patients with and without diabetes, but most of these 
differences were not to be considered clinically relevant. The most apparent difference was observed for anxiety and 
aberrant motor behaviour, as considerably less patients with diabetes had these symptoms. Age, anti-diabetics, and 
cholinesterase inhibitors was negatively associated with total BPSD in patients with diabetes, whereas a non-normal 
blood glucose and medications in ACT-group N were positively associated with total BPSD in patients with diabetes. 
Non-normal blood glucose increased probability for all symptoms but hallucinations, compared to normal blood 
glucose. 
Conclusion: The result highlights the fact that a non-normal blood glucose is associated with an increased risk of 
BPSD, emphasizing the need for knowledge of diabetes management and assisted self-care in nursing homes and 
home care for individuals with cognitive disease and diabetes. 

P11-03. “They’re allowed to be who they are…” Exploring Perspectives on the Social Model 
of Care in a Long-Term Homelike Facility for People Living with Dementia in Ireland 

Mckenzie Dow, Siobhan Grant  
Saint Joseph's Shankill 

Background: The prevalence of dementia in Ireland is predicted to rise significantly as the general population ages. 
Several dementia organisations have encouraged human rights-based approaches to dementia care, and recent 
literature has supported the use of the social model of care in long-term facilities. As such, it is important to understand 
the application of these principles in Ireland’s largest nursing home solely specialising in caring for people living with 
dementia. 
Aim: This study aimed to explore key stakeholder perspectives following the implementation of the ‘Meaningful Care 
Matters’; Butterfly Model of Care© in Saint Joseph’s Shankill. 
Methods: A literature review was completed on elements of the Butterfly Model of care, and  a qualitative study was 
implemented to interview family members of residents as well as staff at Saint Joseph’s (n=12). Thematic analysis 
was conducted to analyse the recorded interviews. 
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Results: Family members of residents reported that the transition into nursing care was challenging, but they felt 
relieved with the type of care their loved ones received. Staff described enjoying their work and believed in the social 
model of care, though many felt there is still room to grow and improve. Participants also felt that the social model of 
care and a homelike environment was the best approach to caring for their residents, and the literature review 
highlighted the importance of citizenship, autonomy, and meaningful social interaction in long-term dementia care. 
Discussion: Findings from this study highlight how the implementation of a social model of care in long-term care 
facilities for people living dementia can be successful, and the change was well received by family members and staff. 
Our findings have implications for the improvement of dementia nursing care in Ireland, and support the social model 
of care for people living with dementia in long-term nursing facilities. 

P11-04. Feasibility of the Tailored Activity Program for Hospitalized (TAP-H) Patients with 
Behavioural Symptoms living in a nursing home 

Caterina Paolini1, Barbara Manni1, Rita Pasqualini1, Elisabetta Romano1, Maria 
Rignanese1, Elisa Sandri2, Alessandra Montanari2, Clelia Cavani2, Andrea Fabbo1 

1AUSL Modena, UOC Geriatria, Centri Disturbi Cognitivi e Demenze, 2Istituzione ai servizi alla persona Opera Pia Castiglioni 

Background: Behavioural symptoms (BPSD) may occur at any stage of dementia and negatively impact the quality of 
life of the person with dementia and the caregiver. Effective non-pharmacological approaches to the prevention and 
management of BPSD include an evidence-based occupational therapy (OT) program: The Tailored Activity Program 
(TAP). There are also feasibility and applicability studies in the Italian context of the Tailored Activity Program for 
Hospitalized people with dementia (TAP-H). These studies emphasize secondarily the usefulness for both the person 
with dementia and the staff, even if the sample analyzed needs to be increased. The use of TAP-H in the nursing 
home setting has yet to be investigated. 
Purpose of the study: The purpose of this study is to compare the effect of the TAP-H treatment group versus the 
control group on BPSD. 
Methods: 30 people with dementia and moderate BPSD living in the nursing home “Opera Pia Castiglioni” Formigine, 
Modena, Italy, were selected. They were divided into two groups consisting of 15 people. One group was treated with 
TAP-H by an OT and the other group was treated with standard OT. TAP-H treatment includes up to 11 sessions to 
develop activities tailored to patients' interests and abilities and train staff in their use. Each group received 
assessments of dementia staging (CDR), cognitive level (MMSE), functional level (ADL) and behavioural symptoms 
(NPI) at baseline (T0) and after 3 months (T1). 
Results: People with dementia who received TAP-H treatment delivered by an OT have a greater reduction in BPSD 
than people with dementia who received standard OT treatment. 
Conclusion: TAP-H requires further assessment to establish efficacy in nursing homes with a larger and more diverse 
population and to be considered a non-pharmacological approach to managing BPSD. 

 P11-05. Sharing Everyday Decisions in Care Homes: What are the decisions? Who makes 
them? And how? 

Rachel Daly1, Frances Bunn2, Claire Goodman2 

1Centre for Research in Public Health and Community Care, University of Hertfordshire/Dementia UK, 2Centre for Research in Public Health and 
Community Care, University of Hertfordshire 

Background: Approximately 70% of the 457,000 people living in UK care homes have dementia and may need support 
with everyday decisions about their life and care. However, little is known about the everyday decisions that people 
living with dementia and associated communication difficulties, make and share in care homes. 
Methods: This was a two phase study. Phase 1 - a systematic review, is published elsewhere 
(https://bmjopen.bmj.com/content/8/6/e018977). 
Phase 2 - A modified 4D Appreciative Inquiry (AI) cycle engaged participants in two care homes in England, through 
observation, interviews and focus groups. Observations and participant stories identified the everyday decisions 
shared between people living with dementia and their care partners. (Ethical approval reference number: 226515.) 
Results: Participants (15 people living with dementia and communication difficulties, 24 care staff and four family 
members) were observed for 72 hours and completed 13 focus groups and 26 interviews. They demonstrated that 
people living with dementia and communication difficulties regularly make and share everyday decisions. The majority 
of decisions entailed binary choices about food and drink, physical and social activities and aspects of personal care. 
Maximising shared everyday decision-making relied on engaging with six activities; encouragement, person-centred 
communication, offering choices, effective uses of senses, time and environment, and identifying an appropriate 
decision partner. The modified 4D cycle of AI promoted a high level of engagement for people living with dementia 
and their staff and family care partners. 
Conclusion: Everyday decisions are commonly made and shared by people living with dementia and communication 
difficulties in care homes. When staff prioritise residents’ involvement, it is possible to challenge routine and advance 
personalised approaches to care within everyday encounters. Additional work is needed to further develop 
engagement between residents and their staff and family care partners to extend their partnerships in the planning 
and delivery of care. 
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P12. (Parallel session) Young onset dementia 

P12-01. Childhood perspectives of parental young onset dementia: A qualitative data 
synthesis. 

Cathal Blake, Louise Hopper  
Dublin City University 

Background: While it is less common, young onset dementia manifests at a significantly younger 
age (< 65). Many people with young onset dementia are parents; however, little is known about 
impact of the condition on children and young adults. A qualitative thematic analysis was conducted 
to synthesise the literature on the perspectives of children and young adults with a parent living with 
young onset dementia. 
Methods: Electronic databases were searched in order to identify all peer-reviewed literature in 
relation to the perspectives of children and young adults with a parent living with young onset 
dementia. A thematic analysis was conducted on the relevant literature. 
Results: The electronic database search resulted in 15 full texts articles. Four main themes with 
related subthemes emerged from the thematic analysis. The four main themes were: changing family 
dynamics; psychological and physical strain; stigma and coping strategies. 
Conclusion: The current synthesis outlines the perspectives of children and young adults with 
a parent living with young onset dementia. There is a significant lack of research in this area which 
adds to the stereotypical view of dementia as an older person’s disease. This can lead to children and 
young adults being impacted by lack of awareness and stigma resulting in significant psychosocial 
problems. As the number of people living with dementia (including young onset) is set to increase, 
future research with children and young adults with a parent with young onset dementia is important 
in order to better support this cohort. 

P12-02. Pre-diagnostic symptoms of young-onset dementia in the General Practice 

Stevie Hendriks1, Kirsten Peetoom2, Huibert Tange2, Marloes Van Bokhoven2, Wiesje Van 
der Flier2, Christian Bakker2, Janne Papma2, Raymond Koopmans2, Frans Verhey2, 
Sebastian Köhler2, Marjolein De Vugt2 

1Maastricht University, 2Netherlands 

Background: Young-onset dementia (YOD) has many underlying aetiologies, resulting in a large heterogeneity of first 
symptoms. This makes it difficult for General Practitioners (GPs) to recognise YOD. This study aimed to identify early 
symptoms that are more common in people with YOD in the pre-diagnostic phase. 
Methods: a case-control study nested in a primary-care registry was performed, with 89 YOD cases and 162 age- and 
sex-matched controls. Symptoms reported in the GP office up to five years before diagnosis were compared between 
the two groups. Symptoms were extracted from written GP notes and categorised in groups. We used Generalized 
Estimating Equations to analyse time-trajectories of these symptom categories. Additionally, logistic regression was 
used to test whether the number of symptom categories reported in the years before diagnosis differed between cases 
and controls. 
Results: Cognitive symptoms were more common in people with YOD five years before diagnosis, affective symptoms 
four years before diagnosis, social symptoms three years before diagnosis, behavioural symptoms two years and 
disturbances in daily functioning one year before diagnosis. The ROC-curve suggested that reporting two or more 
symptom categories to the GP gave the best trade-off between sensitivity (85%) and specificity (77%). 
Conclusion: This study showed that people with YOD already present with first symptoms five years prior to diagnosis 
in the GP practice. The non-specificity of these symptoms and absence of functional impairment up to one year prior 
to diagnosis may still make it difficult for GPs to distinguish people with YOD. Future research with more patients 
should aim to identify symptom profiles that can aid GPs in their decision making. 

P12-04. Young family members in need of support 

Anita Pohjanvuori  
Muistiliitto 

When a working-age parent is diagnosed a young-onset dementia, the illness and special considerations related to it 
pose challenges not only to the parent themselves, but their family as well. It can lead children in the family to take a 
responsibility of the duties of adults and may be deprived of the care and support they would require for healthy growth 
and learning. Caring for another person has been found to have effects on the education, health, well-being and social 
and employment opportunities of young carers.  
The more established definition of “young carers” is based on a study by Professor Saul Becker (2000, 378¹), 
according to which young carers are children and young people under the age of 18 who are nursing, caring for 
helping or supporting another family member. In Finland, the number of young caregivers was first assessed in the 
early 2010s. In the School Health Promotion study conducted by the Finnish Institute for Health and Welfare (THL, 
2019²), approximately 6% of the respondents provided daily or weekly care to someone. The figures are close to 
international estimates, according to which 2–8% of children and young people can be defined as young carers. 
The Young Carers expert network was established a few years ago, joining various organisations. This cooperation 
has proved to be an important channel for building awareness and sharing experiences and good practices, as well 
as for influencing decision-makers. 
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The Alzheimer Society of Finland and its local associations have launched various activities to improve the visibility, 
awareness of and support for young carers.  The measures have included the peer support meetings for young-onset 
dementia families, a Facebook group aimed at young people (aged 13–35), which currently has ~260 members and 
a YouTube video featuring a young caregiver. 

 

P12-05. Awareness of diagnosis from the perspective of people living with early-stage 
Alzheimer´s disease 

Elena Garcia-Arcelay, Gerard Piñol-Ripoll, Antonio del Olmo Rodriguez, Felix Viñuela, 
Merce Boada, Jorge Mauriño, Alberto Villarejo-Galende 

Spain 

Background: Limited information is available on peoples’ experiences of living with Alzheimer's disease (AD) at earlier 
stages. This study aimed to assess awareness of diagnosis among people with early-stage AD and its impact on 
different psychological and functional dimensions. 
Methods: We conducted a non-interventional, cross-sectional study in 21 Memory Clinics in Spain. Persons aged 50-
90 years, diagnosed with prodromal or mild AD (NIA/AA criteria), a Mini-mental State Examination (MMSE) score ≥ 
22, and a Clinical Dementia Rating-Global score (CDR-GS) of 0.5 or 1.0 were enrolled. The Representations and 
Adjustment to Dementia Index (RADIX) was used to assess participants' beliefs about their condition and its 
consequences. 
Results: A total of 149 participants were included. Mean (SD) age was 72.3 (7.0) years and 50.3% were female. Mean 
duration of AD was 1.4 (1.8) years. Mean MMSE score was 24.6 (2.1) and 87.2% had a CDR-GS score of 0.5. Most 
participants (n=84, 57.5%) used a descriptive term related to specific AD symptoms (e.g. memory difficulties) when 
asked what they called their condition. People aware of their diagnosis using the term AD (n=60, 44.3%) were younger, 
had more depressive symptoms, and poorer life satisfaction and quality of life compared to those without awareness 
of their specific diagnosis. Practical and emotional consequences RADIX scores showed a significant negative 
correlation with Quality of Life in Alzheimer´s Disease score (rho = -0.389 and -0.413, respectively; p<0.0001). Years 
of education was the only predictor of awareness of diagnosis (OR=1.04 [95% CI 1.00-1.08]; p=0.029). 
Conclusions: Awareness of diagnosis was a common phenomenon in people with early AD negatively impacting their 
well-being and quality of life. Understanding AD representations at earlier stages may facilitate implementing 
optimized care that supports improved quality of life. 

P13. (Parallel session) The RECage project (REspectful CAring for the AGitated 
Elderly): towards the conclusion of the project 

Sara Fascendini1, Aline Mendes2, Anna Giulia Guazzarini3, Andrea Fabbo4 

1FERB ONLUS, 2Médecin Adjointe Service de Gériatrie Département de Réadaptation et Gériatrie, 3Università degli studi di Perugia, Department of 
Medicine and Surgery, Perugia, Italy, 4UOC di Geriatria- Disturbi Cognitivi e Demenze Dipartimento Cure Primarie AUSL Modena 

Overview of the project: The objective of the Project is threefold:  
a) validate an intervention (Special Care Unit for BPSD: SCU-B) both in terms of clinical efficacy and cost-
effectiveness;  
b) adapt the intervention and produce a consensus document on a SCU-B model;  
(c) promoting the implementation of the model.  
At the end of the project, an international Consensus Conference is planned (February 2023) during which the data 
collected will be discussed and evaluated, considering the differences between the different health systems. 
A preview of results of the RECage Clinical Trial: Main characteristics of the study protocol and an overview of the 
study progress will be presented. The data analysis is expected to be completed in December 2022. 
The qualitative study from an implementation point of view: The difficulties of implementing a European 
multicentric, multi-country Research Project aiming at validating, adapting and upscaling the Special Care Unit for 
PwD and BPSD, are briefly described. We underline the differences across the healthcare systems of the participating 
countries and present the results of the qualitative study that investigated the social context of the intervention. 
Toward the conclusion of the project: the Consensus Conference: The results of the trial will be disclosed during 
the Conference, as well as the conclusions of the qualitative study and of a systematic analysis of the relevant 
literature, The ensuing debate shall allow us to put the trial results Into the different social contexts of the participating 
countries. The recommendations issued by the Conference Panel will be paramount for both adaptation and 
development of the intervention. At the end of the conference, an official document will be drawn up and disseminated. 
This document will include guidelines for the establishment and operation of a possible model of SCU-B and will be 
addressed to health authorities, scientific societies and lay associations. 

P14. (Parallel session) Brain health and dementia prevention 

P14-01. Cognitive trajectories in prevalent and incident hearing impairment: A 12-year follow-
up of the Maastricht Ageing Study (MAAS) 

Lion Soons, Kay Deckers, Martin van Boxtel, Sebastian Köhler  

Maastricht University 
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Background: Hearing impairment is a common and treatable condition that is associated with increased risk of 
cognitive impairment and dementia. However, little is known about the cognitive course of individuals with incident 
hearing impairment. The objective of this study was to investigate the temporal association between prevalent and 
incident hearing impairment and change in cognition over 12 years. 
Methods: We analyzed data from the Maastricht Ageing Study, a Dutch cohort of 1823 cognitively healthy individuals 
aged 24-82 years. Individuals were serially assessed at baseline, 6 and 12 years. Hearing impairment at each wave 
was defined as having a best-ear pure-tone audiometry of ≥35 decibel. Memory function, information processing 
speed, and executive function were analyzed in individuals with prevalent, incident and no hearing impairment. Linear 
mixed models were used to test the association between hearing impairment and change in cognitive function over 
time, adjusted for age, sex, education, and a composite score of 11 lifestyle-related dementia risk factors. 
Results: Participants with prevalent hearing impairment (N=198; 10.9%) showed more decline in verbal memory and 
information processing speed than participants without prevalent hearing impairment. Likewise, participants with 
incident hearing impairment (N=227; 17.7%) showed more decline over time in all cognitive domains, following a 
similar pattern of increasing decline over time as for prevalent hearing impairment. 
Conclusion: This study shows that prevalent and incident hearing impairment predict cognitive decline in adults aged 
24 to 82. The findings suggest that decline evolves gradually over time. 

P14-02. Does a healthy lifestyle interact with sociodemographic characteristics to predict 
dementia risk? Results from the COSMIC collaboration 

Stephanie Van Asbroeck1, Sebastian Köhler2, Martin van Boxtel2, Darren M. Lipnicki3, 
Perminder S. Sachdev4, Erico Castro-Costa5, Xiao Shifu6, Richard Lipton7, Mindy J. Katz7, 
Pierre-Marie Preux8, Maëlenn Guerchet8, Kay Deckers2 

1Maastricht University, 2Alzheimer Center Limburg, Maastricht University, 3Centre for Healthy Brain Ageing, University of New South Wales, 4Centre 
for Healthy Brain Ageing, University of New South Wales; Neuropsychiatric Institute, The Prince of Wales Hospital, 5René Rachou Institute, Fiocruz 
Minas, 6Shanghai Mental Health Center, Shanghai Jiaotong University School of Medicine, 7Albert Einstein College of Medicine, Yeshiva 
University, 8Inserm U1094, IRD U270, Univ. Limoges, CHU Limoges, EpiMaCT - Epidemiology of chronic diseases in tropical zone, Institute of 
Epidemiology and Tropical Neurology, OmegaHealth  

Recent estimates suggest that two in five cases of dementia could be potentially attributable to common modifiable risk 
factors. Despite the growing body of evidence on lifestyle-related risk factors for dementia, risk stratification beyond 
age has rarely been explored. This study assessed the potential moderating effect of sociodemographic characteristics 
(i.e. gender, age, ethnicity, educational level and socioeconomic position) on the association between a comprehensive 
modifiable dementia risk score (“LIfestyle for BRAin health” (LIBRA) index) and dementia incidence. This index 
integrates the presence or absence of twelve modifiable risk and protective factors for dementia (i.e. cognitive activity, 
physical activity, healthy diet, smoking, low-to-moderate alcohol consumption, obesity, hypertension, dyslipidemia, 
diabetes, depression, ischemic heart disease and chronic kidney disease). Individual participant data from 21 
prospective cohort studies, including 31,920 individuals (57.8% women) from 18 countries was harmonized. Potential 
interactions between sociodemographic characteristics and the LIBRA score were examined by pooling estimates from 
cohort-specific Cox proportional hazard regression analysis in a two-step meta-analysis. During 172,645 person-years 
of follow-up, 2,334 cases of incident dementia were observed. Overall, a one-point increase in LIBRA score (theoretical 
range: -5.9 - +12.7) was associated with a 6% higher risk of dementia when controlling for age, gender and education 
(hazard ratio (HR) = 1.06, 95% confidence interval (CI) = 1.04–1.08). This association was moderated by age at 
baseline, with the association being significantly stronger for people up to 75 years old (HR = 1.09, 95%CI = 1.06-1.12) 
compared to individuals who were older (HR = 1.04, 95%CI = 1.02-1.06). No interaction with gender, educational level, 
ethnicity or socioeconomic position was observed. These findings suggest that the association between dementia risk 
and a healthy lifestyle, as measured with the LIBRA index, does not differ across diverse sociodemographic groups, 
though it appears to be stronger at younger ages. 

P14-03. Update of the “LIfestyle for BRAin health” (LIBRA) index: preliminary results from an 
umbrella review and Delphi consensus study on modifiable dementia factors 

Colin Rosenau, Sebastian Köhler, Martin van Boxtel, Kay Deckers 
Maastricht University / Alzheimer Centrum Limburg 

Background: Given the projected increase in the number of people with dementia and the lack of curative treatment, 
there is increasing attention to the contribution of modifiable risk and protective factors to dementia risk. In 2015, the 
“LIfestyle for BRAin health (LIBRA) index”, was developed based on the results of a systematic literature review and 
Delphi expert study. LIBRA consists of twelve modifiable factors for cognitive decline and dementia. Although this risk 
index has been well-validated for cognitive decline and dementia risk in numerous population-based cohorts and 
intervention studies, it does not include recently emerging modifiable factors.  
Methods: To update the LIBRA index, we are conducting an umbrella review to assess all systematic reviews (SR) 
and meta-analyses (MA) on modifiable dementia factors published between January 2015 and June 2021. We 
consulted PubMed, Embase, Web of Science, and PsychINFO using a combination of exposure (e.g. epidemiologic 
factor [MESH]) and outcome-related (e.g. dementia [ALL]) search terms. In parallel, a two-round Delphi consensus 
study is being conducted. In the first round, 20 dementia experts are being asked to evaluate the modifiable factors 
currently included in the LIBRA index. Subsequently, the factors identified in the first round and the umbrella review 
will be ranked in the second round.  
Results: The search returned 6,540 hits, of which 463 SR/MA were included for full-text assessment. Preliminary 
analysis of these papers confirmed the importance of multiple modifiable factors that were previously included in the 
LIBRA index and highlighted new candidate factors. These include hearing impairment, social contact, and sleep 
disturbances. Results of the Delphi expert study are expected in the summer of 2022.  
Conclusion: The findings from the current study will be used to update the LIBRA index. This updated LIBRA index 
will be externally validated for cognitive decline and dementia risk in various population-based cohort studies. 
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P14-04. Associations between an individual's need for cognitive stimulating activities, brain 
damage and cognitive functioning: Results from The Maastricht Study 

Lotte Truin1, Sebastian Köhler2, Miranda Schram2, Martin van Boxtel2, Walter Backes2, 
Jacobus Jansen2, Simone Eussen2, Nanne de Vries2, Hein de Vries2, Coen Stehouwer2, 
Marjolein de Vugt2, Kay Deckers2 

1Maastricht University, Netherlands 2Netherlands 

Background: Currently, there is no curative treatment for dementia. Therefore, risk reduction through lifestyle 
modifications has become more prominent with high cognitive activity as a promising target. This study explored the 
association between an individual's Need For Cognition (NFC), brain damage and cognitive functioning in the Dutch 
general population. 
Methods: We used cross-sectional data from the population-based cohort The Maastricht Study (N=4,209; mean age 
59.06 ±8.58 years, 50.11% women). NFC was measured with the Need For Cognition Scale. Cognitive functioning 
was tested in three domains: verbal memory, information processing speed and executive functioning and attention. 
Standardized volumes of white matter hyperintensities (WMH), cerebrospinal fluid (CSF) and presence of cerebral 
small vessel disease (CSVD) were derived from 3-Tesla MRI. Multiple linear regression analysis was used to explore 
associations between NFC and cognitive functioning, NFC and WMH and NFC and CSF. Binary logistic regression 
analysis was used to assess the association between NFC and CSVD. Interaction between brain damage or cognitive 
impairment (a score of <1.5 standard deviation below the mean on any of the three cognitive domains) and NFC on 
cognitive functioning was tested by including interaction terms in the regression analyses. 
Results: High NFC was positively associated with cognitive functioning (β:0.21, p=<0.001) and negatively associated 
with CSVD (OR:0.74, p=0.005). Associations were independent of demographic and somatic factors. A dose-
response relationship between NFC and cognitive functioning was observed. There was no statistically significant 
association between NFC and WMH or CSF. No interaction between CSVD, WMH or CSF and NFC on cognitive 
functioning was found. Cognitive impairment did not moderate the association between NFC and cognitive functioning. 
Conclusion: High NFC is associated with better cognitive functioning and less brain damage. These results indicate 
that, in middle-aged populations, stimulating cognitive activity may be an opportunity for risk reduction of cognitive 
decline and dementia. 

 P14-05. Bringing the Brain Health Message to the Irish Parliament 

Sarah Donnelly1, Clodagh Whelan2, Laura O'Philbin1 

1Ireland, 2The Irish Dementia Working Group 

Background: Formed in 2016 the All Party Oireachtas Group on Dementia (APOGD) is an important forum for 
discussion and advocacy on dementia in the Oireachtas (Irish Parliament). The role of the group is to build 
understanding and create cross-party Oireachtas support and consensus for long-term planning and resources for 
people affected by dementia. 
In March 2021 the APOGD, supported by The Alzheimer Society of Ireland held a two important Brain Health events 
- a debate and a briefing on Brain Health and Dementia.  
Content: This presentation will: 
Share the rationale: 1) The ASI responsibility to share brain health messaging, particularly around modifiable risk 
factors. 2) There is immense collaboration happening in Ireland – clinicians, academics, The ASI, the National 
Dementia Office, the Global Brain Health Institute etc. This collaboration is unique internationally and offers Ireland 
an opportunity to respond quickly to new therapies. This work is an important step in motivating political 
representatives to support funding that quick response. 
Present aims: 1) Educate Oireachtas members about brain health 2) Share up to date information on risk factors for 
dementia and disease modifying therapies 3) To generate press coverage on the topic of brain health and dementia.  
 Outline Approach: 1) Accessible Information – sharing the fundamental message without jargon. 2)Inclusive –brain 
health is for everyone no matter their age, the will share a diverse lived experience. 3) Tone -hopeful and inform and 
motivate political representatives. 4) Relationship building. 
Finally it will look at the work and evaluate the outcomes and offer lessons learned which may be helpful as other 
Alzheimer Europe members bring their message of brain health to parliament. 

P16. (Parallel session) COVID-19 and dementia 

P16-01. Guilt, tears, and burnout: The emotional impact of COVID-19 on care home residents, 
families, and staff 

Clarissa Giebel1, Kery Hanna2, Paul Marlow3, Jacqueline Cannon3, Hilary Tetlow3, Justine 
Shenton3, Manoj Rajagopal3, Stephen Mason3, Mark Gabbay3 

1University of Liverpool & NIHR ARC NWC, 2University of Liverpool, 3United Kingdom 

Background: The aim of this study was to explore the impact of the pandemic on the emotional and mental well-being 
of family carers, care home staff, and residents, in light of changing restrictions, increased testing, and vaccination 
roll-out in the UK. 
Methods: Remote semi-structured interviews were conducted with family carers of care home residents with dementia 
and care home staff from different care homes across the UK. Baseline and follow-up interviews were conducted in 
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October/November 2020 and March 2021, respectively. Data were analysed using inductive thematic analysis 
involving members of the public with caring experiences. 
Results: Forty-two family carers and care home staff participated at baseline, with 20 family carers and staff followed 
up. We identified four themes: (1) Developing anger and frustration; (2) Impact on relationships; (3) Stress and 
burnout; (4) Behavioural changes, and perceived impact on residents. The mental health of everyone involved, 
including family carers, care home staff, and residents has been negatively affected, and relationships between family 
carers and staff has been severely strained. There was a general lack of adequate mental health support, with little 
relief. 
Conclusions: The pandemic has had a detrimental impact on the lives of those surrounding care homes – from 
residents and staff to family carers. Consideration should be given on how to best support the mental health needs of 
all three groups, by providing adequate easily accessible mental health care for all. This should also focus on 
rebuilding the relationships between family carers and care home staff. This is the first study to highlight the effects 
of the long-lasting and miscommunicated restrictions on residents, carers, and care home staff, and highlight the 
urgent need for continued mental health support. 

P16-02. Emotional function, adaptability and negative thoughts in COVID 19 pandemic: 
dementia caregivers' self reports 

Marianna Tsatali1, Evdokia Nikolaidou1, Marina Eleftheriou1, Helen Wang2, Konstantina 
Karagiozi1, Petrina Margaritidou1, Magda Tsolaki1 

1Alzheimer Hellas, 2United States 

The aim of the current study is to investigate the emotional function (emotional management, emotional experience, 
and stress symptoms), negative thoughts about the pandemic, as well as the adaptability skills of Greek dementia 
caregivers in response to the quarantine measures applied during the COVID-19 pandemic.  
Materials and Methods: Three hundred and fifteen participants (140 non-caregiving adults-control group; 175 
dementia caregivers-experimental group) were recruited from the Day Centers of the Greek Association of Alzheimer 
Disease and Related Disorders (GAADRD) from June 2020 to January 2021 in Thessaloniki, Greece.The caregiving 
population was split into group 1 (those who participated in support groups) and group 2 (those who did not participate 
in support groups). A self-reported questionnaire was created for research purposes and was digitally administered 
to participants via Google forms.  
Results: During the quarantine, caregivers had more difficulties in emotional management as well as stress symptoms. 
Additionally, caregivers who attended the support groups were more able to manage their emotions according to their 
self-reports but had increased levels of agony and loneliness as compared to those who didnt participate in supportive 
programs. It is noteworthy that decreased emotional management, as well as increased negative feelings, and stress 
symptoms were found in dementia caregivers (from group 2) who self-reported that the PwD deteriorated. This 
evidence was not found in those who attended support groups (group 1). Furthermore, there were no differences in 
terms of negative thoughts about the pandemic and adaptation skills, between dementia caregivers and the control 
group according to their self-repored measures.  
Discussion: Lockdown measures affected emotional management as well as stress symptoms in the dementia 
caregiver population, whereas the caregivers who did not attend support groups had decreased emotional function in 
case their PwD was deteriorated during the pandemic and the lock down measures imposed. 

P16-03. Help in Covid Times - A Trauma Informed Approach to Helpline Practice 

Jennifer Hall1, Margaret Brown2 

1Alzheimer Scotland, 2University of West of Scotland 

In March 2020 Scotland went into lockdown, a traumatic and uncertain time for 95,000 people living with dementia in 
Scotland and their carers.  
This presentation will describe how we identified and co-created a response to some of the distress we encountered 
through our Helpline. 
Alzheimer Scotland’s 24-hour Dementia Helpline has a dedicated team of highly skilled, homebased volunteers who 
remained ready to listen.  
As the situation worsened, we began to hear extreme distress from our callers. We spoke to carers and people with 
dementia who would regularly express thoughts of suicide and utter despair. The overwhelming sense of guilt that 
carers described to the Helpline was upsetting and difficult.  
Volunteers expressed feelings of helplessness, guilt, and frustration at not having the answers or the ability to improve 
the situation for callers. This led us to co-create a meaningful learning opportunity that introduces Trauma Informed 
Approaches into our Helpline practice. This aligned with experiences on the Helpline, built resilience and 
understanding of a trauma informed lens amongst the Helpline team.  
The session “Trauma Informed Responses to Helpline Practice”, is an introduction, raising awareness of trauma in 
people affected by dementia. It provides a safe space for Helpline Volunteers to: 

• connect and explore a trauma informed approach 
• examine early trauma and current trauma for the person affected by dementia 
• explore a personal and organisational trauma informed approach 

This session has had an instantaneous impact on Helpline practice. The early indicators of success have us striving 
to be a Trauma Informed Helpline. 
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P16-04. The uptake of technology among people with dementia during the COVID-19 
pandemic in Europe: A mapping exercise 

Duygu Sezgin1, Dympna Casey1, Dianne Gove2, Ana Diaz2, Ana Barbosa3, Lia 
Fernandes4, Horst Vollmar5, Carolien Smits6, Anthea Innes7, Louise Hopper8, Michael P. 
Craven9, Laila Øksnebjerg10 

1National University of Ireland Galway, 2Alzheimer Europe, 3University of Bradford, 4University of Porto, 5University of Witten/Herdecke, 6Pharos, 
Dutch Centre of Expertise on Health Disparities, 7McMaster University, 8Dublin City University, 9University of Nottingham, 10Danish Dementia 
Research Centre 

The role of digital technology in enhancing social health and participation for people with dementia has been 
increasing. The COVID-19 pandemic further accelerated this uptake, yet little is known regarding the types of 
technologies used and the projects or initiatives that commenced implementing digital technologies to support people 
with dementia during the pandemic. 
An INTERDEM special interest group gathered to deliver a project (UTeC19) to explore past and current projects and 
initiatives related to the uptake of digital technology among people with dementia in Europe during the COVID-19 
pandemic. This mapping exercise was one of the work packages of the project. An online survey was developed on 
QuestionPro. Data was collected between 21 December 2021 and 14 March 2022, from the INTERDEM members 
and their networks. Descriptive qualitative and quantitative data analysis methods were used. In total, 48 responses 
were received, of which 31 were fully completed. All available responses were analysed. 
Of the reported activities, 65% (n=32) were research projects, 42% (n=17) commenced during the pandemic, 62% 
(n=25) received funding, and 42% (n=24) were conducted at home setting. Participants were mostly people with mild 
dementia. Digital technology was the main method (81%, n=26) used to deliver interventions, mostly software for 
remote connection such as video calls using phones, tablets or laptops. Online video conferencing platforms were 
used for consultations with healthcare professionals and informal networks. Other technologies included social robots, 
reminiscence applications for mobile devices, assessment of sound, and wearables. People with dementia and their 
support persons were involved in one-third of these reported projects from the outset. 
Communication technologies were the most common digital technology used during the pandemic among people with 
dementia. Despite a low response rate, the survey demonstrates the significant use of technologies among people 
with dementia to overcome the constraints imposed by the pandemic. 

P16-05. Use and uptake of technology by people with dementia and their supporters during 
the COVID-19 pandemic - A rapid review of evidence 

Ana Barbosa1, Carolien Smits2, Michael Craven3, Horst Volmar4, Lia Fernandes5, Flora-
Marie Hegerath6, Ana Ferreira7 

1University of Bradford, 2INTERDEM/Pharos Expertise centre on Health Disparities, 3INTERDEM/ University of Nottingham, 4INTERDEM/ Institute of 
General Practice and Family Medicine Ruhr University Bochum, 5INTERDEM/Department of Clinical Neurosciences and Mental Health, Faculty of 
Medicine, University of Porto, 6Institute of General Practice and Family Medicine Ruhr University Bochum, 7Department of Clinical Neurosciences and 
Mental Health, Faculty of Medicine, University of Porto 

This presentation is focused on a rapid literature review of evidence that sought to identify the types of technologies 
used by people with dementia and their supporters during the pandemic, and the issues which influenced technology 
adoption within their usual care routines. The review was conducted by members of the INTERDEM taskforce on 
assistive technology and is part of the UTeC19 project, that also involves consulting experts by experience and 
mapping projects in the area.  
PubMed, PsychInfo, Scopus, and Cochrane COVID reviews were searched to identify peer-review studies published 
since 2020. We located 18 studies. 
Most studies were conducted in the community (n=15) with people living with dementia only (n=11) and used 
qualitative methods (n=11).  The majority (n=12) focused on digital off-the-shelf and low-cost solutions, such as video 
conferencing platforms, to access care and interventions or to socialise. Overall, technologies are reported to be 
effective and associated with positive outcomes for people with dementia (e.g. increased independence) and 
supporters (e.g. reduced burden). Despite this, lack of digital literacy or support to use technologies, limited access 
to appropriate technology, individuals' physical, cognitive, or sensory difficulties, are likely to threaten adoption. Whilst 
these challenges also existed in a pre-pandemic era, they have become more apparent during COVID-19, due to an 
increased need for digital contact to overcome the reduced availability of in-person support services. 
The quality of the evidence is mixed, neither very robust nor easily generalisable which may be attributed to the 
challenges of conducting research during the pandemic or the need to rapidly adapt to a new reality. 
While COVID-19 has fast-tracked the adoption of digital technology, its use is likely to continue beyond the pandemic. 
We need to ensure this technology can leverage dementia support and care and that people with dementia are 
enabled and empowered to use it. 

P17. (Parallel session) (Inter)National dementia strategies 

P17-01. CANCELLED 

P17-02. From Plan to Impact V - progress towards the targets of the WHO Global action plan 
on dementia 

Lewis Arthurton, Chris Lynch, Wendy Weidner 

Alzheimer's Disease International 
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Background: The WHO Global plan of action on the public health response to dementia 2017-2025 was universally 
adopted by Member States in 2017. Every year since, Alzheimer’s Disease International (ADI) has produced the 
report ‘From Plan to Impact’ reviewing progress and barriers towards the goals of the plan, including the development 
of national dementia plans worldwide. 
Method: ADI distributed a survey to 133 national Alzheimer and dementia organisations associated with ADI, receiving 
an 83.5% response rate. For countries not linked to ADI, desk-based research was undertaken to determine the 
presence of a plan. The survey predominantly sought to determine the status of a national dementia plan, or dementia 
integrated into another health plan (global action area 1), with further questions seeking to illuminate the remaining 
six action areas. 
Results: Findings suggest that there are currently a total of 48 national dementia plans implemented around the world. 
Analysing WHO Member State data we were able to determine that only 39 (20%) have national dementia plans, 
falling far short of the 75% target. 22 countries (21 member states) are currently developing national dementia plans. 
With less than 3 years until the targets of the global action plan should be reached (2025), ADI has launched the 
#WhatsYouPlan campaign aiming to galvanise partners, governments, associations and country offices to work 
together to develop, fund and implement national dementia plans. 40 ADI associations have joined the campaign. 
Conclusions: Only with robust national dementia plans can governments prepare their health and care systems to 
meet the needs of their population. This research and report will focus attention on those governments and areas 
where an acceleration to progress is required, identifying gaps and shining a light on best practice in other countries 
and regions that can act as a stimulus and motivation for others. 

P17-03. Mapping the Progress of the Irish National Dementia Strategy: Implementation of a 
National Clinical Guideline on Appropriate Prescribing of Psychotropic Medication 

Mairéad Bracken-Scally, Emer Begley  
National Dementia Office, Health Service Executive 

A priority action of the National Dementia Strategy in Ireland is to develop guidance material on appropriate 
management of medication for people with dementia, in particular psychotropic medication, and to ensure resources 
are available in all relevant care settings. 
To address this, the National Dementia Office published a guidance document on non-pharmacological interventions 
for non-cognitive symptoms of dementia for health and social care practitioners in 2019. This was the sister document 
to National Clinical Guideline No. 21 (“Appropriate prescribing of psychotropic medication for non-cognitive symptoms 
in people with dementia”), published the same year. 
The potential negative impact and risks of inappropriate prescribing of psychotropic medications are well documented 
(Centre for Effective Practice, 2016). The Irish guideline provides 21 recommendations and 11 associated good 
practice points. Implementation of the guideline is essential to improve health outcomes for people with dementia, 
reduce variation in practice and improve the quality of clinical decisions of healthcare professionals. A two-year 
implementation programme commenced in 2022 to implement the guideline on a phased basis across relevant care 
settings including acute, residential, and community care. The programme includes three work packages related to: 

1. Raising awareness of the guideline as a key resource including developing resources for people living with 
dementia and their families/supporters 

2. Upskilling staff through the development and delivery of a multi-component education and training package, 
including supporting ongoing audit (encompassing development of audit tools, training and activities to 
assess compliance and contribute to quality improvement) 

3. Commission an evaluation of the impact of guideline implementation. 
The programme is overseen by a multi-disciplinary multi-agency National Steering Committee and facilitated by an 
expert Education Working Group. An overview of guideline content and project roll-out to date is provided, including 
mitigating practices and avenues in place to reduce prescribing, and key learning from project implementation to date. 

P17-04. We are all researchers. Scotland’s Research Strategy for Dementia 

Carleen Smith  
Alzheimer Scotland 

In July 2021, the first Scottish Brain Health and Dementia Research Strategy was published, detailing how the process 
of translating world-class research in Scotland into practice can be expedited. As research is the most effective way 
of gathering evidence to better understand dementia, and to develop support and treatments, having a plan to 
implement it as efficiently as possible, is crucial. 
The strategy is not just a set of ambitions, but specifies the concrete steps to be taken. These include: developing 
local boards; creating a rapid research-review board; and identifying barriers to research career progression.  
The key message of the Strategy is that “We are all Researchers”, which broadens the scope of who researchers 
are.  The public are not just “subjects” but partners and participants in studies. For high-quality research to be 
successful, we must work together.  
Collaboration and inclusion have been longstanding priorities in Scottish dementia and brain health research. The 
SDRC know through their work that progress happens faster and more efficiently when we work collaboratively. Since 
being founded in 2013, the SDRC has worked with dementia researchers, from all disciplines across Scotland, to 
celebrate and promote their activities and facilitate joined-up thinking and working. With over 800 members of diverse 
backgrounds and interests, it is a supportive and vibrant community, which shares and practices its aspirations of 
promoting a positive and collaborative research environment.  
The Research Strategy is the next steps of the work that the SDRC and its members were already doing. 
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Since its launch we have been working with local boards to help them create their own research agendas. We have 
established an Oversight Board to monitor strategy implementation. SDRC and stakeholder partners will continue to 
support the strategy to bring together the best research to deliver the best outcomes for those living with dementia. 

P17-05. Dementia registries 2016 - 2021 – A systematic review and summary of global 
experience 

Alina Baumgartner1, Jana Rühl2, Peter L. Kolominsky-Rabas2 

1Friedrich-Alexander Universität Erlangen-Nürnberg, Interdisciplinary Center for Health Technlogy Assessment (HTA) and Public Health 
(IZPH), 2Friedrich-Alexander-University Erlangen-Nürnberg, Interdisciplinäry Center for Health Technology Assessment (HTA) and Public Health 
(IZPH) 

Background: The prevalence of dementia is expected to increase dramatically. The associated cost and care 
challenges could be monitored by using dementia registries. Therefore, this systematic review aims to present the 
different types of dementia registries existing worldwide and to identify quality criteria. 
Methods: Three databases PubMed, Scopus, and Web of Science were systematically searched from August 2016 
to September 2021. Registries were included that contained information on 1) patients with memory impairment or 
people with dementia, 2) people at risk of developing dementia, and 3) people without dementia who volunteered to 
participate in dementia studies. Registries were classified according to the defined categories of Krysinska et al 
(2017). Planned and established dementia registries were assessed using the following defined quality criteria: 
Registry purpose, scope, data set, feasibility, project management, and key stakeholders. 
Results: Eleven dementia registries could be included in the systematic review. Thereby eleven registries were 
identified with an international, national, or local scope. Most of the registries belong to the “volunteer registry” (see 
above). Seven key criteria could be identified as prerequisites for the construction of a dementia registry: the purpose 
of the registry, key stakeholders, recruitment and engagement strategies, core data set, data quality management, 
and data security. Most of the registries showed deficits in the following four key criteria: use of key stakeholders, core 
data set, data quality management, and security. 
Conclusion: For the future importance of registries and their influence on policy and thus on care structures, 
compliance with the above key criteria is required. Best practice guidelines should be developed further to consider 
the registry categories. 
Funding Notice: The project is funded by the Bavarian State Ministry of Health and Care (StMGP) as part of the 
funding initiative ‘BAYERN DIGITAL II’ (funding code: G42d-G8300-2017/1606-83). 

P18. (Parallel session) Main findings of the DISTINCT projects on technology to 
promote social health 

Orii McDermott1, Rose-Marie Dröes2, Lesley Garcia1, Esther Gerritzen1, Fanny Monnet3, 
Simone Anna Felding4, Golnaz Atefi5, David Neal2, Mauricio Molinari Ulate6, Jaroslav 
Cibulka7, Gianna Kohl8, Pascale Heins5, Aysan Mahmoudi6, Josephine Tan2, Beliz Budak4 

1University of Nottingham, 2Amsterdam UMC, location VUmc, 3Vrije Universiteit Brussel, 4DZNE, 5Maastricht University, 6IDES, 7Czech Technical 
University in Prague, 8University College London 

DISTINCT (Dementia: Intersectorial Strategy for Training and Innovation Network for Current Technology 
https://www.dementiadistinct.com/) is aimed at developing a multi-disciplinary, multi-professional and intersectorial 
educational research framework for Europe to improve the lives of people with dementia and their carers through easy 
usable, person-centered, effective and implementable technology. DISTINCT supports 15 Early Stage Researchers 
across Europe, who are carrying out research projects aiming to demonstrate how technology can improve the social 
health of people living with dementia and their carers by supporting them to 1) fulfil their potential and obligations on 
a societal level, 2) manage their own life and 3) participate in social and meaningful activities. 
In this symposium, the Early Stage Researchers of DISTINCT will present some of the main findings from their 
research projects. Each project addresses one or more technological solutions to support the social health of different 
target groups, i.e.: (1) people living with dementia in the community, (2) people living with dementia in care and nursing 
homes, and/or (3) their informal carers. Some examples of the technologies that will be addressed in the symposium 
are: social robots, web- and app-based interventions, and assistive technologies. The findings presented are the result 
of close collaborations between DISTINCT beneficiaries, academic and non-academic partners, and representatives 
of the different target groups. 

P19. (Parallel session) Gender, sex, and sexuality 

P19-01. Calling All Voices: Experiences of the LGBTQ+ Community with Dementia 

Mary Michael  
Otsuka America Pharmaceutical, Inc. 

Objective: Better understand the challenges, strengths, and lived experiences of members of the LGBTQ+ community 
who are living with dementia. 
Background: The LGBTQ+ community has experienced a history of bias, discrimination, and marginalization. 
Challenges persist that are magnified among LGBTQ+ people living with dementia. The need to address these 
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challenges is urgent. By 2030, the number of older adults who openly identify as LGBTQ+ is expected to at least 
double. 
It is imperative to understand the experiences of members of the LGBTQ+ community living with dementia in order to 
support future generations. 
Methodology: We undertook qualitative primary research, complemented by secondary research. Primary research 
consisted of nine interviews with people living with dementia and care partners. Secondary research consisted of a 
review of existing literature on LGBTQ+ experiences with dementia. 
Results: Results describe the experiences of the LGBTQ+ community in living with dementia. It shares not only the 
challenges they face, but also the resources the community has developed. 
Conclusion: The research identifies several challenges, including: 

• Barriers to finding community which include discrimination, absent family, and the legacy of the AIDS crisis 
• Bias, discrimination, and inequity in medical and care settings 

It also highlights the ways in which the community is responding to those challenges, including: 
• Building supportive communities of “chosen family,” when birth families are not supportive 
• Creating LGBTQ+-specific support groups 
• Advocating for themselves and others across care settings 
• Raising awareness around dementia in the LGBTQ+ community 

Finally, it provides calls to action for how the broader dementia community can better support those from the LGBTQ+ 
community, including: 

• Creating resources that account for the specific experiences of the LGBTQ+ community 
• Addressing bias and fostering more openness and inclusivity in healthcare settings 

P19-02. How gender matters in demanding caring for a spouse with young-onset dementia. 
A narrative study 

Aud Johannessen 

University of South-Eastern Norway, The Norwegian National Centre on Ageing and Health 

Background: The gendered aspects of extraordinary demanding spousal caring for people with young-onset dementia 
have been scarcely researched. 
Aim: To analyse spouses’ experiences of the meaning, content and effort of intensive caring for spouses/partners with 
young-onset frontotemporal dementia (YO-FTD), concentrating on a female perspective. 
Method: A qualitative Norwegian study using narrative interviews with ten wives and six husbands were conducted in 
2014 and 1015. 
Findings: The analysis resulted in four gendered main themes: Different caregiving periods and working loads, 
Distancing in spousal relationship, Social isolation and loneliness and Needing support and relief. A case analysis of 
wives` and men’s stories was applied, especially focusing on a wife`s story, to examine the detailed interrelationships 
between life situation, caring demands, experiences and reactions. Spousal care is influenced by gendered caring 
norms and roles. The study finds marked differences between wives and husbands in the meaning, content and 
sustainability of care, and needs for support vary. Wives endured more stress longer than husbands, with a greater 
emotional impact and negative health consequences, and their needs are more easily neglected. Husbands presented 
their needs more efficiently and obtained public relief earlier. 
Conclusion: Women may need more support earlier during different stages of caring for a spouse with YO-FTD. They 
need gender sensitive person-centred support to live their own lives and preserve their selves. 

P19-03. Why do LGBTQ+ people living with dementia require more special needs and 
services? 

Patrick Ettenes 

LGBT Foundation 

In answer to this question, one could suggest that LGBTQ+ people require inclusive services with an awareness of 
their needs – just like anyone else! 
 There is often a history of discrimination (either real or perceived) experienced by many LGBTQ+ people of all 
generations when accessing mainstream services. With this in mind, it is not surprising that many people have a fear 
or distrust of such services. 
 Making efforts to include LGBTQ+ literature and signposting within services can make a huge difference in the 
confidence LGBTQ+ people have when accessing them.  
 LGBTQ+ people’s voices have until very recently not been included within the development of training and resources, 
through the creation of case studies that will offer examples of the kinds of challenges LGBTQ+ people living with 
dementia face.  
 History shows the kind of hostility faced by LGBTQ+ people living with dementia in their earlier and recent lives, and 
it is memories of these times that may become more prominent for older LGBTQ+ people living with dementia. An 
understanding of this history is vital to offering the support and reassurance that may be needed by LGBTQ+ people 
living with dementia. 
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 Specific services and activities for LGBTQ+ people living with dementia are still quite rare, which can leave people 
feeling isolated from their community.  
 We still have some way to go before every LGBTQ+ person feels safe to be themselves and where health and care 
professionals are fully aware, and able to understand and meet the needs of LGBTQ+ communities affected by 
dementia. 
 Let’s talk about the things we can all do in our practice and in our organisations now to make sure LGBTQ+ people 
affected by dementia are included and celebrated for who they are. 

P19-04. The LBGTQ+ community in the UK and reluctance to seek dementia support 

Barry Moss 

Alzheimer's Society 

This presentation will provide an overview of why the LBGTQ+ community in the UK is reluctant to access social 
healthcare and specifically Dementia support. I will explain the reasons why, present statistics from the 2017 UK 
survey on LBGTQ+, and to discuss how to support the community by implementing simple but effective actions. 
Despite recent advances in LGBTQ+ rights, LGBTQ+ older people are often marginalized and face discrimination. 
They are twice as likely to age without a spouse or partner, twice as likely to live alone and three to four times less 
likely to have children — greatly limiting their opportunities for support. There’s also a lack of transparency, as 40 
percent of LGBTQ+ older people in their 60s and 70s say their health care providers don’t know their sexual 
orientation. 
LBGTQ+ community members need specific understanding and support with their dementia journey, older gay men 
may have terrible memories of being persecuted during the times before decriminalization. Transgendered persons 
may revert to their pre transgender identity.  
LBGTQ+ people have often had their specific health needs overlooked by healthcare professionals. Multiple needs 
are often not considered, which affects some of the most vulnerable LGBTQ+ people. Some LBGTQ+ people aren’t 
open about their sexual orientation and/or gender identity when seeking medical help because of fear of unfair 
treatment and invasive questioning. One in eight LBGTQ+ people have experienced some form of unequal treatment 
because they’re LBGTQ+. A third of trans people have experienced unequal treatment. 
In conclusion, good practices are limited but a rights-based approach which regards dementia as a disability would 
be a helpful starting point. Involving LGBTQ+ people in shaping policies and practices on dementia care and taking a 
partnership approach between health, social care would be necessary to meet the needs and hopes of LGBTQ+ 
people. 

P20. (Parallel session) Intellectual Disability and Dementia ‘Meet and Greet’ 
Roundtable 

Karen Watchman1, Matt Janicki2 

1University of Stirling, 2National Task Group on Intellectual Disabilities and Dementia Practices 

If you work, study, advocate on behalf of, or are a caregiver of adults with an intellectual disability (including Down 
syndrome) living with dementia, please join us for a ‘meet and greet’ informal discussion roundtable!  Come and share 
your perspectives, plans, and/or potential projects or activities, or just listen and hear what others are 
doing.  Professors Karen Watchman (Scotland) and Matthew Janicki (USA) will lead the roundtable and answer 
questions that may arise.  All welcome to attend and share or just learn. 

P21. (Parallel session) Home care and support 

P21-01. Non pharmacological interventions, Alzheimer's disease and psychoeducation for 
family caregivers at home: a French study 

Anne-Julie Vaillant-Ciszewicz1, Alice Cuni2, Laura Lantermino3, Oriane Said3, Alain 
Bérard4, Olivier Guerin3 

1CHU de Nice, HOPITAL DE CIMIEZ, 2CHU de Nice, 3France, 4Fondation Médéric Alzheimer 

Introduction: A major part (90%) of patients with Alzheimer's disease and related disorders develop during the disease 
at least one Behavioural and Psychological Symptoms of Dementia (BPSD). The majority of caregivers are family 
carers. The majority of caregivers are family carers and the burden of caring can have a negative impact on the 
physical and psychological wellbeing. Non-pharmacological approaches are recommended for the treatment of BPSD.  
Method: the main objective of the study is to reduce BPSD. This French study proposed psychologist’s team to treat 
BPSD at home by non-pharmacological interventions (3x/week). They also providing psychoeducation for caregivers. 
The study (PsyDoMa) is a non-randomized, open-label, monocentric, phase II feasibility study. It includes 20 
caregiver/patient pairs. Study was divided into two campaigns of 7 months. The main evaluation criteria are the 
Cohen-Mansfield Inventory Scale (each week) and Zarit Burden Interview, Caregiver Reaction Inventory, Dementia 
Quality of life (monthly). We included people over 65 year’s old living in Nice and nearby cities. Patients must have 
diagnostic’s criteria for Alzheimer’s disease or related (NINCDS-ADRDA) and at least 1 behavioral disorder according 
to the neuropsychiatric inventory (NPI). The Mederic Alzheimer Foundation conducted an external evaluation by 
phone interviews.  
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First results: Preliminary results show a decreased SPCD (gravity and/or frequency) and an improved patient’s quality 
of life. Positive outcomes for carers including reductions in emotional exhaustion, improvements in mood and 
acquisition of new skills (behavioral and emotional new strategies) are also observed.  
Conclusion: PsyDoMa project attempts to respond to a social challenge such as the support of our seniors at home 
in a context of lockdowns due to health crisis. 

P21-02. Learning from the pilot of a dementia care and support programme for health care 
assistants in Ireland 

Kate Brennan, Emer Begley 

National Dementia Office 

Health care support assistants provide large amounts of home care to people with dementia living in their homes and 
community in Ireland. A new dementia education programme for home care support assistants was developed in 2022 
to develop skilled, reflective and self-aware health care support assistants to provide care to people living with 
dementia with humanity, empathy, and dignity. The programme, was designed by the National Dementia Office 
(NDO), Health Service Executive (HSE), and Dublin City University (DCU), in collaboration with people with dementia, 
family carers and healthcare staff. It aims to enable people with dementia to live well for longer in their homes and 
communities. Through partnership with Irish Times Training, the programme is accredited as a Quality and 
Qualifications Ireland level 5 award. 
The education programme was piloted in three HSE areas across Ireland. Learner feedback was collected by the 
NDO through engagement and communication with health care support assistants, people dementia and their families. 
It found that the education programme equipped health care support assistants to provide person-centered optimum 
dementia care. People with dementia reported an improved care experience as a result of their home care support 
assistant participating in the training. The following core aspects of the programme were found to facilitate this: 
providing a better understanding of dementia; use of communication skills to support engagement with the person 
with dementia and their family; utilization of self-care strategies; use of ethical approaches to everyday dilemmas; 
applications of a strengths and wellbeing approach to caring. 
Future plans for the roll-out of this education programme, including relevant adaptations to the programme content 
and roll-out, are also presented. 

P21-03. CASA "VITACORE": Living space and a targeted approach leads to a significant 
reduction of behavioral disorders in a short time and improve people's lives 

Anna Margani, Giulia Biagini  
CaMar Sagl 

Introduction: The project of the new 24/7 Therapeutic center (Southern Switzerland) arises from the need of Families 
caregivers on portion of the territory providing proper and quality services, as welcome People with dementia and 
exhibit B.P.S.D (Behavioral and Psychological Symptoms of Dementia).  
The approach used is person-centered care developed by Tom Kitwood.  
At home, it is often not possible to take proper actions on some problems and it is not always possible to optimally 
respond to the needs of families, who sometimes feel overburdened from taking care people with dementia and having 
such disorders on daily basis.  
Methods: Acting on Patient’s living space and using person-related approach, with the observation and acceptance 
of their emotions and the application of psychosocial interventions, aromatherapy, satisfactory results were obtained.  
Results were measured by two tests:  

• NeuroPsychiatric Inventory  
• the Kane’s scale.  

The sample examined considered 35 Patients with dementia aged between 62 and 96 years old with B.P.S.D. 
Results: Nine months after beginning of implementation project, it is possible demonstrate that approximately 85% of 
the sample under examination have a complete resolution of the B.P.S.D, with suspension of drug therapy based on 
neuroleptics. Moreover, Patients increased neuro-cognitive functions, which have been demonstrated through the 
before & after investigation based on administration of MMSE (Mini – Mental State Examination). 
Discussions: The results of the project led to identify this innovative approach as model of Patient’s care to be adopted 
for improving the life Patient’s with dementia, reducing B.P.S.D. and supporting the Patient’s caregiver. With the 
MMSE it was possible to see Patient’s substantial slowdown in cognitive decline, resumption of some activities on 
their own every-day life and better take-care by their Family members. 
Keyword: B.P.S.D, Dementia approach, Neuro-cognitive fu 

P21-04. The role of primary care in supporting people newly diagnosed with dementia during 
an acute hospital stay 

Flora-Marie Hegerath, Chantal Giehl, Horst Christian Vollmar, Peter Rasche, Ina Otte  

Abteilung für Allgemeinmedizin Ruhr-Universität Bochum 

A dementia diagnosis is often delayed, which may result in an initial diagnosis being made during an acute 
hospitalisation. Hospital discharge and subsequent care pose challenges for those involved. Aim of this study was to 
assess barriers and facilitating factors in the care of patients with newly diagnosed dementia after hospitalisation in 
general practice. The study is funded by the German Alzheimer Association. 
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Semi-structured interviews with general practitioners (GPs, N=16) and people with dementia (PWD) and/or relatives 
(N=6) from Germany were conducted. Data were analysed using qualitative content analysis according to Kuckartz. 
The analyses of the interviews with the GPs show that the GPs prioritise coordinating care for patients in their own 
homes during the first consultation after discharge. This includes, among other things, the development of a 
medication plan, as patients are often prescribed new medication in hospital. A barrier for GPs to provide adequate 
care are perceived communication deficits from the hospital side as a conversation is rarely initiated to ensure 
outpatient care. Furthermore, information about the hospital stay is sparse. Special importance is therefore given to 
the communication with PWD and their relatives. As PWD and their relatives often did not receive necessary 
information in the hospital they expect to be guided by their GP. For example, the GPs were asked to explain to them 
what has already been done and what remains to be done. 
As the acute reason for hospitalisation is not dementia, there is usually no comprehensive assessment. It is important 
to verify the diagnosis after discharge to ensure that potentially reversible delirium is not mistakenly treated as 
dementia. Interviews with PWD and their relatives are currently being analysed and will be presented at the 
conference. Based on the results, practice-oriented recommendations for general practice will be developed, 
emphasising e.g., sensitive communication. 

P21-05. The experience of intimate continence care and its impact on family-dyad 
relationships for people living at home with dementia and their family carers 

Laura Cole1, Vari M Drennan2, Jill Manthorpe3, Eleni Hatzidimitriadou4, Steve Iliffe5 

1Geller Institute of Ageing and Memory, University of West London, 2Centre for Health & Social Care Research, Kingston University & St George's 
University of London, 3NIHR Policy Research Unit in Health & Social Care Workforce, King's College London, 4Faculty of Medicine, Health & Social 
Care, Canterbury Christ Church University, 5Department of Primary Care & Population Health, University College London 

Providing or receiving intimate continence care can be difficult and emotive. However, this type of care is common 
between family members when a person living with dementia experiences incontinence or difficulties with using the 
toilet. The study investigated the experiences of people with dementia and their main family carer (the family dyad) 
regarding intimate continence care and examined how this may have impacted on their relationship. Interviews with 
13 family carers and one person with dementia (13 family dyads) were conducted at six-monthly intervals over a 12-
month period. Each family carer was supporting the person with dementia with managing their continence. Family 
relationship types were spouse (n=7), adult-child (5), and sibling (n=1). Interviews were recorded, transcribed, and 
analysed using a descriptive phenomenological method. Family carers managing excreta and providing support with 
intimate continence care revealed a task focused approach and for some, feelings of disgust. Four participants 
(including the person with dementia) reported how intimate continence care had strengthened their relationship. 
However, there were indications that this type of care had negatively affected the quality and satisfaction of family 
dyad relationships, especially married couples. All family carers were dissatisfied with the continence care support 
provided by health and social care services and practitioners. They expressed how interactions with these services 
had placed extra stress on them, which adversely affected their family dyad relationship. Integrating services and 
providing effective continence care support for people living with dementia and their family carers could have many 
benefits. It could maximise the quality of the family dyad relationship, keep the person living at home (delaying moves 
to a care home), and improve overall quality of life for the individuals in the family dyad. Assuring good quality 
continence care from services and professionals should be a priority for service funders and quality assurance 
regulators. 

P22. (Parallel session) INTERDEM Academy and ISTAART PEERs: Exploring 
best practices to support early career dementia researchers: A World Café 

Fania Dassen1, Sara Laureen Bartels2, Joni Gilissen3, Charlèss Dupont4, Eithne 
Heffernan5, Pascale Heins6, Rita Maldonado Branco7, Frans Verhey6, Sarah Wallcook8, 
Adam Smith9 

1Maastricht University - Alzheimer Centrum Limburg, 2Karolinska Institutet and Alzheimer Centrum Limburg, Maastricht University, 3Vrije Universiteit 
Brussel, Universiteit Gent, and Center for Aging and Serious Illness, Massachusetts General Hospital, Harvard Medical School, 4Vrije Universiteit 
Brussel and Universiteit Gent, 5University of Nottingham, 6Alzheimer Centrum Limburg, Maastricht University, 7Research Institute for Design, Media 
and Culture (ID+) and University of Aveiro, 8Stockholm Gerontology Research Centre and Karolinska Institutet, 9University College London 

We welcome all early career researchers and those with an interest/responsibility for recruiting and guiding them to 
this seminar, which is hosted by INTERDEM Academy in collaboration with the Alzheimer's Association International 
Society to Advance Alzheimer's Research and Treatment (ISTAART) Professional Interest Area (PIA) to Elevate Early 
Career Researchers (PEERs). The INTERDEM Academy stimulates career development and capacity building of 
Early Career Researchers (ECRs) and supports their pathway to senior academic posts in the INTERDEM network. 
The ISTAART PEERs aims to foster, develop, and support ECRs in dementia worldwide.  
Although ECRs significantly contribute to dementia research, there are concerns about how to best support them 
throughout their career and what are most prominent challenges. The University College London and ISTAART 
PEERs recently investigated ECRs experiences via a global online survey (Smith et al., 2022, Alzheimer's & 
Dementia). Results (n=584) have reassured that most ECRs are enthusiastic, dedicated and a thriving community 
with 77% being happy in their current role. However, there are also many areas which can be improved, particularly 
funding (74%), job availability/security (60%), and work-life balance (54%) (Smith et al., 2022, Alzheimer's & 
Dementia). In a recent online survey (summer 2022), the authors are building on these insights by questioning ECRs 
in dementia across Europe, to further investigate the most prominent challenges and type of support needed. 
Applying the World Café methodology, participants in this workshop will explore solutions for these challenges (rated 
highest in the surveys). Participants will interact in small groups, sharing experiences and ideas. The output of this 
seminar will be used to help to focus the work of the involved organizations and to formulate potential approaches for 
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improvements, and disseminated to academia, funders, and policymakers. This seminar also provides a great 
networking opportunity. The workshop is approved by the Ethics Committee of UZ Brussel. 

P23. (Parallel session) Non-Alzheimer's dementias 

P23-01. Not all dementias are Alzheimer's 

Petri Lampinen, Kevin Quaid  

EWGPWD 

"When I was first diagnosed with Lewy Body dementia, I only heard the word dementia, which I associated with 
Alzheimer's and memory loss and I did not have memory problems then."  
"In the years since the diagnosis, I have noticed how different this frontotemporal dementia I have received is from 
Alzheimer's dementia."  
These two statements were made by two members of the European Working Group of People with Dementia. In this 
presentation, they will talk about their experience of having a non-Alzheimer's dementia and the importance of having 
all voices heard in policy, practice and research. 

P23-02. Tapping into the power of the media to promote Public Involvement 

Helen Rochford Brennan 

EWGPWD 

I believe that the media can influence the changes we need in society e.g. breaking down stigma. 
Public Involvement (PI) is important so we can change the perception of how society views people with dementia.  That 
includes social media, print media and broadcast media. As a person with dementia and from my many years of 
experience of PI, I would like to speak about how the media can be used to bring out this change in society and also 
empower people with dementia. 

P23-03. Behind closed doors. A case study exploring the lived experiences of a family of a 
person with the behavioral variant of frontotemporal dementia 

Jeroen Bruinsma1, Kirsten Peetoom1, Christian Bakker2, Frans Verhey3, Marjolein de 
Vugt3 

1University Maastricht, 2Radboud university medical center, 3Maastricht University 

The behavioral variant of frontotemporal dementia (FTD) is characterized by profound changes in personality and 
behavior that often start before the age of 65 years. These symptoms impact family life, particularly if (adult) children 
live at home. In research on young-onset dementia or FTD, the family itself is hardly ever a unit of analysis. Insight in 
the perspectives of different family members from the same household allow for a deeper understanding of the 
complex impact of the symptoms of the behavioral variant of FTD on family dynamics. 
Methods: Using a case stud the perspectives were explored of one family having a relative with the behavioral variant 
of FTD living at home. Over the course of four months, family members were individually interviewed twice. Two 
researchers independently performed a directed content analysis using open coding. 
Results: The family consisted of a father, mother, and three adult children. Around three years before the interviews 
the father was diagnosed with the behavioral variant of FTD.  
The analysis revealed the change in family dynamics was characterized by (a) a change in existing roles, relationships 
and interactions due to early symptoms, (b) a redefinition of roles and responsibility once the diagnosis was 
established, and (c) the formation of new roles, relationships and interactions that emerged by organizing post-
diagnostic support.  
Conclusion: Symptoms of the behavioral variant of FTD have a complex and profound impact on family dynamics and 
change existing roles, relationships, and interaction patterns. Psychosocial support may help families by accounting 
for individual differences in involvement, coping, and bereavement. This may help to create a sense of mutual 
understanding between family members that could potentially strengthen relationships and help families members to 
deal with the difficult challenge of organizing care for a relative with the behavioral variant of FTD who lives at home. 

P23-04. The prevalence of young onset dementia in two defined catchment areas of the 
Netherlands 

Hanna Bodde1, Guy Kolman1, Christian Bakker2, Kirsten Peetoom3, Wiesje van der Flier4, 
Raymond Koopmans2, Frans Verhey3, Marjolein de Vugt3, Janne Papma1 

1Alzheimer Center Erasmus MC, 2Alzheimer Center Radboud University Medical Center, 3Alzheimer Center Maastricht University, 4Alzheimer Center 
Amsterdam University Medical Center 

Introduction: People with young onset dementia (YOD) differ from older people with dementia in terms of disease 
features, social aspects and their relatively good physical health. As dementia health care services are primarily 
directed at older clients, there is a lack of facilities specifically focused on the needs of people with YOD. To improve 
services for people with YOD, accurate numbers of the prevalence of YOD are necessary. This study aims to 
investigate the year-prevalence of YOD in two predefined catchment areas of the Netherlands, together representative 
for the Dutch population. 
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Method: We recruited health care professionals within the catchment area that are involved in the diagnosis or care 
for YOD patients. During the course of 12 months, they registered each YOD patient they encountered in an online 
registration database. Patients were included if they were diagnosed with dementia before the age of 70.  Double 
counting was prevented by collecting minimal personal identifiers of the patient, resulting in a unique personal code. 
Results: Preliminary results of the first catchment area indicate that the amount of registered YOD patients is lower 
than previous estimates. However, we show that non-Western immigrant patients are currently underrepresented in 
our measurement (24% registered vs 39% in the population). Other characteristics show that 78% of registered 
patients live at home alone (20%) or with family members (58%).  Most of the registered patients were diagnosed with 
Alzheimer disease (55%), vascular dementia (16%) or frontotemporal dementia (8%). 
Conclusions: Next, we will analyze the results of the second catchment area and evaluate the effects of COVID-19 
on our measurements. The outcomes of both catchment areas will be combined to estimate the total prevalence of 
people with YOD in the Netherlands. 

P23-05. Development and piloting an intervention for the management of disinhibition in 
frontotemporal dementia: The Focusing Project 

Christian Bakker1, Malissa Janssen1, Debby Gerritsen1, Raymond Koopmans1, Elly Prins2 

1Radboudumc, 2de Waalboog 

Background: Frontotemporal dementia (FTD) is a prevalent cause of dementia in people aged 65 and below. 
Disinhibited behavior is a defining symptom of the behavioral variant of frontotemporal dementia (bvFTD), the most 
prevalent subtype of FTD. Despite the high prevalence of disinhibited behavior and its burden on institutionalized 
people and their caregivers there is a lack of effective psychosocial interventions to manage this behavior. The aim 
of this study was therefore to develop and pilot such an intervention: the Focusing intervention. 
Methods: A multiple case study design was used to pilot the intervention. Intervention development was guided using 
the MRC-framework. The intervention was based on an existing intervention in a nursing home, used by the 
multidisciplinary team of the nursing home to manage disinhibition in bvFTD. First the theoretical underpinnings of 
this intervention were explored through clinical observations (N=8), a review of the available literature, a panel 
discussion with frontotemporal dementia-experts and expert consultations. These findings were used to improve the 
intervention and to develop a manual and training program for health care professionals. The intervention was 
implemented in 2 young-onset dementia special care units (YOD SCU’s) in the Netherlands and a multiple case study 
(N=6) was carried out using an alternating-treatment-design to evaluate the intervention. Also, a process evaluation 
for the development of an implementation guide was performed. 
Results: Results are expected over the summer of 2022. 
Conclusion: A theoretical basis for the processes involved in disinhibited behavior in people with bvFTD provides a 
starting point for identifying factors that are promising targets for intervention. These insights, together with 
experiences in daily practice, led to further development of the Focusing in bvFTD intervention. This intervention is 
currently being evaluated in a clinical pragmatic trial in institutionalized people with bvFTD. 

P24. (Parallel session) Public involvement in dementia research 

P24-01. Integrating the person living with Alzheimer’s Disease (AD) and care partner 
perspective into AD clinical trial development 

Ruth Croney1, Jean Georges2, Léa-Isabelle Proulx3, Jannice Roeser3 

1Roche Pharma Research & Early Development, Roche Products Limited, 2Alzheimer Europe, 3Global Patient Partnership, F. Hoffman La-Roche Ltd, 

Aim: Participating in a clinical trial for Alzheimer’s disease (AD) can be challenging for people living with AD (PLWA) 
and their care partners; understanding their needs can improve clinical trial experiences. The development of a 
community-accessible Clinical Trial Playbook that incorporates the needs of PLWA, their care partners, and AD patient 
organisations is critical to enhancing clinical trial design and conduct and improving outcomes.  
Methods: Collaborating with PLWA and their care partners, as well as global and local AD patient organisations, 
Roche developed a playbook using key insights to inform the design and conduct of AD clinical trials, covering all 
stages of clinical trials and extending to post-trial considerations.  
Results: Feedback from interviews and working groups revealed that understanding the PLWA journey and associated 
complexities, in addition to the crucial role care partners play, is critical to designing AD clinical trials that optimise 
outcomes and experiences for all by utilising a participant-focused approach. These insights formed distinct playbook 
chapters outlining the trial journey, which can guide organisations when designing clinical trials in AD.  
Conclusions: The Clinical Trial Playbook was developed as a living document, that provides insights into the 
ecosystem of AD clinical trials. It outlines guidance and considerations into the needs of PLWA, care partners, and 
AD patient organisations to improve clinical trial design and outcomes. This project highlights the importance of an 
inclusive collaboration with the AD community and provides a resource that can be utilised mutually by the AD 
community and industry when developing AD clinical trials. 

P24-02. Inclusive Research For People Living with Dementia 

Ainsley McLean  
Centre of Disability Law and Policy - University of Ireland, Galway 
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The authentic voice and lived experience people living with dementia in inclusive research are rarely captured in the 
context of qualitative research - therefore, noticeably absent from the literature. In the interest of a global audience, 
this presentation will focus on how to ensure meaningful participation in academic research for people living with 
dementia. In the traditional sense, academia has predominately excluded the meaningful participation and the voice 
of people living with dementia. This presentation adopts a rights-based approach that magnifies the lived experience 
instead of focusing on a biomedical model of a diagnosis. 
Inclusive research gives voice, visibility and legitimacy to all persons living with dementia. 
To date, the salience of inclusivity needs to be at the forefront of dementia research to illuminate how inclusive 
research is possible for people living with dementia in academia. There must be a symbiotic relationship between the 
researcher and a person with a lived experience. Furthermore, self-advocating groups such as The Irish Dementia 
Working Group (IDWG) are essential for research inclusion. 

P24-03. Co-designing strategies to facilitate the choice and the use of everyday technological 
solutions in PWDs 

Giovanni Nicoli1, Eloisa Stella2, Cristian Leorin3 

1Associazione Novilunio APS - Nottingham Trent University, 2Associazione Novilunio APS, 3Associazione Novilunio APS - Università degli Studi di 
Padova 

Background: Everyday technological devices and their applications can positively impact PDWs' autonomy in 
accomplishing daily tasks or the number of communication, rehabilitation, and entertainment options available. 
However, while accessing such devices, PWDs can face challenges that usually originate from struggles in the 
person-device-task-environment interaction. As a result, PWDs are discouraged from adopting such instruments and 
do not exploit their potential.  
Objectives: Individuating technological solutions that met PWDs’ self-perceived needs and co-developing concrete 
strategies that can simplify the use of such solutions.  
Materials and methods: Two groups of respectively 8 and 10 participants were created, for a total of 12 meetings for 
each group. Meetings were conducted by a team composed of speech therapists and psychologists with expertise, 
respectively, in the field of Assistive Technology and the management of groups for PWDs and their caregivers.  
Procedures and results: Each meeting’s contents were co-created with the participants to reflect their point of view 
and experience and ensure it was truly based on their needs and expectations about the use of technology. 
Consequently, some technological options were presented, and participants could practice and provide feedback 
about their experiences and challenges with them. So, ad-hoc materials were created to guide, through interface 
adjustments and step-by-step instructions, the access, and the interaction with the solutions presented. Participants 
tested these materials and provided feedback and suggestions that enhanced their readability and efficacy. The sum 
of these materials resulted in a couple of easy-to-read handbooks, now used by healthcare services to inform the 
carers and PWDs of technological options and accessibility solutions. All the participants found the intervention 
helpful. 
Conclusion: A careful, participants-guided, and group-discussed selection of tech solutions based on self/group-
perceived needs, together with the support of easy-to-read instructions can improve PWD’s experience with and 
enhance the use of tech solutions. 

P24-04. Co-design of scenarios to guide simulation of self-experience of dementia: Cross-
country analysis of participatory workshop data from the INTenSE project 

Louise Hopper1, Rebecca Collins1, Kealan Forristal1, Marianna Riello2, Valentina 
Conotter3, Gabriele Meyer4, Marjolein de Vugt5, on behalf of the INTenSE consortium on 
behalf of the INTenSE consortium6 

1Dublin City University, 2Gruppo SPES, 3Social IT, 4Martin Luther University Halle-Wittenberg, Institute of Health and Nursing Science, 5Maastricht 
University, 6Ireland 

Background: Self-experience or simulation practices (e.g. Virtual Dementia Tours, role-play, theatre laboratories, 
interactive tools) are widely used in healthcare professional training, but rarely for the specialized care for people with 
dementia.  
Objectives: This study aimed to examine findings from cross-national analysis of workshops with dementia and 
technology stakeholders on the development of self-experience scenarios for dementia education. Specific objectives 
were: design evidence-based scenarios highlighting the challenges of living with dementia; combine these with the 
INTenSE toolkit; and develop training materials to simulate the ‘self-experience’ of dementia. 
Methods: Four online, semi-structured one-hour workshops were conducted between March and May 2022 in the 
Netherlands, Germany, Ireland, and Italy. Participants were invited via email by the local research teams, after being 
identified through the authors’ own networks and snowball sampling. Interview participants were people with dementia, 
caregivers, and other relevant professionals, with the inclusion criteria that they were: researchers, policy makers, 
clinicians or other stakeholders, within the field of dementia, eHealth and/or implementation. Workshop transcripts 
and scenario storyboards were inductively coded and analyzed thematically. 
Results: The preliminary results of the workshops focused on scenarios that demonstrate the experience of daily 
activities and environments that impact people living with dementia. The experience of these scenarios can be 
simulated using multiple existing and newly developed self-experience tools. Thematic analysis revealed foure themes 
including: self-experience of dementia, understanding dementia, supporting people with dementia and environmental 
impacts. 
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Conclusions: The final cross-country analysis will complete in July 2022. These findings will be used to develop 
facilitation guides to support the implementation of self-experience training scenarios into professional health and 
social care dementia education. 
This abstract is one of five that is part of the INTenSE project on self-experience tools for dementia. If possible, these 
five abstracts could be presented together in a symposium on the INTenSE project. 

P24-05. Participatory Research in Dementia Care: Reflections of an Early Career Researcher 

Aisling Flynn, Dympna Casey 

NUI Galway 

Dementia care research is increasingly advocating for meaningful involvement of people living with dementia and their 
support persons in the design of digital technologies. Participatory Research enables research participants to be 
involved in, take charge of, and have a sense of responsibility for the research process. Researchers need to position 
themselves reflexively, transparently, and critically within the research process (Brown, 2019). Participatory Action 
Research (PAR) exists alongside a suite of methodologies under the umbrella of Action Research and is noted for its 
iterative nature and cyclical phases of planning, acting and reflecting (Reason & Bradbury, 2008). PAR has a particular 
emphasis on power dynamics and social change and may serve as a means of gaining meaningful insights into the 
lived experiences and needs of people living with dementia. 
This research project aimed to empower people living with dementia and their support person to inform the design of 
a virtual reality social connecting space. The use of PAR to guide this process will be discussed and reflections 
provided on the use of PAR from the lens of an early career researcher (ECR). The challenges and benefits of using 
PAR will be discussed including: the role of the researcher in informing design, the subjective nature of participation 
and conducting a PAR and dementia care study during COVID-19. The ECR’s reflexive diary entries will be used to 
further illustrate these points. Finally, the ECR will share recommendations for other dementia researchers, particularly 
ECR's who may wish to embark on a PAR study. 

P25. (Parallel session) Increasing support for people with dementia and their 
caregivers through four international projects 

P25-01. SUCCESS & DEMICARE: Mobile apps for providing personalized training to 
caregivers 

Catalina Tudose, Raluca Sfetcu, Irina Dutu, Elena Dobrica, Irina Luca 

Romanian Alzheimer Society 

Informal caregivers of People with Dementia (PwD) are diverse - they have different relationships to the care recipient, 
different access to resources, varying dementia-related knowledge, and diverse living situations. However, one 
common feature of all carers is the need for personalized information and guidance supporting them to cope with 
care-related challenges. 
The SUCCESS and DEMICARE projects are two international initiatives financed by the European AAL program that 
proposed the development of mobile applications for personalized information of the members. 
The presentation will include an analysis of the lessons learned from the SUCCESS project (completed in 2020) and 
will present the objectives of the DEMICARE project - started at the beginning of this year and planned for the 
continuation of the SUCCESS project. 

P25-02. An educational and training program for older adults at risk of developing dementia 
through table tennis – hAlt 

Maria Moglan, Dutu Irina, Ionescu Tiberiu, Dobrica Elena, Tudose Catalina 

Romanian Alzheimer Society 

Halt is an ERASMUS+ project that brings together Alzheimer’s associations (from Romania and Greece), sports 
training organizations (from Greece, Bulgaria) and research units (Lancaster University from the UK) with the goal of 
raising awareness on the benefits of table tennis on the brain and older adults, while also engaging people with 
dementia to start physical activities. Also, it is its intention to monitor the effect of table tennis with wearables. 
            Regular physical activity could help maintain a person’s mental capacity and prevent future cognitive decline 
[1]. Studies also show improvements in visuospatial memory in older persons who engage in physical activities. 
Current research states that table tennis is a good solution to improve hand-eye coordination, reflexes, balance, 
coordination while also stimulating mental activity and promoting social interaction [1], [2]. It is a sport appropriate for 
elder people, since it does not put a strain on one’s joints. An added benefit of table tennis could be through the 
increased demand of higher cognitive processing required to learn this activity but also through maintaining attention 
throughout the game. The game is rather fast paced which poses the challenge to constantly predict the direction of 
the ball and try to adjust accordingly [3]. 
            The project is structured to have different outcomes, such as a state-of-art report of the current evidence of 
the impact of sports on dementia, the development of a curriculum with information about dementia for table tennis 
trainers, creation of an e-learning platform with the available curriculum and also developing wearables for monitoring 
the progress of the participants. With all this information put together there will be, initially, a pilot training program 
and certification for trainers. The project will then apply tennis table intervention for people with dementia and will end 
with networking events and dissemination of the results obtained. 
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P25-03. STORY2REMEMEMBER: Using storytelling and drama to improve communication in 
dementia care 

Andreea Vasile, Alexandru Pavel, Raluca Sfetcu, Cătălina Tudose 

Romanian Alzheimer Society 

The Erasmus+ project Using drama and storytelling in dementia care (“Story2remember”) aimed to improve 
quality of life of people with dementia and their care partners, improve health care professionals’ skills, increase social 
inclusion of persons with dementia and raise social awareness on dementia issue by using an innovative methodology 
based on creative drama and storytelling.  
In a transnational partnership (Romania, UK, Greece, Bulgaria and Ireland) within the project was created: (1) a 
booklet regarding the research and practice within this field; (2) a training program for health care professionals in 
dementia care settings; (3) a toolkit to improve communication between family members and persons with dementia; 
(4) a public policy document to create dementia friendly communities. 
The booklet provides an overview of how creative drama and storytelling are being used within the dementia care 
field and the benefits they may have for people with dementia and their care partners. It also draws on theoretical 
understandings of ‘social inclusion’ to illustrate how researchers and practitioners across the Erasmus + partner 
countries, are using these creative initiatives to promote this important facet for people affected by dementia. 
The training programme and handbook was created to equip health and social care professionals with all the 
necessary information, skills and materials to guide the delivery of the Story2Remember programme in care settings. 
The toolkit includes a brief presentation of the most frequent situations where communication problems may arise, it 
describes how storytelling and alternative communication methods can be used in these situations and it provides 
step by step instruction for activities that family members can do together with the person with dementia in order to 
train their communication skills. 
The policy recommendation document supports initiatives for creating dementia-friendly communities across the 
European Union. 

P26. (Parallel session) Needs and experiences 

P26-01. The health and care needs of people living with dementia in prison 

Rhoda Macrae1, Natalie Chalmers1, Debbie Tolson1, James Taylor1, Kirstin Anderson2, 
Lindsay Thompson3, Tom Russ3 

1University of the West of Scotland, 2Napier University, 3University of Edinburgh 

There is limited data on the numbers, needs and experiences of people living with dementia in prison. The most recent 
data from England suggested a much higher prevalence of dementia in prisons than found among community 
populations of the same age.    
The numbers of older prisoners are increasing, between 2017 and 2020 the numbers of prisoners in Scotland over 
60 years increased by 46%.  Prisoners with a suspected or diagnosed dementia are becoming an increasing concern 
for prison and health care staff due to their complex health and social care needs.   
We will present the preliminary findings of an ongoing study that aims to identify and develop effective ways to improve 
the health and wellbeing of people living with dementia in Scottish prisons.   
We gathered qualitative interview data from NHS staff; nurses, forensic psychiatrics, psychologists, prison doctors, 
prison officers, social care staff and social workers (n=17). We will present our preliminary findings that describes the 
current referral, diagnostic and post diagnostic healthcare pathways and how staff try and meet the needs of people 
living with dementia.  
We will also outline the two other phases of data collection: prisoner centred case studies and co-design of an 
improved care pathway to support the health and wellbeing of people living with dementia in prison. 

P26-02. People with dementia and their families as digital educators of the health and social 
care workforce during Covid-19 

Anna Jack-Waugh1, Alison McKean2, Louise Ritchie3, Clair Gamble4 

1University of the West of Scotland, 2Alzheimer Scotland, 3Alzheimer Scotland Centre for Policy and Practice, 4University of Dundee 

People with dementia and their family carers have been central educators on Scotland’s National Dementia 
Champions since its inception in 2011. During the Covid-19 Pandemic, a 2021 digital Dementia Champions 
programme was developed, delivered and evaluated. In this presentation, actions taken to maintain the central role 
of people with dementia and their families as educators are outlined by the Dementia Champions faculty team, the 
development facilitator and the filmmaker. 
Scotland’s National Dementia Champions is a workforce development programme for general hospital staff to facilitate 
development in knowledge and skills for Champions to become agents of change in their workplaces. Over 1000 
health and social care professionals have been educated to be Dementia Champions across Scotland. Yearly 
evaluations and a doctorate study into the Dementia Champions learner experiences have demonstrated that the 
voice of people with dementia has the highest and most sustained positive impact on learner perspective, attitudes 
and values towards people with dementia. 
The Scottish Dementia Working Group and the National Dementia Carers Action Network worked with the Dementia 
Champions faculty team to develop learning resources aligned to pre-set learning outcomes developed from best 
evidence and practice.  Co-production of films led by people with dementia as primary education resources, the 
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rapport and relationships which supported this development and the technical expertise required to achieve the high 
quality needed for teaching and learning will be outlined and discussed.  In addition to the co-production processes, 
evaluations from learners in relation to learning from people with dementia and their families on the digital programme 
will be presented. 

P26-03. Meeting the needs and experiences of people affected by dementia in research: 
Lessons from the experts 

Laura O'Philbin, Cíara O'Reilly, Diane O'Doherty 

The Alzheimer Society of Ireland 

Background: The Alzheimer Society of Ireland’s vision is an Ireland where people on the journey of dementia are 
valued and supported. Dementia Voice and Person & Public Involvement (PPI) is embedded into all aspects of the 
organisation, including Research. 
The Dementia Research Advisory Team is a group of people living with dementia and informal carers/supporters who 
influence, advise and work with Research Teams in a Person and Public Involvement (PPI) capacity to improve the 
quality and relevance of research. Members are active decision-makers in research funding decisions to ensure that 
real-life needs and experiences are considered in designing and implementing research. 
Since its inception in 2019, Dementia Research Advisory Team members have reviewed countless research 
applications, ranging from small bursaries to large national projects. Similarly, members have been PPI Contributors 
on a wide range of projects across the country. 
Scope of the presentation: The aim of this presentation is to equip conference delegates with first-hand insights on 
how to create stronger research proposals and design projects that reflect the needs of people living with dementia. 
The ASI and members of the Dementia Research Advisory Team will share advice on including the needs and 
experiences of people affected by dementia in both the design and delivery of research projects. Using their vast 
experience in reviewing funding applications and reflecting on their experience of being PPI Contributors, practical 
‘lessons learned’ on what has and has not worked well will be discussed. 

P26-04. Pad Cultures: An ethnography into continence care for people living with dementia 
during a hospital admission 

Andy Northcott, Katie Featherstone 

Geller Institute of Ageing and Memory, University of West London 

People living with dementia are highly vulnerable within the hospital setting: their health can significantly and suddenly 
worsen during an admission, with outcomes typically worse compared to similar patients without dementia. Up to half 
of all acute UK hospital beds are occupied by a person living with dementia, typically for a condition unrelated to their 
dementia. Evidence is required to inform improvements in the care of people living with dementia in the acute setting.  
This paper draws on 180 days of ethnographic (observational) research, alongside 562 ethnographic interviews, 
collected over 12 months from six wards within three hospitals across England and Wales, selected to represent a 
range of geographic and socio-economic catchments. Interviews were taken with people living with dementia, their 
families and carers alongside nursing and healthcare staff as they delivered care.  
This study identified continence care as an invisible, silenced, but important feature of the everyday care of people 
living with dementia during an acute admission, with significant consequences and impacts on patients, during and 
following admission. We observed an embedded practice within acute wards of ‘pad cultures’: the routine use of 
continence pads in the care of all people living with dementia as a precautionary strategy. The organisational rationale 
to provide safeguards, ensure containment, and prevent incontinent episodes, informed an expectation that patients 
living with dementia not only wear pads, but could and should use them. Pad cultures were associated with high levels 
of distress in the person, with significant impacts on dignity, personhood, and identity.  
These findings are informing education and training for nurses and cares in collaboration with people living with 
dementia and specialists in dementia care and continence, while informing strategy to improve the delivery of 
continence and hospital care across England and Wales. 

P26-05. TeamUp for Dementia Research: Investigating the needs and experiences of people 
living with dementia who contribute to dementia research 

Cíara O'Reilly 

The Alzheimer Society of Ireland 

Background: A diagnosis of dementia can cause feelings of shock and powerlessness, undermining an individual’s 
sense of self. Taking part in research generally is known to have benefits for an individual. For a person living with 
dementia, becoming a research participant can be a rewarding and empowering experience as they gain insights into 
their own condition, contribute to a wider pool of knowledge about dementia and overall reduce that sense of 
helplessness. 
  
The Alzheimer Society of Ireland launched TeamUp for Dementia Research in July 2021. This service connects 
people with an experience of dementia with opportunities to engage in ethically approved dementia research in a 
streamlined and inclusive manner. People living with dementia are supported to register to the service in a manner 
most accessible to them; online, over the phone or by video call. 
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Scope of Presentation: A recent survey of the members sought to establish the members’ experience of the service; 
 
- why did they sign up to the TeamUp for Dementia Research service? 
- prior to joining TeamUp for Dementia Research, had they had any previous experience taking part in research? 
- what did members enjoy about the service? 
- were there any issues to be addressed? 
- what can be done to improve their experience of taking part in dementia research? 
 
This presentation will detail the evaluation and highlight how the results were applied in order to ensure the needs of 
the person living with dementia are being met in such manner as allows them to contribute to dementia research in a 
meaningful way.  
By sharing their personal experiences of living with dementia with the research community, members feel valued and 
hopeful that their contributions can improve not just their own experiences of dementia but also the outlook for 
individuals newly diagnosed. 

P27. (Parallel session) Cross border dementia initiatives 

P27-01. Roundtables for French-speaking neurologists and geriatricians 

Lorène Gilly1, Chris Lynch2, Laura Dabas2 

1France Alzheimer, 2Alzheimer's Disease International 

Since 21 July 2021, Alzheimer’s Disease International (ADI), A.C.M.A Cameroun and France Alzheimer have been 
organizing regular roundtables, specifically for French-speaking neurologists and geriatricians. 
The adventure between the 3 organisations began with the ambition of organising a large-scale conference in 
Yaounde, Cameroon at the end of 2022, aiming to gather health professionals, specialists, carers and people living 
with dementia, to raise awareness and encourage people to fight against dementia, especially in Sub Saharan 
countries. 
It appeared essential to spark the interest of French-speaking experts and specialists in the dementia field, and give 
them a platform to share information and ideas on specific subjects. The idea is also to feed into a programme for a 
bigger conference, based on the needs and expectations of key players. 
Four roundtables have been organised since July 2021, around four specific subjects: 
Adapting the diagnostic approach; 
Supporting immigrants in Western countries (communication between the native country and the country of 
residence); 
Training and raising awareness among all the professionals and stakeholders of the care pathway; 
Post-diagnostic support and non-pharmacological interventions. 
We witnessed rich and constructive discussions every time, which underlines the need for deeper conversations and 
concrete actions. As A.C.M.A Cameroun has succeeded in establishing contact with the Ministry of Health, we now 
hope to spark the interest of further key actors, leading to common targeted actions for the benefit of people living 
with dementia and their carers all around the world. 

P27-02. Dementia Friendly Welsh Hospilal Charter a co-produced with people affected  by 
dementia 

Nigel Hullah, Michaela Morris 
United Kingdom 

Abstract not provided 

P27-03. Learning health care systems in the context of dementia care research: A global 
approach towards greater health equity and system resilience 

Franziska Laporte Uribe1, Martina Roes1, Alejandra Fuentes-García2, Andrea 
Slachevsky3, Lothar Schrott4, Oscar Arteaga2, Marama Muru-Lanning5, Ngaire Kerse6, 
Rodolfo Vergara7, Ricardo Antonio Herrera8, Mónica Nivelo Clavijo9 

1Deutsches Zentrum für Neurodegenerative Erkrankungen e.V., 2School of Public Health/ Universidad de Chile, 3LANNEC, ICBM, Faculty of Medicine/ 
Universidad de Chile, 4Department of Geography/ Universität Bonn, 5James Henare Māori Research Centre/ University of Auckland, 6Faculty of 
Medical and Health Sciences/ University of Auckland, 7Hospital Intercultural Kallvu Llanka, 8CITRID/ Universidad de Chile, 9Faculty of Medicine/ 
Universidad de Chile 

The COVID-19 pandemic as well as dementia are challenging us as societies at large. Even though the pandemic 
highlighted the interconnectedness of social systems (including the health system) it has been dealt with for the most 
part in institutionalized, formalized structures that do not necessarily reflect the need for building bridges between 
disciplines and their respective experts and knowledge. Still, in revealing existing gaps in policies, systems and 
services, the COVID-19 pandemic is also an opportunity for learning both from failures and best practice examples 
that could translate into sustainable policies for greater health equity and system resilience. We are proposing a 
perspective of learning health care systems that could inform a broader agenda of implementation science in the 
context of dementia care research. By involving three high-income countries with distinct geo-political-cultural-social 
systems (Chile, New Zealand, and Germany) we hypothesise that translational potential lies in cross-country learning 
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which contributes towards adequate, equitable and sustainable care and support for families living with dementia 
during a pandemic and beyond. Following several rounds of online consultations over the past 2 years and the 
publication of a vision paper in a peer-reviewed open access journal, the COVIDemX3 consortium met for the first 
time in a trilateral multi-disciplinary workshop in Chile in June 2022. We will present some insights in support of our 
hypothesis at the intersection of health care research, disaster research and global health. We anticipate that this 
research has the potential to contribute towards strengthening and transforming health care systems in times of crises 
and beyond. 

P27-04. Dementia Awareness Caregivers: Development of a brief, culturally adaptable, 
educational intervention for carers of people with dementia in Brazil, India, and Tanzania 

Charlotte Stoner1, Monisha Lakshminarayanan2, Daniel C. Mograbi3, Sridhar 
Vaitheswaran2, Elodie Bertrand4, Helen Durgante5, Paula Schimidt Brum6, Emily Fisher7, 
Aimee Spector7 

1University of Greenwich, 2SCARF, 3Pontifical Catholic University of Rio de Janeiro, 4University of Paris, 5Universidade Federal de Pelotas, 6University 
of Sao Paulo, 7University College London (UCL) 

Background: Knowledge of dementia amongst family caregivers varies across countries and access to person 
centred, easily accessible information about dementia can be challenging in some countries. This suggests a need 
for brief, culturally appropriate educational courses that can be used in multiple countries and contexts 
Methods: A multidisciplinary team from Brazil, India, Tanzania, and the United Kingdom (UK) developed a 
standardised course entitled ‘Dementia Awareness for Caregivers (DAC-International)’. Concurrently, methodology 
for cross-culturally adapting the course for specific countries or regions (DAC-Local) was developed. DAC-Locals 
were created and piloted in Brazil, India and Tanzania. Further amendments were made for virtual delivery during the 
COVID19 pandemic. 
Results: The DAC-International consisted of three modules: ‘What is dementia?’, ‘Positive engagement’ and ‘Caring 
for someone with dementia’. Feedback from caregivers indicated the course was acceptable and feasible. Case 
studies were noted as particularly helpful in encouraging positive communication between a carer and a person living 
with dementia. Further results will be available at the conference. 
Conclusions: The DAC-International is a culturally appropriate and acceptable means of developing country and 
context specific, brief, educational courses for carers of people living with dementia. Work is ongoing to formally 
evaluate the efficacy of country specific DACs in Brazil, India, and Tanzania. A DAC-United Kingdom is also under 
development. 

P27-05. Neurodegenerative Genetic Counseling in European Universities - An Innovative 
program adapted in Greece, Germany, Belgium, Spain and Turkey 

Marina Makri, Magda Tsolaki 
Aristotle University of Thessaloniki 

Introduction: Nowadays, given the increased incidence of Neurodegenerative disorders (ND) and the availability of 
Genetic Testing, an increased demand for high-quality information on ND genetics likely provided in the form of 
Genetic Counseling (GC) by well-trained health care professionals (HCP), is anticipated. The GECONEU project aims 
to develop an online Course for University students, who are the future HCP, focusing on GC on ND. The main goals 
and central impact of this project are to support people, caregivers and society to better understand the aims of genetic 
testing and the usefulness of GC. 
Results: This project leads to the following main 4 outcomes: 1. ¨Best GC Protocol¨ in Europe which will be a 
Methodological Guide that combined existing GC protocols, a quantitative survey on families of PwND and qualitative 
research on experts in the field; 2. “An innovative creative course” that can be part of the curriculum of Higher 
Education Institution’s (HEI) in Europe; 3. “A Service System for Universities' e-learning platforms” which will be able 
to integrate into any e-learning platforms and offer the course through a Backend-as-a-Service system; 4. “A Guideline 
handbook”  that helps HEIs and care organization across Europe to implement the training. This will be set up based 
on extensive testing of the learning material and service system in pilots and experiences of 4 different faculties in 4 
countries.  
Discussion: Over the last 20 years, genetic tests for ND have gained importance in personalized medicine and disease 
prevention, especially to healthy individuals who have a family history of ND. This project will provide the opportunity 
to take all the factors of an appropriate training course to society into account by involving the families of PwND in the 
development of the learning and teaching outcomes consequently improving their visibility and enhancing their level 
of knowledge on genetics. 

P28. (Parallel session) INTERDEM: social health: explorations of its potential to 
prevent cognitive decline and dementia 

P28-01. Conceptual advancement: Social health as a facilitator in the use of cognitive reserve 

Myrra Vernooij-Dassen 

Radboud University medical Center 

OBJECTIVE 
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Dementia is a syndrome where the origins are not fully understood, and we have no cure. Social health might play a 
role in cognitive decline, but clarity for the concept of social health is lacking and hinders investigation. The objective 
is to explore the role of social health in cognitive decline and the onset of dementia.  
METHODS 
Within the ‘Social Health And Reserve in the Dementia patient journey (SHARED)’ project we used an exploratory 
design. Here we describe the first step in this exploration process: hypothesis and concept advancement development 
and its underpinning by a scoping review. 
RESULTS 
Association have been found between neurobiological and social health markers. This encouraged the formulation of 
the hypothesis that social health is a driver for stimulating the use of cognitive reserve that slows cognitive impairment 
or maintains cognitive functioning in old age. 
The concept advancement led to a conceptual framework in which social health is a concept defining human 
relationships. We indicate domains on an individual (e.g. social participation) and a social environmental (e.g social 
network functions) level. The domains allow for the structured identification of specific relevant social health 
characteristics or markers. This conceptual framework effectively guided the identification of social health markers in 
the 20 epidemiological data bases of the SHARED project. 
Discussion 
The hypothesis connects social health with cognitive functioning and the conceptual frameworks suggests how to 
identify social health markers. These are important first steps towards social health interventions to prevent and delay 
cognitive decline and dementia. 

P28-02. Social relationships, cognitive capability and cognitive decline: Findings from four 
European longitudinal studies 

Jane Maddock1, Jean Stafford2, Anna Marseglia3, Federico Gallo4, Serhiy Dekhtyar3, 
Anna-Karin Welmer3, Frank J Wolters5, Mohammad Arfan Ikram5, Marta Lenart6, Suraj 
Samtani7, Daniel Davis2, George Ploubidis2, Marcus Richards2, Praveetha Patalay2 

1J Johnson, 2United Kingdom, 3Sweden, 4Russia, 5Netherlands, 6Poland, 7Australia 

Different properties of social relationships may have distinct effects on cognitive capability and decline. We examine 
associations between structural (martial/cohabitation status, network size, frequency of contact, social) and 
interactional (social participation, social support) aspects of social relationships and measures of memory, executive 
functioning (Ef) and speed of processing. 
We used data from participants aged ≥50 years from NSHD(n=2109), ELSA(n=8460), SNAC-K(n=1955) and 
Rotterdam(n=5168). We applied multilevel models to examine each social relationship variable at baseline with each 
standardised measure of cognitive capability. Models were adjusted for age at baseline, sex, social class, education, 
IADLs and health conditions. We examined between-study differences using the I2 statistic from random effects meta-
analyses. 
 
Fully-adjusted analyses examining average cognitive capability over time found: Structural: Those who were 
married/cohabiting scored on average 0.07SD (95%CI:0.00,0.14) higher on Ef compared to those who were 
unmarried/alone. Results for memory and processing speed crossed the null. There was large heterogeneity in these 
results(I2>75%). For example, being married was associated with better memory in ELSA (0.05SD 95%CI:0.02,0.08) 
and SNAC-K (0.13SD 95%CI:0.06,0.20) but not in NSHD or Rotterdam. We observed associations between larger 
network sizes (≥6 people) and higher scores Ef and processing speed. Overall, more frequent contact was associated 
with higher Ef, but not with memory or processing speed. However, this was not consistent across all studies. 
Interactional: Higher participation in social activities and greater perceived positive and less negative social support 
were associated with higher memory and Ef scores. Associations between social relationships and cognitive decline 
varied by exposure, outcome and study; however, in all cases associations with rate of decline was small 
(<0.02SD/year). 
Our findings suggest that social relationships are related to cognitive capability in a variety of ways and may be context 
specific. Results suggest that associations between social relationships and cognitive capability are greater than 
associations with rate of decline. 

P28-03. The Interplay between Social Health and Dementia - A System Dynamics Model: is it 
complicated? 

Adrianna Senczyszyn1, Joanna Rymaszewska2, Marta Lenart-Bugla2, Mateusz Łuc2, Imke 
Seifert3, Ansgar Gerhardus3, Henrik Wiegelmann3, Karin Wolf-Ostermann3, Etienne 
Rouwette4, Myrra Vernooij-Dassen5 

1Wroclaw Medicla University, 2Wroclaw Medical University, 3University of Bremen, 4University of Nijmegen, 5Radboud University Medical Center 

Background: The aim of the international project SHARED was to unravel the role of social health in different stages 
of cognitive decline, with an additional focus on the prevention and treatment of dementia. Results of the project have 
been translated into a graphical representation - System Dynamics (SD) model) on the interplay between Social 
Health (SH) and cognition. 
Method: To develop the SD model, a mixed-method design was used, based on consecutive steps: (1) systematic 
literature review on factors related to cognitive decline, (2) Group Model Building sessions with interdisciplinary 
experts, (3) integration of results from epidemiological, multi-national cohort studies, (4) ongoing development of SH 



 44 

concept by iterative expert meetings. Collected data was synthesized and transformed into an SD causal pathway 
model in the Kumu software. 
Results: The final model presents three maps on different abstraction levels: general health domains, concepts with 
dimensions, and markers. The latter shows a detailed picture of bidirectional links between SH markers and cognitive 
markers through three pathways: physiological, psychological, and health-behavioral, and through ‘cognitive reserve 
& brain reserve’. Each marker has a definition and level of evidence (from expert knowledge to systematic review). 
The map indicates multiple SH risk factors contributing to cognitive decline and dementia (e.g. loneliness, being 
single), and SH protective factors (e.g. high social frequency, social support). In turn, dementia symptoms influence 
SH, e.g. making the person more dependent on the social network, or being less satisfied with social ties. 
Conclusion: The integrated results in the SD model highlight bidirectional relationships between SH and dementia, 
where social health factors might serve a role of reserve in the context of changing the social situation of an individual 
with cognitive impairment. This novel representation will be translated into recommendations and targets for 
interventions, both for prevention and for improved dementia care. 

P28-04. How to assess Social Health in the Context of Cognitive Decline and Dementia? A 
Systematic Review on available Instruments 

Karin Wolf-Ostermann1, Henrik Wiegelmann1, Marta Lenart-Bugla2, Vernooij-Dassen 
Myrra3, Eline Verspoor3, Imke Seifert1, Dorota Szcześniak4, Joanna Rymaszewska4, 
Rabih Chattat5, Yun-Hee Jeon6, Ansgar Gerhardus1, Marieke Perry3 

1University of Bremen, 2marta.lenart <marta.lenart@umw.edu.pl>, 3Radboud University, 4University of Wroclaw, 5University of Bologna, 6University of 
Sydney 

Background: The concept of social health has been increasingly addressed in psychosocial epidemiological research 
and dementia research recently. However, there is still a lack of consensus around how aspects of social health are 
measured, which contributes to the difficulty in collecting scientific evidence and further conceptual development. 
Therefore, we aimed to perform a systematic review to identify and organize high-quality measures used so far to 
assess social health markers in the context of cognitive functioning, cognitive decline and dementia.  
  
Methods: The electronic databases PubMed/MEDLINE, CINAHL and PsycINFO were searched for literature in 
English language published from 2000-2020. Additionally, reference lists were checked and a group of experts was 
involved to add any missing studies. The review was prepared following the PRISMA 2020 guidelines and registered 
at the Open Science Framework (OSF) platform DOI: 10.17605/OSF.IO/8J9YT. 
Results: A total of 147 studies were included and 72 instruments were identified. The applied social health concept 
allowed to classify 38 instruments on the individual level (ten in the capacity domain, 16 in the autonomy, and 12 with 
focus on social participation). On the social environment level 51 instruments were classified: 10 measuring the 
structure of the social environment, 20 measuring the functions served by the network and 22 to appraise the quality 
of social relationships.   
Discussion: Overall, the findings of this systematic review imply that there is a variety of high-quality instruments 
available. This allows a tailored approach to certain research issues, but makes it more difficult to compare results. 
This study provides a systematic overview and a concept-based classification according to the main focus of the 
instruments. However, additional studies, based on a consistent approach to calculating a social health index are 
needed to extend these findings and indicate populations that are most vulnerable. 

P28-05. The influence of the social environment on the functioning and well-being of the 
person with dementia: a qualitative study 

Marieke Perry1, Eline Verspoor1, Isabelle van der Velpen2, Rene Melis1, Yun-Hee Jeon3, 
Myrra Vernooij-Dassen1 

1Radboudumc, 2ErasmusMC, 3University of Sydney 

Background:  
Dementia negatively affects the interaction with the social environment by changes in cognition and behavior. On the 
other hand, the social network may be an important enabler for persons with dementia to make use of their remaining 
capacities. Mechanisms driving and explaining these interactions are unknown. 
Objective: To explore how the social environment impacts the functioning and well-being of a person with dementia.  
Study design: We performed a qualitative case study, conducting semi-structured interviews. We used the grounded 
theory approach, as defined by Strauss and Corbin, including alternate data collection and analysis. Per case, the 
person with dementia, the primary caregiver, significant kin or non-kin network member and the primary healthcare 
professional were interviewed individually. The interviews were conducted using a topic guide, which was adjusted 
according to preliminary analyses. Transcripts were coded by two researchers independently, where after axial codes, 
categories were formulated and a theory including a core phenomenon was identified with the entire research team.   
Results: Analyses revealed ‘creating a safe environment’ as a core phenomenon. This relates to encouragement and 
the created anchor points of the environment to compensate for the inevitable feelings of loss of control that persons 
with dementia experience. The ways safety is created include active acts of involvement and participation, trust, 
humor, reciprocity, appreciation and shared experiences. Suspicion, loss of initiative by the person with dementia and 
the inability to act and correcting by the environment were identified as major challenges to creating a safe 
environment.  
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 Conclusions: A safe and supporting environment enables persons with dementia to use their remaining capacities. 
Active participation, trust, humor and reciprocity are key elements to create such a safe environment. These findings 
show that basic needs of persons with dementia for daily functioning and well-being are similar to these of all humans. 

P29. (Parallel session) Intellectual disability 

P29-01. Challenges posed in assessing for MCI or dementia in adults with intellectual 
disability and other neuroatypical conditions 

Matthew Janicki 
National Task Group / ID & Dementia Practices 

Most dementia assessment clinics are bereft of clinicians expert in determining the presence of MCI/dementia in 
adults presenting with pre-existing long-term cognitive, emotional, or sensory conditions.  Such neuroatypical 
conditions (such as such as intellectual disability and intellectual disability with conjoint psychiatric condition, autism, 
cerebral palsy, severe mental illness, hearing/vision impairment, and acquired or traumatic brain injury) may affect 
normative intellectual capacity, thought and mood, communication, motor, and brain function.  These limitations or 
dysfunctions may confound assessing performance, brain well-being, and the presence of neuropathologies.  To 
determine the extent of assessment barriers posed by these conditions, a Neuroatypical Conditions Expert 
Consultative Panel was convened, composed of clinical and academic experts in these conditions, and requested to 
examine innate risk for dementia, idiosyncratic symptoms, efficacy of typical methods of examination for cognitive 
impairment, and adaptations necessary when examining adults with these neuroatypical conditions.  
The Panel concluded that most extant guidance for the assessment of cognitive impairment for MCI or dementia does 
not sufficiently include information as to how to assess such adults. Also, that adults with these conditions (a) 
challenge clinicians when they attempt to discriminate current behavior and function from that which was pre-existing; 
(b) often have inherent comprehension, oral communication difficulties, motor task performance impediments, and 
difficulty with visuals; and (c) pose difficulties when standardized dementia measures are used. The Panel noted 
which conditions could benefit from the use of specialized instruments. The panel recommended that guidance be 
broadened to include adaptations of assessment practices to accommodate adults with neuroatypical conditions; 
educational materials be developed for clinicians about such conditions and on how to detect and diagnose 
MCI/dementia; and research be expanded to produce more evidence-based information on both assessing adults 
with neuroatypical conditions for later-life adult cognitive diseases/disorders and for when planning interventions for 
post-diagnostic care. 

P29-02. Perspectives of couples with an intellectual disability when one partner has dementia 

Karen Watchman1, Paula Jacobs1, Heather Wilkinson2, Andrew Doyle3, Jan Murdoch3, Jill 
Carson4, Louise Boustead3 

1University of Stirling, 2University of Edinburgh, 3Key, 4Alzheimer Scotland 

Relationships and marriages of people with intellectual disability are to be celebrated. Simultaneously, we know of the 
increased risk of dementia in people with intellectual disability, particularly Down syndrome. The aim of this two-year 
study in a previously unresearched area is to gain insight into day-to-day experiences of couples with intellectual 
disability when one partner has a diagnosis of dementia, and to identify factors that support or affect sustainability in 
relationships. The need for such research was identified by a married man with a learning disability and dementia who 
continues to advise the study. 
This qualitative research involves focused conversations with ten couples with intellectual disability, and semi-
structured interviews with practitioners and parents/siblings who provide support for one or both partners. Focused 
conversations are a structured process with less emphasis on direct questioning, enabling participants to identify what 
may help in the future. 
Data collection will be completed in summer 2022 with analysis currently ongoing. A scoping review and a systematic 
review on this topic have been written for publication and will be briefly presented along with early findings from 
thematically analysed data. This recognises that typical relationship milestones are important such as moving in 
together, engagement and a wedding. However, many couples face challenges in their relationship even before a 
diagnosis of dementia. Most already have support in place, yet staff and family members feel unprepared to meet the 
changing needs of both the partner with dementia and the couple, particularly as dementia advances. A sample of 
stories from couples with a learning disability involved in the research will be shared to understand experiences when 
their relationship is affected by dementia.   
Study findings will have implications for couples with a learning disability, families, health, allied health, and social 
care sectors. 

P29-03. Development of a Digital Tool for the Early Detection and Documentation of Dementia 
Symptoms in People with Intellectual Disabilities 

Annalisa La Face1, Dominik Pendl2, Barbara Gasteiger-Klicpera2 

1Karl-Franzens-Universität, 2University of Graz 

People with ID living with their family receive a diagnosis up to 4.5 years earlier than those living in assisted living 
facilities (ALF; Sinai et al. 2017). The reason has been attributed to the more extensive knowledge of the person 
possessed by relatives than by formal caregivers. The observation of any change in their behaviour and abilities of 
the person is indeed crucial to possibly diagnose dementia at the very first stage.  
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Problematic is the relatively frequent staff turnover in ALF, which hinders the possibility for formal caregivers to get to 
know well each person, and therefore notice if a decline is taking place (Houseworth et al., 2020). 
To prevent the possible loss of meaningful information about people living in an ALF, the project "DigIDe" aims at 
designing a digital solution to allow institutional caregivers to periodically and systematically record the capabilities, 
routines, hobbies, emotional responses and social behaviors of the person with ID in their care. The tool will guide 
the observation of the behavior of the person with ID toward the areas in which more often the first symptoms of 
dementia appear. Providing a systematic and standardized monitoring procedure, the ability of caregivers to detect 
changes and losses in the person´s abilities, interests and autonomy will be highly enhanced. Any behavioral 
atypicality can be promptly recognized, documented and reported to a clinician, and in turn it will be ensured that any 
subsequent diagnosis of dementia be correct, suffient, or timely. 
The project is carried out in a participatory process with a multidisciplinary team comprising psychologists, experts in 
inclusive education, nurses and social assistants working with people with ID, and is financed by the Styrian Chamber 
of Labour. The design and preliminary data from qualitative and/or quantitative evaluation will be presented at the 
conference. 

P29-04. Intellectual disability and dementia – supporting transition into care home 

Lynn Flannigan1, Jill Carson2, Karen Watchman3, Sharon Mitchell-Ward4 

1Healthcare Improvement Scotland, 2Alzheimer Scotland, 3University of Stirling, 4Care Inspectorate 

People with an intellectual disability are now enjoying increased life expectancy and therefore are more likely to 
develop illnesses associated with age. This population are at increased risk of dementia compared with the population 
generally, and individuals with Down syndrome are at particular risk of early-onset dementia. 
While recognising that individuals should be supported to remain in their current home as dementia advances, if this 
is their preference, there are occasions where this is no longer practical, safe or indeed desired by the person. Should 
a move be made, it is often unplanned and in a crisis situation with appropriate alternative placement difficult to 
access. It is in this context of advancing dementia that an increasing number of moves are made by people with 
intellectual disability to a care home for older people. In recognition of this, a multiagency group was established in 
Scotland to explore what was needed to create a more positive experience should a move to a care home be 
unavoidable. The group has developed guidance for care home staff and services involved in supporting people with 
an intellectual disability and advancing dementia. This aims to ensure that should transition to a care home be 
appropriate, a more person-centred approach seeks to ensure the best outcomes for the person, and that appropriate 
support is in place for care home staff. 
During our exploration of the issues the following are examples of themes identified which will be discussed further at 
the session. 

• Multi agency collaboration to support person-centred and timely transitions 
• Ensuring staff have the knowledge, skills, and support they need to support people living with an intellectual 

disability and advancing dementia 
• Ensuring physical and social environments reflect the needs and wishes of people living with an intellectual 

disability and advancing dementia 

Special Symposium 

SS1. (Special Symposium) Building bridges, our voices, our lives 

Chris Roberts, Angela Pototschnigg, Kevin Quaid, Erla Jόnsdόttir, Nigel Hullah 

EWGPWD 

The European Working Group of People with Dementia (EWGPWD) was set up by Alzheimer Europe (AE) in 2012 
and is composed of 14 men and women with different types of dementia and from different countries around Europe. 
They work to ensure that the activities, projects and meetings of AE duly reflect the priorities and views of people with 
dementia. The symposium will be chaired and facilitated by the current Chair of the EWGPWD, Chris Roberts (United 
Kingdom). Four members of the EWGPWD will provide a speech about how different aspects of their lives have been 
affected by dementia and how they are building new bridges to try to improve their lives and those of others: 

• Kevin Quaid (Ireland) will be speaking about the relevance of a proper and timely diagnosis of dementia. 
Kevin will be referring to his own experience of a diagnosis of a less common type of dementia (Dementia 
Lewy Bodies). 

• Erla Jόnsdόttir (Iceland) will be speaking about dementia and employment, in particular of how she 
experienced the transition from being an active person in the working place to suddenly lacking a specific 
role or purpose in everyday life. 

• Nigel Hullah (United Kingdom) will be speaking about people with dementia contributing to different aspects 
of research, policy and services development that are relevant to them and will draw on the concept of “co-
production”. 

• Angela Pototschnigg (Austria) will talk about the importance of having a stable connection, “a bridge”, 
between people with dementia and their relatives and carers. She feels it is her task to maintain and create 
connections by informing other people about her everyday life with memory problems. 

There will be time at the end of the session for questions and discussion with the audience. 
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This symposium is organised by the European Working Group of People with Dementia (EWGPWD) 

SS2. (Special Symposium) the Davos Alzheimer’s Collaborative - bringing 
innovation in timely detection and accurate diagnosis to life 

Abstract not provided. 
This symposium is organised by Davos Alzheimer’s Collaborative 

SS3. (Special Symposium) Rethinking the early detection and diagnosis of 
Alzheimer’s disease 

Kevin Quaid1, Lenka Krajcovicova2, Wiesje van der Flier3, Lydia Lanman4, Annette 
Dumas5 

1European Working Group of People with Dementia, 2Masaryk University, 3Alzheimer Center Amsterdam, 4Roche, 5European Brain Council 

Alzheimer’s disease (AD) is a major unmet medical need that requires innovation to be aligned with public health and 
health systems‘ needs. AD represents between 60% and 70% of the dementia cases. It is still diagnosed too late, 
when the symptoms become more evident as the disease progresses.  
AD is now portrayed as a continuum consisting of three stages: an asymptomatic preclinical phase, a mild cognitive 
impairment (MCI) phase, and dementia. To match this continuum, current research efforts are now focusing on the 
earlier stages of the disease (MCI stage), when it is believed that a therapeutical intervention at that stage would slow 
or prevent disease progression.  
The speakers will present ‘RETHINKING Alzheimer's disease’, a project led by the European Brain Council (EBC) 
and the European Federation of Pharmaceutical Industries and Associations (EFPIA). This project aims at identifying 
the roadblocks to early detection and diagnosis of AD and will propose new clinical pathways building bridges between 
all stakeholders to improve the current situation and prepare for the future. 
This symposium is organised by EBC/EFPIA  

SS5. (Special Symposium) Community matters: Developing Alzheimer’s clinical 
trials together 

Kash James1, Wendy Weidner1, Ramin Nilforooshan2, Helen Rochford-Brennan3, Karan 
Jutlla2 

1Health Interactions, 2United Kingdom, 3Ireland 

Join our Chair, Wendy Weidner, and a broad panel of speakers, including specialists in dementia and patient 
representatives, for an interactive exchange that will explore the importance of co-creating clinical trial designs with 
the broader Alzheimer’s disease community. Hear the different perspectives and experiences of the panel on the 
benefits of collaboration and how this can help meet the specific needs of people living with Alzheimer’s disease. 
Presentations will feature examples of successful collaborations, as well as how clinical trial designs need to evolve 
to ensure more equitable access to trials for all people living with AD. The session will finish with an interactive Q&A 
to allow you the opportunity to submit your burning questions, as well as sharing your thoughts with the other 
attendees. 
We hope that you can take part and we look forward to welcoming you to the meeting. 
This symposium is sponsored by Roche 

SS6. (Special Symposium) AlzheimerNL supported session: Warm Technology 
in the ECDT 

Wijnand Ijsselsteijn  

Eindhoven University of Technology 

Dementia is often a complex condition that affects people differently over time and between individuals. In addition to 
other strategies, technology provides an opportunity for people to live well with dementia with more independence 
and dignity. However, technology is often focused on the disease itself to fix deficits rather than supporting the people 
behind the disease.  
We propose a new perspective on technology that we call Warm Technology. The concept of warm technology 
focusses on contributing to quality of life and wellbeing with technology. For this it is important to consider people’s 
ability, make technology non-stigmatising, and ensure it is user friendly and congruent within their (social) context.  
In this session we will cover examples of Warm Technology and elaborate on our current research projects we conduct 
as part of the Expertise Center Dementia & Technology, powered by Alzheimer Nederland and Eindhoven University 
of Technology. First, we will elaborate on the QoLead project, where we collaborate with people living with dementia 
to co-design AI applications in a broad consortium based on factors that influence quality of life. Second, in the 
WECARE project, we focus on designing an interactive companion (like a robot) in line with the principles of Warm 
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Technology. Finally, in the Certification-D project, we bring the knowledge of Warm Technology to companies that 
have products on the market and collaborate with them in Living Labs to improve their product offering. 
These current and upcoming research contributes to our understanding of Warm Technology and what requirements 
are for technology to be a natural part of the everyday lives of people with dementia and their caregivers. 
This symposium is sponsored by Alzheimer Nederland 

Quick Oral Presentations 

QOP P10. (Quick Oral Presentations)  

P10-01. World Alzheimer Report 2022: the global experience of post-diagnosis support 

Wendy Weidner, Chloe Benoist, Chris Lynch  

Alzheimer's Disease International 

Since 2008, Alzheimer’s Disease International (ADI) has been publishing its yearly World Alzheimer Report, tackling 
important issues relating to dementia and leading on best practice guidance. 
In 2022, ADI commissioned McGill University to work alongside us on a report focussed on post-diagnosis support. 
Following on from the 2021 World Alzheimer Report on diagnosis, this vital edition aligns with two key action areas of 
the WHO’s Global action plan on dementia; action area 4, diagnosis, treatment, care and support and action area 5, 
support for dementia carers. 
With more than 50 essays from global experts in the field, case studies and testimonies from around the world, and 
an international survey of people living with dementia, their carers, and professional care workers, the World Alzheimer 
Report 2022 will be published in September and aims to address the vast, complicated realities of life following a 
dementia diagnosis. 
People with dementia and their carers often find themselves overwhelmed by the upheaval caused by a diagnosis, 
while access to treatment, care, support, and information remains unequal. The World Alzheimer Report 2022 seeks 
to present a holistic view of post-diagnosis care, considering not only medical support, but crucial sociocultural 
perspectives on principled, person-centred care. ADI is dedicated to presenting a truly global picture of dementia, by 
highlighting case studies and best practices from low-, middle- and high-income countries, alongside exemplar and 
emerging post-diagnosis models. At the heart of the report will be the survey results, amplifying the real experience 
of people living with dementia and those who care for them. 
We will present key findings and recommendations of the report and shine a light on gaps in post-diagnosis provision 
globally. ADI calls on governments and stakeholders to adopt robust and funded models of support, and we will 
highlight this call to action in our presentation. 

P10-02. Social health factors and dementia risk – assessing potential pathways in a 
population-based cohort study 

Lukas Duffner1, Kay Deckers1, Dorina Cadar2, Andrew Steptoe3, Marjolein de Vugt1, 
Sebastian Köhler1 

1Alzheimer Centre Limburg, School for Mental Health and Neuroscience, Maastricht University, 2Centre for Dementia Studies, Brighton and Sussex 
Medical School, 3Department of Behavioural Science and Health, Institute of Epidemiology and Health Care, University College London 

Background: Epidemiological studies suggest an association between social health factors and dementia risk, but 
potential pathways remain largely unexplored. This study therefore assesses the relationship between social isolation 
(SI), social activity (SA) engagement, and dementia risk, including potential mediation by level of loneliness.  
Method: We used data from 7520 participants of the English Longitudinal Study of Ageing (ELSA), assessed from 
baseline (Wave 2, 2004/2005) until Wave 9 (2018/2019) for incident dementia. Level of SI was defined as contact 
frequency with children, other family and friends in addition to organizational membership. SA was inferred by 
frequency of engagement in activities with a strong social component. Level of loneliness was measured using the 
short form of the UCLA loneliness scale. Depression diagnoses were assessed through self-report. Separate 
multivariable Cox proportional hazard models were fitted, with SI and SA as predictors while controlling for 
demographics and cardiovascular risk factors (model 1) and, subsequently, for depression and level of loneliness 
(model 2).  
Results: After a median follow-up period of 11.8 years (IQR=5.9 years-13.9 years), 495 people (67.1 cases per 10,000 
person-years; 95% CI 61.5-73.3) developed dementia. Higher SI (HR=1.30; 95% CI 1.03-1.64) and SA engagement 
(HR=0.74; 95% CI 0.60-0.92) were related to dementia risk in model 1. SI still predicted dementia risk in model 2 
(HR=1.30; 95% CI 1.02-1.66), while SA engagement did not (HR=0.83; 95% CI 0.65-1.07). Both depression and 
loneliness significantly predicted dementia risk in the model including SI. For the model including SA engagement, 
only depression was associated with dementia risk. The change in HR between model 1 and 2 for SA engagement 
was mainly due to adding level of loneliness rather than depression. 
Conclusion: Lower SI and more frequent SA engagement are associated with lower dementia risk. Part of the 
association might be explained by level of loneliness and depression. 
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P10-03. Linguistic Markers of Dementia and their Role in Early Diagnosis of Alzheimer’s 
Disease: the DemLENS research project 

Maria Kaltsa1, Anthoula Tsolaki2, Ioulietta Lazarou2, Ilias Mittas2, Mairi Papageorgiou2, 
Despina Papadopoulou2, Ianthi Maria Tsimpli3, Anastasios Tsangalidis2, Magda Tsolaki2 

1Eidikos Logariasmos Kondilion Erevnas A.P.TH, 2Aristotle University of Thessaloniki, 3University of Cambridge 

Background: Most descriptions of the clinical and cognitive features of Alzheimer’s Disease highlight deficits mainly 
in memory ability, while the in-depth understanding of the language deficits of people with dementia remains limited 
with most data reported as heterogeneous. The overarching goal of DemLENS (https://demlens.enl.auth.gr/) is to 
investigate the key linguistic characteristics of speakers with dementia and the decline of language skills due to 
changes in cognitive function. 
Methods: The study integrates the clinical evaluation, the neuropsychological assessment, neuroimaging analysis 
and thorough linguistic profiling via language production data examining the lexical, syntactic and content complexity 
of spoken language elicited through sentence repetition, single picture description, picture sequence narratives and 
personal narratives. The participants of the study (N:150) are (a) young healthy adult speakers, (b) healthy elder 
speakers, (c) speakers with Subjective Cognitive Impairment (SCI), (d) speakers with Mild Cognitive Impairment (MCI) 
and (e) speakers with Alzheimer’s Disease (AD) at the mild/moderate stages. 
Results: The data analyses revealed that depending on dementia severity language subsystems deteriorate at 
different stages in the progression of AD. Lexical access difficulties, reduced informational content and syntactic 
complexity of speakers’ production appear to drive linguistic decline. Note also that sentence repetition was shown to 
have high discriminatory value in the development of AD. 
Conclusion: DemLENS’ results suggest that language performance exposes subtle early signs of progression to AD 
that can help the early diagnosis of the impairment, thus facilitating the clinical process in distinguishing those with 
dementia from those who are cognitively intact. These outcomes can potentially help in the implementation of 
language interventions that focus on those specific language features that appear to be most vulnerable. 
Funding: The research project is supported by the Hellenic Foundation for Research and Innovation (H.F.R.I.) under 
the “2nd Call for H.F.R.I. Research Projects to support Post-Doctoral Researchers” (Project Number: 98109). 

P10-04. Development of a group action method to reduce the risk of dementia, diabetes, and 
cardiovascular disease at the Memory Association of South Ostrobothnia project 

Päivi Niinistö-Mäkinen, Heli Hietala  

Memory Association of South Ostrobothnia 

Background: The Memory Association of South Ostrobothnia has cooperated with the Diabetes and Heart Association 
to promote brain health. The project has created a concrete model to reduce the risks of major public diseases that 
threaten Finnish people's health and brain health, which can be implemented on an organisational basis. 
Aim: Participants identify their own risk and protective factors for dementia or find health-promoting practices and 
make their lifestyles healthier. 
Methods: The project is aimed at persons who are interested in promoting their own well-being and brain health, and 
at people with diabetes, heart disease or cognitive impairments. Participants in the project were asked an initial survey 
about their motivation, risk factors for dementia and quality of life. In addition, they have undergone small-scale 
measurements of health and functional performance. Since the survey, participants have had group activities six 
times. The content of the groups has been concrete, and participatory activities. The themes of the groups have been 
risk- and protection factors for dementia, nutrition, exercise, cognitive training, and other activities. Brain health topics 
have been treated positively and encouragingly. The group was retested. 
Results: 162 older people have participated in the project. The activities have had a significant impact on the reduction 
of participants' blood pressure, weight management, improvement of lower limb muscle condition and walking speed, 
and improved quality of life and inclusion. 95% of participants have felt that they have gained motivation to change 
their lifestyles and promote well-being. 
Conclusions: Taking care of your heart health, diabetes and brain health is very important. Increasing healthy lifestyles 
can reduce the risk factors for dementia. Action has had excellent effects on the good motivation of older people to 
care for brain health. Concrete interactive group work increases the experience of community and inclusion. 

P10-05. Relation of the kynurenine pathway with cognitive functioning and differences in 
patients with cognitive impairment or dementia: a systematic review and meta-analysis 

Lieke Bakker, Kyonghwan Choe, Daniel van den Hove, Simone Eussen, Gunter Kenis, 
Inez Ramakers, Bart Rutten, Frans Verhey, Sebastian Köhler  

Maastricht University 

Studies suggest that the kynurenine pathway (KP) is involved in pathophysiological processes associated with 
dementia. However, as clinical studies report contradictory results and often do not correct for important confounders, 
the role of the KP in dementia remains unclear. Therefore, the aim of this systematic review and meta-analysis was 
to summarize the available evidence for i) differences in KP metabolites in patients with evident cognitive impairment 
and ii) associations of KP metabolites with cognitive functioning. English, full length articles published in Pubmed, 
Embase, PsychINFO, or the Cochrane Database of Systematic Reviews with a prospective, cross-sectional, case-
control or randomized controlled study design, up to April 21 2021, were included. A random effect meta-analysis of 
standardized mean differences (SMD) was performed. Heterogeneity, meta-regression, small study bias, and study 
quality assessments were carried out. Out of 7233 retrieved studies, 76 were eligible for the systematic review. Twenty 
six studies were included in meta-analyses comparing patients with Alzheimer’s disease (AD) dementia with 
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neurologically healthy controls and showed that patients with AD had lower blood levels of tryptophan (SMD = -0.42 
[95% CI -0.55, -0.29]), kynurenic acid (-0.37 [-0.53, -0.21]), xanthurenic acid (-0.40 [-0.59, -0.21]), and anthranilic acid 
(-0.33 [-0.63, -0.03]). Quinolinic acid displayed a tendency towards lower blood levels in AD, but did not reach 
statistical significance. Associations with cognitive test scores were inconclusive and generally non-significant. These 
results suggest lower blood levels of several KP metabolites in AD, but also challenge current assumptions of higher 
quinolinic acid levels. 

P10-06. myAvos: a healthier brain for millions 

Roger Bullock, René Gilvert  
OptiChronix 

OptiChronix is a science-led health and wellness company aiming to help optimize chronic disease management - 
hence “Opti-Chronix”. It is well understood and accepted that healthy lifestyle choices may play an important role in 
health outcomes for cognitive impairment.  
We have created myAvos, an AI-driven personal digital ecosystem with two interconnected apps at it’s core, 
respectively intended to allow awareness of and improve and maintain good cognitive health through personalised 
recommendations, based on individual user data collected also from nearables/wearables, along the following pillars: 
Healthy eating - adopting a nutrient dense, plant based eating pattern. 
Exercise - personalised optimal physical activity plans.  
Sleep - improved sleep hygiene.  
Risky substances - ceasing smoking, moderating alcohol and education about substance misuse. Stress management 
- learning healthy coping strategies.  
Relationships - encourage maintaining and forming relationships. 
myAvos is intended to support healthier cognitive ageing through the promotion, tracking and encouragement of 
choices derived from the pillars above. It is understood that outcomes improve with a concerted approach, hence the 
desire to combine all these functions in to one application and report outcomes in an integrated way. myAvos has two 
interfaces, one for a person developing cognitive impairment and another designed for anyone supporting that person, 
using the same information, but with increased reporting to assist living well in those circumstances. We would hope 
that this leads to enhanced communication with clinical services, using personal data; and thus earlier diagnosis in 
the specialist setting. 
OptiChronix would like to describe and demonstrate this app and provide early consumer feedback from its beta 
deployment. We also want to discuss its further development in line with Web 3 and future trends in delivering more 
personalised health care, owned and controlled by the people with cognitive impairment and their families. 

P10-07. CANCELLED 

P10-08. Benefits of a Virtual Reality Based Cognitive Intervention for Attention and Working 
Memory for healthy older adults 

Javier Oltra-Cucarella1, María Florencia Iulita2, Karsten Bagger1, Ewa Szczepocka3, Jakub 
Kazmierski3, Anna Lucka3, Karina Nowakowska3, Lukasz Mokros4 

1Senopi, 2Sant Pau Memory Unit, Department of Neurology, Hospital de la Santa Creu i Sant Pau. Center of Biomedical Investigation Network for 
Neurodegenerative Diseases (CIBERNED), 3Department of Old Age Psychiatry and Psychotic Disorders, Medical University of Lodz, 4Department of 
Clinical Pharmacology, Medical University of Lodz 

Aging results in progressively decreasing cognitive and functional abilities, affecting quality of life. Older age and 
cognitive inactivity have been associated with cognitive impairment (CI), as seniors often face limited access to 
stimulating activities and cognitive training. CI is associated with high economic and societal burden due to the high 
costs of care, especially for care homes and informal care. Emerging non-pharmacological interventions using new 
technologies, such as virtual reality (VR), might offer a cost-effective alternative to maintain and/or improve cognition. 
After several usability tests with seniors and healthcare professionals in Switzerland, Norway and Sweden, Senopi is 
conducting a double-blind, prospective Randomized Clinical Trial (RCT) (Clinicaltrials.gov ID NCT05369897) to 
evaluate the efficacy and safety of SenopiMed, a VR headset-based software application that provides cognitive 
training. It consists of a warm-up module and three modules of cognitive training targeting attention, working memory 
and processing speed. Users perform cognitive exercises in different natural environments such as a 360 degrees 
mountain environment, while listening to their preferred music genre. Through the SenopiMed web application, users 
and healthcare professionals can follow compliance and performance. 
For this RCT, 200 healthy seniors (MoCA score >26) of both sexes, aged 65-85 years, were recruited by the Medical 
University of Lodz (Poland). Participants were randomly allocated to the experimental group using SenopiMed’s VR 
headset application or to the control group using a normal VR headset app only showing nature videos. The 12-week 
cognitive intervention of 12 minutes is delivered 3 times per week (36 sessions). The objective of this RCT is to 
evaluate whether SenopiMed improves attention, working memory (CNS-Vital Signs computerized cognitive battery) 
and quality of life (WHO-5 Index), and reduces anxiety (GAD7) in healthy, independent seniors, as an initial validation 
step for the future use of SenopiMed in people with mild cognitive impairment or dementia. 

P10-09. Evaluation of a Virtual Patient in a geriatric setting 

Sebastien Dacunha, Hermine Lenoir, Anne-Sophie Rigaud, Maribel Pino  

Assistance Publique -Hôpitaux de Paris 
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Objective: The aim of the VirtuAlz project is to develop a virtual patient (VP) presenting the cognitive and psycho-
behavioral symptoms of Alzheimer’ disease (AD) as a training tool for future caregivers. It allows training in the 
management of difficulties encountered during care with these patients. The objective of the present work is to 
evaluate the acceptability, usability and credibility of the VirtuAlz VP. 
Methodology: The VP scenario developed and evaluated presents a "difficult" medication intake with an AD patient. 
The virtual simulation presents action choices and dialogues, which the participant must select on the screen to 
interact with the VP and accomplish their goal. Then the participant is asked to physically act out their responses 
(speech, facial expressions, gestures). 30 professionals working in a geriatric center tested the PV device. Then, they 
filled out questionnaires measuring the acceptability (Acceptability E-scale), the usability (System Usability Scale), the 
realism and credibility of the VP (Godspeed questionnaire). All interactions were video-taped. 
Results: All participants used verbal and non-verbal responses to the VP. The evaluated prototype of the VP met 
sufficient thresholds for usability (m = 79,3, ±12,6), acceptability (m = 25,8; ⍺ = 0,7), and credibility. Participants' 
comments showed satisfactory and a positive perception of the realism and credibility of the VP. The overall 
experience was described as "sufficiently enjoyable." 
Conclusion: This study introduces the value of the VP in training the social and nonverbal skills needed to manage 
AD patients. To ensure its effectiveness, the VP design must respect the functioning of human interactions to create 
an adapted and credible human-machine interaction. The first testing session of this tool identified parameters to 
improve in order to ensure a realistic interaction such as the animation of the VP or the way to select the interaction 
choices on the screen. 

P10-10. Toolkit for caregivers of people with Alzheimer's 

Anna Ramon-Aribau1, Glòria Mas2, Desiree Piromalli2, Lucília Nóbrega3, Ana Margarida 
Cavaleiro3, Colin Capper4, Lindsey Ambrose5, Raquel Melo6, Célia Soares7, Sydney 
Vonihering8 

1Universitat de Vic - Universitat Central de Catalunya, 2Fundació Pasqual Maragall, 3Alzheimer Portugal, 4Alzheimer Society, 5United 
Kingdom, 6Knowledgebiz, 7Instituto Politécnico de Setúbal, 8European Association of Service providers for Persons with Disabilities 

Currently, most individuals living with dementia are cared for by families and friends (WHO, 2017), who are essential 
to the care recipient’s quality of life (Farina et al., 2017). Family and friend caregivers incur physical, psychological, 
social, and financial costs as part of their role and often experience stigmatization due in part to the lack of 
understanding surrounding dementia in most countries (WHO, 2018), for these reasons and as caregivers they have 
specific needs.  
Mobile technology and its applications has the potential to contribute to manage those needs. Caregiving-related apps 
are designed to provide users with a platform to gain appropriate/trusted information, manage medication taking, 
improve communication with care providers and support groups, connect with counterparts, reserve transportation, 
and manage the health condition of care receivers in an organized manner (Saltzman, 2021). 
Technological solutions have been designed consistent with the current context, which cover some of these needs 
with more or less success and which present some challenges to make them truly functional for end users, caregivers. 
Co-creation or co-design might be a good option, but studies made with methodological rigor are lacking (Boyd, 
McKernon, Mullin and Old, 2012). Consequently, our study aims to evaluate the development, usefulness and impact 
of a co-created technology solution with and for nonprofessional caregivers of people with dementia in order to identify 
needs and access technological solutions to meet these. We aim to improve the autonomy and quality of life of family 
caregivers of people with Alzheimer’s by using the toolkit designed with/for them in order to cover their needs. We will 
follow four steps: 1) needs assessment; to identify their needs; 2) development of the Toolkit: to design and develop 
a user-centric preliminary technology solution; 3) feasibility testing: to determine whether the intervention is 
appropriate for further testing and 4) toolkit's evaluation. 

P10-11. Evidence and User quality of Mobile Health Applications for people with dementia 
and their caregivers 

Michael Zeiler1, Christina Chmelirsch2, Nikolas Dietzel2, Peter Kolominsky-Rabas2 

1Friedrich-Alexander-Universität Erlangen-Nürnberg, Chair of Medical Informatics, 2Friedrich-Alexander-Universität Erlangen-Nürnberg, 
Interdisciplinary Center for Health Technology Assessment (HTA) and Public Health (IZPH) 

Background: The range of health-related apps is large, but the scientific evidence of these is uncertain. The aim of 
this evaluation is to check the methodological quality of German speaking mobile health apps for dementia. 
Methods: The app search was conducted according to the PRISMA-P guidelines in the application stores (Google 
Play Store and Apple App Store) using the terms "Demenz", "Alzheimer", "Kognition" and "Kognitive 
Beeinträchtigung".  A systematic literature search and subsequent assessment of scientific evidence was performed. 
The user quality assessment was conducted using "The German Version of the Mobile App Rating Scale" (MARS-G). 
Results: Scientific studies have been published for only 6 of the 20 included apps. A total of 13 studies were included 
in the evaluation, whereby the app itself is the subject of the investigation in only two publications. In addition, it can 
be observed that there are often methodological weaknesses such as small group sizes, a short study duration and/or 
an insufficient comparative therapy. The overall quality of the apps can be rated as acceptable with a mean MARS 
rating of 3.38. 
Discussion: The contents of most apps have not been scientifically tested. This identified lack of evidence is consistent 
with the information in the literature. Improvements to the evaluation scheme and further research are needed to 
better support the end-user in choosing a health app. 
Prospero Registration Number: CRD42021260309 



 52 

Funding notice: The project is funded by the Bavarian State Ministry of Health and Care (StMGP) as part of the funding 
initiative ‘BAYERN DIGITAL II’ (funding code: G42d-G8300-2017/1606-83). 

P10-12. Developing a plan for the sustainable implementation of an online self-experience 
platform for dementia: Cross-national qualitative analysis of workshops 

Hannah Christie1, Niels Janssen1, Louise Hopper2, Marianna Riello3, Valentina Conotter4, 
Gabriele Meyer5, Marjolein de Vugt1 

1Maastricht University, 2Dublin City University, 3Gruppo Spes, 4Social IT Software and Consulting, 5Martin Luther University Halle-Wittenberg 

This abstract is one of five that is part of the INTenSE project on self-experience tools for dementia. If possible, these 
five abstracts could be presented together in a symposium on the INTenSE project. 
Background: Much research is being done on how to improve dementia care through new innovations and 
technologies. Unfortunately, very few of these evidence-based innovations make their way from research into practice. 
For this reason, the INTenSE project is conducting thorough implementation research to ensure the sustainability of 
its new self-experience toolkit for dementia. This sustainable INTenSE toolkit will be aimed at improving health care 
professionals’ understanding of what it is like to have dementia, in order to improve dementia care. 
Objectives: The aim of this study is to describe findings from a cross-national analysis of workshops with stakeholders 
in the field of dementia care and technology on the implementation of self-experience tools for dementia. Its specific 
objectives are to (1) formulate evidence-based implementation strategies for the INTenSE toolkit, (2) develop a 
sustainable business model, and (3) integrate these elements into an implementation plan. 
Methods: Four online, semi-structured one-hour workshops were conducted between March and May 2022 in the 
Netherlands, Germany, Ireland, and Italy. Participants were invited via email by the local research teams. Interview 
participants were people with dementia, caregivers, and other professionals, who were (1.) researchers, policy 
makers, clinicians or other stakeholders, (2.) within the field of dementia, eHealth and/or implementation. For the 
analysis, the Business Model Canvas framework will be applied to the workshop transcripts coded deductively using 
qualitative analysis. 
Results: The findings from this study will give insight into how self-experience tools can be sustainably implemented 
into practice, including (differences) in potential business models to ensure the sustainability of the INTenSE toolkit in 
four national implementation contexts. Results are expected July 2022. 

P10-13. A multi-stakeholder perspective on successful design and implementation of 
monitoring technology to support home-based dementia care 

Christian Wrede1, Annemarie Braakman-Jansen1, Lisette van Gemert-Pijnen2 

1University of Twente, Centre for eHealth & Wellbeing Research, 2Centre for eHealth & Wellbeing Research, University of Twente 

Background: There is growing interest to support extended independent living of people with dementia (PwD) via 
unobtrusive and intelligent in-home monitoring technologies which allow caregivers to remotely monitor health and 
safety of PwD. However, these solutions will only be viable if developers obtain a clear picture on how to create value 
for multiple stakeholder groups involved and achieve successful implementation. This study therefore aimed to explore 
the value proposition of monitoring technology in home-based dementia care and preconditions for successful 
implementation from a multi-stakeholder perspective. 
Method: We used expert recommendations and a survey (N=25) to identify key stakeholders for monitoring technology 
in home-based dementia care. Subsequently, focus groups and interviews were conducted among 5 key stakeholder 
groups (N=24): informal caregivers (N=5), home care professionals (N=5), people with dementia (N=4), 
directors/managers within home care (N=4), and policy makers within elderly care and health insurance companies 
(N=6). The sessions were analyzed using deductive and inductive content analysis. 
Results: Our results revealed profiles for each key stakeholder group, containing goals, gains, pains, and needs 
related to in-home monitoring technology. Althoug differences in needs emerged, key stakeholders agreed on the 
importance of clear situation classifications enabling caregivers to adequately respond to the PwD’s situation: a) 
Urgent care: fall- and wandering detection requiring immediate intervention, b) Non-urgent care: detection of 
deviations in eating/drinking/sleeping requiring timely intervention, and c) Future care: risk predictions to anticipate 
future care needs. Preconditions for successful implementation of monitoring technology especially encompassed 
inter-organizational collaboration, the integration into existing care-related ICT structures, and using reimbursement 
systems which approve flexible delivery of home-based care. 
Conclusions: Our findings can inform the stakeholder-driven design and implementation of novel monitoring 
technology to support home-based dementia care. Also, our study shows that taking a multi-stakeholder perspective 
is essential to reach a fit between technology and implementation context. 

P10-14. The COVID-19 pandemic as experienced by the spouses of home-dwelling people 
with dementia 

Anne Marie Mork Rokstad1, Janne Røsvik2, Marit Fossberg2, Siren Eriksen2 

1Norwegian Centre for Ageing and Health, 2Norwegian National Centre for Ageing and Health 

Background: Worldwide, restrictive measures have been taken to manage the spread of the COVID-19 pandemic. 
Social distancing and self-isolation have considerably affected the lives of people with dementia and their informal 
caregivers. The purpose of the study was to explore the consequences of the COVID-19 pandemic as experienced 
by the spouses of home-dwelling people with dementia in Norway. 
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Methods: The study had a qualitative descriptive design using individual telephone interviews for data collection. A 
total sample of 17 spouses of people with dementia were included, 14 women and three men aged 52 to 82 years. A 
qualitative content analysis following six steps inspired by Graneheim and Lundman was used to identify the 
categories presented. 
Results: The participants emphasized four main perspectives: 1) Radical changes in available services, 2) Restrictions 
changed everyday life, 3) Impacts on health and well-being, and 4) Actions that made life easier. The participants also 
described how positive activities and easily accessible services helped them in this situation. 
Conclusions: The governmental restrictions of the COVID-19 pandemic resulted in radical changes in available 
services with severe consequences for the lives and well-being of home-dwelling people with dementia and their 
spouses. Examples of coping strategies and possible psychosocial interventions compatible with virus precautions 
were identified. The potential of such interventions should be further explored to meet the needs of vulnerable groups 
in situations like a pandemic. 

P10-15. CANCELLED 

QOP P15. (Quick Oral Presentations)  

P15-01. Psychometric evaluation of questionnaires for mapping mood-promoting behaviors 
in long-term care facilities 

Inge Knippenberg1, Ruslan Leontjevas2, Ine Declercq3, Patricia de Vriendt3, Anke 
Persoon1, Peter Verboon2, Jacques van Lankveld2, Debby Gerritsen1 

1Radboudumc, 2Open Universiteit, 3Vrije Universiteit Brussel 

Background: Depression is prevalent in residents of long-term care facilities. Many actions are undertaken to improve 
the mood of residents, without being considered as official treatment. To learn about these actions and their effects, 
two questionnaires for Actions to Improve Mood (AIM) were developed covering 18 themes (e.g., exercise, social 
contact, doing something for another person). Each theme contains a description and examples of possible actions 
by residents (AIM-R) and care workers (AIM-C), followed by a question about the action’s frequency and expected 
effect on the resident's mood. 
Objective: Psychometric evaluation of the AIM-R and AIM-C questionnaires in Dutch and Flemish long-term care 
facilities. 
Method: In a first sub-study (Jan-Feb 2022), the content validity index (CVI) of the questionnaires was calculated. For 
the AIM-R, residents (N=31) indicated the importance of each theme for their mood. Care workers (N=35) answered 
these questions for the AIM-C. 
To test construct validity, test-retest reliability, and inter-rater reliability, a second sub-study is conducted until mid-
2022. In this sub-study, the resident completes the AIM-R together with a researcher. Two care workers complete the 
AIM-C per participating resident. For construct validity, additional data are collected, such as resilience (AIM-R) and 
altruism (AIM-C). Both AIM questionnaires are completed twice by the same participants approximately two weeks 
apart. 
Results: The CVI of almost all themes is acceptable for both questionnaires (> .78). Since this study is ongoing, further 
psychometric characteristics will be known by the time of the conference. 
Conclusion: We expect that the questionnaires can be used in daily practice and provide a solid basis for 
recommendations to improve mood and contribute to the well-being of individual residents. However, acceptable 
psychometric properties must be established. The current study investigates these properties. 

P15-03. Virtual Cognitive Stimulation Therapy (vCST) for dementia: The development, 
feasibility and initial outcomes of a global framework 

Aimee Spector1, Luke Perkins2, Emily Fisher2, Cerne Felstead2, Gloria Wong3, Ruizhi Dai4, 
Sridhar Vaitheswaran5, Nirupama Natarajan5, Daniel Mograbi6, Cleusa Ferri6, Joshua 
Stott2 

1University College London, 2United Kingdom. 3Hong Kong, 4China, 5India, 6Brazil 

Background: Group Cognitive Stimulation Therapy (CST) is the most widely implemented post-diagnostic intervention 
for dementia in the UK. This presentation describes the development and initial testing of a virtual group Cognitive 
Stimulation Therapy (vCST) programme for people with dementia, developed as a result of services moving online 
during the COVID-19 pandemic, but as a long-term potential option for delivery. 
Method: The vCST protocol was developed using the existing group CST manual, through stakeholder consultation 
with people living with dementia, caregivers, CST group facilitators and dementia service managers. This protocol 
was then field-tested with ten groups of people living with dementia in the Brazil, China (Hong Kong), India, Ireland 
and the UK, and feedback on the protocol was gathered from 14 facilitators. In the UK, the framework was tested as 
a feasibility randomised controlled trial (n=46). 
Results:  Field testing in five countries indicated acceptability to group facilitators and participants. Feedback from 
these groups was used to refine the developed protocol. Initial quantitative and qualitative findings from a UK pilot 
randomised controlled trial comparing vCST to treatment as usual are presented. These demonstrate the feasibility, 
acceptability and perceived benefits of these virtual groups following qualitative interviews. There were no significant 
changes between groups in any of the quantitative outcomes. 
Conclusion: The final vCST protocol is proposed, including session materials for delivery of CST over video 
conferencing and a framework for offering CST virtually in global settings. vCST is an acceptable online intervention 
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for many people living with dementia globally. We recommend that it is offered to those unable to access traditional 
in-person CST for health reasons, lack of transport or COVID-19 restrictions. Further research is needed to explore if 
participant outcomes are comparable to in-person CST groups. 

P15-04. Meeting Centres in the UK: national and regional approaches to implementation and 
development 

Shirley Evans1, Jan Beattie2, Ron Coleman3, Graham Galloway4, Kainde Manji5, Karen 
Taylor3 

1Association for Dementia Studies, 2Scottish Government, 3Deepness Dementia Media, 4Kirrie Connections, 5Age Scotland 

A Meeting Centre (MC) is a local resource, operating out of ordinary community buildings, that offers on-going warm 
and friendly expert support, including peer support, for people and families affected by dementia.  Meeting Centres 
UK was established in 2018 and led by the Association for Dementia Studies (ADS), University of Worcester. In 2019 
Kirrie Connections set up the first Scottish MC. Prior to the COVID-19 pandemic there were 13 MCs in the UK. In 
spite of the pandemic there are now 32 funded MCs in England and Wales and 14 in Scotland with the likelihood of 
another 10 being funded before the end of 2023. 
Significant national and regional developments have taken place over the last three years including in Worcestershire, 
England led by ADS; in Scotland led by Kirrie Connections and Powys in Wales led by Dementia Matters in Powys. 
This has been driven by different policy decisions and funding opportunities across the three nations. There is support 
from the Scottish Government for a MC network because of the recognition that capacity can be built, best practice 
shared and lessons learned. In addition, the involvement of people affected by dementia is of paramount importance. 
In Scotland this is being driven forward with a strategy board made up of a third people living with dementia, a third 
family carers and a third other interested parties. This is being replicated in the new National MC Consortium. 
In the presentation the different contexts and approaches to MCs will be described and compared and contrasted. 
The audience will gain an understanding of the flexibility of the MC model in meeting the needs of people affected by 
dementia in different regions. The importance and impact of the involvement of people affected by dementia in MCs 
will also be discussed. 

P15-05. Does avoiding distressing thoughts influence the relationship between subjective 
carer burden and anxiety symptoms in family carers of people with dementia? 

Elien Van Hout1, Milena Contreras2, Eneida Mioshi2, Naoko Kishita1 

1University of East Anglia, 2United Kingdom 

Background: Despite its high prevalence, anxiety remains understudied in family carers of people with dementia, and 
existing carer interventions are not as effective for anxiety as for depression. Therefore, understanding factors that 
can moderate the relationship between stressors and anxiety symptoms in this population is critical for developing 
future interventions. 
Considerable evidence exists suggesting that experiential avoidance (the tendency to control or avoid distressing 
thoughts and feelings) moderates the relationship between stressors and mental health outcomes in non-carer 
populations. This study aimed to examine whether experiential avoidance moderates relationships between a well-
known carer-stressor (subjective burden) and anxiety symptoms in carers of people with dementia, using two different 
types of measures of experiential avoidance. 
Method: With a sample of seventy-seven family carers, this study used the PROCESS computation macro to analyse 
the moderating effect of generic experiential avoidance (AAQ-II) and experiential avoidance specific to caregiving 
related thoughts and feelings (EACQ) on the relationship between subjective carer burden (ZBI-12) and anxiety 
symptoms (GAD-7). 
Result: The first model (R²=.66) exploring the moderating effect of AAQ-II demonstrated a significant interaction term 
between AAQ-II and subjective burden, incrementally accounting for 3.4% of the variance in anxiety symptoms. The 
second model (R²=.53), exploring the moderating effect of EACQ, demonstrated a significant interaction term between 
EACQ and subjective burden, incrementally accounting for 2.8% of the variance in anxiety symptoms. 
Conclusion: These results highlight that experiential avoidance may enhance the negative effect of subjective burden 
on anxiety symptoms. The strength of this reverse buffering effect seems to increase when carers present higher 
levels of subjective burden. Considering a difference in the predictive ability, assessing and undermining the generic 
tendency of experiential avoidance may be more beneficial for preventing increased anxiety symptoms among this 
population rather than solely targeting experiential avoidance specific to caregiving related thoughts and feelings. 

P15-06. CANCELLED 

P15-07. CANCELLED 

P15-09. Social participation in the community: Experiences of people living with dementia 

Pascale Heins1, Gianna Kohl2, Lizzy M.M. Boots3, An Neven4, Frans R.J. Verhey3, 
Marjolein E. de Vugt3 

1Maastricht University, 2University College London, 3Alzheimer Centrum Limburg, Maastricht University, 4Transportation Research Institute (IMOB), 
UHasselt - Hasselt University 

Introduction: People with dementia living in the community engage in fewer activities outside home that provide social 
interaction with others. This decline in social participation negatively affects health and well-being. For the purpose of 
tailoring social participation interventions, this study aimed to gain insight into how people with dementia living in the 
community experience social participation and what factors influence this experience. 
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Methods: Participants were recruited from Dutch memory clinics and through the clinical referral of healthcare 
professionals working in the community. Dyadic face-to-face interviews were carried out with people with dementia 
living in the community (n=12) and their informal caregivers. Two researchers analysed data using a reflexive thematic 
analysis approach.  
Findings: Participants with dementia reported to engage less in social activities outside home. Preliminary findings 
suggest that aspects related to the society, including stigmatization of people with dementia and a lack of knowledge 
of the disease, were perceived to have hindered the participants’ engagement in social activities outside home. Other 
factors, such as family support, living in a small town, and having a positive mindset, were described to have facilitated 
social participation. 
Discussion: There is a need to empower people with dementia to engage in social activities outside home that they 
perceive as meaningful. Based on these preliminary findings, a first step could be the promotion of more dementia 
friendly initiatives that raise awareness of dementia and provide knowledge about the disease in society. 

P15-10. Information sources for people with MCI or dementia: digiDEM Bayern 

Florian Weidinger1, Nikolas Dietzel2, Hans-Ulrich Prokosch3, Elmar Gräßel4, Peter L. 
Kolominsky-Rabas2 

1Friedrich-Alexander-Universität Erlangen-Nürnberg (FAU), 2Friedrich-Alexander-Universität Erlangen-Nürnberg, Interdisciplinary Center for Health 
Technology Assessment (HTA) and Public Health (IZPH), 3Friedrich-Alexander-Universität Erlangen-Nürnberg, Chair of Medical 
Informatics, 4University Hospital Erlangen, Friedrich-Alexander-Universität Erlangen-Nürnberg, Center for Health Services Research in Medicine, 
Department of Psychiatry and Psychotherapy 

Background: Previously, little attention has been paid to people with mild cognitive impairment (MCI) or dementia 
(pwd) regarding the ability to identify and understand dementia-related information. Generally, the cognitive ability 
and especially the age of the seeking person are important factors to how relevant the seeker values different 
information sources. To date, little consideration has been given to differences in the evaluation of several information 
sources among pwd based on their cognitive ability. 
Method: This study is part of the project ‘Digital Dementia Registry Bavaria – digiDEM Bayern’. digiDEM is a 
multicenter, prospective, longitudinal register study including people with MCI and mild to moderate dementia in 
Bavaria. Information sources were rated by the pwd using Likert Scales with the values unimportant (1) to very 
important (5). The cognitive ability of the pwd was categorized based on the MMSE result. Data was analyzed using 
t-tests for independent samples. 
Results: In total 329 pwd (208 dementia, 121 MCI) were evaluated at baseline. There were significant differences in 
the importance of the information sources „Internet“ (t = 4,782 (160); p < 0,001), „courses and lectures“ (t = 2,588 
(201); p < 0.001) „pharmacy“ (t = 2,946 (327); p = 0,003) and „healthcare professional“ (t = 4,305 (317); p < 0,001) 
between the pwd based on their cognition. 
Conclusion: The information sources "internet", "courses and lectures", "pharmacy" and „healthcare professional“ 
have different relevance for pwd based on their cognitive ability and the progress of their disease. Dementia-related 
information in these sources should therefore be target-group specific and there should be a focus on enhancing the 
health information behavior of patients with advanced cognitive impairments. 
Funding: The project is funded by the Bavarian State Ministry of Health and Care (StMGP) as part of the funding 
initiative ‘BAYERN DIGITAL II’ (funding code: G42d-G8300-2017/1606-83). 

P15-11. Use of support services – differences in utilisation between people with MCI and 
people with dementia and their caregivers: digiDEM Bayern 

Anne Keefer1, Nikolas Dietzel2, Peter L. Kolominsky-Rabas2, Hans-Ulrich Prokosch2, 
Elmar Graessel3 

1Friedrich-Alexander-Universität Erlangen-Nürnberg, 2Friedrich-Alexander Universität Erlangen-Nürnberg (FAU), Interdisciplinary Center for Health 
Technology Assessment (HTA) and Public Health (IZPH), 3University Hospital Erlangen, Department of Psychiatry and Psychotherapy, Center for 
Health Services Research in Medicine, Friedrich-Alexander-Universität Erlangen-Nürnberg (FAU) 

Background: An essential basis for future improvement and development of care for people with cognitive impairments 
and their caregiver is knowledge of the utilisation or non-utilisation of services. The international literature shows a 
low utilisation rate, even though various support services are available. The aim of this study is to identify utilised 
support services and reasons for non-utilisation of support services. 
Method: Data basis is the multicenter, prospective, longitudinal register study ‘Digital Dementia Registry Bavaria – 
digiDEM Bayern’. Analyses are based on 150 people with Mild Cognitive Impairment (MCI) and 150 people with 
dementia and where appropriate their relatives. The use of support services is assessed by the Dementia Assessment 
of Service Needs (DEMAND). Descriptive analyses will be used to evaluate the use and the non-use of support 
services. In addition, differences in utilisation between people with MCI and people with dementia and their relatives 
will be analysed. Furthermore, it will be analysed how the informal support of a relative differs the use of formal support 
services. 
Results: The results will be presented at the congress. 
Conclusion: Based on the results, the care situation for people with MCI and people with dementia and their relatives 
can be improved and expanded in a targeted manner. 
Funding: The project is funded by the Bavarian State Ministry of Health and Care (StMGP) as part of the funding 
initiative ‘BAYERN DIGITAL II’ (funding code: G42d-G8300-2017/1606-83). 
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P15-12. The everyday meaning of 'living well with dementia': a qualitative study 

Gili Yaron, Franka Bakker, Simone de Bruin  

Windesheim University of Applied Sciences 

Introduction: With the emergence of psychosocial approaches to dementia, there is increasing attention to living well 
with dementia in practice, policy, and research. Most studies approach the concept of ‘living well with dementia’ 
quantitatively, seeking to develop conceptual and evaluation models with a focus on determinants. This literature often 
implicitly equates ‘living well’ with ‘empowerment’ and ‘positivity’. Meanwhile, the perspectives of stakeholders in 
dementia care remain all but uncharted in the debate. 
Objectives: This presentation draws on a qualitative methodology to investigate what ‘living well’ in the context 
of everyday life entails for various stakeholders. 
Methods: We conducted fourteen semi-structured and narrative interviews, and two focus groups with individuals 
with dementia, informal caregivers, and diverse professionals to explore their perspectives on ‘living well with 
dementia’. 
Results: Our analysis demonstrates that ‘living well with dementia’ is a personal process in which people with 
dementia and their loved ones continuously shape their lives in accordance with various values (e.g. autonomy, good 
health, meaningfulness, pleasure, good relationships). However, their ability to do so is constrained by several 
tensions inherent to the complex and changeable situation they find themselves in. Stakeholders nevertheless strive 
for ‘the good’ together, developing creative ways to handle tensions. Since their interpretations of ‘the good’ may vary 
and even clash, stakeholders make use of relational sensitivity, subtle persuasion, and flexibility to mutually align. 
Conclusions: We conclude that although ‘living well’ in the context of everyday life includes the active celebration of 
moments of capability, pleasure, and happiness, the concept encompasses more than empowerment and 
positivity. Rather, ‘living well’ also comprises dealing with the challenges associated with dementia, including 
experiences of loss, frustration, and despair. Living well with dementia, in the end, is about appropriately relating to 
the full spectrum of human experience as afforded by our mortal, fragile existence. 

P15-13. Quality of life in the memory clinic setting is associated with psychosocial factors 

Jetske van der Schaar1, Sven van der Lee2, Deena van Lammeren2, Wiesje van der Flier2, 
Yolande Pijnenburg2, Ellen Smets3, Leonie Visser4 

1Alzheimer Center Amsterdam, Amsterdam UMC, 2Alzheimer Center Amsterdam, Neurology, Vrije Universiteit Amsterdam, Amsterdam UMC location 
VUmc, 3Department of Medical Psychology, Amsterdam Public Health, Amsterdam UMC, University of Amsterdam, 4Division of Clinical Geriatrics, 
Center for Alzheimer Research, Department of Neurobiology, Care Sciences and Society, Karolinska Institutet 

Background: Quality of Life (QoL) is crucial for persons with dementia, becoming an increasingly important outcome 
in research and care. However, little is known about QoL around the time of diagnosis. We examined self-reported 
QoL and identified sociodemographic, disease-related, and psychosocial factors associated with QoL in the memory 
clinic population. 
Methods: In an ongoing study, we included patients first visiting Alzheimer Center Amsterdam. We assessed gender, 
age, education, MMSE, functional dependence (Amsterdam IADL Questionnaire) and diagnosis. We used the 
following questionnaires: QoL (Brunnsviken Brief QoL Scale (BBQ, range 0-96) and a Visual Analog Scale (VAS, 
range 0-10)), anxiety and depression (Hospital Anxiety and Depression Scale (HADS)), perceived social support 
(Multidimensional Scale of Perceived Social Support (MSPSS)), and coping strategies (BRIEF-COPE, subscales: 
problem-focused, emotion-focused, avoidant coping)). Associations were calculated with linear regression models, 
corrected for gender, age and diagnosis. We only report associations with FDR-adjusted p<0.05. 
Results: We included 162 patients (36% female, age 64±9, MMSE=25±6, 42 subjective cognitive decline (SCD), 48 
MCI or dementia due to Alzheimer’s Disease, 33 MCI or dementia due to other causes, 20 psychiatry, 19 rest. QoL-
scores ranged from 0-96 on the BBQ (51.6±23.2), and 0-10 on the VAS (7.1±1.8).  
Of sociodemographic and disease-related factors, only functional dependence was negatively associated to QoL 
assessed with the VAS (b=-0.02), but not the BBQ. Of the psychosocial factors, anxiety and depression were 
negatively associated (BBQ: b=-2.88; b=-3.78, VAS: b=-0.22; b=-0.28) and social support was positively associated 
with QoL (BBQ: b=0.82, VAS: b=0.05). Problem-focused coping was positively associated with QoL assessed by the 
BBQ (b=0.85), but not the VAS. 
Conclusions: Our findings indicate that psychosocial factors, rather than sociodemographic and disease-related 
factors, are relatively more associated with QoL in patients first visiting a memory clinic. This opens avenues to 
optimize well-being of persons concerned about or with cognitive decline. 

P15-14. Patterns and predictors of disclosure of a diagnosis of dementia by people affected 
by dementia to social networks 

Gianna Kohl1, Katrina Scior2, Georgina Charlesworth2 

1University College London, 2United Kingdom 

Background: Dementia is considered a heavily stigmatised condition, leading many people affected by it to socially 
withdraw and not disclose the diagnosis to other people. This can result in a reduced social network and limited access 
to valuable post-diagnostic support and resources. Little is known about factors involved in making the decision to 
disclose the diagnosis by people affected by dementia. This study aims to determine patterns and predictors of comfort 
and likelihood of disclosure to various recipients in people with dementia and informal caregivers. 
Methods: An international cross-sectional design was applied. Data were collected through an online survey of 
validated psychometric measures among community-dwelling people with dementia and informal carers. Firstly, 
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correlation analyses are used to assess the correlation between measures, while ANOVA is used to assess 
differences in the outcome measures between people with dementia and informal caregivers. Secondly, to investigate 
predictors of discomfort with disclosure, data will be analysed by means of regression analyses. 
Results: So far, 105 people with dementia and 280 family carers took part in the survey. Building on an earlier analysis 
that showed that stigma-related variables predicted 22% and 39% of the variance of comfort with diagnosis disclosure 
to family and friends, respectively, we present findings showing the relationship between levels of comfort with and 
anticipated likelihood of disclosure as the dependent variables, and self-stigma, secrecy to avoid stigmatisation, 
resilience, openness, perceived social support, and stigma resistance as the independent variables.  
Conclusion: Research on diagnosis disclosure to social networks and related clinical outcomes in people with 
dementia and informal caregivers is still scarce. This study improves the understanding of diagnosis disclosure, 
stigma-related variables, and other outcomes in this population. The findings will inform the development of a digital 
post-diagnostic intervention to address fear of disclosure in people with dementia and informal carers. 

P15-15. When a kitchen Chef meets a person living with dementia! 

Kevin Rabiant, Lorène Gilly  
France Alzheimer 

France Alzheimer and Le Fooding have joined forces to produce an awareness video about cooking and Alzheimer's 
disease, through a beautiful encounter between a person living with dementia and a chef. 
Her name is Pascale. More and more often, she forgets the names, the words, but not the flavors. Like 1.2 million 
people in France, she lives with cognitive impairments. Even if she doesn't remember everything, Pascale is still 
outspoken, she has a sense of humor and a taste for life! 
At 54, Pascale loves the creaminess of asparagus risotto and the smell of chocolate brownies. She loves the sound 
of the knife on the board and mixing the cake batter. What she loses in memory and attention, she gains in 
sensations... So, in the company of chef Grégory Marchand; under the benevolent gaze of Charlotte Abramow, 
director of the singer Angèle's clips, and with the complicity of France Alzheimer and Le Fooding, Pascale summoned 
her mouth memory. 
Colours, textures, smells, crockery noises, the kitchen experience mobilizes all the senses. And because of her 
cognitive impairments, Pascale relies more on her senses to decipher the world. She is thus more receptive to what 
she sees, smells, hears or tastes! 
When gestures become less precise and attention deficits multiply, access to the oven and knives becomes more 
complicated. Accompanied and reassured, Pascale reinvests the premises and relearns familiar gestures. 
Cooking is giving a part of yourself. It's telling a part of your story. It's traveling through several sources of inspiration: 
from recipes that come back to mind, to instinctive dishes that describe the mood of the moment. Here, Pascale feels 
useful, considered, strengthening her power to act and her self-esteem. 
Because cooking is expressing yourself, feeling pleasure, taking care of yourself and others... In short, it's being alive, 
very much alive! 

QOP P30. (Quick Oral Presentations)  

P30-01. Melody Memory Project: Increasing Dementia Awareness through Traditional Music 

Tania Setiadi, Marc Wortmann, Manik Kharismayekti, Amalia Fonk-Utomo  
Stichting Alzheimer Indonesia Nederland 

Background: Gamelan, a traditional music ensemble has become the most popular traditional music played by 
Balinese people for decades, both as leisure and religious activities. Musical activity can enhance cognitive function. 
However, there are limited activities for retired musicians. 
Aim: Alzheimer Indonesia Nederland Foundation (ALZI Ned) initiated the “Melody Memory Project” which aimed to 
increase the quality of life and dementia awareness of the retired Balinese elderly musician through gamelan practice. 
Methods: A weekly gamelan practice was conducted at the Pinda village community center, Gianyar, Bali Indonesia. 
Each session is preceded with dementia awareness session (e.g. sharing the 10 early signs of Alzheimer’s, brain 
gym) by ALZI Ned volunteers. There were health screenings once every two weeks (i.e. blood pressure/ blood sugar 
check, hearing problem). Cognitive assessment was conducted using Mini Mental State Examination (MMSE). 
Results: Thirty participants (age 58-77 yo) were registered in this program. Ten practice sessions (each for 2 hrs), 6 
health screenings and 3 performances were conducted in cooperation with the local government authorities. This 
activity has recently been approved as part of the Village program and further continuity will be supported by the 
government. 
Conclusion: This pilot project has enabled community partnership between ALZI Ned, local government authorities 
and the elderly community in Pinda Village resulting in a sustainable program.  Due to the success of this programme 
in Bali, we’re continuing its operation in another region of Indonesia, Yogyakarta. 

P30-02. Language matters when we speak about care 

Carmel Geoghegan 
Ireland 
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As a former carer over the years, I have become very aware of using the word carer and its definition is not always 
applicable to the newly diagnosed or people living independently with the diagnosis. When people are first diagnosed 
and their significant other is present at the diagnosis, then they immediately think they are a carer and that their 
relationship has changed forever. From the time of diagnosis, unless it is at an advanced stage, the person needs 
support to carry on with their life just as before they were diagnosed. I would like to speak to you about why language 
matters when we refer to care. 
"Let none other be heard among us than those of a good citizen, an open and resolute friend and a virtuous supporter 
of the rights of mankind and of the free." 

P30-04. What is not taught at school: training a Dementia-friendly generation 

Mario Possenti, Alessia Rossetti  
Federazione Alzheimer Italia 

Following the increase in the number of Dementia Friendly-Communities (DFCs) in Italy in recent years, the hope of 
being able to defeat the loneliness and stigma that often surround people with dementia and their families has 
prompted Federazione Alzheimer Italia to spread this important message also in schools. To this end, it was decided 
to create a training kit on dementia to be shared both with all schools in the DFCs and with those who wish to undertake 
this path. For this reason, three of the thirty-nine Italian DFCs and the related eighth grade classes were selected and 
involved to be part of the project to create all the training materials. 
The goal was to understand the background of students and teachers in the field of dementia and to hear their firsthand 
experiences with people living with this condition. In the second phase, after collecting feedback from schools, 
attention was paid to the creation of a specific training manual to easily explain what dementia is and what its numbers 
and characteristics are. Thanks to this manual it will be possible to train teachers and then involve students in the 
learning process and thus give life to a generation of Dementia-Friendly people. The training course makes use of the 
integrated use of traditional lessons, an online platform and online videos with the addition of digital tools - such as 
quiz games - for the inclusion of new topics in the school curriculum. Federazione Alzheimer Italia will distribute all 
the material to local associations, to all Dementia Friendly-Communities and to all high schools. 
What is expected, at the end of the training courses, is to help the new generations to approach and interact with 
people with dementia and to spread their awareness to other people. 

P30-07. Being an advocate for a person with dementia living in long term care: Family carers' 
experiences 

Deirdre Fetherstonhaugh, Jo-anne Rayner, Linda McAuliffe  
La Trobe University 

Aim: The aim of this study was to identify the features of care homes that make them ‘excellent’ and therefore ‘well-
performing’. 
Method: In-depth semi-structured individual or small group interviews were conducted with 20 family carers of older 
people with dementia who currently resided, or had previously lived, in a care home. Interviews were recorded and 
transcribed. Transcripts were analysed thematically.    
Results: Instead of reporting the features of well-performing care homes family carers revealed stories of poor 
resident-staff-family interactions and communication, dysfunctional care and sub-standard care. ‘Having to be an 
advocate’ for residents’ needs emerged as an overarching theme which incorporated the following four categories 
and features: good communication, trust, connection and organisational accountability (including transparency and 
individualised care). Family carers of people with dementia emphasised that all these features need to be present for 
a care home to be well-performing. 
Conclusion: When they hand over the care of their relative with dementia family carers need to feel confident in, and 
trust, care home staff. 
Implications: Strategies to build confidence and trust by promoting and upskilling staff in open and effective 
communication and relational connections between care home staff and family carers, are fundamental. 

P30-08. CANCELLED 

P30-09. Burden and health-related quality of life of family caregivers of people with dementia: 
digiDEM Bayern 

Nikolas Dietzel1, Anne Keefer2, Hans-Ulrich Prokosch3, Elmar Graessel4, Peter L. 
Kolominsky-Rabas2 

1Friedrich-Alexander-Universität Erlangen-Nürnberg, 2Friedrich-Alexander-Universität Erlangen-Nürnberg, Interdisciplinary Center for Health 
Technology Assessment (HTA) and Public Health (IZPH), 3Friedrich-Alexander-Universität Erlangen-Nürnberg, Chair of Medical 
Informatics, 4University Hospital Erlangen, Friedrich-Alexander-Universität Erlangen-Nürnberg, Center for Health Services Research in Medicine, 
Department of Psychiatry and Psychotherapy 

Background: Dementia is one of the main causes for care dependency of older adults. About 70% of the care is 
provided by family caregivers in the home environment. Family caregivers often experience a high caregiver burden 
that can result in health-realted problems. The aim of this study is to analyze the caregiver burden of family caregivers 
and its relationship with health-related quality of life. 
Method: The Digital Dementia Registry Bavaria (digiDEM Bavaria) is a multicenter, prospective longitudinal study in 
Bavaria. Participants are people with mild cognitive impairment, people with mild to moderate dementia and their 
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family caregivers living in the home environment. Participating people with cognitive impairments are screened using 
neuropsychiatric screening tools prior to study inclusion. 
For this analysis, data on caregiver burden were analysed using the Burden Scale for Family Caregivers (BSFC) and 
data on health-related quality of life using the Short Form 12 (SF-12). Statistics were performed using IBM SPSS 28. 
Results: 232 family caregivers were analysed at baseline. 28.0% reported a severe subjective caregiver burden, 
39.7% felt a moderate burden, and 32.3% reported a mild burden. Caregiver burden was significantly associated with 
relatives' mental health related quality of life (p<0.001, r=-0.340). No significant association was found between 
caregiver burden and physical health related quality of life (p=0.706, r=-0.025). 
Conclusion: Even at an early stage of dementia, caregiving can be associated with a high burden for family caregivers. 
It has been shown that in the early stages of the disease, primarily the mental health related quality of life is affected. 
Support services to relieve caregiver burden should focus on improving mental health accordingly. 
Funding: The project is funded by the Bavarian State Ministry of Health and Care (StMGP) as part of the funding 
initiative ‘BAYERN DIGITAL II’ (funding code: G42d-G8300-2017/1606-83). 

P30-10. CANCELLED 

P30-11. Involving people with dementia as informants in nursing education 

Anders Møller Jensen, Rikke Gregersen  
VIA University College 

Background: Improving care for people with dementia in community and hospital setting demands nursing staff with 
a hight degree of knowledge about dementia and person-centred care. The Danish 2025 dementia action plan had a 
focus on further education of staff in the workplace. No focus was given to students in health-related education, 
thereby missing an opportunity to create a generation of health professionals, that from the basic training had a 
significant knowledge about dementia. 
Aim: Explore models for incorporating knowledge about dementia and person-centred care in nursing education. 
Method: Third semester nursing students were subjected to a curriculum that had a significant larger number of 
lessons about dementia and person-centred care. The bases for the education were handbooks about dementia from 
the Danish Health Authority, e-learning programs from the Danish Dementia Research Centre, national reports and 
scientific articles. Additionally, two people with dementia visited the students for a Q&A about living with dementia. 
The students prepared questions and were lectured in involving people with dementia in this type of setting, in an 
ethical responsible way. 
To gather information about this extended program, students was invited to participate in focus group interviews about 
their experiences with the program and their views on caring for patients with dementia as nurses. The same group 
of students will later be invited to participate in interviews after they have finished their education, and after two years 
of working as a nurse.  
Conclusion: The education program worked as intended, with only minor revisions needed before the second round 
of nursing students will participate in the intervention. Interview data will be reported on after the second round has 
finished in late 2022. 

P30-12. A model for supporting informal caregivers in maintaining reciprocity and mutuality 
in their relationship with the person with dementia 

Stephanie Kipfer1, Sandrine Pihet1, Cedric Mabire2 

1HES-SO University of Applied Sciences and Arts Western Switzerland – Fribourg, 2Institute of Higher Education and Research in Healthcare, 
Lausanne University Hospital and University of Lausanne 

Introduction: People with dementia and their informal caregivers are likely to experience different declines in their 
relationship quality which often lead to stress for both members of the dyad. Caregivers need to develop and apply 
new strategies to maintain reciprocity and mutuality in their relationship with their loved one, as these aspects are 
core determinants of the well-being of both members of the dyad and of the caregiver’s ability to continue caring.  
Method: We developed a model with a constructivist Grounded Theory approach based on 39 interviews conducted 
with 13 informal caregivers before, during and after participating in a psycho-educative intervention. 
Results: The model shows the strategies that informal caregivers develop and apply to maintain reciprocity and 
mutuality in their relationship with a person with dementia. It indicates what knowledge and skills caregivers require 
in order to master such strategies, and how professionals can support caregivers in this process. Caregivers need 
specific knowledge about 1) dementia and its consequences on the affected person, 2) communication and care 
approaches, and 3) efficient coping strategies such as problem-solving and reframing. This knowledge allows them 
to reflect on interactions, perceptions and needs, and to interpret the behaviour of the affected person as dementia-
related. Analysing personal situations together in a group with other caregivers, and applying a systematic coping 
approach with the support of a professional group leader, helps caregivers develop and use such knowledge and 
skills in their everyday life. Difficulties in acknowledging losses and their role, as well as too limited resources of the 
caregiver, can act as barriers to acquire such new knowledge and skills. 
Conclusion: The model provides insights on how to empower informal caregivers so that they can use supportive 
strategies to maintain reciprocity and mutuality in their relationship with their loved one living with dementia. 
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P30-13. Acceptability and usability test of a PetBot, an affordable care system for people with 
dementia, grounding an original robotic pet through IoT data 

Jaroslav Cibulka1, Filip Hrdlicka2, Alzbeta Bartova3, Olga Stepankova2 

1Czech Technical University in Prague, Faculty of Biomedical Engineering, 2Czech Technical University in Prague, 3Charles University 

Objective: Affordable companion robots, and especially robotic pets, have already shown a potential for improving 
wellbeing within care for people living with dementia. Successful implementation of any care system depends on its 
acceptability, usability and perception by user. Co-creation and user-centered design principles are essential to create 
a system providing genuine emotional and daily life support. This process calls for design of an appropriate experiment 
methodology, that will find answers to the key pre-defined questions that are necessary for assembling a personalied 
solution that complies with the user. 
Aim: To describe acceptability and usability testing following customized experiment methodology, based on ALMERE 
model, implemented in the form of Likert scale questionnaire. 
Results: Main focus on evaluation of PetBot´s hedonistic features as they are vital for creating and cultivating bond 
between PetBot and user, allowing smooth and beneficial co-creation. 
An affordable design of prototype allows permanent availability and performing multiple usability test sessions with 
duration long enough to overcome the novelty effect, thus leading to a more genuine user´s feedback and co-creation. 
The research work is carried out as part of the Marie Skłodowska-Curie Action Innovative Training Network (ITN) 
action, H2020-MSCA-ITN-2018, under grant agreement number 813196, and also supported by the Grant Agency of 
the Czech Technical University in Prague, grant No. SGS20/200/OHK4/3T/17. 

P30-15. Making the impervious road accessible: preliminary data of the first Occupational 
Therapy service for families of people with dementia in Italy 

Alessandro Lanzoni1, Olalla Saiz-Vazquez2, Elena Muratori1, Rita Minozzi1, Glenda 
Garzetta1, Sara Barbieri1, Andrea Fabbo1, Elisabetta Romano3, Caterina Paolini3 

1AUSL Modena, 2Universidad de Burgos, 3AUSL Modena, CDCD Sassuolo 

Introduction:  
Occupational therapy (OT) is a discipline that can help maintain the autonomy of the person living with dementia 
(PLWD) and also reduce behavioral challenges with positive effects for caregivers (CG). In the province of Modena, 
the Local Health Trust (AUSL Modena) has implemented this service in Italy for the first time. The provision of the 
service in the 7 districts of the province was made possible through the developement of an implementation plan of 
the service. This study aims therefore to evaluate the translation into practice of OT highliting the content of the 
interventions and barriers and facilitators experienced by the therapists in the first year of treatment. 
Methods: 
We conducted a descriptive analysis of the OT interventions the first year of service. Semi-structured interviews 
performed by an independent interviewer has been performed to occupational therapists to understand barriers and 
facilitators in delivering the tratments. 
We included PLWD with mild to moderate dementia (CDR 0.5-1-2). Presence of family caregivers willing to keep 
people with dementia at home who they care for at least daily, and who agree to participate in all treatment sessions, 
or to delegate some sessions to formal caregivers. 
Results: 
16 Occupational Therapists and 1111 families of people with dementia have been enrolled. A total of 605 treatments 
has been completed: 203 (33,6%) were focused on promoting autonomies and quality of life, 143 (23,6%) were 
focused on management of BPSD, 201 (33,2%) were brief consultations, 8 (1,3%) were falls-prevention treatments 
and 50 (8,3%) were interrupted for various reasons. 
Conclusions: 
OT intervention protocol is feasible in the Province of Modena for PWLD and their caregivers. All data will be used to 
improve the implementation of the service and to facilitate the provision of Occupational Therapy in other areas of the 
country. 

Poster presentations 

POS1. (Poster presentations) 

POS1-01. Overcoming barriers to the adoption of locating technologies in dementia care: A 
multi-stakeholder focus group study 

Silka Dawn Freiesleben1, Herlind Megges2, Christina Herrmann1, Lauri Wessel3, Oliver 
Peters1 

1Charité Universitätsmedizin Berlin, 2Federal Ministry for Family Affairs, Senior Citizens, Women and Youth (BMFSFJ), 3European New School of 
Digital Studies, European University Viadrina  

Objective: Locating technologies are a subtype of assistive technology that aim to support persons with dementia by 
helping manage spatial orientation impairments and provide aid to care partners by intervening when necessary. 
Although a variety of locating devices are commercially available, their adoption has remained low in the past years. 
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Several studies have explored barriers to the adoption of assistive technologies from the perspective of professional 
stakeholders, but in-depth explorations for locating technologies are sparse. Additionally, the inputs of business 
professionals are lacking. Here, we aimed to expand knowledge on barriers to the adoption of locating technologies 
from a multi-stakeholder professional perspective. 
Methods: In total, 22 professionals working in business (n = 7), healthcare (n = 6) and research (n = 9) fields related 
to gerontology and gerontechnology participated in our focus group study. Perceptions on the value of using locating 
technologies for dementia care, barriers to their adoption, as well as salient services and information dissemination 
strategies were explored. After verbatim transcription, transcripts were analysed following an inductive data-driven 
content analysis approach in MAXQDA. 
Results: Six key adoption barriers centering on: (1) awareness-, (2) technological-, (3) product characteristic- and (4) 
capital investment-based limitations, (5) unclear benefits, as well as (6) ethical concerns emerged. The interplay 
between barriers was high. Five core themes on services and information dissemination strategies centering on: (1) 
digital autonomy support, (2) emergency support, (3) information dissemination actors, (4) product acquisition, and 
(5) product advertising were extracted. 
Conclusion: Our study with interdisciplinary stakeholders expands knowledge on barriers to the adoption of locating 
technologies for dementia care, and reinforces recommendations that an interdisciplinary strategy is needed to 
optimize adoption. Also, our findings show that focusing on services to increase digital autonomy and on information 
dissemination strategies has been largely overlooked and may be particularly effective. 

POS1-02. Implementation Readiness of eHealth for dementia: An interview study of 
stakeholder needs in implementing evidence-based eHealth for dementia 

Hannah Christie1, Golnaz Atefi2, Michael Craven3, Jennifer Martin3, Martin Orrell3, 
Marjolein de Vugt2 

1Maastricht University, 2Netherlands, 3United Kingdom 

Background: Few evidence-based eHealth interventions for people with dementia and their carers are implemented 
into practice. There is a need for an instrument that can map the implementation characteristics of these interventions, 
in order to shed light on determinants of implementation success. Previously, the ImpRess checklist was developed 
to evaluate the implementation readiness of manualized interventions for people with dementia. However, there is 
currently no checklist to evaluate the implementation readiness of eHealth interventions for dementia. 
Objectives: The aim of this study is to adapt the ImpRess checklist to assess the implementation readiness of eHealth 
interventions for dementia. 
Methods: The first part of this study consists of online, semi-structured interviews. In the second part, these interviews 
will give input to the development of the new version of the ImpRess checklist, aimed at eHealth. In total 5-10 
participants will participate in the interview study. Interview participants will be care professionals, researchers, 
policymakers, clinicians or other stakeholders in the field of dementia, eHealth and/or implementation. The NASSS 
framework will guide the development of the new checklist and help to identify areas that were not yet included in the 
nine domains of the original ImpRess checklist.  
Results: This study will produce insights into stakeholders’ views on implementation determinants of eHealth for 
dementia and result in an appropriate checklist that will allow researchers to assess and improve the implementation 
readiness of eHealth interventions. Results are expected by August 2022. 

POS1-03. Staying socially connected through the design of a bespoke virtual environment 
for older adults living with dementia 

Aisling Flynn1, Gearoid Reilly1, Attracta Brennan1, Sam Redfern1, Marguerite Barry2, 
Dympna Casey1 

1NUI Galway, 2UCD 

Background: Dementia is often associated with reduced social connections resulting in increased susceptibility to 
loneliness and social isolation. Digital technology and in particular, Virtual reality (VR) have shown promise in 
increasing sociability outcomes for older adults living with dementia. However, research lacks a focus on designing 
for social connectedness from the outset. Informing the design of virtual spaces also requires continuous and 
meaningful participation from older adults living with dementia and their support person. Such stakeholders need to 
be empowered to share in the design processes to ensure VR applications are suited to their dynamic needs. 
Methods: This research aimed to inform the design of a VR social connecting space for older adults living with 
dementia using a participatory action research (PAR) design. PAR ensured the design of the space was iterative and 
cyclical in nature thus, enabling older adults living with dementia their support person to inform early iterations of the 
virtual environment. Following semi-structured interviews and design workshops, PAR group members had the 
opportunity to inform subsequent iterations of the social connecting space through informal meetings. 
Results: The prototype is currently being iteratively developed and is anticipated to be finalized for evaluation by 
September 2022. The final agreed prototype will be discussed and illustrated using images of the final virtual 
environment. The value of iterative design with people living with dementia and their support person will be reported, 
demonstrating their role in strengthening the usability, acceptance, and acceptability of VR applications. 

POS1-04. KeepsakeBox: A Platform for Caregivers to Support Reminiscence Therapy 

Soraia M. Alarcão1, André Santana2, Carolina Maruta3, Manuel J. Fonseca2 

1LASIGE, Faculdade de Ciências, Universidade de Lisboa, 2LASIGE, Faculdade de Ciências, Universidade de Lisboa, Portugal, 3Laboratório de 
Estudos de Linguagem, Centro de Estudos Egas Moniz, Faculdade de Medicina, Universidade de Lisboa, Portugal 



 62 

Background: Reminiscence therapy is commonly used due to its therapeutic value for people with dementia (PwD), 
as it can promote independence, positive moods and behavior. Several technological solutions have been created to 
help delivering a more vivid and engaging reminiscence activity for all participants. However, they do not aid 
caregivers to manage the multiple tasks required for preparing and conducting sessions. 
Method: A user-centered design with iterative prototyping was conducted through two rounds of semi-structured 
interviews, and focus groups. At each step, the KeepsakeBox prototype was evaluated (with caregivers), and 
improved based on the suggestions made. At the end of each interview and focus group, participants filled the System 
Usability Scale (SUS) and Technology Acceptance Model (TAM) questionnaires to report their satisfaction with the 
KeepsakeBox. 
Results: Our preliminary evaluation with 2 informal and 18 formal caregivers showed promising results. We achieved 
an average SUS score of 85 (grade A+), suggesting caregivers found KeepsakeBox easy to use and learn, and would 
recommend it to other caregivers. The TAM results suggest that caregivers think the KeepsakeBox would help them 
to manage and conduct reminiscence therapy more easily (score of 28.2). All the functionalities presented regarding 
the management of multiple PwD, upload of images to be used as stimuli, and communication with other caregivers 
were very well received, and its overall design was very complimented. 
Conclusions: KeepsakeBox was designed taking into consideration the real needs of the caregivers to prepare, 
conduct, and consult sessions. The discussion with caregivers about how therapy sessions should be created in the 
KeepsakeBox, and which information should be collected after each session was very enlightening, and will guide the 
development of those functionalities. 
Funding: Fundação para a Ciência e a Tecnologia (FCT) through project AWESOME (PTDC/CCI-INF/29234/2017), LASIGE 
Research Unit (ref. UIDB/00408/2020 and ref. UIDP/00408/2020), FCT grant (ref. SFRH/BD/138263/2018). 

POS1-05. A User-Centered Study to Identify Caregivers’ Needs for Assistive Technology to 
Support Reminiscence Therapy 

Soraia M. Alarcão1, André Santana2, Bruna Vieites2, Pedro Neves2, Raúl Alves2, Carolina 
Maruta3, Manuel J. Fonseca2 

1LASIGE, Faculdade de Ciências, Universidade de Lisboa, 2LASIGE, Faculdade de Ciências, Universidade de Lisboa, Portugal, 3Laboratório de 
Estudos de Linguagem, Centro de Estudos Egas Moniz, Faculdade de Medicina, Universidade de Lisboa, Portugal 

Background: Reminiscence therapy can create engaging communication between people with dementia (PwD) and 
the rest of the world by using the preserved abilities of long-term memory rather than emphasizing the existing 
impairments. Caregivers are one of the main pillars in the adoption of digital technologies, as they are responsible for 
its administration. Despite their comprehensive understanding of the needs and difficulties associated with the 
therapy, their perspective has not been fully taken into account in the development of existing technological solutions. 
Method: To inform the design of novel assistive technological solutions focused on the real needs of caregivers, we 
followed a user-centered design through worldwide web-based surveys, follow-up interviews, and focus groups. A 
mixed deductive and inductive thematic analysis was used. 
Results: A total of 713 informal and 63 formal caregivers participated. Our findings reveal that caregivers need 
mechanisms to reduce their workload in managing all the tasks involved in the therapy (e.g., creating the sessions, 
gathering feedback after each session for further consultation, etc). They also want to be able to easily include 
emotions in the loop during therapy to personalize and diversify sessions over time (e.g., automatically identifying 
negative emotional reactions to a given stimuli). Such findings were translated into a list of 12 functional requirements 
for both formal and informal caregivers. With the fulfillment of the identified requirements, we foresee the following 
outcomes: improvement of the PwD cognitive function, reduction of caregivers’ stress and work, reduction of the PwD 
behavioral symptoms, and improvement of the relationship between the PwD and caregivers. 
Conclusions: Results indicate the importance of having assistive technologies that aid caregivers to prepare, 
personalize, diversify, and conduct reminiscence therapy sessions. 
Funding: Fundação para a Ciência e a Tecnologia (FCT) through project AWESOME (PTDC/CCI-INF/29234/2017), LASIGE 
Research Unit (ref. UIDB/00408/2020 and ref. UIDP/00408/2020), FCT grant (ref. SFRH/BD/138263/2018). 

POS1-06. The DOMIROB project: Can telepresence robots be a solution to limit the social 
isolation of elderly people living at home? 

Baptiste Isabet, Anne-Sophie Rigaud, Wanji Li, Maribel Pino  
Broca Living Lab  

Context: There is a growing phenomenon of social isolation among older adults. Social withdrawal in this population 
is often characterized by the presence of depressive states, cognitive decline, sleep disorders, addictions, and over-
mortality. To limit isolation in older adults, some authors recommend the use of new communication technologies in 
order to preserve a social link with the family. Among these communication tools, telepresence robots seem to be a 
promising solution. Indeed, these robots offer users the possibility of making video calls with their relatives and with 
health professionals in order to maintain contact with the outside world while remaining at home. Nevertheless, 
telepresence robots are still little studied in ecological environments.  
Objective: The main objective of the DOMIROB project is to measure the impact of telepresence robots on the social 
isolation of elderly people living at home.  
Method: Sixty elderly subjects will participate in this study for six months. During this period, they will host a 
telepresence robot for three months in order to test it in their home. In total, four evaluations will be carried out over 
the entire experimental phase for each participant. We plan to carry out a multidimensional assessment including 
psychosocial dimensions to identify the impact of the robot on the participants' daily lives and ergonomic dimensions 
to determine the robot's usability and acceptability in older adults.  
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Discussion: The DOMIROB project allows us to carry out a study on the impact of social telepresence robots in older 
adults, with a large number of participants and over a long period. So far, no study in the literature had encompassed 
all these modalities. The results will make it possible to propose organizational and ethical recommendations for the 
use and deployment of telepresence robots in the homes of future users. 

POS1-07. Developing an ICT web-based platform for creating mutual learning through the 
exchange of experience, evidence and tools on self-experience of dementia 

Valentina Conotter1, Maddalena Sebastiani2, Marianna Riello3, Gabriele Meyer4, Louise 
Hopper5, Marjolein De Vugt6 

1Social IT Software & Consulting srl, 2Social IT Software & Consulting, 3SPES, 4Martin Luther University Halle-Wittenberg, Institute of Health and 
Nursing Science, 5Dublin City University, 6Maastricht University, Department of Psychiatry and Neuropsychology/Alzheimer Center Limborg, School 
for Mental Health and Neuroscience 

Background: ICT training solutions tend to be based on e-learning systems that work well when teaching precise 
concepts and disseminating knowledge. However, there is a strong need to provide firsthand experience of what it 
means to live with dementia. This requires not only explaining what dementia is, but enabling interaction and 
simulation of dementia symptoms. 
Objectives: The INTenSE project will develop an online platform that aims to create mutual learning between 
professionals in the dementia field, and enables interaction and information exchange. The core of the platform is the 
dissemination of a Dementia Simulation Toolkit (DST), which helps the simulation of dementia symptoms. This will 
support caregivers and healthcare professionals to understand how to best help people with dementia. 
Methods: A co-design participatory workshop with stakeholders in the participant INTenSE-countries, examined 
mockups of the platform developed from evidence and input from expert participants.  
Results: The platform will be both a place for mutual learning, but also a place for exchanging information. For this 
reason, the platform revolves around three main sections: 1) the concept of self-experience which allows you to teach 
on a theoretical level what it means to suffer from dementia; 2) the DST to test on one's own hands what dementia is 
and how to best help a person who suffers from it; 3) end-user stories to exchange opinions and information both on 
the world of dementia and on the DST toolkit. 
Conclusion: This study demonstrates that education platforms can be co-designed with the use of mock-ups. This 
enables the representation of the final platform; one that best meets the expectations of end users. 

POS1-08. The INTenSE European Project: a mutual learning system applied on dementia 
through the use of self-experiences 

Marianna Riello1, Marianna Riello2, Valentina Conotter3, Gabriele Meyer4, Louise Hopper5, 
Marjolein de Vugt6 

1Riello Marianna, 2Spes Group, 3Social IT, 4Martin Luther University Halle-Wittenberg, Institute of Health and Nursing Science, 5Dublin City University, 
School of Psychology, 6Maastricht University, Department of Psychiatry and Neuropsychology/Alzheimer Center Limborg, School for Mental Health 
and Neuroscience 

Background: Self-experience is scientifically proven to be the best way to create empathy and real understanding. 
Lately, new learning models based on self-experiences practices have been proposed as a key strategy for improving 
care assistance. However, there remains much uncertainty around the implementation of such models for the 
specialized care for people with dementia. The Improving dementia care through self-experience (INTenSE) project 
is an Erasmus+ project which aims at training health care professionals on the subject of dementia to improve health 
system performance at lower cost. This study presents the operative framework that has been adopted for the 
implementation of an innovative learning approach based on self-experiences techniques.   
Methods: The INTenSE interdisciplinary team widespread in Netherlands, Germany, Ireland, and Italy investigated 
the self-experience interventions (e.g. Virtual Dementia Tours, role-play, theatre laboratories, interactive tools) on 
regular team discussion over a 1-month period. During this first and a half year the same standardized actions were 
conducted in each country covering the same period of time, following a participatory-design approach which included 
health-care professionals, care-givers and patients. A scoping review and three online focus-groups (one for each 
type of participant), the first intensive training, and three semi-structured one-hour workshops were conducted.  
Results: The main outcome are represented by the implementation of a (1) e-Booklet which collects the best practices 
on self-experiences and the transnational experience of the participants in the field, (2) a Dementia Simulation Toolkit 
(DST) with the technical and behavioral strategies to simulate the symptoms of dementia, and the (3) ICT web-based 
platform to create mutual learning through the exchange of self-experiences.  
Conclusions: The INTenSE project embodies certain inter-cultural values giving emphasis on inclusiveness, 
innovation and scientific rigor. Our findings illustrates how different countries tie together with the aim of ameliorating 
health care system performance on dementia field. 

POS1-11. Fostering impact-orientated interdisciplinary collaboration between design and 
care; initial study results 

Andrea Wilkinson1, Rita Maldonado Branco2, Niels Hendriks1 

1LUCA School of Arts, Inter-actions Research Group, 2University of Aveiro 

Design can be defined as a practice (leading to artefacts and services) as well as a way to research but it also can be 
used to describe a way to look at the world (design thinking) (Bannon and Ehn 2012; Kimbell 2011). As an approach, 
design has been highlighted as a way to innovate within ill-structured problems (so-called wicked problems) (Rittel 
and Webber 1973) such as healthcare (Patrício et al. 2020). Within this, the authors position themselves on the 
continuum between design and dementia that began to emerge in the 1980s and aligned to the paradigm shift taking 
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place in dementia care; from a purely biomedical model towards a psychosocial-oriented approach that included 
recognizing the influence of the designed environment (Zeisel et al. 2020). Parallel to care’s person-centered-care 
approach (Kitwood 1988), was design’s shift toward being more human-centered and inclusive (Roth 1999).  
There are challenges, however, when design collaborates with professional care partners. Care’s full participation is 
sometimes ‘hindered’ by aspects related to design (such as academic jargon, time management, etc.) (Hendriks et 
al. 2017). When looking to move forward, the rules of engagement for collaboration need to be defined. It must resolve 
these issues but also consider the means to bridge similar challenges when working with other domains such as 
health policy making, care economics, human resources, logistics, etc.   
Based on initial research into the intersection of these different domains, this paper identifies the challenges that come 
with these cross-discipline, impact-orientated collaborations in terms of the expectations, methodology, processes, 
organisational structures, and visions of impact from non-design partners in these projects. It reflects upon the 
inclusion of these non-design partners in design-orientated projects and offers a series of considerations as a means 
to better prepare and enhance impactful collaboration within care between design and other necessary domains. 

POS1-13. Montessori-Based programming: a qualitative analysis of use in the United 
Kingdom 

Victoria Tischler, Shruti Raghuraman 

University of Exeter 

Aims: Montessori-Based Programming (MBP) in dementia care refers to a growing body of research and practice that 
has developed Montessori methods to facilitate self-paced learning, independence and engagement for people living 
with dementia. The current study investigated the use of MBP with a focus on supporting care provision in the United 
Kingdom. 
Design and Methods: A qualitative design was implemented to analyse data from in-depth, semi-structured interviews 
with key stakeholders (N = 8) with experience of MBP in the UK. Participants included care home management and 
staff, MBP trainers and independent dementia experts. Thematic analysis was used to identify 4 main themes and 12 
subthemes. 
Findings: A framework describing knowledge and understanding of MBP in the UK, implementation considerations, 
challenges and barriers, evidence of outcomes and research gaps was developed to provide guidance for researchers 
and practitioners. Successful implementation required the use of a whole-home approach and challenging and 
changing the culture of care provision, requiring the support of management. A number of barriers to implementation 
of MBP included conservative attitudes to care, perceived lack of time and resources, health and safety issues, and 
issues of sustainability. 

POS1-14. Working towards a learning community enabling to live well with dementia 

Simone De Bruin1, Franka Bakker2, Tijmen Schipper3, Menno Vos3, Minke Nieuwboer4, 
Rens Brankaert5, Chris Wallner6, Sandra Schruijer7 

1Windesheim University of Applied Sciences, 2Windesheim University of Applied Sciences, Department of Health and Well-being, Research Group 
Living Well with Dementia, 3Windesheim University of Applied Sciences, Department of Business, Media, and Law, Research Group Lifelong Learning 
and Development, 4Radboudumc Alzheimer Center, Radboud university medical center & HAN University of Applied Sciences, Academy of Health 
and Vitality, 5School of allied Health, Fontys University of Applied Sciences & Expertise Center Dementia & Technology, Eindhoven University of 
Technology, 6University of Applied Sciences Leiden, Faculty of Health, Research Group Elderly Nursing Care & Marente, Nursing home and home 
care organization, 7Utrecht University, School of Governance 

Long-term care is transitioning from a medical-somatic model of care to a psychosocial model of care. This transition 
requires new ways of working, and consequently different competences of health and social care professionals since 
they play an important role in enabling to live well with dementia. Training to develop such competences and adopt 
new ways of working in dementia care, however, receive little attention in the curricula of existing training programs. 
Furthermore, health and social care professionals experience that their organisations insufficiently facilitate them (e.g. 
in terms of time, creating a positive learning climate) to actually use these competences and innovate their ways of 
working. Learning communities (LCs) as innovative learning environments may tackle these issues. These 
collaborations of stakeholders from science, practice, and education aim to accelerate innovation by fostering lifelong 
learning and development. Evidence for how to best design multistakeholder LCs and what LCs yield, however, has 
not been systematically collected. We therefore initiated a 5-year multidisciplinary research project, called ENABLE-
DEM, with a twofold objective: 1. Investigate and support LCs that are focused on establishing environments that 
enable to live well with dementia and 2. Provide insights into the design, development, value and sustainability of 
multistakeholder LCs. To this end, we will collaborate with four LCs each having their own unique focus: 1. Person-
centred and culturally-appropriate dementia care; 2. Dementia-friendly community; 3. Integrated dementia care and 
4. Warm technology in dementia care. During this presentation, we will explain the approach of the ENABLE-DEM 
project, and how we aim to support future and current health and social care professionals from these LCs in enabling 
to live well with dementia. We will specifically focus on the role of people with dementia and their family carers in the 
project, and how their engagement might lead to a role in carer training. 

POS1-15. ADI Accreditation the global standard recognition for training and learning 
activities, including a culturally appropriate context to improve the care quality 

Amalia Fonk-Utomo, DY Suharya, Mary Flynn 

Alzheimer's Disease International 

Background: The ADI Accreditation Programme was launched in December 2020, with the aim of supporting 
Alzheimer-dementia associations and other organisations, who had been previously requesting ADI endorsement for 
their dementia training programmes. It aims to support the improvement of care for people living with dementia and 
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reduce the variation in the quality of care provided, as well as ensuring a more focused approach to meeting the needs 
of individuals. Through high quality carer training programmes around the world organisations can work to support 
areas 4 and 5 of the WHO Global action plan on dementia. 
Objective: ADI provides a standards-based approach to the knowledge and skills of the participants, as well as 
establishing benchmarks that the providers of the programmes must adhere to. Through successful completion of an 
evaluation, carers, their trainers and providers of training programmes can earn ADI Accreditation. Institutions and 
providers that have received this will have reached the required global standard for their training and learning activities, 
including a culturally appropriate context to improve the care quality. This program is open to ADI members and other 
organisations. 
Activities: The pilot project with Kiang Wu Nursing College (KWNC) of Macau. launched with several captivating 
discussions around external and internal governance, trainers and programme committees, students, graduates and 
other stakeholders.  
A 3-day virtual visit from 28-30 September consisted of evaluation, carers, trainers, students, working with other 
organisations & people living with dementia and a final review by the Global Review Panel in October and November. 
In 2022, the Hamad International Training Centre (HITC) Qatar and Silverado, San Diego US are currently undertaking 
the accreditation process  
Result:  On 25 January, KWNC became the first Accredited. Throughout 2022 awareness raising and an 
understanding of the importance of high quality culturally contextualized carer training progress achieved through 
accreditation has been rise. 

POS1-16. Peer Support Workers for Advocacy in Dementia Care- An Innovative program 
adapted in Norway, Greece, Italy and Romania 

Marianna Tsatali1, Ioana Caciula2, Rodica Caciula2, Gaspar Atena3, Karl Johan 
Johansen4, Roger Santokhie4, Chiara Lodovici5, Giusy Trogu5, Licia Boccalletti5, Magda 
Tsolaki1, Marina Makri1 

1Alzheimer Hellas, 2Asociatia Habilitas - Centru de Resurse si Formare Profesionala, Romania, 3Association AFECT - Iasi, 
Romania, 4Kompetansesenter for brukererfaring og tjenesteutvikling, KBT, 5ANS – Anziani e non solo Società Cooperativa Sociale, Carpi, Italy 

Introduction: Peer Support Workers (PSW) have been employed as a resource to enable next of kind and previous 
caregivers of people living with dementia, use their unique lived experience in dementia services/ or volunteers for 
dementia field and therefore, strengthen advocacy in dementia care. The aim of the project is to create sustainable 
and competency-enhancing services for people with dementia by finding new ways to involve ex caregivers/ 
volunteers, as PSW, in dementia services as well as home care.Thereby resulting in increased advocacy and a better 
quality of life for both parties.Results:The results of the current project are the following: a final report on the effects 
of PSW in dementia care−A strategy to increase advocacy and promote the user perspective in the development and 
delivery of services in dementia care−Guidelines for recruiting and qualifying PSW−Developed training courses 
(explicit knowledge) for PSW in dementia Care−Develop a digital platform for collaboration and networking between 
partners, participants and stakeholders−Established measures that can continue after the project has ended−Network 
for sharing experiences and knowledge specific for community based dementia care across Norway, Greece, Italy 
and Romania. Discussion: Through this project, the PSW will have the opportunity to transfer their lived experience 
(tacit knowledge) with people living with dementia into a new role and encourage them to re activate their skills in daily 
practice and will advocate for dementia care. Additionally, it is intended to clarify their role and function in collaboration 
with experienced staff in dementia and develop guidelines for PSW in dementia care. Moreover, raising awareness 
about the status of PSW in all participant countries will be a significant outcome of the current project. Through 
mapping the baseline situation, recruit and engage PSW, and conducting training of PSW, we aim to enforce the role 
of PSW in the participating countries, delivering also the message across Europe. 

POS1-17. "Your Time, Your Place" - Developing group interventions for people living with 
dementia and their carers 

Jeanette Hogg 

Hospice Isle of Man 

Background: Caring for people living with dementia (PLWD) can be an overwhelming experience for carers who have 
unmet needs and experience physical, emotional and economic pressures 1;2 Carers benefit from peer support 
interventions. 3 
Aims: 

• Measure well-being of PLWD. 
• Psycho-social group interventions can help to reduce carer stress and promote carer well-being. 

Methods: Eight sessions.  The carers will receive bespoke training from the Admiral Nurse Service to reduce carer 
burnout and distress. The PLWD will be supported by specially trained staff/volunteers to engage in therapeutic 
creative arts/reminiscence. 
Carers will be given tools to support their anticipatory grief, manage their stress and support their loved one at home, 
reduce unnecessary hospital admissions and plan for a good death. 
Results: First cohort (March 2022) 4 couples.  Second cohort (6 to 8 couples) – June 2022. 
PLWD well-being measured at the start and end of each session using Canterbury Well-being Scale 4 
Carer stress will be recorded using the Kingston Caregiver Stress Scale (KCSS). 5 Well-being measured using the 
Warwick and Edinburgh Mental Well-being Scale (WEMWBS) 6 along with a baseline evaluation at weeks one and 
eight to measure any improvements in carer knowledge and confidence. 
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Impact going forward –Following review and feedback the Admiral Nurse Service will be running four cohorts per year. 
There is also the opportunity to develop an informal carers group to continue to build therapeutic relationships with 
the group and provide ongoing peer support. 
Feedback: “I don’t feel so alone now” 
Limitations  
Small sample size   
References: 

1. NICE, (2019), End of Life care for adults: Service Delivery, NICE Guidelines, nice.org.uk/guidance/ng142 
2. WHO, (2019), 10 Facts on Dementia. https://www.who.int/features/factfiles/dementia/en/ 
3. NICE, (2018), Dementia: assessment, management and support for people living with dementia and their 

carers. https://www.nice.org.uk/guidance/ng97.  
 

1. Canterbury Wellbeing Scale (2015). https://repository.canterbury.ac.uk/item/8x650/canterbury-wellbeing-
scales 

2. KCSS (2017), http://www.kingstonscales.org/caregiver-stress-scale.html  
3. WEMWBS (2021, https://warwick.ac.uk/fac/sci/med/research/platform/wemwbs/ 

POS2. (Poster presentations) 

POS2-01. Create impact on research priorities by performing knowledge syntheses 

Minke Kooistra  

Alzheimer Nederland 

In 2020 Alzheimer Nederland launched a new research agenda. This agenda helps us to fund research that directly 
impacts the situation of people with dementia (pwd) and their caregivers. Therefore, the main research priorities are 
based on their experiences. Our top 3 research priorities are: 
Prevent overload of caregivers. 
Search for activities for pwd, at home and in the nursing home. 
Personalized care and attention in the nursing home. 
Because these priorities are quite broadly formulated, they leave still much room for a diverse interpretation. 
Therefore, we came to the solution of performing knowledge syntheses together with scientists specialized on the 
different priorities. 
For the research priority ‘search for activities for pwd’ we evaluated a well visited page on our website (yearly >100.000 
views) that was published almost 10 years ago, in which we describe several activities for pwd. Alzheimer Nederland 
created a research assignment to perform a knowledge synthesis. The main goal was to evaluate if the current 
information about activities on the website match with the preferences of pwd and caregivers and to receive 
recommendations for adjustments accordingly. In a period of four months the scientists performed the plan as 
proposed. During this period, we had several meetings with the scientists to evaluate the process and the results. 
The result of performing this knowledge synthesis is twofold. On the one hand we have gained insight into the 
knowledge gaps on this specific topic. This is valuable both for Alzheimer Nederland ánd for the scientific researchers 
as it directs future research projects. What is already known and what should be investigated to create more impact? 
On the other hand, we directly implemented the available knowledge to gain more impact for pwd. With the experience 
of this process, we will also perform knowledge syntheses on the other two topics. 

POS2-02. Improve environmental factors in Nursing Home to gain well-being in people with 
dementia 

Barbara Manni1, Elisabetta Romano1, Caterina Paolini1, Rossella DiFeo2, Andrea Fabbo1 

1Primary Care Cognitive and Dementia Disordes'unit, 2Primary Care 

Background: The physical environment is emerging as an important determinant of psychosocial and health outcomes 
for people with dementia. Among demented residents of long-term care facilities, environmental factors have been 
linked to agitation, intellectual deterioration, sleep patterns. Moreover personal factors (eg, cognitive function), 
stimulus factors (eg, group activity content and group size), and environmental factors (eg, light and noise) impact the 
response to group activities. (2) We know that consultations with a occupational therapist (OT) and a PCC approached 
inr NH’ nurses and professionals can improve enviromental, organizational factors and quality of life of pwd. (3) For 
exemple the COPE intervention with OT consultations, educating (training nurses l in how to apply the intervention), 
and quality management (coaching and support) leads to good outcomes. 
An objective assessment of the physical environment of long term facilities has become increasingly important. The 
Therapeutic Environment Screening Survey for Nursing Homes (TESS-NH) ias a collection of descriptive items useful 
in evaluation of units other than those specializing in Dementia Units (1) 
Objiectives: describe the results of TESS-NH in 7 NH in Modena and evaluate the effect of a specific training course 
in improving enviromental factors 
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Methods: A specific training course for nurses and professionals of 7NH in Modena has conducted by a geriatrician 
and OT. The main topic dealed with Person Center Care approach and the enviromental factors that can increase 
discomfort in pwd. TESS-NH was measures before and 3 months after the training 
Conclusion: TESS-NH is a good instrument to notice enviromental elements that can be modifyed to improve quality 
of live in pwd living in NH. A training course and a continual support with OT consultations can improve a change in 
organizational and environmental factors in NH 

POS2-03. Metaphors for the meaning of caring for a spouse with dementia 

Aud Johannessen1, Kirsten Johannessen2 

1University of South-Eastern Norway, The Norwegian National Centre on Ageing and Health, 2Ageing and Health, Norwegian National Centre 

Background: Spouses of people with young-onset frontotemporal dementia (YO-FTD) (age 65 years or younger) 
encounter special challenges. The diagnosis is scarcely known; the early onset is unexpected; and the disease is 
characterized by symptoms varying from those of other types of dementia. Caring implies increasing hardships, which 
can be difficult to communicate to others when applying for support. Metaphors create and communicate meaning 
and are increasingly used in health care and health interventions as ways to better understand the situation. 
Aim: To examine the experiences of spouses of people with YO-FTD and their needs for care and support as 
expressed through metaphors in narratives of their experiences during the development of the dementia. 
Method: Qualitative interviews with 16 informants (ten women, six men) were conducted in 2014/2015. They were 
recruited from seven memory clinics, one municipality dementia team, and a nursing home. Steger’s three-step 
method for analyzing metaphors was applied.  
Findings: The core metaphors cover experiences of the dementia and the transformation of the spouse, changed 
roles and relationships between spouses, the transformation of the self, a radical turn of existential life, and 
relationships with others. Metaphors are words and phrases used to talk about complicated, contradictory, shameful, 
and/or normatively difficult feelings and reactions as caring spouses. The open themes and, at the same time, provide 
verbal shields and defences. Metaphors are especially effective for expressing the strength of the reactions in caring 
as emotional work and are tools for mastering emotions and challenges in life.  
Conclusion: Metaphors give insights into the significant experiences of spouses of partners with YO-FTD and offer 
personnel in health services a better understanding of their needs for tailored support and help. 

POS2-04. Public knowledge about dementia risk reduction in Norway 

Grete Kjelvik1, Anne Marie Mork Rokstad2, Josephine Stuebs3, Pernille Thingstad4, Kay 
Deckers5, Sebastian Köhler5, Geir Selbaek6 

1The Norwegian National Centre for Ageing and Health, 2The Norwgian Centre for Ageing and Health, Vestfold Hospital Trust, 3The Norwegian Centre 
for Ageing and Health, 4Department of Neurosceince and Movement Science (INB), Faculty of Medicine and Health Services, Norwegian University 
of Science and Technology, 5Alzheimer Centrum Limburg, Department of Psychiatry and Neuropsychology, School for Mental Health and 
Neuroscience, Maastricht University, 6Norwegian National Centre for Ageing and Health, Vestfold Hospital Trust 

Background: Several modifiable lifestyle risk factors for dementia have been identified, but it is unclear how much the 
Norwegian public knows about the relationship between lifestyle and brain health. Therefore, the aim of this study 
was to investigate knowledge about modifiable dementia risk and protective factors and beliefs and attitudes towards 
dementia and dementia risk reduction in a randomly selected subsample of the Norwegian population. 
Methods: The total sample (n=1435) included individuals aged 40-70 years from four counties (Oslo, Innlandet, 
Nordland and Trøndelag) in Norway. Two online questionnaires were used to measure (1) awareness about dementia 
risk reduction, and (2) an individual`s Motivation to Change Behaviour for Dementia Risk Reduction (MOCHAD-10). 
Results: Of the participant 70% were aware of the potential of dementia risk reduction in general. Physical inactivity 
(86%), cognitive inactivity (84%), social isolation (80%), were the most frequently recognized dementia risk factors. 
On the other hand, diabetes (26%), coronary heart disease (19%), hearing loss (18%) and chronic kidney disease 
(7%) were less often recognized as dementia risk factors. Gender, age and educational differences were seen in 
beliefs and attitudes toward dementia prevention. 
Conclusions: The results indicate that 70% of the Norwegian public seems to be aware of the potential of dementia 
risk reduction in general. However, there are major gaps in existing knowledge particularly for cardiovascular risk 
factors and metabolic factors and these findings underline the importance of further informing the public about lifestyle 
related risk and protective factors of dementia. Differences in the beliefs and attitudes toward dementia risk prevention 
by age, gender and education ask for tailored public risk reduction interventions. 

POS2-05. Possible influence of atherosclerosis on dementia development 

Jana Janoutová1, Martina Kovalová1, Ondřej Machaczka1, Petr Ambroz1, Anna 
Zatloukalová1, Veronika Koutná1, Richard Novobilský2, Martin Roubec2, Michal Bar2, 
David Školoudík3, Vladimír Janout1 

1Palacký University, 2University Hospital Ostrava, 3University of Ostrava 

Introduction: Atherosclerosis and dementia may have similar risk factors. Atherosclerosis is believed to be involved in 
development of dementia and its major subtypes. The current hypothesis is that neurodegenerative and vascular 
lesions coexist and have a synergistic role in the development of cognitive impairment and dementia.  
Objective: Palacký University collaborated with Faculty Hospital in Ostrava and Hradec Králové on project whose aim 
it is to prove hypothesis that atherosclerosis significantly influences the decline in cognitive function and significantly 
increases the risk of dementia.  
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Methods: An important part of the project is a questionnaire associated with the collection of demographic data and 
possible risk factors for cognitive decline. Patients were divided into three groups according to established criteria.  
Results: In total, preliminary data from 341 people were analyzed. The group had 38.71 % people with a diagnosis of 
dementia without atherosclerosis, 10.56 % with both diagnoses, 12.32 % with atherosclerosis without dementia and 
38.42 % without either diagnoses. There was a statistically significant difference in education (p = 0.002) and 
employment (p <0.001). Most smokers (34.1 %) belong to the group with atherosclerosis but without dementia. 
Hypertension was present in 70 % of people in all groups. The fewest people with hypercholesterolemia were in the 
group with both atherosclerosis and dementia. Diabetes was more common in people with dementia. The average 
age of diagnosis of DM is higher in people with dementia, on average by 5 years compared to people without 
dementia.  
Conclusion: The prevalence of neurodegenerative diseases is currently increasing. A detailed knowledge of the risks 
and early detection of the pathology may be very beneficial for prevention and early treatment of both diagnoses. 
Genetic and biochemical data will continue to be analyzed in this study in the future.  
Supported by Czech Ministry of Health projects NU20-09-00119. All rights reserved. 

POS2-06. PHysical ACtivity and Aminoacids in MCI: their role in progression towards 
DEmentia. Study design for a monocentric, prospective, non-pharmacologic interventional 
study 

emanuele rocco Villani, Barbara Manni, Andrea Fabbo  

AUSL Modena 

Rationale: Mild cognitive impairment (MCI) is a condition in which individuals shows overt cognitive impairment with 
minimal impairment of instrumental activities of daily living (IADLs). MCI can be the first cognitive expression of 
Alzheimer disease (AD). Sarcopenia, a condition characterized by loss of skeletal muscle mass and funcion, has 
also been indicated as risk factor for MCI. The aim of our project is to evaluate the effect of physical training alone 
and combined physical training and dietary intervention on MCI progression towards AD. 
Objectives and Endpoint: The primary objective of the study is to evaluate the efficacy, in terms of absolute risk 
reduction of developing AD, of a mixed intervention consisting in physical exertion and essential amino-acids 
supplementation. Secondary endpoints will be changes in cognitive, functional and behavioural scales. 
MCI will be defined as performance ≥1.5 SD below the mean of a normative group in tests that evaluate memory 
domain. 
Exclusion criteria will be: 

• presence of decompensated medical disease potentially contributing to the cognitive decline and BPSD 
• Institutionalisation  
• concomitant psychiatric disorders or chronic alcoholism 
• life expectancy < 24 months  
• high risk of falls  

Overall Design: PHACADE is a monocentre, prospective, open-label study 
Number of Participants and treatment groups: 250 participants, divided in two cohorts (50 intervention group, 150 
control group, 1:3 ratio). Each participant will receive a twice-a-week plan of 40 minutes of aerobic exertion for two 
consecutive months. The programme will be scheduled 4 months after the beginning of the enrollment and then 
rescheduled at month 10, month 16 and month 21. A supplementation of essential amino-acids according to WHO 
recommended daily ration will be furnished for participants in the intervention group. 
Duration: The duration of the follow-up will be 2 years. 
Conclusion: PHACADE is the first study aiming to target both sarcopenia and MCI. 

POS2-07. Science disconnected: the translational gap between basic science, clinical trials 
and patient care in Alzheimer’s disease 

Sarah Gregory, Stina Saunders, Craig Ritchie  

University of Edinburgh 

Introduction: In recent years, clinical trials have focused on treating Alzheimer’s disease (AD) in individuals without 
clinical symptoms of dementia (typically termed preclinical and/or prodromal AD). Despite huge investments, there 
have been no new treatments for AD for more than twenty years in Europe. One explanation for this may be clinical 
trials focusing on early AD, enrolling participants decades before symptom onset, continue using methodologies that 
originated from studies recruiting people living with established AD dementia. 
Methods: We reviewed the literature to provide an overview of recent developments in AD detection, preclinical AD 
interventions and trial methodologies. We identified strengths and weaknesses in the current preclinical AD clinical 
trial landscape alongside suggested changes to commonly used methodologies. 
Results: There are an ever-increasing variety of tools being developed that can indicate presence of the diseases that 
eventually lead to dementia. However, few of these tools have been incorporated into AD clinical trials, and even 
when included, they are rarely the main outcome measures to assess trial success. Evidence from population studies 
has supported the establishment of Brain Health Clinics, offering a unique environment for clinical trials in early pre-
dementia populations. Now is an opportune moment to overhaul outdated trial methodologies for preclinical AD clinical 
trials. 
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Discussion: We propose a new preclinical AD and brain health clinical trial triad to identify [1] the right targets (using 
experimental medicine to gather greater knowledge of AD); [2] the right treatments (using more comprehensive Phase 
2 ‘learning’ trials that inform Phase 3 ‘confirmatory trials’); and [3] the right participants (working with Brain Health 
Clinics to identify individuals with modifiable risk factors). Incorporating meaningful outcome measures, both to the 
participant and to accurately represent the expected treatment effect, will be critical to tipping the scales in favour of 
more successful clinical trials. 

POS2-08. Modifiable dementia risk and protective factors in persons with subjective cognitive 
decline or mild cognitive impairment: a systematic literature review and Delphi study 

Lotte Truin, Kay Deckers, Irene Heger, Colin Rosenau, Marjolein de Vugt, Sebastian 
Köhler  

Maastricht University 

Objective: About 40% of dementia cases may be potentially delayed or prevented through modification of several 
lifestyle factors. Most studies have focussed on universal prevention, irrespective of individual risk stage, with risk 
factors for dementia mainly identified in the general population. Less is known about risk reduction in persons with 
subjective cognitive decline (SCD) or mild cognitive impairment (MCI). Therefore, this study aims to identify modifiable 
risk and protective factors for cognitive deterioration and dementia in persons with SCD or MCI. 
Methods: We used a mixed-methods approach combining findings from a systematic literature review and an online 
Delphi consensus study. Four electronic databases (PubMed, EMBASE, PsycINFO, and Web of Science) were 
searched to review relevant literature. The broad search term was developed in consultation with an experienced 
librarian and consisted of terms linked to SCD, MCI, dementia, risk factors and disease progression. Observational 
studies with at least 50 participants and 1 year of follow-up are considered for inclusion. Twenty international dementia 
prevention experts were invited to participate in the online Delphi study. In minimally two rounds, experts were asked 
to spontaneously name, rank and weigh modifiable risk and protective factors in order of importance.  
Results: Our search yielded 19128 abstracts in total (4870 hits in PubMed, 6202 hits in EMBASE, 5960 hits in Web 
of Science, 2096 hits in PsycINFO). After removal of duplicates, 9862 abstracts were considered for inclusion. Several 
risk and protective factors were encountered, and will be further scrutinized. 
Conclusion: Findings from the current study will result in an inventory of relevant modifiable risk and protective factors 
linked with clinical progression in persons with SCD or MCI. Results will serve as the basis for the development of an 
online dementia risk reduction tool for use in clinical practice. 

POS2-10. Job Demands, Work Functioning and Mental Health in Dutch Nursing Home Staff 
during the COVID-19 Outbreak: A Cross-Sectional Multilevel Study 

Ylse van Dijk1, Sarah Janus1, Michiel de Boer1, Wilco Achterberg2, Corne Roelen1, Sytse 
Zuidema1 

1University Medical Center Groningen, 2Leiden University Medical Center 

COVID-19 led to enormous challenges in the work of nursing home staff, which are likely to cause stress and long 
term mental health problems. The aim of this study was to gain insight in the prevalence of mental health problems of 
nursing home staff and investigate differences in job demands, work functioning and mental health between staff with 
or without COVID contact, a COVID infection and across different levels of COVID worries. In this cross-sectional 
study, 1669 employees from 10 nursing home organizations filled in an online questionnaire between June and 
September 2020. The questionnaire contained questions about participants’ characteristics, COVID contact, infection 
and worries, quantitative, cognitive and emotional job demands, work functioning, depressive symptoms and burnout. 
Differences were investigated with multilevel models to account for clustering at the organization level. About one in 
five participants suffered from burnout or depressive symptoms. Job demands, work functioning, depressive 
symptoms and burnout differed between participants who never worried and participants who often or always worried. 
Differences were smaller for participants with and without COVID contact or infection. Participants in contact with 
infected clients or with COVID-19 infections had slightly poorer scores than those without. Most models improved 
when clustering at the organization level was taken into account. Awareness of the impact of COVID worries on job 
demands, work functioning and mental health, both at the individual and organizational level, is needed by nursing 
home organizations. 

POS2-12. Impact of the COVID-19 pandemic on early career dementia researchers: a global 
online survey 

Sara Laureen Bartels1, C. Elizabeth Shaaban2, Wagner Brum3, Lindsay A. Welikovitch4, 
Royhaan Folarin5, Adam Smith6 

1Maastricht University, 2University of Pittsburgh, 3The Sahlgrenska Academy at the University of Gothenburg, 4Massachusetts General Hospital and 
Harvard Medical School, 5Olabisi Onabanjo University, 6University College London 

Objectives: The COVID-19 pandemic has strained biomedical and psychosocial research worldwide. This study aims 
to understand the impacts of the pandemic on early career dementia researchers (ECDRs).  
Methods: In autumn 2021, the ISTAART Professional Interest Area (PIA) to Elevate Early Career Researchers 
(PEERs) and University College London conducted an online survey querying ECDRs’ experiences during the COVID-
19 pandemic. The survey was shared through the ISTAART network, social media, podcasts, and emailing lists. Data 
were analyzed using descriptive and inferential statistics.  
Results: ECDRs from 34 countries responded to the survey (n=321; 67.6% women; 78.8% working in academia). 
Overall, 77.8% of ECDRs surveyed indicated research delays, 53.9% made project adjustments, 37.9% required 
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additional or extended funding, and 41.8% reported a negative impact on career progression. Moreover, 42.7% 
thought institutions and employers could have supported them better. Continental differences were visible, while the 
impact of the pandemic did not differ greatly based on ECDRs’ sociodemographic characteristics.  
Conclusion: Strategies related to the pandemic and general career support to improve ECDRs career progression are 
discussed, including social media training, digital networking, and benefits of hybrid events. Resources specific for 
ECDRs from around the world are highlighted. 

POS2-13. The impact of the COVID-19 pandemic on older adults’ health, including people with 
cognitive impairment and dementia, - A HUNT-study 

Tanja Ibsen1, Bjørn Heine Strand2, Anne Marie Mork Rokstad3, Sverre Bergh4, Geir 
Selbæk1 

1Ageing and Health, Vestfold hospital Trust, 2Department of Physical Health and Ageing, Norwegian Institute of Public Health, Oslo, Norway, 3Faculty 
of Health Sciences and Social Care, Molde University College, Molde, Norway, 4Research centre for Age-related Functional Decline and Disease 
(AFS), Innlandet Hospital trust, Norway 

Introduction: During the COVID-19 pandemic, older adults were exposed to strict infection control measures as they 
are particularly vulnerable to the negative health effects of the virus. 
Using a longitudinal study design, we aim to investigate how the infection control measures during the pandemic 
affected health care services use, medication, and the psychological and physical health of older adults, including 
people with cognitive impairment and dementia. 
Material and methods: The Trøndelag Health Study (HUNT) is one of the largest population-based health studies 
worldwide. In the fourth wave of the HUNT study 2017-19 (HUNT4), persons aged 70+ were included in the sub-study 
HUNT4 70+ (N=11,680). During the COVID-19 pandemic, a questionnaire on social isolation, fear of COVID-19, and 
use of information and communicative technology was sent to 9,788 participants from the HUNT4 70+ cohort, with 
80% response. In 2021-2022, a follow-up of this cohort is being conducted (Aging in Trøndelag). The data will be 
linked to Norwegian national registry data on use of health care services and medication that cover all governmental-
funded health care and prescribed medications, both prior to-, during- and after the pandemic. 
Expected results, conclusion, and study impact: This comprehensive assessment of a large population of older adults 
can identify factors that may predict negative health consequences in situations like a pandemic. Potentially, the 
results can inform future strategies for adapting infection control measures to the needs of older adults, including 
people with cognitive impairment and dementia. 
Funding: Norwegian Health Association. 

POS2-14. People with dementia and participation in social activities after the pandemic 

Benedicte Strøm1, Knut Engdal2, Ingebjørg Haugen3, Simen Steindal4, Hilde Lausund3 

1Diakonhjemmet Omsorg, 2The Norwegian National Centre for Ageing and Health, 3VID Specialized University, 4Lovisenberg Diaconal University 
College 

Background: The care situation for people with dementia changed dramatically in the early phase of the COVID-19 
pandemic, especially for those living alone who received less support from homecare services and family caregivers.  
The Norwegian health authorities instructed older people to stay at home and not to invite family members and friends 
to into their homes.  As a consequence, home dwelling older people with and without dementia possibly could have 
felt more lonely, isolated and became more passive, and may have experienced difficulties returning to normal 
activities of daily living. In addition, the pandemic situation could have worsened the situation for people with dementia 
because it has been documented that reduced social activity can accelerate the decline of cognitive and behavioral 
symptoms in people with dementia. In other words, participation in social activities can have a preventive effect on 
the development of the dementia process. 
This study aims were to explore the consequences of the COVID-19 pandemic as experienced by home-dwelling 
people with dementia and to gain insight into factors that influence participation in social activities. We hypothesize 
that most people were not able to maintain their social contacts and participate in various activities 
Method and presentation: The study used an explorative and descriptive design using Graneheim and Lundman 
method of content analysis. There will be conducted semi-structured interviews with 15 to 20 home dwelling persons 
with dementia of mild degree. The topics for the interviews will be: experiences during the pandemic, previous interests 
and participation in social activities, experiences participation in activities provided by the home care services and 
wishes for the future.  
The data will be collected in June 2022 and be presented at the conference. 

POS2-15. The Impact of COVID-19 on Music Therapy Provision in Dutch Care Homes 

Naomi Rasing1, Sarah Janus1, Annemieke Vink2, Sytse Zuidema1 

1University Medical Center Groningen, 2ArtEZ University of the Arts 

Introduction: Since the COVID-19 pandemic started in Europe early 2020, day-to-day practice in care homes has 
changed considerably. Common elements of music therapy – singing, physical contact, proximity – have become 
questionable. This study explores the impact of the COVID-19 pandemic on provision and continuation of music 
therapy in care homes in the Netherlands.  
Method: In December 2020 and January 2021 Dutch music therapists (n = 49) working in elderly care filled out an 
online survey on their experiences with the COVID-19 pandemic during the first and second wave.  
Results: Twenty different measures were deployed to adapt and continue music therapy throughout the pandemic. 
Music therapists were required to deploy social distancing, disinfect hands and instruments, and wear a face mask. 
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Residents from different units were frequently unable to participate in music therapy together. Prevalent adaptations 
were to provide sessions in a common room (79.6%), in smaller groups (67.4%), for more (individual) residents than 
usual (65.3%), and to use pre-recorded playlists (65.3%). Music therapists experienced low stress and moderate to 
high hope, despite the substantial impact of the pandemic on professional and personal musical activities.  
Discussion: The provision of music therapy in care homes has repeatedly been subject to restrictions and measures 
throughout the pandemic. By the end of the second wave, music therapy had been resumed in care homes, albeit 
with a range of preventive measures implemented in the daily work routine. The pandemic shed light on the 
adaptability of music therapy as a treatment and demonstrates that employer support in resources is essential to 
enable music therapy during a pandemic. 

POS2-16. The impact of music on stress biomarkers protocol: a substudy of the cluster-
randomized controlled trial Music Interventions for Dementia and Depression in ELderly care 

Naomi Rasing1, Sarah Janus1, Gunter Kreutz2, Vigdis Sveinsdottir3, Chrisian Gold3, Urs 
Nater4, Sytse Zuidema1 

1University Medical Center Groningen, 2Carl von Ossietzky University Oldenburg, 3NORCE Norwegian Research Centre, 4University of Vienna 

Recently, a large cluster-randomized controlled trial was designed – Music Interventions for Dementia and Depression 
in ELderly care (MIDDEL) – to assess the effectiveness of music interventions on depression in care home residents 
with dementia (ClinicalTrials.gov NCT03496675). 
To understand the pathophysiological mechanisms, we will look at the effect of repeated music interventions on stress 
in this population, since chronic stress has been associated with depression and an increased risk for dementia.  
An exploratory study was designed to assess: 1) changes in hair cortisol concentrations as an indicator of longer-term 
stress; 2) whether baseline stress is a predictor of therapy outcome; 3) pre- and post-treatment effects on salivary α-
amylase and cortisol response as an indicator of immediate stress in 180-200 care home residents with dementia and 
depressive symptoms who partake in the MIDDEL trial. 
Insights into mediatory effects of stress to explain the effect of music interventions will be gained. Hair cortisol 
concentrations will be assessed at baseline, at 3, 6, and 12 months along with the Perceived Stress Scale. Salivary 
α-amylase and cortisol concentrations will be assessed at 1, 3 and 6 months. Saliva is collected just before, 15 and 
60 minutes after a session along with a stress visual analogue scale. 

POS2-17. Customised virtual reality in nursing homes and long-term care units: a new 
approach to reduce mood disorders? 

Anne-Julie Vaillant-Ciszewicz1, Cassandra Quin2, Olivier Guerin3 

1CHU de Nice, HOPITAL DE CIMIEZ, 2France, 3CHU de Nice 

Introduction: Immersive virtual reality (360°) can be used in geriatric institution as a personnalized support for 
reminiscence therapy (World Health Organisation). Some recent studies show an improvement of episodic memories 
with reminiscence virtual therapy (RVT) and some pleasure experience during exposition. Our pilot study main 
objective is to assess the psychological effect of customized virtual reality on mood disorders as depression, anxiety 
and apathy. 
Method: Reminiscences and Emotions is a multi-centric clinical study (3 nursings homes and 1 long term unit). 30 
patients are randomised between 2 study arms with both virtual reality videos (15 customized contents and 15 generic 
contents). We use "C2CARE" French start-up equipment for video capture. The protocol duration is 6 weeks per 
participants. Each participant benefits from 2 sessions per week. Nursing staff and families also participate to the 
study. Evaluations scales: Geriatric Depression Scale (GDS), Hamilton Depression Rating Scale (HDRS), Quality of 
Life (EQPVA), Neuro psychiatric Inventory (NPI), Apathy inventory and OERS Scale (Observed Emotion Rating 
Scale). 
First results: Inclusion 23/30 (april 2022). First results show decreased scores on depression apathy and anxiety 
scales in the 2 groups and improvment of quality of life. We can say that we have no signs of cyber sickness.  
Conclusion: according to the first results, virtual reality seems to be useful in nursing homes ang long care units to 
treat mood disorders. 
REMINISCENCES and EMOTIONS ClinicalTrials.gov 
Nice University Hospital, Geriatric Dept. France 
Bien Vieillir reasearch and innovation partnership, France 
CoBTeK lab. Université Côte d'Azur France 

POS2-18. Psychotherapy: when EMDR's (Eye Movement Desensitization and Reprocessing) 
technics help to reduce psychological and behavioral symptoms in advance stage dementia 

Anne-Julie Vaillant-Ciszewicz1, André Quaderi2, Olivier Guerin3 

1CHU de Nice, HOPITAL DE CIMIEZ, 2Université Côte d'Azur, 3CHU de Nice 

Introduction: some studies validate the effectiveness of EMDR (Eye Movement Desensitization and Reprocessing) 
therapy for the treatment of PTSD (Post Traumatic Stress Disorder, DSM-5). EMDR is an exposure therapy for 
traumatic events. The protocol in 8 phases (Shapiro, 1989) is based on Alternatives Bilateral Stimulations 
(ABS).  Today, many protocols exist for children, people with intellectual deficits, but little is know about PTSD in 
elderly with major cognitive impairments.  
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Objective: using EMDR's Technics to reduce behavioral disorders (verbal agitation) in the elderly with major cognitive 
disorders in French nursing homes. 
Method: the inclusion criteria are those of severe neurodegenerative pathologies (MMSE <10) as well as verbal 
agitation measured with nursing staff (NPI, Covi scale, CMAI scale ans Pittsburgh scale). Amansesis were conducted 
with family carers.  
1) A total of 15 residents were included in this feasibility study (University Psychology Thesis). Study randomized 
participants in 2 groups. Interventions were allow when patients show agitation. The first one with ABS technics ans 
the second was a control group (no ABS). 
2)The second phase of the study consisted in nursing's homes staff training (non pharmacological approaches and 
ABS theory). Then a long-term follow-up was conducted fot 3 residents (like usual care). 
Results: the descriptive statistitics showed a benefit of efficiency for the ABS group vs control concerning 5 on 6 items 
(Duration, Frequency, Intensity, Pittsburgh Scale and CMAI scale). The long-term follow-up of 3 residents confirmed 
the results of Cohen Mansfield's (2012) (correlation between verbal agitation, vocalizations and unmet primary needs). 
Discussion: the ABS pilot protocol for severe cognitive impairment could be recommended for non-drug 
communication approaches in nursing homes and should be use as a way to reduce verbal agitation. More research 
is needed in this field. 

POS2-19. Arts-based activities for improving social connections of individuals living with 
dementia and their carers: a mixed-methods systematic review 

Snorri Rafnsson1, Heather Loveday2, Mary O'Malley1, Hannah Griffin2, Victoria Tischler3 

1The Geller Institute of Ageing and Dementia, University of West London, 2College of Nursing, Midwifery and Healthcare, University of West 
London, 3European Centre for Environment and Human Health, College of Medicine and Health, University of Exeter 

Cognitive and behavioural symptoms may contribute to social isolation and loneliness by affecting how persons with 
dementia understand and perform during social interactions. Although engagement in participatory arts-based 
activities might enhance capability and confidence in managing social ties following dementia diagnosis, a 
comprehensive synthesis and appraisal of the effectiveness and acceptability of arts-based activities for enhancing 
social connections among persons with dementia and their carers is currently lacking. This review followed the Joanna 
Briggs Institute’s methodology for mixed-methods systematic reviews and included studies investigating the 
effectiveness and usefulness of facilitated, participatory, group-based (or one-to-one), arts-based activities involving 
persons with dementia and their carers. Our primary outcomes included: 1) loneliness and social isolation; 2) specific 
social network characteristics; 3) psychosocial responses; and 4) perceived usefulness of arts-based activities. Our 
three-step strategy included searching: 1) PsychINFO, Medline, Embase, CINAHL, Cochrane, Academic Search Elite, 
Art Full Text, and Arts Premium Collection from 2010 to 2022; 2) reference lists of relevant studies; and 3) unpublished 
studies and grey literature. Twenty-one peer-reviewed studies met the inclusion criteria; 19 qualitative and 2 
quantitative. We found limited evidence supporting the effectiveness of arts-based activities for directly reducing social 
isolation and loneliness, or for improving social connections in persons with dementia and their carers. Although 
participation in such activities may improve social behaviours (e.g., communication), any effects may be context-
specific and temporary. Nonetheless, arts-based activities are well-received by people with dementia and their carers; 
they can increase engagement and positive interactions with others through enhanced feelings of belonging and social 
inclusion. Arts-based activities may be conducive to persons with dementia, their families, and carers through fostering 
a sense of social belonging, agency, confidence, and improved communication. Yet further research is required to 
establish the effectiveness of such activities in positively influencing important psychosocial outcomes in this 
population. 

POS3. (Poster presentations) 

POS3-01. Chain of health and social services for PwD improves support and care in Southern 
Ostrobothnia 

Virve Rinne, Pauliina Pippola 

The Hospital District of South Ostrobothnia 

In Southern Ostrobothnia, the number of people over the age of 75 will increase approximately one and a half times 
by year 2030 (from 20,594 to 30,311). The population is aging faster than in the rest of the country on average, and 
the proportion of PwD (people with dementia) in Southern Ostrobothnia is the highest in Finland. There is a great 
need for integrated and efficient regional services. 
The aim is to increase support and to unify services through an electronic Chain of health and social services for PwD 
designed for everyone to use. For PwD and their loved ones, it offers real time information and contactinformation for 
different situations. For professionals, it provides tools handling different situations and clarifies the division of work 
between different professionals. 
In 2020, the experiences of PwD and loved ones about the services they received were investigated. They were also 
asked what kind of support they would have needed. Social and health care professionals were also asked about the 
service situation. The initial survey provided a picture of the current situation in Southern Ostrobothnia. The multi-
professional workgroup defined the care guidelines and divided into sub-working groups to plan integrated services. 
The Chain of health and social services for PwD was published in March 2022 and is the first of its kind in Finland. It 
is made on an electronic platform, which is also very usable via mobile and can be used by everyone, including partly 
from other parts of Finland. It has also been published on the national health care guidelines page in Terveysportti. 
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Regional developmentwork will continue with the training of social and health care personnel. There is also co-
operation with associations, such as the local Memory Association of South Ostrobothnia. 
The ready-made service chain can be found at (in Finnish): https://palvelupolku.epshp.fi/palveluketju/muistisairaan-
palveluketju/ 

POS3-02. BRAINMEE – Vitality through holistically activating training 

Gloria Pötz, Maria Fellner 
DigitAAL Life GmbH 

There is a sharp increase in Alzheimer's dementia worldwide. Therefore, many organizations are setting a strategic 
focus on this issue. The World Health Organization and the Lancet Commissions also recommend combined 
behavioural interventions as the only effective approach. 
BRAINMEE is a tablet-based serious game for holistic activation of cognitive performance. The daily training can be 
performed with supervision or independently. Each training session of about 45 minutes has a specific theme and 
contains a sequence of exercises that stimulate the various human senses. Movement and perception exercises are 
followed by knowledge questions, math problems, gap words, puzzles, troubleshooting pictures, songs, audio quizes 
and more. All training units are available in four levels of difficulty. You can always take a break or talk about the 
content shown. The important thing is to enjoy the training and have social interaction while doing it. 
The training can be used by individuals at home independently or with relatives. In the context of mobile services, it 
can be used for supervised training with professionals or with trained volunteers. In residential facilities and practices, 
it can be used not only for individuals but also in group settings. People are at the center of technological innovation: 
technology meets elderly or cognitively impaired users and relatives. They are trained and guided, as this is a critical 
success factor in the introduction of such a digital solution. The goal is for older people to use the technology under 
guidance or even independently. 
The prototype, which led to the BRAINMEE app, was developed in the last years within several research projects with 
our partners JOANNEUM RESEARCH, Medical University Graz, Austrian Red Cross and several more. It is currently 
tested in field tests with elderly people within the projects MARA and multimodAAL, which will be introduced in the 
presentation, too. 

POS3-03. Calling All Voices: Experiences of the Black Community with Dementia 

Mary Michael 
Otsuka America Pharmaceutical, Inc. 

Objective: Better understand the challenges, strengths, and lived experiences of Black people living with dementia. 
Background: The Black community bears a disproportionate burden from dementia. Older Black adults are 
approximately twice as likely as older white adults to develop dementia. The challenges are magnified by other 
entrenched biases within the healthcare system. 
Despite the disproportionate impact of dementia on the Black community, their voices, stories, and experiences are 
too rarely told and considered when it comes to supporting people living with dementia. 
Methodology: To understand the experiences of the Black community living with dementia, we undertook qualitative 
primary research, complemented by secondary research. Primary research consisted of nine one-on-one interviews 
with people living with dementia and their care partners. Secondary research consisted of a review of existing literature 
on the Black community’s experiences with dementia. 
Results: Results describe the experiences of the Black community in living with dementia. It shares not only the 
challenges they face, but also the resources the community has built. 
Conclusion: The research identifies several key challenges facing the Black community living with dementia, including: 

• Medical inequity which includes a history of exploitation, discrimination, and distrust 
• Stigma surrounding dementia 
• Lack of resource and tools for living well with dementia 

It also highlights the ways in which the community is responding to those challenges, including: 
• Advocating for fair treatment within medical systems 
• Raising awareness around dementia in the Black community 
• Creating systems of support and practices of care 

Finally, it provides calls to action for how the broader dementia community can better support those from the Black 
community living with dementia, including: 

• Addressing bias, discrimination, and inequity in healthcare settings 
• Creating resources that account for the specific needs and challenges of Black people living with dementia 

POS3-04. Digitally supporting Turkish- and Moroccan carers who take care of their parent(s) 
with dementia 

Emma Schaap 
Alzheimer Nederland 
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Goal: Informing and supporting 2nd and 3rd generation dementia caregivers in Turkish- and Moroccan-Dutch 
communities regarding dementia.  
Method: Alzheimer Nederland’s project encompasses three phases: research, development and implementation. 
Developing with and for caregivers (co-creation) is key, instead of development without active target group 
participation. Additionally, health care professionals are engaged for their practical experience and role as 
ambassadors in the implementation phase.  
Results: The project follows three steps: 

• Mapping information and support needs and preferences via customer journey This includes interviews with 
carergivers and health care professionals (professionals either with or without bi-cultural background). The 
customer journey steers to a focus on recognition and acknowledgement of carers’ situations and three 
distinct themes:  

1. identifying and diagnosing dementia 
2. living with dementia 
3. arranging care 
• Communication materials in cooperation with an agency specialised in intercultural communication 
o Various videos (Turkish, Moroccan-Arabic and Tamazight) 
o Turkish and Dutch brochure 
o Online webpages integrated in www.dementie.nl seperately for Turkish-Dutch and Moroccan-Dutch 

caregivers. These pages include the following elements in Dutch: 
o Information articles (e.g. about culture sensitive diagnosis) also translated in Turkish 
o Care navigation guide focused on how, where and when to arrange dementia care 
o List of culture sensitive and culture specific dementia care organisations 
o Stories of caregivers 
• Social media campaign about dementia in Turkish-Dutch and Moroccan-Dutch communities aimed at 

caregivers caring for a 1st generation parent. This also includes a data plan to measure the webpages’ 
reach and effect.  

Conclusion: Ameliorating and developing online information and support for dementia caregivers in the Turkish-Dutch 
and Moroccan-Dutch communities. Currently still in the making, the abovementioned materials will be delivered in 
August and launched end of August. 

POS3-05 Dementia care for a multicultural patient population: a qualitative study looking into 
adjustments made by healthcare professionals 

Najoua Lazaar, S. Franzen, F.u.s. Mattace Raso, R.l. Van Bruchem - Visser, J.m. Papma 

Erasmus Medical Center Rotterdam 

Background: There is more diversity in the elderly population in European countries. In order to provide effective 
dementia diagnostics and care, healthcare professionals need to cater more to diversity in terms of culture, language, 
educational attainment or (health) literacy. This study focuses on the adjustments made in dementia diagnostics and 
care by memory clinic professionals. This acquired knowledge and experiences will be incorporated in a best practice 
for culturally sensitive dementia diagnostics and care. 
Method: For this research qualitative methods are used. At this moment seven in depth interviews are held with 
healthcare professionals who work within a (multicultural) memory clinic setting across the Netherlands. These 
professionals provide care to a multicultural patient population. The interviews are transcribed verbatim and analyzed 
using Atlas.ti. Eventually, results will be used to develop a best practice for dementia care regarding a multicultural 
patient population.   
Results: Preliminary results show adjustments made by healthcare professionals. Several requirements for dementia 
diagnostics have been mentioned, such as working with experienced translators, use of culture-sensitive diagnostic 
instruments, and language specific information material. The communication between healthcare professionals and 
patients is also important. First, healthcare professionals put extra effort into estimating the level of (abstract) 
reasoning of patients. The language used by the healthcare professional is adapted in order to optimize the 
communication. Second, there is more attention for nonverbal communication if patients have a different cultural 
background than the majority population. Lastly, healthcare professionals take more time to provide care for a 
multicultural patient group.  
Discussion: In the Netherlands the patient population becomes more diverse and needs adjustments in terms of 
culture, language, and educational attainment to the dementia diagnostic trajectory. Learnings and experiences from 
healthcare professionals working at these memory clinics can be very valuable in developing a best practice for 
culturally sensitive dementia diagnostics and care. 

POS3-06. Inclusive Research – Intellectual Disability and Dementia 

Karen Watchman1, Karen Watchman1, Paula Jacobs1, Heather Wilkinson2, Andrew 
Doyle3, Jan Murdoch3, Jill Carson4, Louise Boustead3 

1University of Stirling, 2University of Edinburgh, 3Key, 4Alzheimer Scotland 

“It is brilliant. I feel like I am helping in some way to make people more aware of dementia and how it affects people 
with a learning disability.” 
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People with an intellectual disability have been involved as co-researchers and professional advisors in two dementia 
research projects at the University of Stirling, Scotland (2017-2023). Both studies aimed to better understand how 
dementia may affect people with a learning disability. The above quote is from a member of this inclusive research 
team. Reflections on this way of working, which is not typically seen in universities, are presented on this poster. This 
includes specific ways in which people with an intellectual disability have been involved in dementia research, key 
factors in making the approach work and advice the team would give others embarking on inclusive dementia 
research. 
Examples of involvement of people with a learning disability include developing the original concept for funding 
applications, data collection, recording podcasts and delivering local dementia training to peers with a learning 
disability as part of dissemination. 
The approach taken by the team was supported by factors such as: 

• consistent and appropriate communication including at, and between, meetings. 
• flexibility, for example awareness that some research participants were not aware of their diagnosis of 

dementia. 
Examples of advice that the team share with others embarking on inclusive dementia research include: 

• acknowledgement that there may be power differences that can be difficult to overcome. For example, as 
a group we were all able to discuss some qualitative themes from interviews, however quantitative data 
analysis required the skills of one experienced team member. 

• awareness that dementia can be difficult to research and talk about. Appropriate supports and regular 
debriefs are important. 

• recognition that findings have relevance across a range of sectors and are not just learning disability- or 
dementia-specific. 

POS3-07. CANCELLED 

POS3-08. Social and Spatial Inequalities in Healthcare Use among People Living with 
Dementia in England (2002-2016) 

James Watson1, Mark Green1, Clarissa Giebel1, Frances Darlington Pollock2, 
Asangaedem Akpan1 

1The University of Liverpool, 2The University of York 

Introduction: Healthcare services for people living with dementia (PLWD) are stretched in the UK, and government 
commitments to additional funding have not been adhered to. As the UK population with dementia is expected to 
surpass 1 million by 2024, and the health and social care costs for PLWD set to treble by 2040, it is cital we understand 
healthcare use, and inequalities in healthcare use among PLWD. This study aimed to explore social and spatial 
variations in healthcare use among people diagnosed with dementia (2002-2016). 
Methods: Data were derived from Electronic Health Records of Clinical Practice Research Datalink General Practice 
patients in England (n=142,302). Healthcare contacts were standardised across the sample population, with rates of 
contacts per year calculated for three primary (GP observations, dementia and non-dementia medications) and three 
secondary (Accident and Emergency (A&E) attendances, emergency and elective hospital admission spells). 
Generalised linear regression models, fully-adjusted for confounders were used to identify variation in healthcare use 
by social and spatial groups. 12 models were generated, with one for each healthcare type in each of the early- and 
late-onset dementia populations. 
Results: This study highlights several social and spatial inequalities in healthcare use among PLWD. Men, those from 
White ethnicity groups, from more deprived areas, and from rural areas, tend to have greater use of healthcare 
services which are more closely associated with negative health outcomes among PLWD, including less frequent GP 
contact and medications, and a greater likelihood of emergency secondary healthcare. 
Conclusion: Social and systemic measures are required to reduce inequalities in healthcare use among PLWD. 
Greater continuity of healthcare, particularly in primary healthcare, more frequent and better health checks and 
medicines reviews, more culturally appropriate services, as well as greater and more accessible treatment and 
improved infrastructure for underserved communities. 

POS3-09. France Alzheimer study: “Living with Alzheimer’s disease” program 

Lorène Gilly1, Kevin Rabiant2 

1France Alzheimer, 2France 

Measure n°5 of the former neurodegenerative diseases Plan 2014-2019 stipulated the implementation of therapeutic 
patient education (TPE). It was about "bringing support throughout the life pathway", by considering people concerned 
as actors of their own life course. 
France Alzheimer has mobilized to implement this measure. This commitment resulted in 2018 in the design and 
implementation of an ETP-type program, "Living with Alzheimer's disease", dedicated to people newly diagnosed. 
Built around 3 axes, including 6 specific workshops, the main objective of the program is to enable people to adapt to 
their situation, to mobilize their own resources and to develop new ones. 
Building a program based on a capability approach dedicated to people living with dementia was then perceived 
innovative. Its study therefore constituted a subject of qualitative research. 
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The study took place between January 2020 and October 2021. The Covid-19 pandemic involved changes with regard 
to its progress but did not prevent it from being carried out. The methodology mainly consisted of a survey and semi-
directed interviews: 150 questionnaires were completed by 61 local branches and 88 interviews took place. 
The study reveals that this action remains young and still suffers from various obstacles but is unanimously 
appreciated by people who directly experienced it. The organizers, volunteers and professionals testify to their strong 
conviction in the relevance of this action. The participants express more than their overall satisfaction and explain the 
way in which they invested the program and the group. The informal caregivers claim to support the proposal because 
it allows their relatives to be in action and to meet other people. 
The approach that this action promotes needs to be confirmed. This study, unpublished, represents a starting point. 
It clears a field of questions more than it collects answers. This is often the case in research processes. 

POS3-10. Digital Dementia Communities – creating a safe and knowledge-based online 
initiative for people affected by dementia 

Anne Sofie Thorup 

The Danish Alzheimer's Association 

Background for the initiative “Digital Dementia Communities”: Approximately 9000 people get diagnosed with 
dementia each year in Denmark. From the Danish Alzheimer’s Association's telephone counseling Demenslinien, we 
know that people affected by dementia often search for knowledge on how to live their life after a loved one or oneself 
is diagnosed with dementia. Many feel left to themselves and one of the questions arising is often: How can we 
continue to live our everyday life as a family? 
The initiative: The Danish Alzheimer’s Association created a digital initiative for people affected by dementia. The 
initiative is online with structured courses and is offered to people with dementia and their relatives, shortly after the 
diagnosis. The digital initiative aims to offer an including and safe space that is accessible to everyone, independent 
of the municipality you live in and physical limitations. 
Shortly after the diagnosis, the parties receive an invitation to an online meeting, where they meet a dementia advisor. 
Afterwards, the family gets an opportunity to be a part of an online community where they can meet other people 
affected by dementia and participate in three online lectures including the topics: 
Knowledge about dementia 
Meet a person with dementia 
How to take the next step – an introduction to local activities  
Results: The project is currently in a pilot phase which runs until August 2022. From October the initiative will be 
offered throughout the country, so every family affected by dementia has the possibility to participate online and be a 
part of the Digital Dementia Communities. Early results show that this initiative makes it possible for people affected 
by dementia to get help on their terms in a safe online environment. 
A poster showcasing Digital Dementia Communities will be presented by Project leader Anne Sofie Thorup. 

POS3-11. Participation of people with dementia and caregivers in scientific research 

Hester Blok 
Alzheimer Nederland 

Being a health funding organisation ánd a patient organisation, Alzheimer Nederland has an extensive background in 
public-patient involvement (PPI). We feel we have a great responsibility in guiding and advising researchers on the 
topic of PPI.   
A lot of (funding) organisations advise researchers to always involve people with dementia (pwd) and/or caregivers 
(cg) in every project and in each step. We used to advise that as well. However, based on our experience, we adjusted 
our advice in two ways. 
First, we wanted to guide researchers more on what to ask the pwd/cg. When pwd/cg are participants or end-users, 
they need to be involved in the research project. Preferably from the very beginning to the end. But on which topics? 
The expertise of pwd/cg is their own life: the life they lead with dementia. So that’s the value. That’s the topic they can 
give input on. But how to translate that to scientific research? 
Pwd/cg can help improve the project on three points: 

1. Relevance: how relevant is the research question? 
2. Feasibility: is the project feasible? 
3. Applicability: how applicable are the (intended) results? 

When people with dementia and caregivers are involved on these three points, they are really able to improve the 
research based on their own experiences. That’s beneficial for the researcher, but also for pwd/cg themselves: it gives 
a feeling of being useful. 
Second, we advise researchers to only involve pwd/cg when people are research participants or end-users of the 
project. When people are not, for instance in fundamental research, they can only say something about the relevance 
of the end-goal of the project. Usually that is ‘to find a solution for dementia’ and that is relevant by definition for 
pwd/cg.  
 
With this vision and these ‘tips and tricks’ we help researchers to improve the PPI in their work. 
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POS3-12. The experience of lived body as expressed by people with dementia: A systematic 
meta-synthesis 

Elisabeth Telenius1, Siren Eriksen1, Ellen K Grov2, Tanja L Ibsen1, Anne Marie M Rokstad1 

1The Norwegian National Centre for Ageing and Health, Vestfold hospital trust, 2Oslo Metropolitan University 

Introduction: Dementia conditions causes extensive bodily changes, and these changes impact on the persons’ 
experiences of living with dementia. Health care professionals and informal carers need to be advised on the 
implications this has for delivering care to people with dementia. Hence, a systematic review that synthesises the 
knowledge on this topic is called for. 
Method: This qualitative systematic review and meta-synthesis included interview studies with people with dementia. 
We investigated the experience of lived body for people with dementia based on the theoretical framework of van 
Manen. To critically appraise the included studies, the Critical Appraisal Skills Program criteria for qualitative studies 
was applied. In total, 39 qualitative interview studies were included and analysed in accordance with the principles of 
interpretive synthesis. 
Findings: Four categories were revealed during the analysis of this material: (1) My body works; (2) My body betrays 
me; (3) Understanding and adapting to my body’s changes; and (4) My body in relation to others. 
Discussion/conclusion: The experience of living with dementia is highly individual and diverse. However, when 
delivering care to people with dementia one must be aware that the body is more than an object. If one fails to realize 
this, the consequence may be the person’s alienation both from relation and from the body. There are relational 
aspects to the lived body experience as people with dementia both observe others and are aware that others observe 
them. Last, but not least, people with dementia describes that a body that is capable and strong gives access to 
participation and involvement. 

POS3-14. CANCELLED 

POS3-16. Towards a dementia friendly hospital 

Alain Bérard, Jean-PIerre Aquino, Christine Tabuenca 

Fondation Médéric Alzheimer 

The arrival in the Emergency Department represents a total rupture with the living environment and habits, even more 
so for peole living with dementia. The irruption into an unknown world under tension is a source of anxiety, fear, 
agitation... so much so that the reference points are completely shaken. Although hospital teams respond perfectly to 
medical needs, they do not always master the "geriatric" culture and that of dementia in particular. They are unable 
to take measures to mitigate the deleterious effects of the disruption or the increase in cognitive disorders. In response 
to this situation, based on numerous observations and studies in hospitals, the Fondation Médéric Alzheimer 
published a practical guide in 2020 entitled "Improving the reception of elderly people with cognitive disorders in 
Emergency Department". Produced in partnership with the Fédération Hospitalière de France, France Alzheimer, the 
Société Française de Gériatrie et Gérontologie, the Société Française de Médecine d'Urgence and the Union 
Nationale des Associations Familiales, this guide is intended for managers and professionals in the field.The 
measures to improve these reception conditions are based on five essential pillars, presented in a concrete manner 
and illustrated with testimonies and initiatives that can be adapted and reproduced according to the specificities of 
each establishment: - Identifying elderly people with cognitive disorders - Recognising the place and role of caregivers 
- Training and raising awareness among hospital staff about geriatric culture and Alzheimer's disease - Adapting the 
space - Moving towards a global approachThe ageing of the population and the consequences of the health crisis 
linked to COVID-19 make this a crucial issue. This is why the Fondation Médéric Alzheimer and the Fédération 
Hospitalière de France wish to go further and commit to an "Alzheimer-friendly" hospital by rewarding initiatives that 
improve the reception and care of people living with dementia in hospitals. 

POS3-18. Supporting and Evidencing High Quality Post Diagnostic Support 

Nikki Lorimer, Maureen Taggart 
Alzheimer Scotland 

Alzheimer Scotland in partnership with Health Improvement Scotland, Focus on Dementia and NHS Education for 
Scotland, developed tools to evidence the quality of post diagnostic support delivered.   
The Quality Improvement Framework comprises four key areas essential for the delivery of high-quality Post 
Diagnostic Support: Person Centred, clear Pathways, delivered by well-trained Practitioner(s), ensuring Participation 
of everyone involved. The Framework aims to improve the quality of the experience for people with dementia and 
their families in Scotland, reduce variation in how services are delivered and improve the experience of staff, ensuring 
they feel skilled, effective and supported in their role. 
Throughout 2021 Alzheimer Scotland started using the Quality Improvement Framework with Post Diagnostic Support 
Link Workers in 8 areas. Post Diagnostic Support Link Workers then submitted evidence and comments against each 
of the criteria.  
A Single Quality Questionnaire was designed to provide important information about how helpful Post Diagnostic 
Support has been to the people and carers with the vision of becoming a universal question integral to evaluation 
methods. 
The feasibility and usability of a Post Diagnostic Support Single Quality Question was tested, asking people with 
dementia and carers a Single Quality Question to determine the difference Post Diagnostic Support has made to 
them. This test has informed ongoing improvement in Post Diagnostic Support practice.  
Continuous professional development is key to delivering high-quality services. Alzheimer Scotland has a strong 
collaborative partnership with the NHS Education for Scotland and together are reviewing the “Promoting Excellence 
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in Supporting People Through a Dementia Diagnosis” training and the facilitators toolkit, before training 20 Post 
Diagnostic Support Link Workers on the training programme. 
To complement this, we have developed a programme of monthly Continuing Professional Development sessions for 
Post Diagnostic Support Link Workers of areas and subjects that they felt they required more in-depth knowledge of. 

POS3-19. “Occupational Therapy in Dementia Care E-Module” - Creation of an E-learning 
resource to support Occupational Therapists working in dementia care 

Matthew Gibb1, Helen O Keeffe2, Riona Nolan3, Dr Tadhg Stapleton4, Dr Ruth Usher5 
1Dementia Services Information and Development Centre, 2Beaumont Hospital, 3Saint James Hospital, Dublin, 4Trinity College Dublin, 5University 
College Cork 

Background: Occupational Therapy (OT) has a significant role to play in all stages of dementia. In Ireland, a group of 
experienced OT’s engaged in a collaborative process with the Dementia Services Information and Development 
Centre (DSiDC), the PREPARED Project and the National Dementia Office (NDO) to develop an online Dementia 
eLearning module specifically for OTs 
Aim: The aim of this collaboration was to develop a suite of relevant online educational resources to guide OT practice 
in key areas across the spectrum of dementia care. 
Process: Two online modules were developed by OTs from various backgrounds including acute care, primary care, 
Memory Technology Resource Room Services, psychiatry for later life, residential care, and university. 
The modules aligned with the OT process and content includes: assessment, goal setting and specific interventions 
including environment, communication, capacity, driving and occupational engagement. Content was created in a 
variety of interactive mediums and uploaded to the DSiDC webpage. 
Outcome: The modules went live in March 2020 registration has been recorded from December 2021 and to date the 
modules have been accessed by 544 therapists. Registrants include both Irish (435) and International (109) OTs.  
Implications for practice: These E-module’s has provided an educational resource that is valuable to all OTs, from 
students to established OTs looking to upskill in the area of dementia. The unique and varied contribution of OT in 
providing person-centred services for people with dementia, supporting them in leading a meaningful life where 
function and quality of life are optimised is reflected across these modules. Ongoing research, innovative practice, 
advancing technology, and legislative changes are reflected in the modules to assist therapists in the provision of 
informed, high quality interventions when working in partnership with people with dementia, their families and 
communities. 

Virtual Conference Platform 

Virtual sessions 

VS1. What the Outcomes of a Study on the Global Prevalence of Alzheimer's Disease Mean 
for the AD Community 

Anders Gustavsson1, Wiesje van der Flier2, Lutz Frölich3, Annie Chicoye4, Lydia Lanman5, 
Drew Holzapfel6 
1Quantify Research, 2Amsterdam UMC, 3University of Heidelberg, CIMH, 4Sciences Po Paris, 5F. Hoffmann-La Roche Ltd, 6High Lantern Group 

The presentation aims to educate Alzheimer Europe's conference stakeholders, including patient advocacy groups, 
policymakers and influencers, on the results of PAVE's recently published research on the global prevalence of 
Alzheimer's disease (AD), and share various perspectives on what the results mean and how they can be used by 
various AD stakeholders (researchers, clinicians, payers, patient groups).  
PAVE - a collaborative, multi-stakeholder forum committed to AD research, value assessment and funding in Europe 
- conducted a review of available evidence on the prevalence of AD across all stages of the disease. The study, 
published in June 2022, identified rising rates of Alzheimer's across Europe and changing demographics of the 
Alzheimer's patient population. 
Current data on dementia prevalence does not account for the early stages of AD, where a majority of people living 
with the disease demonstrate no apparent symptoms. With interventions in development that could prevent or slow 
the progression of the disease, stakeholders require better data on the current and future AD population to understand 
the value of these interventions for people living with or at risk of developing Alzheimer's, their families and society. 
Estimates of the potentially eligible patient population will support health system preparedness for the entry of effective 
interventions that could improve the outcomes of people living with AD and reduce informal care costs.  
The study is linked here: https://alz-journals.onlinelibrary.wiley.com/doi/full/10.1002/alz.12694 

PAVE - Virtual session 
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Virtual oral presentations 

VOP-01. Managing challenging behaviour in migrants with dementia: co-creating a method 
for community nurses and case managers 

Serena van der Kaaij1, Judith Huis in het Veld1, Geraldine Visser2, Gözde Düran2, Simone 
de Bruin2, Robbert Gobbens1, Leontine Groen- van de Ven2 
1Hogeschool Inholland, 2Windesheim 

Background: Community nurses and casemanagers have difficulties managing challenging behaviour in migrants with 
dementia living at home. This study aims to develop a method for these professionals to support informal caregivers 
and people with dementia of migrant background to tackle and manage these difficulties. 
Methods: A participatory learning and action study was conducted in two home care organizations in the Netherlands. 
Data were iteratively collected through 17 semi-structured interviews and were used as input for 5 design sessions in 
which researchers co-created the method with home care professionals and informal caregivers of migrant 
background. The co-creation sessions were designed according to the principles of participatory action research, 
using design-thinking, group discussion, personal logs and multiple feedbacks. Data were thematically analyzed using 
coding and constant comparison. 
Results: The interviews revealed that building a relationship of trust is essential for discussing challenging behaviour 
with people with dementia of migrant background and their informal caregivers. In the co-creation sessions, it was 
therefore decided that the method should address both preconditions for discussing challenging behaviour (e.g. 
showing a culturally sensitive attitude, allocating time for getting to know one another) as well as concrete advices for 
actually managing challenging behaviour (e.g. analysing and talking about challenging behaviour, supporting informal 
caregivers, managing crises). 
Discussion and conclusion: Given the growing number of people with dementia with a migrant background living at 
home, tools for home care professionals to manage challenging behaviour in this diverse group are becoming 
increasingly important. This study shows that it is important to develop such tools in co-creation with home care 
professionals and informal caregivers of migrant background in order to meet the needs of this diverse group. 

VOP-02. Changing views of old age and dementia for children in elementary schools in The 
Netherlands 

Kasper Bormans, Prof. Sandra Zwakhalen 
Maastricht University 

Background: Children have negative stereotypes about aging and dementia from a very young age. These mental 
images are harmful to their own well-being in later life and toxic to their approaching behavior of elderly people. There 
is an urgent need for positive interventions that give children a more constructive image of old age and dementia. 
Method: We organized an innovative 14-week educational trajectory about positive aging for two school classes of 
Dutch pupils of 10 years old. The young participants (n=74) received communicational training to interact in a 
meaningful way with grandparents and unfamiliar people with dementia. Before and after the intervention, the children 
made four drawings of elderly people (unfamiliar, healthy & happy, unhealthy & unhappy, grandparent). The evolution 
of the drawings will be analyzed with an emphasis on the appearance, the location, the activity and the social network 
of the elderly. 
Results: [Data will be collected in March – June 2022] We predict that the positive interventions will be visible in the 
evolution of the children’s drawings. We hypothesize the post-test drawings to depict more social interactions between 
generations and showing a wider range of activities that differ from unhealthy and sedentary lifestyles. 
Conclusion: The negative perceptions about old age and dementia arise at a young age and are detrimental later in 
life. Positive interventions are able to alter these internalized representations by changing the perspective on old age 
and dementia in children. 

VOP-03. Alzheimer Scotland and Care Visions, a partnership approach to therapeutic digital 
delivery 

Gillian Councill 
Alzheimer Scotland 

When the pandemic struck in March 2020, the subsequent public health measures significantly impacted people living 
with dementia. In the absence of routine social contact and meaningful activity, people experienced losses of skills, 
confidence, and loneliness. Recognising the need to provide ongoing therapeutic activities, Alzheimer Scotland and 
Care Visions Healthy Ageing collaborated at the start of 2021 to deliver an online programme for people living with 
dementia and their carers. Although at that time online delivery was widely acknowledged as successful, it was not 
clearly evidenced for people living with dementia.  
Care Visions’ therapists, with the support of Alzheimer Scotland staff, developed a structured 6-week online 
programme to facilitate meaningful activities and maximise participation in a digitally-delivered format. The programme 
consisted of two sessions of 45 minutes each per week, attended by four or five people living with dementia and their 
carers, linking in from across the Highlands. Sessions generally started with a physical warming-up exercise, followed 
by a cognitively stimulating activity, and ending with an interactive creative activity. All 18 participants completed it, 
and ten or more of the 12 sessions had 78% attendance. 
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Therapists measured engagement by qualitatively observing participants’ verbal and non-verbal cues. Using an 
adapted version of the Menorah Park Engagement Scale to grade levels of engagement, constructive engagement 
was observed through active interaction in 96% of observations.  
Response to the programme was overwhelmingly positive, based on participation, engagement, observations and 
feedback. As the weeks progressed, independence increased, and participants interacted more naturally online. 
Feedback from participants included comments on how nice it was to make new friends, revisit old memories, and 
see familiar faces each week. Carers noted improved mood of participants after sessions and the benefits enjoyed by 
both participants and carers of socialising online. 

VOP-04. Co-created ICT-based solutions for informal carers of people with Alzheimer Disease 

Celia Soares1, Patrícia Macedo2, Rui Madeira2, Gabriela Colaço2, Anna Ramon-Aribau3, 
Cristina Borralleras-Andreu3, Sergi Grau Carrión3, Josan Merchán-Baeza3, Eduard 
Minobes-Molina3, Montse Romero-Mas3, Ainslea Cross4, Gulcan Garip4 
1Instituto Politecnico de Setubal - Escola Superior de Saude, 2Polytechnic Institute of Setubal, 3University of Vic, 4University of Derby 

Dementia is a syndrome affecting more than 55 million people around the world (WHO, 2021) and Alzheimer’s 
Disease is the most common cause of dementia, responsible for 60–70% of cases (Jensen et al., 2022). Informal 
carers, mostly family members, often face financial, social, and psychological stressors, which have an impact on 
their physical and mental health (WHO, 2021). Informal caregiving can be burdensome, and technology can support 
caregivers’ needs along the care pathway (Lorenz et al., 2019). However, technological solutions should match to 
individuals’ needs, circumstances, and preferences (PIRU, 2015). Within the activities of Co-Care, a European project 
funded by Erasmus+, a literature review was conducted to understand the status of co-created ICT-based Alzheimer 
care solutions. The search was performed in different databases (e.g., EBSCO, PubMed, IEEE Xplore) and websites, 
spanning January 2015 - April 2020, focusing into different types of documents: journal articles, grey literature, policy 
documents, research projects, training, and experiences/actions. After abstract and full-text screening, a total of 174 
documents were analyzed by two independent reviewers. Results show that there are solutions focusing on specific 
needs of caregivers, like information about dementia and caregiving tasks, providing tools that may improve their 
practical life and well-being. However, technological/digital resources are still lacking in many relevant domains, such 
as crisis planning or physical health of the carer. Meaningful participation during the design phase is still scarce since 
the involvement of carers is mostly at the end of the process for potential improvements. Moreover, the available 
solutions are still at an early stage of development, either at the level of exploration or initial implementation. In fact, 
these findings suggest that there is space to improve user-led design and co-creation needs in the process of design 
of ICT solutions focusing the informal caregiving of people with Alzheimer Disease. 

VOP-05. A candidate microRNA profile for early diagnosis of sporadic Alzheimer’s disease 

Maria Tsamou1, Eva Ntanasi2, Nicolaos Scarmeas3, Susanna Skalicky4, Matthias Hackl4, 
Erwin L. Roggen1 
1ToxGenSolutions BV, 21st Department of Neurology, Aiginition Hospital, National and Kapodistrian University of Athens Medical School, Athens, 
Greece, 31st Department of Neurology, Aiginition Hospital, National and Kapodistrian University of Athens Medical School, Athens, Greece, 
Department of Neurology, Columbia University, New York, NY, USA, 4TamiRNA 

Background: Late-onset or sporadic Alzheimer’s disease (sAD) is a progressive, neurodegenerative, and age-related 
disease, leading to irreversible brain damage along with cognitive impairment and memory loss. The underlying 
pathological changes take place several years prior to the appearance of the first clinical symptoms, however, due to 
the disease’s complexity, the diagnosis of sAD at preclinical stage remains poor and inaccurate. 
Aim: To identify changes in circulating microRNA (miR) expression in an effort to detect early biomarkers of underlying 
sAD pathology. 
Methods:  A set of candidate miRs, detected in biofluids from subjects at early stage of sAD compared to cognitively 
healthy controls, was retrieved from available publicly data. Quantitative RT-PCR was used to measure the relative 
expression of the selected miRs in serum samples of 24 cases (subjective/mild cognitive impairment) and 15 healthy 
controls, recruited within the Aiginition Longitudinal Biomarker Investigation of Neurodegeneration (ALBION) cohort 
study. Data on the protein levels of β-amyloid (Aβ42), total and phosphorylated tau (t-tau and p-tau), in cerebrospinal 
fluid (CSF) of the participants were also retrieved. In order to evaluate technological issues, the identified miRs in the 
main study were remeasured in the same serum samples, using different methods for RNA isolation and RT-qPCR 
measurements. 
Results: The relative expression of twelve miRs was significantly different in serum collected from subjects either with 
pathological proteins (Aβ42, t-tau and p-tau) in their CSF, or with signs of cognitive decline. Seven of these miRs were 
also found to be altered in the same serum samples when findings from the main study were measured by different 
platform. 
Conclusions: These candidate human circulating miRs may be of great importance in early diagnosis of sAD. There 
is an urgent need for confirming these proposed early predictive biomarkers for sAD, which can further contribute not 
only to societal but also to economic benefits. 

VOP-06. How integration of dementia services is improving timely dementia diagnosis: an 
example from Kent 

Afifa Qazi 
KMPT 
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The author wants to share a programme of work from Kent, a County in the south-east of England, where integration 
of services has enabled system wide quality improvement and innovation to achieve improved time to diagnosis, by 
best use of available resources and increased diagnostic capacity by engaging with primary care. 
In Kent a county-wide, Dementia Special interest group has provided the platform to introduce innovation 
collaboratively across the entire county and has made a significant difference to people with dementia across the 
whole pathway of care that has particularly improved time to diagnosis. 
The main elements of improving dementia diagnosis rate and improved time to diagnosis are: 
1) Pre-diagnostic support through appointment of Dementia Coordinators 
2) Transformation of memory services to an Enhanced memory assessment and intervention model, with diagnosis 
within six weeks of GP referral by offering assessment and diagnosis on the same day by clinicians as opposed to a 
lead time of 18 weeks previously. 
3) Increased dementia diagnosis capacity by training primary care colleagues and creating GP with extended roles 
posts to diagnose non-complex dementia. 
4) Introducing a screening tool to diagnose people with dementia in care homes avoiding the need for a secondary 
care referral. 
5) Having a shared electronic patient record system across the county which enables quick and easy access to patient 
records. 
In the UK dementia diagnosis rates, dropped from 67.6% in February 2020 to 63.2% in December 2020. Post COVID-
19 recovery in dementia diagnosis rates is happening across the country, Kent is ahead at 9% with increase in 
dementia diagnosis compared to a national average of 0.5% increase. 
The integrated care system in Kent has enabled collaborative working across organisations and has improved 
dementia diagnosis rates at a fast pace. This is an example that other healthcare systems can learn from. 

VOP-07. Online Support Groups in Lockdown: Experiences of Carers of People Living with 
Dementia during COVID-19 

Bethany McLoughlin, Helen Atherton, John MacArtney, Jeremy Dale 
University of Warwick 

Background: This study aimed to explore the experiences of carers of people living with dementia who participated in 
an online support group during the COVID-19 pandemic to investigate their experiences and preferences of online 
and face-to-face support. 
Methods: This convergent mixed methods design study utilised an online questionnaire and semi-structured 
interviews. Interviews took place over videoconferencing software and were analysed through thematic analysis. 
Results: 39 carers of people living with dementia completed the questionnaire and 16 carers participated in interviews. 
Participants found online groups more convenient, but face-to-face groups more enjoyable. Participants who found it 
difficult to access face-to-face groups expressed stronger preference for online groups. Many felt that hybrid groups 
would make it easier for more people to attend. However, some carers lack the resources and technological skills to 
participate in online support groups effectively. Several avenues for improving support groups for carers were 
described, including IT resources and training with technology to maximise carers capacity to access support online 
successfully. 
Conclusion: Online support groups can be an appropriate way of supporting carers of people with dementia, especially 
for those who do not have access to face-to-face support groups. 

VOP-08. Memory Strategies as Conversational Techniques for Caregivers in Alzheimer’s 
Disease 

Kasper Bormans1, Prof. Keith Roe2, Prof. Dirk De Wachter2 
1Maastricht University, 2KULeuven 

Objective: Alzheimer’s Disease is the most common form of dementia, characterized by a lingering process of 
deterioration for the patient and the close environment (‘caregiver burden’). More than 70% of the dementia patients 
are still living at home, taken care for by a family member. Dementia thus affects three times as many persons involved 
than there are patients. The primary objective is to examine how the addition of (augmented) reality to mnemonic 
strategies can transform the ‘hidden victims of dementia’ into ‘hidden resources’.  
Method: We developed a mobile application (‘MemoryHome’) based on the ancient mnemonic strategy ‘the method 
of loci’ (MoL). Previous research solely focused on the MoL as a solitary activity for Alzheimer patients to delay 
memory problems. The novelty of our study is to use the mnemonic strategy as a dyadic intervention to increase well-
being by introducing the concept of a ‘co-walker’. The digital instrument stimulates conversation between patients and 
caregivers.  
Results: The impact of our psychosocial intervention was evaluated (week 0-4-8) in homecare (n=19 dyads) and in 
the residential setting (n=22 dyads) on quality of life (QOL-AD), feelings of depression (GDS-15) and connectedness 
of subjects in the early phase of AD and their significant others (QCPR). Participants reported to feel more cheerful, 
more physically active and socially connected. 
Conclusion: The mobile application MemoryHome is an efficient tool to reinforce the dialogue between patients and 
their environment. Translating mnemonic strategies into dyadic interventions can turn ‘hidden victims’ in ‘hidden 
resources’ in future Alzheimer research. 
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VOP-09. 3D4elderly - creation of new tools for care 

Irina Ilieva, Kalina Ekova, Petya Nikolova 
Alzheimer Bulgaria Association 

Alzheimer Bulgaria has been working actively on training and support by presenting new tools in the care for people 
with dementia through the usage of technology. 
In 2021 Alzheimer Bulgaria launched an Erasmus+ project “3D4elderly”. The project aims to create innovative learning 
pathways that increase the quality of the work of caregivers and staff members dealing with people with Alzheimer 
and elderly people with dementia and also to raise the quality of life of people with dementia by using 3D technology. 
The project introduces an innovative approach to tackle one of the first symptoms of a person with Alzheimer’s: short-
term memory loss. The use of 3D printing will help these people by offering them a multisensory experience thanks 
to the tools created. The 3D printing helps for the creation of games for improvement of memory that are dementia 
friendly and easy to use and comprehend. 

VOP-10. Learning from the digital delivery of a national dementia workforce change agent 
development programme: Scotland’s Dementia Champions 

Anna Jack-Waugh1, Margaret Brown2, Rhoda Macrae2, Alison McKean3, Betty Scholes1, 
Louise Ritchie2, Clair Gamble4 
1University of the West of Scotland, 2Alzheimer Scotland Centre for Policy and Practice, University of the West of Scotland, 3Alzheimer 
Scotland, 4University of Dundee 

In 2021 Scotland’s National Dementia Champions programme 2021 was delivered digitally as part of the Scottish 
Government’s Dementia and Covid Recovery Plan. Scotland’s National Dementia Champions is a workforce 
development programme for general hospital staff to facilitate development in knowledge and skills for Champions to 
become agents of change in their workplaces.  This seminar will provide insight into the multi-agency and multi-
speciality approach to adapting this long-established programme into the digital sphere. The evaluation adopted a 
repeated measures design to measure the impact on participants.  Participants were asked to complete a range of 
standardised measures on attitudes to (ADQ) and knowledge of dementia (KIDE) as well as an indicator of self-
reported self-efficacy (Bandura) on the first day and then again eight months later, on the final study day of the 
programme. 
The educational strategies and evidence-based pedagogy used to retain the underpinning values of the programme 
and the voice of people with dementia and their families centrally while developing staff as agents of change will be 
discussed. 
During and after the session, the participants will understand, 

• the aim of Scotland’s National Dementia Champions programme 
• the multi-agency process and educational strategies used to enable the digital delivery 
• how the voice of people with dementia and their families were held centrally in the programme 
• evaluative feedback from participants and findings of the distance travelled by participants in knowledge 

and approaches when working with people with dementia   
• the learning so far concerning the digital delivery of a national workforce development programme 

The knowledge and skills available to session participants are an appreciation of the strategic and creative partnership 
approaches to pivot a face to face programme to a digital programme while retaining the essence of a human rights-
based approach to the care of people with dementia. 

VOP-11. A framework for understanding the intersectional eHealth needs of people with 
dementia and their carers: Results from a focus group study 

Hannah Christie1, Penelope Siebert2, Marjolein de Vugt1 
1Maastricht University, 2Nottingham Trent University 

Background: eHealth interventions have been shown to increase self-efficacy and dementia caregiving knowledge, 
as well as reduce symptoms of depression and anxiety in carers. However, current evidence-based eHealth 
interventions for dementia do not take a diverse enough range of user characteristics into account when developing 
and evaluating these interventions. This affects their translation from research into practice, which is an unfortunate 
waste of research funds. In addition, it is a failure to realize the intended impact for people with dementia and their 
carers. In order to create the intended impact of eHealth for dementia care and reduce possible barriers for 
implementation, its content and format must be reviewed through an intersectional lens. Intersectionality focuses on 
shifting the understanding of social categories, their relationships and interactions in researchers, society, health 
professionals, and policy makers. 
Objectives: This study aims to develop a framework to understand the eHealth needs of people with dementia and 
their carers from an intersectional perspective. 
Methods: The study will consist of focus groups with informal carers of people with dementia, to assess intersectional 
needs in eHealth for dementia care. Each focus group will contain a minimum of four and a maximum of eight informal 
carers. There will be two to three focus groups, depending on the data saturation. To analyse this data and develop 
a framework for understanding an intersectional range of diverse needs in eHealth for dementia care, this project will 
apply Max-Neef’s theory of Development and Human Needs and the Human Development Scale (HDS). This 
perspective will involve identifying needs and satisfiers. 
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Results: This study will produce insights into how people with dementia and carers from a wide range of backgrounds 
view dementia and eHealth technologies, and what their needs might be. Final results are expected by October 2022. 

VOP-12. The Dementia Carers Campaign Network journey; sharing our learning experiences 
good and bad, warts and all! 

Judy Williams, Members of the Dementia Carers Campaign Network 
The Alzheimer Society of Ireland 

Background: The Dementia Carers Campaign Network (DCCN), supported by The Alzheimer Society of Ireland, is an 
advocacy group of carers who support loved ones with dementia. The group aims to be a voice of and for dementia 
carers in Ireland, and to raise awareness of issues affecting families living with dementia.  (The DCCN is not a support 
group but is a supportive environment.  We do not offer formal carer training, but we work on building advocates’ 
capacity). 
Since its establishment in 2013, members participate in research, speak at conferences and events, provide feedback 
on national dementia policy and campaigns, meet with political representatives, and take part in awareness raising 
activities. The group also influences the work of The Alzheimer Society of Ireland.  
Content: The DCCN was formed to facilitate the inclusion of the dementia carers’ voice in policy affecting them and 
the people they care for. The group believes that their voice is important and must be included in public 
policy.  Organisations request that we engage with them on a variety of work, as they can see the value of including 
the voice of the carers at the heart of their work. 
The DCCN has had an interesting journey to get to this point, and the group will offer insights into:  

• Successes 
o being included in critical policy consultations 
o raising awareness of issues affecting families living with dementia and the needs of carers and 

supporters 
o the innovative use of art as a communication tool to connect with a wider audience outside the 

dementia community 
• Mistakes and pitfalls 

o initial lack of structure 
o collecting insufficient information for advocate participation 
o failing to say ‘no’ when appropriate.  

DCCN members will share their lessons learned with their European colleagues and we hope to inspire and help other 
carer advocacy groups. 

VOP-13. Dementia Research Advisory Team members collaborate in Running our Own 
Research Project 

Cíara O'Reilly 
The Alzheimer Society of Ireland 

Background: Established in 2019, the Dementia Research Advisory Team is a group of people living with dementia 
and carers/supporters who are involved in dementia research in a Person Public Involvement (PPI) capacity, as co-
researchers. These Experts by Experience work with researchers across Ireland as co-researchers, ensuring the lived 
experience of dementia is central to dementia research. Evolving from their experiences as co-contributors, the 
members decided to apply their unique insights to conducting a research study of their own. 
Aim: To determine the feasibility of carrying out research on “the Impact a Diagnosis of Dementia has on a Family 
Carer” by those with direct experience of it, ie, family Carers / Supporters and people living with dementia. 
Co-development Process: Members living with dementia and those who identify as Carers / Supporters met in 
individual groups to discuss the practicalities of a project of this nature, (ie, running our own research) and to suggest 
possible topics to investigate. The members came together to democratically decide the focus of their research work: 
Impact on the Carer - How a diagnosis of dementia changes the life not just of the person receiving it but their family 
members or carers also. This topic was chosen as it is relevant and important to all members of the Dementia 
Research Advisory Team. 
A survey was distributed to the members to establish how best to progress the work, how they would like to collect 
the data and what their final output would be. 
Running Our Own Research Project: This joint presentation will showcase the unique collaboration of family carers / 
supporters and people living with dementia as they use their lived experience to design, investigate and analyse a 
research question authentic to their experience; the impact a diagnosis of dementia has on the person who becomes 
a family carer. 

VOP-14. Innovation cluster as a solution for implementation barriers for a supportive eHealth 
intervention for caregivers of people with dementia (Partner in Balance) 

Lizzy Boots1, Loes van de Voort2, Lisette Dickhoff3, Judith Lansink4, Bram Duijsens5 
1Maastricht University, 2Hulp bij Dementie Midden-Limburg, 3Hulp bij Dementie Noord-Limburg, 4Hulp bij Dementie Maastricht-Heuvelland, 5Ilionx 
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An overburdened informal caregiver is one of the biggest reasons for admission to a nursing or care home. Timely 
support for informal caregivers is crucial so to adapt to the continuously changing and progressive nature of dementia 
and prevent overburdening. 
The eHealth intervention 'Partner in Balance' (PiB) focuses on self-management skills at an early stage to prevent 
overburdening in the later stages. It combines personal guidance by a casemanager with thematic modules in an 
online environment. PiB has been proven to be effective in improving the self-efficacy, perceived control and quality 
of life of caregivers. These factors are related to the later admission to a nursing home. 
Case managers who use PiB indicate that they experience a deepening in their relationship, with home visits being 
more efficient and sometimes not necessary because of the contact via the platform. However, implementation 
research shows that there are barriers to structurally implementing the PiB intervention: 
1) time required and adaptation of case managers' work routines, 
2) assumptions about internet use of informal carers, 
3) uncertainty in financing options, 
4) lack of cost-efficiency data 
This study aims to remove these barriers by means of the collaboration between healthcare provider, healthcare buyer 
and product on the basis of the 'Consolidated Framework for Implementation Research'. This model describes five 
domains that can influence intervention implementation, scaling up and assurance. By forming an innovation cluster, 
efforts are made in every domain of the CFIR to remove the experienced barriers.  
With this approach, it is expected that the casemanager network care provider in the south part of the Netherlands 
will train 100% of casemanagers to become 'Partner in Balance' coach (increase of 63%) and that they will offer this 
to 40% of all clients (increase of 94%) at the end of the project period (36 months). 

VOP-15. PEACE: A whole system approach to understanding dementia and reducing distress 

Frances Duffy, Jill Richardson 
Northern Health and Social Care Trust 

People living with dementia interact with a wide range of people and services, whether they are living at home, in 
supported living or in care homes.  The person navigates through their day and engages in a world that can sometimes 
be confusing and difficult to understand.  If the person can meet their needs independently or with support, they do 
not generally experience distress.  Sometimes, however, the person responds to an experience or an event in the 
environment which impacts on their physical or psychological wellbeing.  When this happens, if the person cannot 
meet their needs independently, or if they decline support, their distress is likely to increase.  If the person’s behaviour, 
as a consequence of their increased distress, presents a risk to the person or others this can lead to a restrictive 
intervention.  The Northern Health and Social Care Trust implements a whole system approach to increase 
understanding of dementia and provide information about how best to respond when a person with dementia 
experiences distress and a change in behaviour.  The aim is that everyone who interacts with the person with dementia 
shares a similar understanding.  The overarching framework is PEACE: Prevention, Early Intervention, Assessment, 
Care Plan and Evaluation of the Care Plan.  The goal is to reduce potential distress and avoid the use of restrictive 
interventions.  This is achieved through free CLEAR Dementia Care Resources and CLEAR Dementia Care training 
to a range of organisations, clinical staff, care staff and carers. This paper presents details of how this is achieved. 

VOP-16. Using children’s drawings as implicit measurements in future Alzheimer’s research 
for the detection and alteration of negative stereotyping 

Kasper Bormans, Prof. Sandra Zwakhalen 
Maastricht University 

Background: Many children have grandparents with dementia. These direct confrontations with decline are reinforced 
by one-sided, negative portrayal in the media making youngsters internalize harmful images about old age and 
dementia. It is vital for the well-being of future generations that education and research join forces to clearly map and 
transform these toxic mental representations in children about old age and dementia. 
Method: We developed a novel educational trajectory for children regarding healthy ageing and dementia in Belgium 
and The Netherlands. Participating youngsters (n=70) made sketches of the elderly before and after the positive 
interventions. Our innovative research resulted in materials for artistic expositions of children’s drawings (n=560). The 
visual representations provide a unique insight into the hidden mental landscape of children and can thus function as 
a starting point for conversation in educational trajectories about positive aging. These deliverables are a source of 
inspiration for teachers, journalists, researchers, health professionals and the broader public. 
Result: Children's drawings are one of the most efficient ways to capture young people's mental representations about 
old age and dementia. Children’s drawings are implicit measurements that circumvent social desirability. 
Conclusion: Children's drawings are an underused instrument in Alzheimer's research to gain insight into the content 
of destructive stereotyping and the possibilities for change of these mental representations. 

VOP-17. SOUND - Training social and health care professionals in music-based therapeutic 
interventions to support older people with Dementia 

Ioana Caciula1, Sara Santini2, Lena Napradean3, Maria João Azevedo4, Stecy 
Yghemonos5, Alessia Palermo6, Claudia Carletti7 
1Asociatia Habilitas - Centru de Resurse si Formare Profesionala, 2INRCA, 3Scoala de Pian, 4Sons do Estamine Associacao, 5Eurocarers, 6Anziani e 
Non Solo SC, 7ACMO 



 85 

SOUND project is funded by Erasmus+ programme and aims at developing a curriculum of passive and active music 
making activities training for dementia social and health care professionals and informal carers, and an original music-
based nonpharmacological intervention to improve the behaviour, mood, and quality of life of older people with 
dementia and delay cognitive functions decline. 
The partnership consists of several organizations from Italy, Romania, Portugal and Belgium. 
Project duration: 30 months (2022-2024). 
It addresses different needs: those of dementia care professionals, who look for more effective methods and 
techniques for dealing with dementia, and of OPD to be listened and understood, to communicate through a universal 
language, to maintain the residual cognitive capabilities, and to improve quality of life. Other targets of SOUND are 
informal carers, who need to keep on training and acquiring new competences for better managing their loved ones 
in everyday life, and the wider community. 
Main project results will be: 
1)A co-designed passive and active music-based activities training and a toolkit that care professionals can use in the 
therapy of older people with dementia. 
2)A Virtual Music Circle. 
3)“Guidelines and recommendations” capable to implement validation and recognition of non-formal competences 
acquired by care professionals through the SOUND training. 
4)An original and comprehensive passive and active music-based non-pharmacological therapy addressed to older 
people with dementia and tailored on their care needs. 
5)A “Handbook for the replication, transferability and exploitation of the SOUND methodology”, addressed to 
social/health care professionals. 
6)Guidelines and a toolkit for the assessment of the outcomes of the SOUND intervention with OPD and on the care 
environment.  
7)A toolkit of texts, videos and live performances involving OPD, professionals, and musicians of all ages in a joint 
awareness campaign for building dementia-friendly communities to be used at local and European level. 

VOP-18. Partnership with the French Table Tennis Federation 

Lorène Gilly, Kevin Rabiant 
France Alzheimer 

Since February 2020, the French Table Tennis Federation (FFTT) and France Alzheimer have decided to join forces 
in order to pool their strengths and promote adapted sport activities, in support of people living with dementia and 
their caregivers. 
In view of the actions developed by one of the departmental clubs of the FFTT with the implementation of specific 
sessions for people living with disabilities, our two structures have become aware of their complementarity. 
Table tennis is indeed beneficial for those affected by Alzheimer's disease. Beyond its virtues of socialization and its 
benefits on concentration, the perception of visual space and motor coordination, it stimulates the cognitive system 
and helps develop the hippocampus, an area of the brain weakened by the disease. 
This partnership aims in particular to: 

• promote this sporting activity to all audiences including people living with dementia and their caregivers, 
• develop a local offer throughout France, 
• build together coherent offers that meet the needs of people with dementia and their families. 

This partnership is fully in line with the fight against the prejudices which affect the families concerned on a daily basis. 
All of the actions implemented will enrich the support and well-being of people living with Alzheimer's disease and 
their caregivers. It also helps us move together towards a more inclusive society. 

VOP-19. A music-based intervention for people living with dementia during acute 
hospitalization 

Lidia Sousa1, Orii McDermott2, Justine Schneider3, Lia Fernandes1 
1Faculty of Medicine of Porto University, 2Faculty of Medicine & Health Sciences, University of Nottingham, 3School of Sociology & Social Policy, 
University of Nottingham, Nottingham 

Introduction: Dementia care in the acute hospital setting is particularly challenging, with severe behavioral and 
psychological symptoms of dementia (BPSD) arising frequently. Non-pharmacological interventions are considered 
first line treatment for BPSD prevention and management, but their application in the acute setting has not been 
broadly investigated.  Recent studies indicate music-based interventions (Mbi) as specially promising options, being 
widely applicable and affordable but a systematic approach to delivery is needed. 
Aim: The aim of this work was to develop a protocol for a Mbi with therapeutic aims, to be used in the acute hospital 
setting, with people living with dementia (PlwD). 
Methods: To inform the Mbi, we surveyed the literature, PlwD and hospital staff about what is viable and acceptable. 
A systematic review was carried out including all identified studies (n=9) evaluating the administration of Mbi, to PlwD, 
in the acute setting, regardless of the outcomes of interest. Additionally, a scoping review (n=103) was conducted to 
map out Mbi that have been administered to PlwD with the goal of managing BPSD, independently of the setting. 
Finally, in a qualitative study (n=20) we used semi-structured interviews to scope the views of PlwD and health 
professionals working in the acute setting. The information gathered in the aforementioned steps was collated into an 
evidence-based protocol for a Mbi, through consultation of experts in dementia care and music therapy.  
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Results: The protocol derived consists in a semi-individualized music listening activity, delivered by a health 
professional with dementia care experience, comprising 30´ bi-weekly music listening sessions through the use of 
mp3 devices and headphones or small loudspeakers.  Five playlists were compiled to choose from: classical music; 
popular Portuguese music; traditional Portuguese music/folclore; fado; religious music). 
Conclusion: We produced a feasible, acceptable and evidence-based method for delivering Mbi. This is being piloted 
in a Portuguese general hospital. 

VOP-20. Smart Against Ageism - a game for raising awareness on ageism 

Kalina Ekova, Petya Nikolova 
Alzheimer Bulgaria Association 

Alzheimer Bulgaria has been working on the development of dementia friendly society by taking part in the project 
“SAA” and raising awareness on the need for tolerance and empathy. 
Alzheimer Bulgaria has recently launched the Erasmus+ project “Smart Against Ageism”. SAA aims to contribute to a 
better social inclusion of older adults by developing an educational game that will introduce the users to the 
perspectives of older people concerned by or at risk of discrimination and segregation, and will thus contribute to 
developing empathy, tolerance of diversity and civil society skills. 
SAA is a gaming tool to raise knowledge against ageism and will contribute to develop empathy, tolerance and civil 
society skills. An interactive learning platform with a high-quality game, a compendium, a trainer manual and policy 
recommendations for a more inclusive society will be made available for informal and non-formal learning free of 
charge. SAA will contribute to restore the image of older adults as full citizens with potential to benefit their 
communities and remove the barriers to their social participation. This will be a step towards creating a dementia 
friendly society. 

VOP-21. The "Living Well with Dementia" course goes online: co-creation of an Italian 
adaptation 

Livia Wright1, Eloisa Stella1, Cristian Leorin2 
1Associazione Novilunio APS, 2Associazione Novilunio APS; Università degli studi di Padova, dipartimento di Neuroscienze 

Introduction: A 10 group sessions intervention called “Living well with dementia” or LivDem (1), by authors Cheston 
and Marshall, provides psychosocial and emotional support to people with dementia by helping them understand and 
adjust to their diagnosis to live a positive and meaningful life. 
Purpose: We discuss an online adaptation of the Italian translation of LivDem. 
Methods: Weekly Zoom group sessions with 8 people living with dementia were led by a psychotherapist and a social 
care professional. The content of each session was co-created with the participants to reflect their point of view and 
experience and ensure it was truly based on their needs. Qualitative interviews were carried out with 7 participants to 
evaluate their overall experience and collect their input for future editions of LivDem. The questionnaire used to guide 
the interviews was co-created with one of the participants. 
Results: The following adaptations to the LivDem model were co-created: 1) a customized weekly report, to keep 
track of and reflect on what was discussed; reports also included exercises and links to external resources; 2) three 
additional sessions were offered, to address needs for support not included in the original model (i.e. driving and 
online challenges) and to discuss clinical aspects associated with the diagnosis, with a neurologist. 
All participants found the intervention helpful. They especially appreciated being able to share experiences and 
strategies with peers in a non-judgemental, informed and relaxed environment. For most, the intervention helped 
adjust to the diagnosis and encouraged engagement in everyday life. At the end of the intervention, all participants 
decided to continue meeting fortnightly and all are still meeting one year later. 
Conclusions: LivDem is a precious resource for supporting people living with dementia. Online delivery is possible 
and co-creation of contents is recommended to strengthen engagement and ensure appropriateness of interventions. 

VOP-22. LONG-REMI: supporting reminiscence and access to intangible cultural heritage 
through artificial intelligence 

Pedro M. Santos1, Sara Domènech2, Natália A. Pires3, Àngela Nebot4, Francisco Migica4, 
Xènia Porta2, Anass Benali4 
1CINTESIS—Center for Health Technology and Services Research, Universidad Lusófona de Humanidades e Tecnologias, 2Fundació Salut i 
Envelliment, Universitat Autònoma de Barcelona, 3CIDEHUS; Escola Superior de Educação, Instituto Politécnico de Coimbra, 4Soft Computing 
Research Group at Intelligent Data Science and Artificial Intelligence Research Center, Universitat Politènica de Catalunya 

Reminiscence interventions have been considered a very powerful and effective technique for the rehabilitation of 
different neurocognitive disorders. A step beyond classical cognitive stimulation, focusing not only on memory losses 
but mostly on the role played by emotions in the development and reinforcement of identity. 
A new App has managed to incorporate different manifestations of immaterial heritage (traditional dances, songs, 
proverbs and tongue twisters), adapted to the birthplace/childhood, age and literacy level of each participant, through 
Artificial Intelligence techniques in more accessible environments (tablet/mobile). 
The study of usability and satisfaction of the prototype, recently developed and implemented in Spain and Portugal, 
included 56 participants with a mean age of 80.71 and enrolled in 7 facilities for older adults. 73.21% were female, 
76.78% had low educational level and 62.50% present cognitive impairment. 
The results showed that 60.72% had to perform with a low level of difficulty. However, after completion of the new 
reminiscence program, and according to the Visual Analogue Scale (1 to 10 points), usability and satisfaction were 
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highly perceived by Spanish (7.6 ± 1.94 and 8.37 ± 1.38) and Portuguese (7.13 ± 2.46 y 8.54 ± 1.86) participants, but 
also by people with cognitive impairment (7.06 ± 2.38 y 8.34 ± 1.63) and without cognitive impairment (8.29 ± 1.59 y 
8.57 ± 1.78). The pre-post assessment with the Positive Affect and Negative Affect Scale (PANAS) also revealed 
statistically significant differences in the positive affect subscale, not only in the Spanish (p=0.001) and Portuguese 
(p=0.001) context, but also among the groups of people with cognitive impairment (p=0.000) and without cognitive 
impairment (p=0.001). The low frequencies of negative emotions were maintained. 
The findings suggest that access to intangible cultural heritage, supported by artificial intelligence, reinforce the 
importance of person-centred interventions in the wellbeing of older adults including those with cognitive impairment. 

VOP-23. How can the care of persons with dementia in shared housing arrangements be 
improved by a complex intervention? - First results of the randomised controlled study 
DemWG 

Janissa Altona1, Susanne Stiefler1, Annika Schmidt1, Anna-Carina Friedrich1, André 
Kratzer2, Antonia Keck2, Jennifer Scheel2, Carolin Donath2, Elmar Gräßel2, Karin Wolf-
Ostermann1 
1Universität Bremen, 2Universitätsklinikum Erlangen 

Shared housing arrangements (SHA) for persons with mild cognitive impairment or persons with dementia (PWD) 
established accommodation and care setting in Germany. PWD receive care by professional caregivers, while at the 
same time family members are closely involved in order to enable self-determination, high-quality care with a high 
level of social participation. However, there are still few high-quality studies on PWD in SHA, especially in the research 
on which interventions are effective to support these objectives. 
Aim of the DemWG study is to improve the care and living situation of PWD in SHA by reducing the risk of falls and 
hospital admissions, stabilising cognitive abilities and improving the quality of life by means of a complex intervention. 
A complex intervention - consisting of the three components "education of care persons working in SHA", "education 
of general practicioners" and "non-pharmacological group intervention MAKS-mk+ for PWD " – is implemented and 
evaluated at four data collection points (baseline, and after 6, 12 and 18 months) in a prospective, multicenter, cluster-
randomised controlled trial. 
88 SHA with a total of 330 participants were included. In addition to socio-demographic and care data, information on 
cognitive abilities, quality of life, neuropsychiatric symptoms and falls are collected. The data collection will be 
completed in summer of 2022, and the results will be available by the congress. 

VOP-24. Cognitive stimulation for people with dementia: Development of an everyday life 
accompanying approach for care facilities 

Ann-Kristin Folkerts1, Ümran Sema Seven1, Martin Dichter2, Julie Guicheteau2, Sascha 
Köpke2, Elke Kalbe1 
1Medical Psychology | Neuropsychology and Gender Studies, Faculty of Medicine and University Hospital Cologne, University of Cologne, 2Institute 
of Nursing Science, Faculty of Medicine and University Hospital Cologne, University of Cologne 

Objective and innovation: Cognitive stimulation (CS) is, based on its scientific evidence, recommended in guidelines 
for people with mild to moderate dementia. The aim is to stimulate and stabilize cognitive and social functioning, 
including elements of reminiscence therapy, reality orientation, cognitive training, multisensory stimulation, everyday 
life training, music therapy, and exercise and relaxation. Currently, CS is regularly offered as a group program in care 
facilities. However, many residents, e.g., those who are bedridden, cannot participate, and group programs were 
hardly feasible during the pandemic. A concept that accompanies everyday life and enables CS in everyday 
communication ("24/7") has been missing until now. 
The aim of the project is to develop a CS program tailored to care facilities‘ needs, to train nursing staff, and to evaluate 
the program on an ongoing basis. Program acceptance by staff and people with dementia is ensured by a participatory 
approach in all project steps.  
Target groups and project content: Quantitative and qualitative methods were used to determine the needs for content 
designing and implementing the CS program in everyday inpatient care. For this purpose, qualitative interviews and 
focus group discussions with nursing staff, and an online survey with care facilities managers were conducted. Based 
on this, our own expertise and a systematic review, the CS concept was developed. The program implementation will 
be tested with a pre-post pilot study as a basis for a multicentre RCT. At three measurement time points, (neuro-
)psychological tests and questionnaires will be administered to assess the outcomes global cognition, mood and 
quality of life. Feasibility and acceptance will be analysed with questionnaires and interviews with all persons involved. 
In addition, a process evaluation will be conducted. 
Project results: With this new CS program, it will be possible to provide an CS approach to people with dementia in 
an everyday setting. 

VOP-25. A blended intervention based on Acceptance and Commitment Therapy (ACT-IC) for 
Informal Caregivers of People with Dementia: Protocol of a mixed-methods feasibility study 

Golnaz Atefi1, R.j.m. Van Knippenberg2, S.l. Bartels2, F.r.j. Verhey2, M.e. De Vugt2 
1Maastricht University, 2Netherlands 

Introduction: Informal caregivers of people with dementia (PWD) are generally experiencing higher depression 
compared to informal caregivers of people without dementia. Although numerous caregiver support interventions have 
been developed and shown to improve general well-being, there is still a lack of evidence-based psychological 
treatments tailored to the specific needs of this population. A blended, acceptance and commitment therapy web-
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based, self-help intervention (ACT-IC) may facilitate informal caregivers of PWD to live a more meaningful and less 
distressing life. The aim is to examine the feasibility, acceptability and preliminary effectiveness of the intervention 
ACT-IC and the maintenance of change in the short and long-term for a future controlled trial.  
Methods and analysis: This ongoing mixed-methods study includes a single-arm clinical non-randomised trial with a 
collaborative goal-setting session, baseline assessment, 8 self-help modules addressing key concerns identified for 
the population, 8 weekly motivational coaching, a post-intervention assessment, 6 monthly booster sessions, and two 
follow-ups at 3 and 6 months. A total of 30 informal caregivers of people with any type or stage of dementia will be 
recruited via the Memory Clinic of the Academic Hospital Maastricht and via self-referral advertisement on relevant 
social media platforms. Consistent with feasibility study objectives, primary outcomes relate to recruitment, attrition, 
data collection, study resources, intervention delivery and acceptability. Clinical outcomes (depression, anxiety, 
stress; the sense of competence; and self-efficacy) of informal caregivers will also be measured at baseline, 
posttreatment (8-12 weeks), and 3- and 6-month follow-up.  
Ethics and dissemination of this study: This study is currently ongoing and it is registered in the Dutch clinical trial 
(NCT05064969) and approved by the Medical Ethics Committee of Maastricht the MUMC+ (NL77389.068.21/metc21-
029). 

VOP-26. Development of an app to provide a digital platform to record “My Life’s Journey” 

Alister Robertson 
New Zealand 

Reminiscence therapy is a popular psychosocial intervention that involves discussion of past events and experiences, 
using tangible prompts to evoke memories or stimulate conversation, and has been used as a means to reduce 
loneliness, anxiety and agitation. 
The app has been developed by someone with dementia for people living with dementia and is available free. This 
presentation will discuss the application of this digital facilitated reminiscence and life storybook. Many people have 
enjoyed the opportunity to narrate, compose and produce their own life storybook using the numerous paper-based 
programs available, but few of these are in a digital format. Paper based systems tend to be one dimensional and can 
become quite cumbersome if additional information is needed to be added, amended, or deleted over time. 
With new technology, the life storybook can be created on a computer, tablet or mobile phone, with the use of text, 
photographs, pictures, audio, videos and music. Through visual reminiscence, paired with music, the app helps people 
with dementia and their families preserve yesterday's memories. The app provides prompts that help to draw out long 
term memories include hearing stories from one's early life, looking through old family photos, and listening to music 
from one's youth. 
The app was developed to empower people with dementia to tell their story. To provide respect and autonomy for the 
individual to control and direct the content of their story however they choose and to create the opportunity to 
reconnect and leave a legacy. 

VOP-27. Preliminary results of computer-based multimodal training in Alzheimer’s disease 
over six months – the multimodAAL study 

Martin Berger1, Sandra Schüssler1, Julia Zuschnegg1, Silvia Russegger2, Lucas Paletta2, 
Maria Fellner3, Bernhard Strobl4, Karin Ploder4, Maria Hofmarcher-Holzhacker5, Eva Maria 
Stögerer-Oberschmid1, Alexandra Guttmann-Lattmanig1, Marisa Koini1 
1Medical University of Graz, 2Joanneum Research Forschungsgesellschaft mbH, 3digitAAL Life GmbH, 4Austrian Red Cross, 5HS&I Health System 
Intelligence 

Background: Alzheimer’s disease (AD) is associated with cognitive decline and limited therapeutic interventions to 
maintain cognitive function. The present study investigates the effectiveness of a computer-based cognitive and 
physical training (CCPT) on a tablet device in patients with AD and aims to present preliminary results of the 
multimodAAL project (project number: FFG 875345). 
Methods: Twenty-three patients were randomly assigned to intervention and control group (randomized controlled 
trial). The intervention group received weekly multimodal CCPT with a trainer and were encouraged to train as often 
as possible alone or with a caregiver over six months. At the time of data analysis 14 subjects had a 6-month follow-
up with comprehensive pre and post neuropsychological assessment including tests on global cognitive functions 
(Mini Mental Status Examination, MMSE), memory, working memory, executive function and verbal fluency. Repeated 
measures ANOVA comparing neuropsychological test performance over time was calculated to determine the 
between-group difference. Analyses were corrected for disease duration. Paired t-test was used for post-test 
analyses. 
Results: In this preliminary analysis six subjects from the intervention group (4 female, age: x̅=75.4, disease duration: 
x̅=30.3 months) and eight subjects from the control group (7 female, age: x̅=74.8, disease duration: x̅=30.75 months) 
were included. The results showed a significant interaction effect considering global cognition and group with a high 
effect size (MMSE: F(1,11)=7.503, p=0.019, ηp2=0.405). Post-tests revealed a maintenance of performance in the 
intervention group (+0.68 points in the MMSE over 6 months, t(5)=-1.2, p=0.300) and a significant decrease in the 
performance of the control group (-1.34 points in the MMSE over 6 months; t(7)=2.5, p=0.041). The other cognitive 
domains did not show significant results. 
Conclusion: These preliminary results of the multimodAAL study indicate that CCPT over six months has the potential 
to maintain global cognitive functions in Alzheimer patients. 
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VOP-28. The Dental Dementia Friendly Guide is a simple practical easy to read Guide to 
support your understanding as a dental team in making that experience pleasurable for all 

Ian Sherriff 
University of Plymouth Faculty of Health 

Dementia, is a significant health and social care challenge faced by all societies. This challenge cannot be ignored. It 
can only be tackled through new approaches and understanding that draw on all parts of health, social care and the 
wider aspects of community life. All those who work in the field of dentistry are likely to be affected by dementia either 
in the patients they treat, as themselves or as carers for loved ones. To ensure people living with dementia receive 
the dental care they require this Dementia Friendly Guide provides a valuable insight into providing compassionate 
dental care plus the special considerations needed to help people living with dementia to access dental services. 
The Dental Dementia Friendly Guide was commissioned by the Prime Minister’s Dementia Challenge Group in 
January 2021, to enable dental teams to understand and respond positively to the needs of a person living with 
dementia and their families when they visit their dental surgery. 
 Due to the person living with dementia’s understanding and perception of their world, a visit to the dentist could be a 
frightening and confusing experience in what might be a challenging environment.  
This simple, practical, easy to read Dental Dementia Friendly Guide suggests a way forward to support your 
understanding as a dental team as to what could help make that experience a pleasurable visit for all involved. 

VOP-29. The Unforgettable Cooking clubs 

Sandra Bindi 
Alzheimer Nederland 

In 2020 a TV-programme was broadcasted on National Dutch Television: ‘Restaurant Misunderstanding’. In this 
programme, 11 persons with a form of dementia, started cooking and serving, realizing their own restaurant. Under 
the guidance of a MasterChef they cooked, served and organized dinner for over 150 persons. A professor doctor in 
health tested the participants before, during and after the programme was recorded. She discovered that activating 
the brain, letting them do something purposeful and useful was very stimulating for their brains, for themselves and 
their families. Because of the success for all involved in the programme, Alzheimer Nederland decided to support and 
stimulate activities for people with dementia and their loved-ones by setting up cooking clubs. 
The Unforgettable Cookingclubs aren’t just fun, they have a bigger meaning and purpose of which: 

• People with dementia, still living at home, want to keep participating at ‘normal life’ as much as possible.  
• There aren’t many activities where both the person with dementia and their nearby loved-one can participate 

in together, let alone one which is entertaining, socializing and activating and fun! 
• People with dementia aren’t always eating very well. With a cooking club we stimulate eating and fresh 

healthy meals at the same.  
In three year’s time, 30 Unforgettable Cookingclubs are being set up throughout Holland. Each month, 10 couples (a 
person with dementia and nearby loved-one) together with passionate volunteers from Alzheimer Netherlands cook, 
serve and dine a 3-course dinner amongst themselves. With this they undertake a purposeful but foremost 
pleasurable, enjoyable evening amongst like-minded people and where dementia is ‘forgotten’ for a moment. In 2021 
five Unforgettable Cookingclubs have started, in 2022 another fifteen will follow. 
With the Unforgettable Cookingclubs we organize a moment to look forward to, a dinner that tastes like more and an 
evening not to be forgotten. 

VOP-30. Public community organizations on the pathway to dementia-friendliness. Lessons 
learned from a narrative approach 

Barbara Pichler1, Katharina Heimerl2, Verena C. Tatzer1 
1Univ. of Applied Science Wr. Neustadt, 2University of Vienna 

Three public community organizations - a library, a museum and a citizen service center - participated in the project 
and embarked on the process of becoming dementia-friendly. The aim of the project is to foster social participation of 
people with dementia and their caregivers as well as to contribute to de-stigmatization and enhance health-literacy in 
the public. The process of the participatory health research project (Hockley, Froggatt & Heimerl 2013) consists of 
three phases: the needs assessment, the intervention phase and the transfer/sustainability phase. We used a 
narrative approach within the whole project (Abma 2003; Toledano & Anderson 2017). 
In the presentation we will give insights in the narratives about people with dementia from the perspective of the 
employees of the three organizations (part of the needs assessment) and what they tell us about the opportunities, 
limits and challenges to become dementia-friendly. In three online workshops we collected 19 narratives about 
communication with people with dementia in their everyday professional life. In this organizations, health and care are 
not core business, so they are implicit categories. The narrations should help employees and managers of the 
community organizations to make these asepcts explicit and to get to know better the ways to communicate with 
people with dementia as well as their potential to contribute to a dementia-friendly community.  
Abma, T. A. (2003). Learning by Telling: Storytelling Workshops as an Organizational Learning Intervention. 
MANAGEMENT LEARNING, 34, 221-240.  
Hockley, J. M., Froggatt, K., & Heimerl, K. (2013). Participatory research in palliative care: actions and reflections. 
Oxford: Oxford University Press. 
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Toledano, N., & Anderson, A. R. (2017). Theoretical reflections on narrative in action research. Action Research, 
18(3), 302-318. doi:10.1177/1476750317748439 

VOP-31. Ethical considerations for implementing pet robots in long-term residential facilities 
for residents with dementia 

Wei Qi Koh1, Chris Gastmans2, Tijs Vandemeulebroucke3, Rose Miranda4, Lieve Van Den 
Block4 
1National University of Ireland Galway, 2Centre for Biomedical Ethics and Law, Faculty of Medicine, KU Leuven, University of Leuven, 3Sustainable AI 
Lab, Institut fur Wissenschaft und Ethik, University of Bonn, 4End-of-Life Care Research Group, Vrije Universiteit Brussel, Belgium 

Introduction: Pet robots are gaining momentum as a technology-based intervention to support the psychosocial 
wellbeing of people living with dementia. Research has shown that they can reduce agitation, improve mood and 
social engagement. However, the adoption of pet robots for dementia care in long-term care facilities can raise ethical 
concerns. 
Objectives: The purpose of this study was to explore ethical considerations for implementing pet robots in long-term 
residential facilities to support dementia care, from the perspectives of care professionals and organisational leaders 
from nursing homes. 
Method: We undertook a secondary qualitative analysis of data generated from in-depth, semi-structured interviews 
with 22 care professionals and organisational leaders from nursing homes, using framework analysis. We used an 
existing framework that describes the ethical orientations regarding the use of social robots (Vandemeulebroucke et 
al, 2021) as a starting point for deductive analysis, however any data that were not aligned to this framework was 
analysed inductively. 
Result: Ethical considerations for implementing pet robots manifested at three levels: 1) societal level, 2) 
organisational level and 3) individual-relational level. Some considerations include equal access to pet robots 
regardless of socio-economic status, factoring in regular re-assessments to ensure the appropriateness of using pet 
robots with residents in consideration of the dementia trajectory, and the different forms of deception. 
Conclusion: Multi-level ethical considerations that should be taken into account before and when implementing pet 
robots in long-term care facilities for residents with dementia. These findings have practical implications for care 
professionals, organisational leaders and long-term care organisations. 

VOP-32. Preliminary data of a parallel qualitative study of the RECage project (Respectful 
Caring of Agitated Elderly) 

Sara Fascendini1, Georgia Casanova2, Anna Giulia Guazzarini3, M Kozori4, S Lavolpe5, B 
Lichtwarck6, Valentina Reda7, Elisabeth Ulshöfer8, Marie Louise Montandon9, Ilenia 
Murasecco3, J Myhre6, Elena Poptsi4 
1FERB ONLUS, 2Instituto de Investigación en Políticas de Bienestar Social (POLIBIENESTAR) - Research Institute on Social Welfare Policy, 
Universidat de València, 46022 Valencia, Spain., 3Università degli studi di Perugia, Department of Medicine and Surgery, Perugia, Italy, 4Greek 
Association of Alzheimer’s Disease and Related Disorders (GAADRD), Thessaloniki, Macedonia, Hellas, 5Humanitas Gavazzeni, Department of 
Neurology, Bergamo, Italy, 6Innlandet Hospital trust, The Research centre for Age-related Functional Decline and Disease, Ottestad, Norway, 7Azienda 
Unità sanitaria locale di Modena, Primary Care Department- Dementia Programme, Modena, Italy, 8Zentralinstitut Fuer Seelische Gesundheit, 
Department of Geriatric Psychiatry, Mannheim, Germany, 9Department of Rehabilitation and Geriatrics, Geneva University, Geneva, Switzerland 

Background: The RECAGE project, funded by the European Union (H2020 programme), is tackling one of the most 
challenging problem arising during the clinical course of dementia: the so-called Behavioural and Psychological 
Symptoms of Dementia (BPSD). The major objective of RECAGE is to validate, adapt and upscale the implementation 
of a peculiar intervention aimed at controlling BPSD, the special medical care unit for Persons with dementia and 
BPSD (SCU-B).  
The clinical centres that are conducting the clinical trial are located in six countries: Italy, France, Germany, Greece, 
Switzerland and Norway. The units have some definite, common features, but have also significant differences. They 
are embedded in various healthcare systems and social contexts, therefore a careful qualitative analysis of the 
peculiar features of the participating SCU-Bs is an unavoidable step for understanding the trial’s results. This is why 
we decided to do a qualitative study 
 Method and results:  

1. Questionnaire about the SCU-B: the structure of the SCU-Bs is not homogeneous; the number of beds 
varies from 5 to 23; the length of stay from 18 to 90 days. The specialist care is entrusted mainly to 
psychiatrists or geriatricians. Only in one country (France) there is a national web of SCU-Bs: in one country 
(Greece) there is no SCU-B; in the others the number varies a lot.  

2. Focus groups: the goal is to provide context and needs analysis for each centre (SWOT analysis) involving 
healthcare professionals and stakeholders. The preliminary results of this analysis will be presented in form 
of a table with four components. 

3. Exploring the potential of social innovation and replicability: SCU-B can be considered socially innovative 
as it satisfies unmet social needs; replicability is fraught with economic problems.  

Conclusion: the qualitative analysis showed the potential of this model, albeit within different health care 
systems laying the foundation for future implementation. 

VOP-33. Facilitators and barriers to effective care for people living with young onset 
dementia, from the perspectives of professional staff teams 

Thomas Faulkner1, Clarissa Giebel2, Julie Dickinson3, Stanley Limbert3 
1Mersey Care NHS, 2University of Liverpool, 3National Institute of Health Research 



 91 

The diagnosis of young-onset dementia (YOD) comes with significant challenges both for the person diagnosed and 
their families, which often differ from the challenges faced with late-onset dementia (LOD). Evidence of the experience 
of service users and carers tends to reveal a negative appraisal of the care received, often citing longer diagnosis 
times, poor clinician knowledge and lack of age-appropriate care. However, evidence looking into staff experiences 
of supporting someone with YOD is scarce. This aim of this qualitative study was to explore the experiences and 
reflections of health and social care staff who support people with YOD, and whether their knowledge of the systems 
they work in could reveal the existence of barriers or facilitators to YOD care. Health and social care professionals 
working with people and carers with YOD across England were remotely interviewed between July 2021 and January 
2022. Data were analysed using inductive thematic analysis. Nineteen staff members were interviewed, representing 
a wide range of roles with a mixture of generic mental health workers and specialist YOD clinicians. Four main themes 
and sixteen sub-themes were revealed. The themes related to the ways in which working with YOD is a specialist role 
that requires a specific way of working, the need to acquire the specialist knowledge and the challenges of doing so, 
the systemic barriers and structural inequalities that restrict consistent, quality YOD care, and the impact of remote 
working and adjustments through the pandemic. Findings are discussed with recommendations relating to developing 
a standardised, resilient model of dementia care which recognises and responds to the unique needs of YOD. 

VOP-34. Young onset dementia in Ireland - Can policy help at a local level? 

Diane O'Doherty, Ciara O'Reilly, Laura O'Philbin 
The Alzheimer Society of Ireland 

The Alzheimer Society of Ireland (ASI) seeks to create change through research and policy advancements to ensure 
that people living with young-onset dementia and their care partners are valued and supported. It is estimated that 
there are between 2906 and 4311 people living with young onset dementia in Ireland (Pierse et al 2019).  
The importance of having inclusive communities with YOD supports is paramount. However, many community groups 
and dementia service providers often lack guidance on how to do this appropriately. In 2021, The ASI commissioned 
researchers to develop a guidance document for community groups and dementia service providers to bridge the gap 
between research and practice. The ASI supports approximately 500,000 people affected by dementia annually.  
Following the publication of this guidance document, we will explore the steps involved to transform guidance into 
evidence-based policy that could potentially be used by dementia service providers, community groups, and at 
government level. This will include a review of existing policies at all levels and identifying routes for political advocacy, 
including engagement with all-party political groups and submission of questions for parliamentary debate. We will 
also identify an appropriate communication and dissemination plan for these recommendations and guidance 
documents to allow feedback to support policy development.  
Transforming guidelines and recommendations into evidence-based policy is not an easy task, but identifying the key 
processes required will support timely policymaking. Ultimately, this work seeks to ensure that policies are in place at 
a local and national level to continue to support people affected by young onset dementia. 

VOP-35. Don't have this conversation without Me 

Marguerite Keating 
The Irish Dementia Working Group 

I was diagnosed with YOD in my 50’s and I wish to be included in this conversation. It is important that as you gather 
to discuss my disease, I am present. 
When I was diagnosed my family and I were devastated with the news, very shortly after my diagnosis both my adult 
daughters decided I should give up my home and live with them. My cousin decided that she would take over my 
financial concerns, my best friend suggested I live with her and she become my carer. 
But I made a plan for my future very different to what my loved ones felt I needed. I planned where to live and whom 
with etc. I did this with the help of my social worker and dementia nurse specialist. Along with my will and many details 
which were only known to me. 
It is critical to remember that every person I have met living with dementia is different. 
Individuality is key, each person has a right to make their own choices. Their needs and hopes are so vital to their 
wellbeing. 
Intimacy and relationships are important to all of us, this does not lessen because of a diagnosis of dementia. We are 
still human. We are the very same people with feelings and hopes and desires like any other. 
Unless a person is a danger to themselves or others, they must be supported to make choices. Even when my 
dementia has progressed, I want to be treated as an individual, those caring for me should know my likes, dislikes, 
wishes and preferences being taken into consideration. 
No two people are the same but all of us deserve freedom of choice and a right to care, inclusion, a home, dignity and 
respect in all aspects of our lives. 

VOP-36. From Researcher to Researched: The impact of becoming a dementia carer and 
campaigner on the perspectives and practices of a dementia researcher 

Eithne Heffernan 
Ireland 

It is essential to engage and involve family caregivers of people living with dementia in the design, promotion, conduct, 
and dissemination of dementia research studies. This enables researchers to better understand and address their 
needs, to devise and utilise procedures and materials that are appropriate and engaging, to develop interventions that 
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improve outcomes that they value, and to ensure that the findings reach a wide range of audiences. Consequently, 
many dementia researchers undertake significant training in Patient and Public Involvement/Engagement and 
Dementia Awareness. However, researchers who have lived experience of caring for a loved one with dementia can 
have valuable knowledge and skills that are difficult to obtain from training alone. 
I will discuss how my experience of becoming a dementia carer and campaigner transformed my perspectives and 
practices as a researcher in this field. I am a representative of the Dementia Carers Campaign Network: an advocacy 
group for those with experience of caring for a loved one with dementia, which is supported by the Alzheimer’s Society 
of Ireland. I am also a member of the ‘Understand Together’ dementia awareness campaign, which is led by the Irish 
Health Service Executive. Additionally, I am a Senior Research Fellow in the University of Nottingham, where I 
investigate co-morbid dementia and hearing loss. 
I will examine a range of issues surrounding the involvement of dementia caregivers in research, such as the under-
representation of minority groups, drawbacks of traditional research procedures, unique experiences of former carers, 
appropriate re-numeration and support, and preservation of confidentiality and dignity. I will also highlight the 
complexities of being both a dementia researcher and carer, including contrasts between ‘insider’ and ‘outsider’ 
researchers, support and flexibility requirements, disclosure concerns, and increased affinity and awareness. I will 
provide recommendations for addressing these issues and improving research with and for dementia caregivers. 

VOP-37. Dementia Experts for Involvement Network-Young Dementia [DEfIN-YD]: Developing 
a national network of younger people with dementia prepared to get involved in research 

Jacqueline Parkes1, Laura Cole2, Natasha Bayes3, Anna Crawford2 
1The University of Northampton, 2University of West London, 3University of Northampton 

In September 2020, a University of Northampton (UK) team, led by Professor Parkes and Dr Mary O’Malley (now at 
UWL) were successful in securing funding from the Wellcome Trust Public Engagement Fund. The central aims of 
the DEfIN-YD project was to share knowledge about young onset dementia (YOD) research; create a younger onset 
dementia public and patient involvement (PPI) network; develop ideas for future YOD research; and provide a 
reference group to support researchers developing YOD projects. Currently, 21 people have been recruited into one 
of three regional groups. Prof Parkes leads the Midlands group, Dr Cole hosts the Southern group, and Bradford 
University supports the Northern group. The members were recruited via the Young Dementia Network (YDN), 
Dementia UK, Alzheimer’s Society, the DEEP network, and local NHS Services. They come from urban and rural 
settings across the UK. Some attend the meetings alone and others are supported by advocates (usually carers). 
They have a variety of diagnoses and are at different stages of their dementia journey. The groups include members 
from different cultural backgrounds. They are able to share their personal experiences and are keen to do so in order 
to improve the care experiences of others. Due to COVID, members effectively completed all 5 regional workshop 
sessions from August 2021-March 2022 via Microsoft Teams. They are now fully prepared to engage in designing 
and developing YOD research projects. The top priority they identified for future research was for professionals to be 
more specifically trained in YOD. Once the workshops were designed and delivered, the first phase of the project 
was complete. Phase 2 (from April-October 2022) seeks to capture the experiences of participating in the workshops 
from the group members, facilitators, and project team; as well as developing a sustainable model for the future of 
the regional groups. 

VOP-38. Intergenerational interventions during Covid-19: impact on children’s drawings of 
the elderly and dementia 

Kasper Bormans, Prof. Sandra Zwakhalen 
Maastricht University 

Background: Positive qualities of children can be used to lighten the burden of dementia for society. Almost every 
child knows a person with dementia. The primary objective of this study is to connect generations and increase positive 
interaction by translating the ‘hidden victims of the disease’ into ‘hidden resources’. 
Method: We developed a mobile application (‘MemoryHome’) based on the ancient mnemonic ‘the method of loci’ 
(MoL). The application allows children (n=31) to construct personalized memory walks throughout the known 
environment of grandparents and dementia patients. The visual-audio-guide encourages communication between the 
elder person and the child. The youngsters made drawings of elderly people before and after the combination of 
meetings with grandparents and an educational trajectory regarding positive ageing of 12 weeks. The current study 
took place in autumn 2021. 
Result: This study supports research indicating that perceptions of the elderly are malleable and open to change. We 
predicted a positive shift in the way children view old age after interaction. Findings however showed that older people 
in the post-test were portrayed more negatively: significantly smaller, more sedentary and in the absence of positive 
symbols. 
Conclusion: These findings may suggest that the context of the pandemic further embedded negative stereotypical 
notions of the elderly. Positive interventions are a crucial and urgent antidote to reshape children’s attitudes towards 
ageing. 

VOP-39. A voice for the Voiceless 

Saoirse Kelly1, The Irish Dementia Working Group1, Kevin Quaid2, Sarah Donnelly3 
1The Alzheimer Society of Ireland, 2EWGPWD, 3University College Dublin 
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Background: The Irish Dementia Working Group became increasingly concerned about people living with dementia 
in nursing homes during Covid 19. They wanted to be a voice for the voiceless and advocate for those living with 
dementia, whose dementia has progressed to a point where they require long term care.  
They commissioned Dr Sarah Donnelly to write a Policy Paper called Adult Safeguarding and People Living with 
Dementia in Nursing Homes 
Content: The Irish Dementia Working Group would like to present the findings and recommendations in this 
paper.  They will demonstrate how the paper helps to shine a light on the lives of those who have no voice. 
The paper highlights the importance of a sense of self-worth and self-esteem, the right to agency, power and control 
and the need for people living with dementia to be supported to lead a more normal life. It emphasises the urgent 
need for a human rights-based approach to care and the need for all stakeholders to be trained and aware of rights-
based approaches. It calls for a more open and transparent approach to making and addressing complaints, without 
fear of repercussions. 
The Irish Dementia Working Group have taken this research and presented it to policy makers who have the power 
to influence to change. They want to share their work to ensure the voice of people with dementia is heard at the 
conference and hopefully inspire other people with dementia. 

VOP-40. Challenges in dementia care of transgender individuals: A literature review 

Anne Marie Bonnici Mallia1, Lucy Pearce2 
1South London and Maudsley NHS Foundation Trust, 2Central London Community Healthcare NHS Trust 

Dementia is a group of neurodegenerative conditions with progressive cognitive and functional decline, the most 
common being Alzheimer’s disease. It is estimated just under 1 million individuals live with dementia in the UK. 
Transgender refers to individuals whose gender identity differs from their birth sex, representing 1% of the 
population.  There may be up to 10,000 transgender individuals living with dementia in the UK.  The experience of 
dementia and healthcare services may present with unique challenges in transgender individuals. 
Peer reviewed articles identified in PubMed from inception until 30 April 2022. Search terms included: “transgender”, 
“LGBT”, “dementia” and “Alzheimer”, yielding thirty-two publications of which eight were relevant and included. 
Transgender individuals have higher lifetime rates of discrimination and trauma which may impact their care needs. 
It is important to note the intersectionality of stigma in older transgender individuals living with dementia, further 
impacted by other aspects of identity and background. 
Transgender people have higher rates of physical and mental illness compared to cisgender peers, including risk 
factors for dementia. They additionally report higher levels of subjective cognitive decline compared to non-
transgender heterosexual, gay and lesbian individuals. The association between transgender and dementia is not 
clear with no dedicated studies to date. Additionally, little is known about the long-term effects of hormone treatments. 
Studies show transgender individuals identify significant concerns in relation to perceived and experienced impact of 
dementia on their gender identity and gender expression with disease progression and increased care needs. In turn, 
healthcare professionals report lack of knowledge and skills to support transgender individuals. 
Transgender older adults with dementia have specific care needs requiring healthcare professionals to have the 
necessary skills to support this marginalised population. There is a need for future studies looking into risk factors and 
needs of transgender individuals with dementia. 

VOP-41. Improving transgender awareness on an older adult dementia ward - conceptualising 
a teaching session 

Anne Marie Bonnici Mallia1, Emily Lingham1, Charvi Saraswat1, Oliver Iles1, Vidya Giri 
Shankar2 
1South London and Maudsley NHS Foundation Trust, 2South London and Maudsley NHS Foundation trust 

Dementia a group of neurodegenerative conditions with features of cognitive impairment, functional decline and 
behavioural changes. Many individuals with dementia come under the care of acute mental health services such as 
dementia inpatient wards or home treatment team. There may be as many as 10,000 transgender and non binary 
individuals with dementia in the UK. Therefore, it is important that such services feel knowledgeable and confident in 
working with transgender individuals. 
We aim to create an interactive teaching session about transgender awareness. In order to do so we wanted to 
understand people's perceived level of confidence working with transgender patients together with identify their 
knowledge gaps. 
We used the South London and Maudsley NHS Foundation Trust "Care and support of adult transgender and non-
binary users, carers and family members policy" together with the Department of Health "Trans - a practical guide for 
the NHS". We identified themes and sub-themes used to then create a list of transgender related care topics to gauge 
interest. Additionally, we included questions to guage how confident participants were working with transgender 
individuals and their confidence with basic terms such as transgender, non-binary and cisgendered. We distributed 
the questionnaires amongst staff over the course of a week ensuring a member of staff only completed it once. 
Results showed that staff were eager to understand and learn more about transgender issues and awareness. The 
majority of participants indicated that their confidence working with transgender individuals could improve  
The results of our questionnaire have indicated an important interest in improving transgender awareness. It will be 
used to create teaching awareness session ensuring staff interest and knowledge gaps are addressed. 
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VOP-42. Changing work practices to become more LGBTQIA+ inclusive 

Diane O'Doherty, Niamh Burke, Saoirse Kelly 
The Alzheimer Society of Ireland 

The Alzheimer Society of Ireland (ASI) supports almost 500,000 affected by dementia every year. As part of this, it is 
essential to support minority groups, such as people living with dementia and carers from the LGBTQIA+ community.  
The Advocacy, Research and Public Affairs team at The ASI undertook LGBTQIA+ awareness training in January 
2022. A key learning was it is essential to be outwardly supportive of the LGBTQIA+ community to ensure 
inclusivity.  An awareness of the challenges experienced by our LGBTQIA+ family carers and people living with 
dementia is detrimental to the work we do. 
As a team, we have taken steps to improve our understanding and awareness to become better allies. Firstly, we 
convened a working group of staff members representing all teams in our Department (Advocacy, Research and 
Public Affairs). We identified a number of realistic and tangible goals that we could collectively achieve over the course 
of 12 months. This work included a) outwardly sharing our pronouns on email signatures, b) a review of internal 
guidelines for use of gender-neutral language, c) inclusion of diverse images in our communications internally and 
externally, d) developing guidelines for each team on best practices, e) identifying champions in other departments in 
ASI to ensure an all-organisation approach. 
In this presentation we will describe the process of convening a working group, how we identified appropriate goals, 
shared knowledge, and created an appropriate work plan. We will also illustrate how changing workplace practices, 
even at a team level, can help to develop a culture of inclusion and diversity. It is our hope that the results of this work 
can be used as a pilot template for all parts of the organisation. 

VOP-43. The co-creation results in developing a new technology for home care and support 
in dementia prevention 

Cosmina Paul, Mircea Mârzan, Magdalena Velciu, Luiza Spiru 
Ana Aslan International Foundation 

New business models in health and care show that the remote sensor technologies or environmental sensors are 
serving as prompts to domiciliary care services or to next of kins, supporting people to age in place. Research shows 
that, comparative to other monitoring systems, those based on sensors have a higher rate of acceptability among 
older adult population. These sensor-based monitoring systems support health and care business to scale up their 
services, following the increase demand in supporting aging in place. Generally, monitoring systems based on sound 
or motion are designed to trigger emergency alarms. Door- and motion- sensors are most frequently used for the last 
10 years, for recognizing activities of daily living (ADLs). Most of the current systems favour motion sensors: a wide 
range of ADLs can be recognised through inference of time spent in a specific room or area of a living space. Despite 
their high level of acceptance among older adults, inference has its own limitation in reliability and accuracy. The 
present study shows the results of the co-creation process in developing a new technology based on sound, where 
older adults, next of kins and professional care-givers, along stakeholders such as insurance companies and public 
authorities are partaking. They show what are the needs and requirements of the end-users and stakeholders with 
respect to supporting ageing in place and how the gerontographics segmentation categorizes these requirements, 
ending in a modular device. The modular device is meant to support and prolong aging in place through prevention.  
Acknowledgements: This work was performed in the frame of the AAL4All (AAL-2021-8-164-CP) funded by the AAL 
Programme and co-funded by the European Commission and the National Funding Authorities of the partner 
countries. 

VOP-44. Developing a migration- and cultural-sensitive reminiscence approach for older 
migrants with dementia in Belgium: the importance of a participatory process 

Saloua Berdai Chaouni1, Aicha Ajhnejh1, Nadia Babazia2 
1Karel de Grote University College, 2Red Star Line Museum 

Belgium has like other West-European countries an increasing number of older people with dementia with a migrant 
background. Psycho-social care interventions such as reminiscence are used as a way to ensure the quality of life for 
people with dementia. However, a migration and culture-sensitive reminiscence approach that takes into account the 
specific context of older migrants with dementia is lacking. This gap is part of a broader search for responsive dementia 
care for these older persons. Our study aims to specify instrumental and process criteria necessary for an 
intersectional migration- and culture-sensitive reminiscence as a meaningful activity in dementia care for older 
migrants with dementia. In order to achieve this goal a carefully prepared community-based participatory action 
research approach has been put in place. This paper will elaborate on this multi-component methodological approach. 
Inspired by decolonial ethical frameworks, several parallel processes are set up to engage older migrants, their family 
caregivers, and professional caregivers as co-researchers in longitudinal participatory action research. This approach 
resulted in a collective learning dynamic where the co-researchers co-owned the process. This paper concludes that 
this methodological approach is a key component in order to develop suitable psycho-social interventions for under-
researched and underserved populations like older migrants with dementia. 

VOP-45. Volunteer activity: Adapting Alzheimer Nederland’s handbook into Indonesian 
language and culture 

Manik Kharismayekti, Amalia Fonk-Utomo, Tania Setiadi 
Alzheimer Indonesia Nederland 
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Background: There is a strong cooperation between Alzheimer Indonesia and Alzheimer Nederland under the 
Twinning Program. Through Stichting Alzheimer Indonesia Nederland (ALZI Ned), book adaptation project has been 
finalized in the first period of Twinning Program in the year 2020.  The book "Demensia, lalu bagaimana?", an 
adaptation of the handbook "Dementie en nu?", has been produced in more than 5000 copies, was distributed to the 
public and has become a valuable resource for Dementia Care Skills Training. This achievement ensured ALZI Ned 
to conduct the second project of book adaptation in the second period of the Twinning Program. 
Objective: This project offers volunteers the opportunity to learn more about grieving in dementia from Alzheimer 
Nederland, a topic that is rarely discussed. The resulting book aims to be a learning tool for Alzheimer Indonesia to 
improve the quality of life of people with dementia, their families, and caregivers. 
Activities: This project was involving crowd collaboration among the volunteers in the Netherlands and in Indonesia. 
A group of six volunteers of ALZI Ned translated the handbook “Verlies en afscheid bij dementie” into Indonesian 
language. A group of three volunteers of Alzheimer Indonesia assisted in the translation adaptation into the Indonesian 
context. Multidisciplinary collaboration between translators, editors, photographers, illustrators and designers was well 
established during this project. 
Result: This project provided a learning platform for all volunteers. Especially for the Indonesian diaspora who are 
volunteering for ALZI Ned, it was a meaningful activity. They were proud to be able to contribute to dementia 
awareness in their country of origin. This project is currently in the final phase. The soft launch of the book "Kehilangan 
dan perpisahan dalam demensia" will take place in May as part of Indonesia's Elderly Day. The grand launch will take 
place in September, coinciding with World Alzheimer's Month 2022. 

VOP-46. Social participation outside home: What are older adults with dementia concerned 
about? 

Pascale Heins1, Camilla Malinowsky2, Lizzy M.M. Boots3, Marjolein E. de Vugt3, Anna 
Brorsson2 
1Maastricht University, 2Karolinska Institutet, 3Alzheimer Centrum Limburg, Maastricht University 

Background: People with dementia living in the community tend to participate less in social activities outside home, 
for example visiting friends. This decline in social participation can negatively affect health and well-being. For the 
purpose of tailoring interventions that target their social participation, more research is needed to understand the 
experiences of people with dementia when participating in social activities outside home. 
Methods: A mixed methods study aimed get a better understanding of what people with dementia are concerned 
about and/or consider for social participation, including taking part in social activities outside home, and getting to 
these activities and related places. Data of people with dementia living in Swedish communities (n=35) were collected 
using the Participation in Activities and Places Outside Home Questionnaire (ACT-OUT). Associations between 
places visited for social participation and concerns about getting lost, falling, being stressed when going out, and 
getting into an embarrassing situation were analysed using Spearman’s rank correlations, while free text comments 
were analysed using a thematic analysis approach.  
Results: No statistically significant associations were found between the number of places visited for social 
participation and expressed concerns about getting lost, being afraid to fall, being stressed when going out, and being 
embarrassed when going out. However, analysis of free text comments revealed that social participation of people 
with dementia requires extra attention, including extra attention to keep track of valuables, to find the way, not to fall, 
and to environmental barriers.  
Discussion: Differences between quantitative and thematic analysis findings may be explained by the small sample 
size, and/or the structure of the ACT-OUT and used concepts. Further research is needed to identify what other factors 
can influence the engagement in social activities outside home of people with dementia and how these factors might 
interact with each other. 

VOP-47. “She’s my memory; and he’s my legs!” The experiences of couples living with 
dementia and multiple health conditions 

Rosie Dunn, Emma Wolverson, Andrea Hilton 
University of Hull 

Background: Dementia rarely travels alone. People with dementia (PwD) often live with multimorbidity and experience 
poor quality, fragmented care. Over two thirds of carers of PwD are spouses, over half of which are 85 years old or 
above. Age is strongly associated with increased multimorbidity; therefore, carers are also likely to experience 
multimorbidity. Research is needed to understand couples’ experiences collectively in order to provide high-quality, 
psychosocial support. 
Design: Participant-led photo-diaries supported qualitative interviews, which were analyzed using interpretative 
phenomenological analysis (IPA). 
Method: Married couples aged 65 or above were asked to keep a photo diary for one month, taking photographs of 
their experiences of living with dementia and multimorbidity. Couples were given a choice to use either disposable 
cameras or their own digital device. This was followed by an audio-recorded interview, using their printed photographs 
as a photo-elicitation technique to aid discussion. 
Results: Six couples participated. IPA revealed couples have to ‘fight for help’, particularly in relation to dementia and 
stroke care; uncertainty was a big theme. Participants described how the Covid-19 pandemic has had a detrimental 
impact to their health and wellbeing. Couples discussed changes in their relationship, and behavioural and practical 
adaptations they have made in order to support each other. Some couples do not identify as being ‘ill’ or ‘disabled’ 
despite the multimorbidity they experience. Maintaining hobbies and interests that are important to them both as a 
couple and individually was vital for them to continue living a good quality of life. 
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Conclusion: Despite the significant challenges couples face from living with dementia and multimorbidity, they still 
maintain a positive outlook and ‘do things together’ in order to lead a fulfilling life. However, couples do not receive 
adequate help and support. Further research is required to develop relationship-centred, psychosocial interventions 
to support couples in the community. 

VOP-48. Finance management and spending habit changes during the COVID-19 pandemic 

Clarissa Giebel1, Lena O'Connell2, Kath Halpin3, Joan Carton3 
1University of Liverpool & NIHR ARC NWC, 2University of Liverpool, 3NIHR ARC NWC 

Background: The ability to manage finances is one of the first daily activities to deteriorate in dementia. With finance 
tasks having gone even more remotely and digitalised since the pandemic, the aim of this qualitative interview study 
was to explore how finance management and spending habits of people with dementia living in the community may 
have been affected by the pandemic. 
Methods: We remotely interviewed 30 unpaid carers and people with dementia across the UK from February to May 
2022 about their experiences of managing finances and spending habit changes during the pandemic. The topic guide 
was co-developed with two unpaid carers. We are in the process of analysing all data using inductive thematic 
analysis. 
Results: Intermediary findings indicate that the ability of people living with dementia and unpaid carers to shop in 
person was severely restricted by the lockdown, which resulted in the shift to online grocery shopping for many. This 
shift led to an increase in expenditure on groceries as people were unable to shop for bargains at different stores due 
to the limited availability of time slots. Another long-lasting impact of the pandemic on people living with dementia has 
been the increase in levels of social isolation which resulted in further cognitive deterioration and a declined ability to 
manage one’s finances. This necessitated further involvement of unpaid family carers in all aspects of finance 
management on behalf of the person living with dementia, with some completely taking over this activity.  
Conclusions: As dementia progresses, people living with dementia cannot continue managing their finances alone. 
This activity is passed on to the unpaid carer, adding to the emotional strain already experienced by many carers. For 
unpaid carers having clear, step-by-step guidance on managing numerous finance-related activities could alleviate 
some of the stress they experience in their caring role. 

VOP-49. Mobility is a crucial factor in maintaining life satisfaction in Alzheimer’s disease 

Arenda Mank1, Ingrid van Maurik2, Argonde van Harten2, Charlotte Teunissen2, Johannes 
Berkhof2, Wiesje van der Flier2, Judith Rijnhart2 
1Alzheimer center Amsterdam, 2Netherlands 

Background: Little is known about the modifiable factors that could be targeted by interventions aimed at maintaining 
life satisfaction in Alzheimer’s disease (AD). Therefore, this study investigates how life satisfaction develops across 
the AD stages and studies whether transportation and meaningful activities (i.e., hobbies, (voluntary)work and sports) 
explain the associations between the AD stages and life satisfaction. 
Methods: In this cross-sectional study, we included n=279 amyloid-positive patients in all AD stages from the 
Amsterdam Dementia Cohort. These included n=64 patients with SCD due to AD (age 63.2±6.4, 33(52%)F, Mini 
Mental State Examination (MMSE) 28(27-29)), n=60 patients with MCI due to AD (age 65.4±6.7, 28(47%)F, Mini 
Mental State Examination (MMSE) 27(25-28)) and n=155 patients with dementia due to AD (age 64.3 ±6.8, 79(51%)F, 
MMSE 23(20-26)). Life satisfaction was measured with the satisfaction with life scale (SWLS; SWLS score >20 
satisfied). We first compared life satisfaction between disease stages. Subsequently, we examined the mediating role 
of transportation, work, sports and hobbies on life satisfaction in single and multiple mediator models. 
Results: Individuals with SCD (OR(95%CI)=3.14 (1.46; 7.20)) or MCI (OR(95%CI)=2.62 (1.24; 5.90)) are more often 
satisfied with life compared to dementia patients. The difference in life satisfaction between the AD stages is explained 
by the higher ability of individuals with SCD and MCI to use transportation (SCD (indirect effect OR(95%CI)=1.55 
(1.06; 2.38)) and MCI (indirect effect OR(95%CI)=1.33 (1.04; 1.78)), which leads to more participation in meaningful 
activities (i.e., hobbies, sports and (voluntary)work). 
Conclusion: This study shows that dementia patients with AD are less often satisfied with life compared to SCD and 
MCI stages of AD, which is attributable to a loss of ability to use transportation, which in turn leads to less participation 
in meaningful activities. 

VOP-50. Associations between neighbourhood built environment and cognitive or social 
health among people with dementia 

Janissa Altona, Henrik Wiegelmann, Emily Mensa, Benjamin Schüz, Karin Wolf-
Ostermann 
Germany 

Recent studies point to the importance of the built environment (BE) for the cognitive and social health of people with 
dementia (PWD). Overview reviews are already published, but they are conceptually very heterogeneous, so an 
umbrella review can provide a more targeted insight for home-based care arrangements and the impact of the BE on 
cognitive and social health of PWD. 
This leads to the following research questions: which aspects of the BE have a) a positive influence on cognitive 
functioning as well as b) on social health targets (including quality of life, social participation/connection) and are c) 
subjectively highlighted as relevant aspects by PWD and/or their informal carers. 
To answer these questions, an umbrella review was performed. Scopus, Cochrane Library, Epistenomikos, CINAHL, 
and Google Scholar databases were considered for the systematic literature research. Systematic reviews of different 
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types with narrative syntheses or meta-analyses, which are available in a peer-reviewed journal in German or English, 
were included.  
Ten reviews with 383 primary studies were identified. Primarily quantitative studies, but also qualitative studies are 
part of single reviews. The reviews primarily focus on direct and indirect influences of the BE on cognitive health. 
Social health targets and subjective experiences are also addressed but play a rather minor role.  
The results of the reviews are heterogeneous and refer to many aspects of the BE and the relationship between 
cognition and social health in PWD. However, clear associations can be identified in some cases (e.g. green spaces, 
transport infrastructure).  
The BE should be considered not only in the inpatient care context but also in the home environment in order to 
contribute to the improved cognitive and social health of PWD and to enable them to remain in their homes. 

VOP-51. Including people living with dementia in research and making it a positive 
experience: lessons from the PriDem feasibility and implementation study 

Sarah Griffiths1, Emily Spencer1, Federica D'Andrea1, Kate Walters1, Jane Wilcock1, 
Brunskill Greta2, Alison Wheatley2, Louise Robinson2, Greta Rait1 
1University College London, 2Newcastle University 

Introduction: People with dementia are often under-represented in research investigating their own care and support 
needs.  Supporting people living with dementia and their carers to participate in research and ensuring that 
participation is a positive experience is at the forefront of the UK PriDem research programme, which aims to develop 
and test primary care led models of post-diagnostic dementia care. 
Aims: We are conducting a 12-month multi-site feasibility and implementation study to test an evidence-based 
intervention, involving a Clinical Dementia Lead working with general practice teams to develop systems of care, 
deliver tailored care and support, and build capacity and capability. 
During the recruitment phase, we are exploring research participation challenges and strategies to support inclusion 
for people with dementia and carers. 
Methods: 

• Recruitment: up to 80 People living with dementia and 66 care partners from 4 Primary Care Networks 
across the Southeast and Northeast of England. 

• Ethical, proactive approach - combination of letters and staged follow up phone calls 
• Collecting quality of life and wellbeing data over 12 months  
• Collecting qualitative data on research process acceptability  
• Working with Public and Patient Involvement (PPI) groups, translating learning into knowledge sharing 

Findings/Conclusions: Key learning from recruitment and baseline data collection including opt in/out reasons (e.g., 
person with dementia in denial, carer strain), the relative success and acceptability of recruitment approaches, and 
strategies suggested by participants for softening the potential psychological impact of completing dementia-related 
questionnaires will be presented. Despite developing a hybrid recruitment and baseline data collection approach, 
participants consistently choose face to face visits with researchers, reporting that this brings much needed 
conversation and company in the post Covid restrictions era. Alongside findings we will present work undertaken with 
our PPI groups to translate learning into strategies for supporting research participation and enhancing participant 
experiences. 

VOP-52. Return to work with YOD: Experiences, values, and support needs of people 
involved: a qualitative interview study 

Bo Smeets1, Kirsten Peetoom2, Christian Bakker3, Marjolein de Vugt2 
1Maastricht University, 2Alzheimer Center Limburg, 3Alzheimer Center Radboudumc 

Background: First symptoms in young-onset dementia (YOD) often present in the workplace. Employees with YOD 
may start to experience difficulties in performing their work. In most cases, this leads to illness absenteeism and 
eventually the loss of work. This greatly impacts upon employees with YOD and their (work)environment. Guidance 
on how to support employees with YOD at their workplace is still lacking in the Netherlands. This study therefore aims 
to explore experiences, work values, and support needs of both people with YOD in the workplace and those involved. 
Methods: In this qualitative study, semi-structured interviews were held with several target groups namely employees 
with an established dementia diagnosis, relatives of employees with YOD, employers and co-workers, occupational 
physicians, human resource professionals, and healthcare professionals involved in dementia care. Employees with 
YOD were included if they were employed within the past year. The other target groups were included if they had 
experience with supporting an employee with YOD. A topic guide was developed, based on recent literature and 
consultation of experts, and addressed the following themes: experiences regarding the influence of dementia in the 
workplace, values such as the importance of work, and support needs in the workplace. Themes were explored in the 
period before and after diagnosis. The interview data were transcribed and analysed by means of an inductive content 
analysis. 
Results: Preliminary results are expected over the summer of 2022. 
Conclusion: This study will result into a better understanding of working with YOD. These insights can be used as a 
starting point to develop practical tools to support and provide guidance to people with YOD and their 
(work)environment to prevent loss of work or find meaningful alternatives. This is important because it leads to the 
ability to retain self-confidence and identity by maintaining a meaningful engagement in their occupation. 
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VOP-53. Dementia Dental Friendly Guide provides a valuable insight into providing 
compassionate dental care/special considerations needed to help people living with 
dementia 

Ian Sherriff 
University of Plymouth Faculty of Health 

Dementia, is a significant health and social care challenge faced by all societies. This challenge cannot be ignored. It 
can only be tackled through new approaches and understanding that draw on all parts of health, social care and the 
wider aspects of community life. All those who work in the field of dentistry are likely to be affected by dementia either 
in the patients they treat, as themselves or as carers for loved ones. The Dental Dementia Friendly Guide was 
commissioned by the UK Prime Minister’s Dementia Challenge Group in January 2021, to enable dental teams to 
understand and respond positively to the needs of a person living with dementia and their families when they visit 
their dental surgery. 
Prior to and during the current COVID-19 pandemic, data from the Alzheimer’s Society UK suggests the needs of 
people living with dementia and their families were not “being met”.  
The unprecedented public health restrictions took people living with dementia and their families away from their 
friends, face to face GP visits, dentists, health care, volunteering roles, day care, respite care and importantly, their 
known community environments. We also know that many are nervous about a return to normality. This will 
undoubtedly impact negatively on people living with dementia, their families.  
Highlighted previously to the pandemic was the effect of a dental appointment for a person living with dementia and 
their families. Due to the person living with dementia’s understanding and perception of their world, a visit to the dentist 
could be a frightening and confusing experience in what might be a challenging environment.  
This simple, practical, easy to read Dental Dementia Friendly Guide suggests a way forward to support your 
understanding as a dental team as to what could help make that experience a pleasurable visit for all involved. 

VOP-54. Results from the EURO-FINGERS project: multimodal precision prevention toolbox 
for dementia in Alzheimer’s disease 

Francesca Mangialasche1, Anna Rosenberg2, Jean Georges3, Tobias Hartmann4, Andras 
Attila Horváth5, Rejko Krueger3, Pablo Martinez-Lage Alvarez6, Carolina Minguillón6, Tiia 
Ngandu2, Alina Solomon2, Wiesje van der Flier7, Miia Kivipelto8 
1Karolinska Institutet, 2Finland, 3Luxembourg, 4Germany, 5Hungary, 6Spain, 7Netherlands, 8Sweden 

Aims: EU-FINGERS aims to develop tools needed to deliver effective interventions to prevent/delay Alzheimer’s 
disease (AD) dementia, within the precision medicine framework. Specific aims are to: 1) Develop accurate disease 
models and tools for predicting dementia risk and prevention potential, 2) Design innovative next generation 
prevention trials (including the first lifestyle+disease-modifying drug intervention); 3) Facilitate active patient and public 
involvement (PPI) in prevention research. 
Methods: EU-FINGERS builds on large multinational, deeply-phenotyped observational cohorts and landmark 
multimodal dementia prevention trials. Disease modelling and risk prediction is multifactorial and considers clinical 
and biological data, including novel biomarkers. A joint Master protocol has been designed to align and harmonize 
future multimodal prevention trials. Online registries developed in the project will facilitate research participation. Best 
practice recommendations are being developed for disclosing biomarker and at-risk status to patients. EU-FINGERS 
Advisory Board (PPI) provides regular feedback on project activities 
Results: New EU-FINGERS partners (Hungary, Luxembourg, Spain) have joined to strengthen the consortium and 
enrich the data-library. Data analyses have provided insights on factors linked to intervention response and onset and 
progression of brain pathology and cognitive decline. Protocol for the first lifestyle+drug intervention has been 
developed. New data have been collected to explore patient and clinician perspectives on biomarkers and dementia 
risk. PPI has been active, and the Advisory Board has convened regularly online despite the challenges related to 
COVID-19 pandemic. In a COVID-19 survey launched in 2020 (N >12000, 5 countries), EU-FINGERS assessed the 
impact of the pandemic and restriction measures on older adults’ health and wellbeing. A similar pattern of negative 
lifestyle changes (unfavourable to brain health) was observed in all countries 
Conclusion: Findings from EU-FINGERS are expected to benefit people at risk of AD dementia by creating knowledge 
on effective and sustainable prevention strategies, as well as a framework for AD prevention in Europe. 

VOP-55. Dementia prevention through personalized prediction and intervention, based on 
Artificial Intelligence and Machine Learning (LETHE): study design of a feasibility trial 

Anna Rosenberg1, Jenni Lehtisalo1, Rik Crutzen2, Dimitrios Fotiadis3, Anna Giulia 
Guazzarini4, Helena Untersteiner5, Sten Hanke6, Miia Kivipelto7, Francesca 
Mangialasche7, Patrizia Mecocci4, Elisabeth Stögmann5, Tiia Ngandu1 
1Finnish Institute for Health and Welfare (THL), 2Maastricht University, 3Foundation for Research and Technology-Hellas (FORTH), 4University of 
Perugia, 5Medical University of Vienna, 6FH Joanneum, 7Karolinska Institute 

Dementia prevention is a global public health priority. The FINGER multimodal lifestyle intervention is the only 
intervention model so far that has demonstrated significant cognitive and other health benefits in older at-risk adults. 
LETHE proposes a new multimodal precision prevention approach where the FINGER intervention is complemented 
with digital tools to optimize the intervention delivery, personalize the recommendations based on individual risk 
profile, and support risk factor self-management. The multinational 24-month randomized controlled LETHE pilot trial 
aims to test the feasibility of a digitally supported, adapted FINGER lifestyle intervention among older adults at risk of 
cognitive decline and dementia.  
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A total of 160 older adults aged 60-77 years and with risk factors for dementia but no substantial cognitive impairment 
will be recruited at four sites (Austria, Finland, Italy, Sweden). Digital readiness and experience with Android devices 
are required. Participants will be randomized in 1:1 ratio to 1) structured multimodal lifestyle intervention (dietary 
guidance, exercise, cognitive training, vascular/metabolic risk management, social stimulation, sleep/stress 
management) where in-person individual and group-based activities are supported with the LETHE smartphone app; 
or 2) self-guided lifestyle intervention (control; regular health advice and access to a static app with no personalized 
or interactive content). Both groups wear a smartwatch to gather passive data (e.g., activity, sleep). Primary outcomes 
are retention rate, adherence to the intervention and engagement with the app, and change in dementia risk based 
on CAIDE and LIBRA scores. Secondary outcomes are lifestyle changes and changes in cognition, stress-related 
symptoms, sleep problems, health-related quality of life, and health literacy.  
The LETHE pilot trial will inform about the feasibility of technological solutions and a digitally assisted lifestyle program 
to support brain health among older adults. If proved to induce sustained behavioural changes, digital tools could offer 
potential for large-scale and cost-effective dementia prevention programs. 

VOP-56. A Fully Virtual Trial Design in times of COVID-19: lessons learned from the 
REACTION study in Age-Related Cognitive Decline 

Christian Camargo1, Katalina Fernández McInerney1, Stacy Merritt1, Marisa Modjeski1, 
Danielle Counotte2, Tatjana Rundek1 
1University of Miami Miller School of Medicine, 2Danone Nutricia Research 

Background: Alzheimer’s Disease (AD) is the most common cause of dementia, and the risk of developing AD 
increases with age. Age-related cognitive decline (ARCD) refers to the cognitive changes that can occur in individuals 
because of aging. Research suggests that the underlying mechanism behind ARCD is a loss of synaptic plasticity and 
altered dendritic spine morphology. Similarly, the cognitive changes in AD are also thought to arise from impaired 
synaptic plasticity and dendritic spine loss. Fortasyn Connect is a specific combination of precursors and cofactors 
for phospholipid biosynthesis, and has shown beneficial effects on memory, cognition, and brain atrophy in prodromal 
AD. In addition, the data from this previous study imply a stronger effect would be expected in participants at earlier 
stages of prodromal AD. To test the effect of Fortasyn Connect in ARCD, the REACTION (Reducing the Effects of 
Aging on Cognition with Therapeutic Intervention of an Oral multi-Nutrient combination) pilot study was developed. 
Methods: REACTION1 is a 6-month single-center randomized, double-blind placebo-controlled pilot clinical trial. The 
study factors in local COVID-19 restrictions and is conducted fully virtually. Participants will be aged 55-89 with ARCD 
and will be screened and randomized to the oral multi-nutrient combination (Fortasyn Connect) or placebo on a 1:1 
basis.  
The main outcome of this trial is feasibility (recruitment rate and time, adherence rate and retention rate). Other 
outcomes include memory, cognition, and quality of life outcome measures. 
Results: Detailed baseline characteristics of the study population will be presented at the meeting and will include 
descriptive statistics on demographics and on the inclusion criteria such as the RBANS, MoCA and SCD 9-item brief 
screening tool score.  
Conclusions: The COVID19-induced necessity to switch to a fully virtual platform has enabled participation of 
individuals who were otherwise hesitant about participating in in-person clinical research studies. 
 1. NCT04147624 

VOP-57. “I want him to tell me he loves me”: a smart audio device Tochie for family 
connections 

Lynn Jackson1, Sophie Corinne Yang2, Margaret Chen-Mei Lin2, Irene Chen2, Erika 
Young2, Kevin Dong2, Deborah Liao2 
1University of British Columbia, 2UBC IDEALab 

Introduction: Long-term care (LTC) residents are more likely to experience loneliness, and social isolation have been 
exacerbated by the COVID-19 pandemic. While assistive technology has been a popular topic in gerontological health 
research, there are limited findings on the experience of technology adoption in complex care environments such as 
LTC, and on family member and staff perspectives. “Tochie” is a smart audio device that allows family and significant 
others to remotely record and schedule personalized messages to send to their loved ones in care settings. Research 
is needed to explore the experiences of residents, family members, and LTC staff using Tochie. 
Objectives: This study explores user experience, impact, and considerations of using the smart audio device, “Tochie” 
in long-term care. 
Methods: We applied qualitative descriptive design with interview and focus group methods. 10 residents, 9 family 
members, and 6 care staff from two long-term care homes in British Columbia, Canada, participated in the study. 
Each resident was given a device to use with their family member for a four-week intervention period. Weekly phone 
check-ins and Pre- and post-intervention focus groups and interviews were held to learn about participants’ 
experiences using Tochie. Thematic analysis was performed to identify themes. 
Results: Four common themes were identified to describe the experience of using Tochie in LTC: (a) fostering 
emotional connection (b) connecting in creative and personalized ways (c) considering contextual considerations in 
LTC (d) lessons learned for future developments.  
Conclusion: The COVID-19 pandemic has provided us an opportunity to redefine and reconstruct what it means to 
“keep in touch” with loved ones in care settings. In our study, residents, families and staff highlighted how Tochie has 
enabled and expanded possibilities for family connection. Our findings offer pragmatic insights into challenges 
and possibilities for future product development and implementation. 
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VOP-58. CO-designing a Psychosocial Rehabilitative interventiOn with people with deMentIa: 
Sustaining thE post-diagnosis (CO-PROMISE) 

Omar Ferro1, Eloisa Stella2, Fabio Beraldin3, Cristian Leorin4 
1University of Verona, Novilunio APS, 2Novilunio APS, 3Sine Modo APS, 4University of Padova, Novilunio APS 

Background: According to a recent systematic review and meta-analysis, cases of early-onset dementia (EOD) are at 
least twice as common as previously estimated, with an estimated 3.9 million cases worldwide (Hendricks et al., 2021). 
EODs present both clinical heterogeneity and a range of distinct psychosocial needs that are usually inadequately 
addressed by health and social services. Including early-onset people with dementia (PwD) (Niedderer et al., 2020) 
in the co-creation of psychosocial interventions represents an innovative and inclusive care solution in tailoring and 
personalising interventions for PwD. 
Objectives: Co-creation and personalisation of a new generation of psychosocial interventions with early-onset PwD. 
Methods and materials: A new resilience laboratory (RL) was created within Sine Modo APS, a local not-for-profit 
association dedicated to supporting people living with mental and social vulnerabilities. The RL focused on 1) 
performing neuropsychological assessments for PwD with an expert neuropsychologist 2) identifying the psychosocial 
unmet needs of each participant through five 2-hour sessions 3) involving each participant in the co-design of 
personalised interventions in various activities of social farming, craftsmanship and art therapy (activities within Sine 
Modo APS), 4) co-designing long-term care programmes with each participant. 
Discussion: Four early-onset PwD participated in the project. All participated in the 6 sessions involving the 
neuropsychological assessment, the identification of psychosocial needs, and the co-creation of personalised 
interventions. Their participation in the co-design of individual projects was pivotal to include their perspective in the 
identification of their unmet needs and to personalise interventions supporting their autonomy, personhood, wellbeing, 
and dignity. 
Conclusion: Including early-onset PwD in the co-design of psychosocial interventions represents a valuable 
methodology to deliver more effective and relevant support to people with EOD and their families. It is crucial to 
underline Sine Modo APS is a non-medical, non-institutionalised, and person-centred association, which facilitated a 
non-stigmatizing approach to PwD. 

VOP-59. Fail to prepare, or prepare to fail? Struggles in navigating the transition between 
home care and residential care 

Brenda Buckley, Cíara O'Reilly 
The Alzheimer Society of Ireland 

My name is Brenda and I care for my husband Aidan who is living with dementia. Up until 16 months ago, I cared for 
Aidan at home. Following a brief stay in hospital in 2020, the decision was taken by hospital staff that this home-based 
care was no longer suitable and that Aidan needed to move to long-term residential care. 
As a family, we recognised that Aidan would at some point need to move into long-term care and had decided on a 
local nursing home. Unfortunately, this decision was taken out of our hands when medical professionals 
recommended Aidan move into residential care earlier than we had expected. This was in the middle of the COVID-
19 pandemic, which didn’t allow us to find a place in our chosen nursing home or indeed, set up Aidan’s room with 
familiar and comforting belongings as he and we would have liked. This was a huge transition for us and Aidan which 
we are still managing to this day. 
This presentation will describe the lived experience of having a family’s decision-making upturned, and highlight how 
the steps and supports that are needed to prepare family and spousal carers need to be in place to ensure their loved 
ones transition from home to residential care is smooth. Discussions relating to potential long term care are unique to 
every person's dementia journey, but forward planning from early diagnosis with medical professionals is essential to 
ensure adequate planning and ease the eventual transition. 

VOP-60. CANCELLED 

VOP-61. “Without a blush” The Luxembourg Alzheimer’s Association describes its process 
of developing an attitude of tolerance by recognizing sexual needs of people with dementia 

Kristina Hoffmann 
Association Luxembourg Alzheimer 

To make mentalities evolve concerning the need for physical intimacy and sexuality of people with dementia, the 
Luxembourg Alzheimer’s Association started a workgroup in 2015. 
The primary mission was to break the taboo of “sexuality and dementia” and to raise awareness about the fact that 
the need for intimacy and sexuality is a basic human need. 
The association aimed at establishing a professional open-mindedness dealing with this topic, supporting people with 
dementia and their relatives as well as employees and offering information and training. 
After seven years of facing sexuality and dementia “without a blush”, the association successfully implemented several 
measures of support: 

• Theme week “Relationship and dementia” for people with dementia and relatives 
• Counselling centre for case review, specific training and workshops for employees 
• Charta “Sexuality and dementia” 
• Care standard “Use of erotic media at the association’s care home” 
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• “Sexuality Assessment Tool” to evaluate the association’s evolution and attitude 
• Presenting the project in public to promote further national & international initiatives to recognize sexuality 

of people with dementia 
In summary, dealing openly with sexual needs of people with dementia can be a challenge – whether for relatives, 
nursing employees or the society. 
Working on their professional attitude towards “Sexuality and dementia” the Luxembourg Alzheimer’s Association 
created an important guideline which safeguards the human right of sexuality for people with dementia and enables 
a tolerant and comprehensive attitude for the people in general. 

VOP-62. Using telepresence robots to support family virtual visits during the COVID-19 
Pandemic 

Lynn Jackson1, Jim Mann2, Joey Wong2, Erika Young2, Lynn Jackson3, Haopu Ren1 
1University of British Columbia, 2UBC IDEALab, 3Alzheimer Society of British Columbia 

Background: The COVID-19 pandemic has disproportionately impacted older adults living with dementia in Long-
Term Care (LTC). Social isolation and loss of connections with families among residents have been detrimental and 
severely impacted quality of life.  
Method: This project aims to enhance LTC homes' capacity to support virtual family visits using a telepresence robot. 
Research question: Is it feasible to implement robotic-assisted virtual care in LTC homes? We applied a Collaborative 
Action Research (CAR) approach to work with stakeholders (frontline leaders, staff, patient and family partners) to 
explore the experiences of virtual family visits in four Canadian LTC homes. Guided by the Consolidated Framework 
of Implementation Research (CFIR), we conducted an online survey, interviews, focus groups, and observations to 
explore implementation experience.  
Results: Our analysis identified three themes: (a) Relative advantage: Easy to visit, (b) Capacity for change: 
Readiness and organizational support, (c) Cultural safety for robot adoption: Champions leading the way during 
challenging times.  
Conclusion: Our preliminary results suggest staff, residents, and families appreciated the robot for easy connection. 
Future research should apply inclusive methods to bring relevant stakeholders together to fully explore user 
experiences - who is affected in what ways and the benefits, risks, and burdens of emerging technologies. 

VOP-63. Horticultural therapy and well-being in nursing home: a small-sample controlled 
study 

Jean-Bernard Mabire 
Fondation Médéric Alzheimer 

Introduction: Horticultural therapy is a beneficial and very suitable activity for people with dementia. This small-sample 
study aimed to evaluate the effects of horticultural therapy on physical and psychological well-being of people with 
dementia living in a nursing home. 
Methods: Fourteen residents were randomly assigned to either the horticultural therapy group (n=7) or the control 
group (n=7). The intervention consisted of 2 sessions of 45 minutes per week over 8 weeks for a total of 16 sessions. 
Each session followed the same pattern: a welcome time; a time to visit the garden; the presentation and completion 
of the activity; a time for rest and discussion; and the closing of the session. The residents assigned to the control 
group continued their usual care. A pre-post intervention assessment was performed on walking and balance (Tinetti 
test) and on anxiety-depression (Hospital Anxiety and Depression scale). Immediate perceived well-being was 
evaluated before and after each session with a verbal scale between 0 and 10. 
Results: The attendance rate for the sessions was 60% for all residents of the intervention group. No significant 
differences were observed between the two groups. For the control group, there was no pre-post difference. For the 
residents in the horticultural therapy group, there was no pre-post difference except for the Tinetti test (p=0.04) and 
in particular static balance (p=0.03) with an improvement after the sessions. The immediate well-being after each 
session significantly increased after the sessions (p=0.0000). 
Conclusion: The lack of difference between the groups is largely due to the small sample. However, the residents 
enjoyed the horticultural therapy sessions in which they were very involved with a significant increase in immediate 
well-being. The improvement in static balance would need to be verified with a larger sample. Horticultural therapy 
provides a meaningful activity stimulating cognitive, physical, psychological and social skills. 

VOP-64. The ExCHANGE Collaboration: A realist evaluation of a collaborative model to 
support research co-production in long-term care settings in England 

Chloe Place1, Jo Day1, Kath Wilkinson1, Jo Thompson-Coon1, Vicki Goodwin1, Kristin 
Liabo1, Chris Marriott2, Carol Abel2, George Coxon3, Geoffrey Cox3, Iian Lang1 
1University of Exeter, 2United Kingdom, 3Devon Care Homes Collaborative 

The ExCHANGE (University of Exeter and Care Homes Knowledge) Collaboration, is an innovative project supporting 
research co-production in long-term care settings. People with dementia are increasingly moving into residential care. 
Yet, there is a gap between research knowledge and the needs of people with dementia living in care homes. Our 
Collaboration brings together researchers and care home stakeholders in ways that will improve mutual understanding 
of research and evidence-use in care homes. In this presentation, we will discuss the findings from an internal, realist-
informed evaluation in which we aimed to understand where and how the Collaboration had done well (and where it 
had struggled). Throughout 2020-2022 we gathered qualitative data including observations of events/activities; 
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documentary analysis of risk/issues logs, a knowledge broker journal, and other project-delivery paperwork; and semi-
structured interviews with care home providers, family members, and researchers. We used the Framework Method 
to analyse data strategically, focusing on the development of a theory of how the Collaboration could or did achieve 
change. We found the Collaboration developed the capacity of care home providers and family members to engage 
with, understand, and use research by (1) forming equitable relationships between researchers and care home 
stakeholders; (2) supporting stakeholder participation in the running of the project; and (3) co-designing and co-
delivering training workshops. The Collaboration facilitated multi-directional knowledge flow via a knowledge broker 
who acted as mediator between diverse stakeholders. It also identified uncertainties of care home stakeholders and 
turned these into answerable research questions. Our study suggests academic-practice collaborations can provide 
an innovative, practice-focused model for supporting care homes to engage with research, mobilise knowledge, and 
identify research needs to enhance long-term care. Such collaborations can ultimately benefit the health and wellbeing 
of people with dementia living in care homes, as well as those who care for them. 

VOP-65. Learning from Dementia Voices – lessons for a post-pandemic world 

Philly Hare 
Innovations in Dementia 

Over the past two years, and throughout the pandemic, Innovations in Dementia has worked with many people with 
dementia across the UK.  We have witnessed their isolation and confusion, and the impact on their social skills and 
self-confidence.  
However we have also seen how, through the power of peer support, they have often been able to 'rise to the occasion' 
and find creative ways to overcome the challenges Covid has thrown up. From these examples, we can draw and 
share important new learning about their resilience and inner resources. 
The overarching message of our presentation is that people with dementia CAN create, express themselves, 
welcome, befriend, research, host, lead, teach and learn together… and therefore they should be enabled and 
supported to do so. 
We will give examples of how, throughout the pandemic, groups in DEEP (the UK Network of Dementia Voices) have 
continued to work to make change happen. They have shown that people with dementia CAN lead change, and 
develop and shape services. They are an untapped, underused resource. 
We will also discuss the 'Dementia Craftivists' project which grew and flourished organically during Covid. This has 
shown that people with dementia can use their life experience and skills to make supportive and enjoyable links across 
communities. External ‘tutors’ are often not needed, because people with dementia can share their skills with each 
other, rather than being ‘done to’. Our role can simply be to respond to ideas and to help make things happen.  
Other projects discussed will include Dementia Tipshare; Living with Dementia Toolkit; My Life, My Goals; A Good 
Life (post-diagnostic course); Dementia Enquirers and Dementia Diaries. All demonstrate learning from the pandemic 
years which we can and should build on in post-pandemic times.  
We will co-present with a person with dementia (health/travel permitting) and/or show films. 

VOP-66. Dementia Enquirers - people with dementia in the driving seat of research 

Philly Hare 
Innovations in Dementia 

‘Dementia Enquirers’ is a ground-breaking UK-wide initiative funded by the National Lottery Community Fund. The 
aim of the 3 ½ year project is to develop a new approach to research, or ‘enquiry’, that is led and controlled by people 
with dementia themselves. Supported by Innovations in Dementia, 24 groups have identified their own research 
priorities, and, helped by small grants, planned and undertaken their own research. The project has also explored 
with people with dementia the lessons that have emerged from their work. We are confident that the project can 
influence the prevailing approaches in research – while bringing new respect for the skills, expertise and resilience of 
those who are living with dementia. 
By the end of the programme we hope that groups in DEEP (the UK Network of Dementia Voices) will: 
-       have been supported to get better at research 
-       have enjoyed developing new skills 
-       feel more empowered and confident 
-       be better involved in other people’s research 
-       have clear research priorities to share 
-       have encouraged the research community to work differently with people with dementia 
-       have some good ideas about more accessible ways of carrying out research. 
The programme has been shaped by a (paid) group of people with dementia, the Pioneers, who have a particular 
interest in research, and who bring with them a wide range of abilities and life experience.  
As the programme has developed, the Pioneers have grown in confidence. They have taken on many roles, including 
developing accessible application and selection processes; acting as ambassadors; presenting at events, webinars 
and conferences; co-authoring journal articles; making films; and interviewing academics. They have also co-
produced important resources including an accessible research guide and the DEEP-Ethics Gold Standards.  
Our presentation will involve at least one Pioneer (subject to travel) and/or film footage of their reflections on the 
programme. 
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VOP-67. Supporting people living with dementia and their carers: The InspireD reminiscence 
app 

Assumpta Ryan1, Claire McCauley1, Debbie Goode1, Maurice Mulvenna1, Raymond 
Bond1, Kyle Boyd1, Aoife Conway1, Deirdre Harkin1, Ashleigh Davis2 
1Ulster University, 2Dementia NI 

This study investigated the outcomes of a home based; individual specific reminiscence intervention facilitated by an 
iPad app (InspireD) for people living with dementia and their family carers.  The study used a quasi-experimental 
design with three phases. Phase 1: A User Development Group comprising a paired sample of 6 people living with 
dementia and their family carers worked with the research team to design and test the technology.  Phase 2:  The 
InspireD reminiscence app was then used at home for 12 weeks by 30 people living with dementia and their family 
carers.  Outcome measures examined the impact of reminiscence on mutuality, wellbeing, quality of life and quality 
of the relationship between participants living with dementia and their family carers. Phase 3: Individual interviews 
were conducted with a sample of participants (n=31) to explore their experience of the intervention.  Results:  People 
living with dementia used the app independently and more frequently than their carers.   There were statistically 
significant increases in mutuality (p < .0005), quality of caregiving relationships (p < .0005), and emotional well-being 
(p < .0005) from baseline to endpoint for people living with dementia.  For carers, there were no significant changes 
in these outcome measures from baseline to endpoint.   Participating dyads perceived the intervention as a positive 
experience which focused on gains rather than losses in the context of memory retention and learning new skills.  The 
study concluded that individual specific reminiscence supported by an iPad app can deliver positive outcomes for 
people living with dementia and their carers.  The InspireD reminiscence app has been rigorously tested and is free 
to download on Apple App and Google Play stores. 
  See https://www.theinspiredapp.com/ for more information and publications. 

VOP-68. IDoService project: using a co-design approach to facilitate participation in 
meaningful activities for people living with mild dementia 

Isabelle Tournier1, Tom Dening2, Laura Orton1, Kristina Niedderer1 
1Manchester Metropolitan University, 2University of Nottingham 

The 2-year IDoService project relies on co-production and co-design approaches to develop a service model aiming 
to facilitate the socio-cultural participation and empowerment of people living with mild dementia. Previous 
investigations highlighted that social contact, feelings of being useful, giving meaning to life and enjoyment of activities 
are amongst the most frequently unmet needs for people living with dementia. The IDoService addresses unmet 
needs regarding involvement in meaningful activities in Greater Manchester. The research has progressed through 
three stages: In the first stage, individual and focus group interviews have been conducted with people living with mild 
to moderate dementia, their family and friends, and other relevant stakeholders in the field of dementia and activities. 
Availability, accessibility, needs, and wishes regarding social and leisure opportunities for people in the early stages 
of dementia have been addressed. During a second stage, co-design workshops with the same categories of 
participants have explored needs arising from the initial individual and group interviews: people are looking for more 
opportunities to volunteer or to receive one-to-one support to develop personal projects (e.g., go on a road trip or set 
up a carpentry activity). Through the discussions and brainstorming the idea of a toolkit on skills and preferences 
emerged, focusing on activities, self-realisation and wellbeing, to implement the service. The third and last project 
stage has been to simulate and test the service and toolkit with people living with mild dementia by involving local 
charities and volunteering organisations too. The proof-of-concept generated by this interdisciplinary and co-designed 
project will inform the realisation of the service and of local and national policies regarding dementia-friendly 
communities in the UK. 
IDoService has received funding from the European Union’s Horizon 2020 research and innovation programme under 
the Marie Skłodowska-Curie grant agreement No 895620 (2020-2022). 

Virtual poster presentations 

VPOS-01. Portraits of Care: A Multi-Country Study Exploring Support and Coping Strategies 
of Carers for People Living with Alzheimer’s Disease During and After COVID-19 

Tina Cartwright1, Wendy Weidner2, Amy Sumner3, Jannice Roeser4, Fauzia Knight5 
1School of Social Sciences, University of Westminster, 2Alzheimer's Disease International, 3Studio Health, 4Global Patient Partnership, F. Hoffmann 
La-Roche Ltd, 5University of Westminster 

Aims: Informal carers play a key role in supporting people living with Alzheimer’s Disease (PLWA). Caring can be a 
rewarding role, but carers may face challenges including stress and loneliness. COVID-19 has severely impacted 
carers, with increased hours exacerbating loneliness, and restricting access to support services. Given this, it is 
important to build understanding of the experiences of carers, exploring these in countries with differing health and 
social care systems. 
Methods: A mixed-methods design will be adopted to examine the care-giving experience during the pandemic in 
Brazil, South Africa, the United Kingdom, and the United States. In each country, approximately 150 carers are to be 
recruited to complete a 10-minute quantitative questionnaire to capture demographics and access and use of support 
services. Qualitative interviews with 8–10 carers per country will explore their experiences, using participant-
generated photographs to reveal deeper thoughts and feelings. The interviews will be analysed thematically. The 
study is a collaboration between Roche and ADI with the University of Westminster in London, UK. 
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Results: The findings will provide an overview of who is caring for PLWA, how they access and use support, and the 
impact of COVID-19. They will also offer an in-depth understanding of the lived experience of being a carer during the 
pandemic in four countries, reflecting on changes and use of support networks (informal and formal) and coping 
strategies. 
Conclusions: The conclusions will inform ways in which organisations can improve provision and support for carers 
for PLWA to better meet their needs. 

VPOS-02. Computer Technology: What do people with lived experience of dementia think? 

Abigail Rebecca Lee, Orii McDermott, Martin Orrell 
University of Nottingham 

Background: During the COVID-19 pandemic, people living with dementia and their families have become more 
socially isolated and lost participation in many meaningful activities. Computer technology enables access to 
resources and support during social restrictions and closure of healthcare services. Although there is increasing use 
of computer technology, little is known about how regularly people with dementia engage with it or how it could be 
used in community services to improve wellbeing. 
Methods: A 28-item questionnaire went live on the Join Dementia Research website for six weeks from April 2022. 
Over 100 responses were gathered from people with dementia and informal carers. Open-ended and closed questions 
explored use of social media, internet confidence, and perceived barriers or facilitators to involvement with computer 
technology. 
Results: Responses were analysed through descriptive statistics and content analysis to identify common and 
reoccurring themes. Time since diagnosis ranged from two months to 23 years, and supporters had acted as informal 
carers from three months to 30 years. Respondents ages were between 18-85+ years. Results showed that the 
majority used computer technology daily, mainly for email and communication apps, and perceived themselves as 
quite knowledgeable. However, concerns about data privacy, software updates and general confusion over use 
prevented successful and effective engagement with technology. 
Discussion: Technology use has accelerated as social contact and access to support has become more difficult. To 
better understand how technology may continue to be of value to people with dementia, more needs to be understood 
about how often they use it, what it is used for, and their attitudes towards it. Findings will inform future research on 
the use of computer technology by those living with dementia, and contribute to the understanding of how 
technological interventions could be successfully implemented in services. 

VPOS-03. Self-experience interventions in dementia education: recommendations based on 
literature search and interviews 

Janina Wittmann1, Fabian Wilde2, Anja Bieber2, Marianna Riello3, Valentina Conotter4, 
Marjolein de Vugt5, Louise Hopper6, Gabriele Meyer2 
1Martin Luther University, 2Martin Luther University Halle-Wittenberg, Institute of Health and Nursing Science, 3SPES Group, 4Social IT Software and 
Consulting, 5Maastricht University, Department of Psychiatry and Neuropsychology/Alzheimer Center Limborg, School for Mental Health and 
Neuroscience, 6Dublin City University, School of Psychology 

Understanding of dementia by carers can be facilitated through self-experience. Self-experience interventions for 
training purposes have gained a lot of attention in recent years. Unfortunately, there is still insufficient evidence on 
how to use these practices in dementia education to anticipate the care required. 
As part of the European INTenSE project, we conducted (1) focus groups and individual interviews with people with 
dementia, informal caregivers, and professionals to gain an understanding of these practices. Findings were 
processed using inductive content and thematic analysis. Furthermore, through (2) a scoping review, all available 
studies using self-experience practices in dementia education were identified and synthesized to derive facilitating 
and inhibiting factors for their use. To (3) generate recommendations for the development, implementation, and 
evaluation of these practices, results of both procedures were independently screened by two researchers, initial 
recommendations were identified and formulated. These were discussed within the research team in a consensus-
oriented manner and published in the INTenSE eBooklet. 
We were able to draw on data from (1) 75 participants and (2) 31 studies. Recommendations for comprehensive self-
experience interventions (such as games or movies) were generated. In addition, tool-specific and overarching 
objectives of these interventions, design, implementation strategies, target group as well as benefits and harms were 
described. Emphasis was also placed on outlining procedures for developing interventions. 
It is a challenge to formulate general recommendations that apply to all forms of self-experience and implementation 
to all dementia care settings. The recommendations must be adjusted to the particular context in order to achieve 
successful development of caregivers’ social skills. 

VPOS-04. Towards Continuous Monitoring of Digital Biomarkers for Cognitive Assessment 
and Mild Dementia Decision Support using Mobile Playful Exercises 

Lucas Paletta1, Martin Pszeida1, Silvia Russegger1, Thomas Orgel1, Maria Fellner2, Marisa 
Koini3, Martin Berger3, Sandra Schüssler3, Julia Zuschnegg3, Bernhard Strobl4, Karin 
Ploder4, Maria Hofmarcher-Holzhacker5 
1JOANNEUM RESEARCH Forschungsgesellschaft mbH, 2digitAAL Life GmbH, 3Medical University of Graz, 4Austrian Red Cross Organization, 5HS&I 
Health System Intelligence 

Early detection of mild cognitive impairment as well as monitoring of cognitive functioning in mild dementia are 
fundamental for timely adaptation of lifestyle and intervention strategies. The development of digital biomarkers 
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through playful exercises with high adherence rates is a key objective of the Austrian multimodAAL project (project 
number: FFG 875345). Preliminary results of a study on computer-based cognitive and physical training (CCPT) in 
patients with AD are presented. 
Patients received weekly multimodal CCPT with a trainer and were encouraged to train as often as possible alone or 
with a caregiver over 6 months. At the time of data analysis 12 subjects had completed a 3 to 6-month intervention 
including a pre-study test on Montreal Cognitive Assessment (MoCA). Typical digital exercise types were ‘pairs game’, 
‘spot-the-difference’, ‘arithmetic’ calculations, or ‘outsider’ in word groups. The patients’ game digital success score 
and median time required to finalise exercise types was accessed from a data warehouse with data logged in real-
time. The Pearson correlation coefficient (PCC) was extracted between patients’ MoCA scores and success as well 
as required time rates. The PCC was applied for increasing number (1-6) of weeks’ gameplay to identify the 
appropriate time window for MoCA score estimation. 
In this preliminary analysis n=12 subjects (6 female, age: mean=81.2, MoCA: median=16.8) were included. The 
results show high PCC for MoCA total score and exercise ‘outsider’ (r=.903), as well as for MoCA subscore ‘naming’ 
and exercise ‘outsider’ (r=.911) for 3 weeks accumulated playing in supervised sessions with the trainer. For 
unsupervised sessions the results are inferior (r=.219, r=.410). 
These preliminary results indicate that there is a high potential for digital biomarkers based on CCPT to estimate 
global cognitive functions in Alzheimer patients. Larger sample sizes will show the predictive character of un-
(supervised) playful sessions. 

VPOS-05. Maintaining pedagogic excellence in family caregiver training using online learning 

Vicki de Klerk-Rubin 
Validation Training institute 

Validation Training Institute prides itself on its quality standards in training. Knowing the possibilities and limitations of 
online learning, and knowing the needs of relatives, an 18-week Family Caregiver Course (FCC) used: 5 ‘on-demand’ 
videos to deliver asynchronous learning with written assignments to process information: 9 synchronous, interactive 
webinars to process information, practice skills and get coaching; a two-day in-person training was used exclusively 
to practice skills and integrate new behaviors. The book, Validation Techniques for Dementia Care was sent to each 
participant prior to the class start and a monthly online Support Group is offered to all participants as follow-up to the 
course. 
The goals of this training were to sensitize family caregivers to the psycho-social needs of their relatives, integrate 
new behaviors that build relationships and specific verbal and non-verbal techniques to increase communication. 
In 2019 and 2020, VTI partnered with the Alzheimer’s Association of Colorado, with funding from the NextFifty Initiative 
for two iterations of the FCC. Due to COVID – 19 limitations, this course was turned into a completely digital experience 
in 2020. To replace the two-day in-person component, we developed four, 4-hour Zoom sessions that allowed 
participants to:  practice specific Validation techniques, exercise, process and apply what was learned, role play and 
receive coaching to anchor skills. Important online rules were maintained, such as, offer opportunities for participant 
engagement every 10 minutes and create a community of inquiry. 
Participants of the FCC completed a pre- and post-course survey exploring their perceptions of aging and dementia, 
their personal experience of caring for a relative with cognitive decline, and their knowledge of the Validation method. 
A comparison of the pre- and post-surveys of both iterations demonstrated that participants gained both knowledge 
and skills. Quality of learning was maintained. 

VPOS-06. Individual digital education in dementia healthcare: an interprofessional needs 
analysis and user-centered prototype evaluation 

Manuela Malek1, Julia Nitsche2, Claudia Dinand3, Jan Ehlers2, Margareta Halek3 
1Universität Witten/ Herdecke Lehrstuhl Pflegewissenschaft, 2University Witten/ Herdecke, Chair of Didactics and Educational Research in Health 
Care, 3University Witten/ Herdecke, Chair of Nursing Science 

Background: Continuous profession-specific training is necessary to have high quality care for people with dementia. 
Research shows needs for more personalized education in dementia care. In healthcare digital media are becoming 
important for trainings and should be adaptable to individual needs and learning preferences. Therefore the use of 
artificial intelligence (AI) can be a supporting element. Currently practical solutions are missing. 
Aim: The collaborative project MINDED.RUHR, funded by BMBF and BIBB, aims to develop an automatized delivery 
of individual learning content using AI. The overall aims of the sub-project are (a) to explore learning needs and 
preferences regarding behavioral changes of people with dementia (b) to develop learning nuggets and (c) to evaluate 
the feasibility of the digital learning platform and (d) to identify optimization criteria. 
Method: The study fit to the first phase of the DEDHI framework for design and evaluation of digital health 
interventions. Eight focus group interviews were conducted with profession involved in dementia care. Data will be 
analyzed using content analysis. Co-design workshops and expert interviews will be conducted to validating the 
content of learn nuggets in 2023. 
Results: The results of step (a) are that daily challenges in dementia care are solved with strategies such as peer 
learning or learning by doing. Preference is given to training on communication techniques. Short learning sequences 
are favored. Based on the results personae are created (b). Results of steps (c) and (d) are expected in May 2023. 
Discussion: Education about causes of behavioral changes is an essential requirement to get general understanding 
and to deal with it. Learning formats are needed that are designed interactively so that social and communication 
skills can be taught. Needs-oriented education is necessary to provide adequate care by all professions. Digital 
formats offer a high degree of individualization of learning content and methods. 
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VPOS-07. Promoting and Supporting Independence in People Living with Mild Dementia: A 
RE-AIM Study of the PRIDE Self-Management App 

Abigail Rebecca Lee, Orii McDermott, Martin Orrell 
University of Nottingham 

Background: Promoting Independence in Dementia App (PRIDE-app) encourages people living with mild dementia to 
participant in cognitive, physical, and social activities to improve their independence and quality of life. Delivered via 
an online handbook, users work in collaboration with facilitators to complete interactive activities and discussion points 
across three sessions. This poster reports a RE-AIM study into the PRIDE-app to explore its accessibility, 
effectiveness and adoption.  
Methods: Participants were recruited from four NHS sites, Join Dementia Research or self-referred. Through three 
intervention sessions, delivered within a two-month periods, participants were encouraged by researchers to 
incorporate the PRIDE-app in their daily lives. Outcome measures on well-being, daily activities and quality of life 
were collected at baseline, three and six months. Interviews were completed with participants, facilitators and service 
staff to explore their experiences and perspectives on the PRIDE-app.  
Results: Preliminary feedback suggests that the PRIDE-app can promote social relationships, acceptance of 
diagnosis and psychological independence in people living with mild dementia. Further developments have been 
recommended to ease the login process and navigation between sections.  
Conclusion: Independence is often viewed in terms of practical abilities, but the importance of autonomy in dementia 
often has a psychological link. With further development and testing, the PRIDE-app has the potential to support and 
promote positive activities and behaviour changes in people living with mild dementia. Due to the impact of COVID-
19, evidence-based apps such as the PRIDE-app may become more widely adopted by the public than pre-pandemic. 

VPOS-08. System Dynamics Model on the Interplay between Social Health and Dementia 

Adrianna Senczyszyn1, Marta Lenart-Bugla1, Henrik Wiegelmann2, Mateusz Łuc1, Imke 
Seifert2, Krzysztof Kowalski1, Dorota Szcześniak1, Joanna Rymaszewska1, Ansgar 
Gerhardus2, Karin Wolf-Ostermann2 
1Wroclaw Medical University, 2University of Bremen 

Background: Multi-factorial condition such as dementia, with its complex underlying mechanisms, demands a 
comprehensive approach to prevention and treatment, with an additional focus on psychosocial interventions. The 
aim of this work is a System Dynamics (SD) model on the interplay between Social Health (SH) and cognition. 
Method: We used a mixed-method design to build the SD model, presenting an SH-cognition bidirectional relationship, 
based on (1) systematic literature review on factors related to cognitive decline, (2) Group Model Building sessions 
with interdisciplinary experts, (3) iterative way of integrating results from epidemiological, multi-national cohort studies, 
(4) revisions of SH undertook by experts. Collected data was synthesized and transformed into a causal pathway 
model in the Kumu software. 
Results: The SD model includes maps on three levels: health domains, concepts with dimensions, and markers. The 
last presents a detailed picture of bidirectional links between social health markers and cognitive markers through 
three pathways: physiological, psychological, and health-behavioral, and through ‘cognitive reserve & brain reserve’. 
Each marker has a definition and level of evidence (from expert knowledge to systematic review). The map shows 
multiple SH risk factors contributing to cognitive decline and dementia (e.g., loneliness, being single), and SH 
protective factors (e.g., high social frequency, social support). In turn, dementia symptoms influence SH, f.ex. making 
the individual more dependent on the social network, or being less satisfied with social ties. 
Conclusion: The SD model highlights dynamic and complex relationships between SH and dementia, where social 
factors might serve a role of a reserve in the context of changing roles in the social life of an individual with cognitive 
impairment. This novel representation will be translated into key elements and targets for interventions, both for 
prevention and for improved dementia care. 

VPOS-09. Family Caregiver's Burdens and Needs Among Patient with Dementia in Taiwan 

YI-CHIN Tang 
Taipei City Hospital 

Objectives: The purpose of this study was to explore the relationship between family caregiver’s burdens and needs 
among patient with dementia. 
Methods: The convenient sampling was recruited from community, centers for integrated dementia care and day care 
centers in the southern Taiwan. A total of 150 family caregivers (mean age = 56.55, SD =10.22) were invited to 
complete structured questionnaires. The main scales included the Chinese Mini-Mental Status Examination (MMSE), 
Clinical Dementia Rating (CDR), Dementia Behavior Disturbance Scale, Perceived Health Status (PHS) and 
functional social support scale. The SPSS 22.0 software was used to analyze research data. 
Results:  
(1) Burdens and needs of caregivers were positively correlated. 
(2) The top three of caregivers’ needs were “Someone may take care of the patient to make you free to manage 
something” “Someone may take care of the patient to make you free to take a breath” “Someone may offer you some 
knowledge and skill about dementia” The formal needs were not satisfied. 
 (3) The caregivers with middle-level needs for supportive services have the highest level of needs for information and 
financial support but lower level of needs for respite services and psychological support. The employed caregivers 
have the highest needs for a flexible work time. 
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 (4) The needs for supportive services are higher in such cases as more serious dementia of the elderly, the elders 
with other chronic disease, lower daily-activity ability, greater frequency of abnormal behavior and emotion, quit job in 
order to taking care of the elderly, perceived poor income, younger caregiver, higher education, or spending more 
time on taking care the elderly. 
Conclusion: health professionals should assess caregivers’ needs, so specific services could be provided to satisfy 
caregivers. 

VPOS-10. The Experiences of Post Diagnostic Support for people who have Dementia with 
Lewy Bodies and their unpaid carers: A Qualitative Systematic Review using meta-
ethnography 

Claire Rischmiller 
Norfolk and Suffolk NHS Foundation Trust 

Background: Approximately 15% of all dementias are dementia with Lewy Bodies (DLB). In addition to cognitive 
problems, physical and neuropsychiatric symptoms are evident, indicating enhanced support needs. Post Diagnostic 
Support (PDS) includes holistic care-planning and needs management through meaningful activities or evidence-
based treatments. Yet little is known about how people with DLB and their carers experience PDS and what is 
important to them. 
Aims: To explore experiences of PDS for people with DLB and their carers. 
Methodology: A systematic review using meta-ethnographic synthesis collated primary qualitative research from 
international peer reviewed papers during 2020. 
Results: 10,401 results were found across 7 databases. 7 papers were included. The overarching theme was unmet 
needs demonstrated by a lack of awareness and understanding of DLB, symptom complexity and associated support 
this demands. Interpersonal disempowerment was identified through poor healthcare professional knowledge, 
information, communication, and service barriers. Intrapersonal disempowerment emerged through negative self-
perceptions around abilities and role loss. Support barriers included poor care-coordination, cost, accessibility, and 
stigma. Intrapersonal empowerment of coping by understanding diagnosis, positive self-perception, managing 
everyday life, planning-ahead, alongside respectful interactions and support groups were important to people. 
Conclusion: The results reflect symptom complexity, needs and support. Better understanding, awareness, 
communication, and information for clinical management to improve quality of life, planning ahead, and addressing 
support needs for both people with DLB and their carers are required to diminish disempowerment. 
Future research should ask people with DLB what meaningful support is to them. A shift from reactive to proactive 
approaches - including improvements in healthcare knowledge, care coordination, knowing the person and strategies 
to improve intrapersonal coping are needed to maintain hope, daily wellbeing and future planning. 

VPOS-11. Help-seeking for dementia in Hong Kong’s primary care settings – barriers and 
enablers 

Magdalene Tang1, Tai Pong Lam2, Felix Hon Wai Chan2, Wai Chi Chan2, Vivian Wei-qun 
Lou2, Sally Chan3, Kwok Fai Lam2, David Vai Kiong Chao4, Patrick Ka Chun Chiu5, 
Rudolph Wai Man Chow2, Hoi Yan Chan2 
1Department of Family Medicine and Primary Care, The University of Hong Kong, 2The University of Hong Kong, 3Tung Wah College, 4Hospital 
Authority, 5Queen Mary Hospital 

Background: Dementia is an illness that involves both medical and social care, Hong Kong has been trying to shift 
from its specialist care-oriented mode of care to a more community-based direction. To facilitate persons with 
dementia seeking help from primary healthcare and community services instead of going straight to the specialists 
becomes an essential step. 
Aim: To understand patients and caregivers’ barriers and enablers in seeking community support services, and their 
perceptions about primary care physicians (PCPs) and government schemes for dementia persons.   
Method: Ten focus groups and eight individual interviews were conducted with healthcare professionals, persons with 
dementia and caregivers (n = 57 participants/ time: March-December 2021). Qualitative content analysis with themes 
deductively coded was performed.  
Results and Discussion: Barriers that impeded patients/caregivers’ help-seeking included resistance to recognise 
symptoms affecting their cognitive and daily functioning, lack of knowledge/information about the illness and available 
community support/resources, perceived incapability of PCPs to manage dementia, preference to treat other chronic 
illnesses than dementia, structural barriers that rendered ineligibility for services, and issues with service continuity 
and quality.  
Enablers that facilitated help-seeking included family support with an attentive caregiver, severity of symptoms that 
required outside help, a capable middle person that connected users with medical/social support, positive impact after 
receiving dementia services, proximity of caring and training provisions and government vouchers for 
medical/community care. 
The roles and capabilities of PCPs need to be enhanced, caregivers with less resources should be given greater 
attention, a medical-social platform will help strengthen community care for dementia. 
Conclusion: To promote awareness of the nature and trajectory of dementia and its impact through public education, 
and advocacy of primary care services for dementia and enhanced caregiver support deserve greater urgency and 
priority in Hong Kong. 
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VPOS-12. Considerations and research priorities and for adults living with co-existing 
dementia and hearing loss 

Eithne Heffernan1, Emma Broome1, Jean Straus2, Tom Dening3, Helen Henshaw1 
1NIHR Nottingham Biomedical Research Centre, University of Nottingham, 2Patient Research Partner, 3Centre for Dementia, University of Nottingham 

Hearing loss is the largest potentially modifiable risk factor for the development of dementia from midlife onwards. 
Furthermore, hearing loss is common amongst people living with dementia and could accelerate their cognitive 
decline. Dementia and hearing loss have many overlapping symptoms and consequences (e.g. communication 
difficulties, social withdrawal, concentration problems), which impede their diagnosis and management. There remain 
many unanswered questions about these conditions, especially regarding the specific mechanisms of their association 
and optimal support for those who experience both conditions. Research in this area would benefit from being guided 
by an inclusive and strategic agenda developed in consultation with key stakeholders, including people living with 
dementia, family carers, and clinicians. 
We have launched a new programme of research, funded by the UK National Institute for Health Research (NIHR), 
which aims to benefit people living with co-existing dementia and hearing loss through: 

1. Identifying, understanding, and addressing barriers to participation in dementia and hearing loss research 
for members of under-served groups and communities. 

2. Developing strategic directions and priorities for future research in this area in partnership with key 
stakeholders. 

3. Examining existing clinical service provision within audiology for co-morbid dementia and hearing loss. 
This programme entails the use of several research methods, including focus groups with key stakeholders, survey 
of audiology services, interviews with audiology service leads, and a scoping review. Additionally, the experienced-
based co-design (EBCD) method will be used in partnership with members of under-served groups. The research 
team are joined by a Patient Research Partner for this programme.  
These research activities will provide important insights on inclusive practices for research recruitment, engagement, 
and delivery; a strategic agenda to direct future research in this field; and up-to-date knowledge of clinical service 
provision in this area. Ultimately, this will help to optimise research and practice for dementia and hearing loss. 

VPOS-14. Effectiveness of the Community Areas for Sustainable Care and Dementia 
Excellence in Europe (CASCADE) model of care:  findings from a residential care home in 
Belgium 

Anne Martin1, Raymond Smith1, Eleni Hatzidimitriadou1, Toni Wright1, Sabina Hulbert2 
1Canterbury Christ Church University, 2University of Kent 

Community Areas for Sustainable Care and Dementia Excellence in Europe (CASCADE) is a cross border initiative 
involving partners from Belgium, France, Netherlands and United Kingdom. The partnership was formed to co-create 
a sustainable care model promoting the independence of people living with dementia in their communities. The 
CASCADE model was co-created with people living with dementia, family carers and care professionals. This 
presentation highlights primary outcomes including health related quality of life and resource utilisation in dementia of 
residents in normalised small-scale living located in a dementia friendly municipality in Belgium. A quasi-experimental 
study undertaken between February 2021 and March 2022 involved baseline and follow up measures at two 
timepoints (T0, T1 and T2). Staff were trained in providing care tailored to the CASCADE model after baseline 
measures were undertaken. Twelve out of 20 recruited residents (10 intervention; 10 control) completed the study 
(intervention = 7, control = 5). Participants’ age ranged from 63 to 99 years with 63% of residents in their 80s and 
females (75%) constituting the majority of the sample. Observed EQ-5D-5L utility values showed a comparable decline 
in both groups with minimal improvements in the intervention group at T2 compared to the control group. The utilisation 
of healthcare resources did not differ between groups at all timepoints. Key informant interviews and focus group 
discussions with staff and family carers, identified implementation constraints comprising staff turnovers and 
shortages plus challenges of balancing the competing needs of dementia care stakeholders. The COVID pandemic 
impact exacerbated these challenges. Mechanisms supporting person-centred care with a sense of community in the 
care environment were positively highlighted at resident, team, and organisational levels. The model improved team 
cohesion and collaborations across teams and the wider organisation. Findings suggest that practice-based training 
and stable teams could enhance the effectiveness of the CASCADE model. 

VPOS-15. A demonstration and explanation of three movement types that are highly 
beneficial when dancing with people living with dementia 

Paula Hain 
Mosaic Dance 

Dance is a great activity for people living with dementia. I will explain and demonstrate the most beneficial 3 movement 
types to include.  
First, movements supporting the vestibular system. This system is responsible for balance and coordination so is 
advantageous for those living with dementia. Small movements, including eye, head and neck movements even in a 
seated position, will stimulate and support a healthy vestibular system and if incorporated carefully, can also create 
social interaction and encourage greater range of movement and relaxation. 
Second, cross lateral movements. Neuroscience tells us that movements that cross the mid line, are good for brain 
health and coordinating both brain hemispheres. Whilst this can be challenging for some people living with dementia, 
simple hand movements can be used eg a hand jive or a sway to introduce these actions into a fun sequence. 
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Third, spinal flexibility has important physical and neurological benefits. The spinal cord is a column of nerves that 
connects our brain with the rest of the body allowing movement control. Keeping it as flexible as possible is vital for 
an optimum nervous system and maintaining an active life and a range of movement that assists with everyday activity. 
Relatively small moves, from a seated position can be used to build spinal strength and flexibility in and a relaxation 
and expansion of movement can be seen as the benefits are felt by the participant. Again these movements can 
become more than an "exercise" as I intend to spark joy and feelings of connection and wellbeing too. 
I will demonstrate a short seated sequence to music that incorporates these important movements. 
In conclusion, dance is a hugely useful activity for people living with dementia and simple sequences can be designed 
to maximise these benefits by incorporating a few simple movements as demonstrated. 

VPOS-16. A literary prize to raise awareness about dementia 

Olivier Coupry1, Christine Tabuenca2 
1Fondation Médéric Alzheimer, 2France 

Explaining dementia to children is not an easy task! A complex subject, sometimes a source of anxiety and 
misunderstanding, dementia is not often discussed with the youngest children, even though they are increasingly 
concerned in their family life. 
Uniopss and the Fondation Médéric Alzheimer wanted to take up the challenge of helping them to develop a more 
nuanced understanding of the disease, to put words and images at the level of children, and to support a citizenship 
approach. To this end, these two organisations have organised the Prix Chronos Alzheimer, which aims to raise 
awareness of dementia among young people.  
This prize is a continuation of the Prix Chronos de littérature, which raises young people's awareness of the dialogue 
between generations, the life course, old age and death. 
The Prix Chronos Alzheimer put four children's books in competition with each other, which were offered to primary 
school children (6 to 10 years old) in order to tackle the disease through life stories, poetry, humour and tenderness. 
By using books as a means to reflect and free speech, the Prix Chronos Alzheimer contributes to raising awareness 
among the youngest, and, in turn, to change the way people living with dementia were seen. It also contributes to the 
construction of an inclusive society. 
86 classes or libraries took part in this first edition, thus mobilising more than 2,000 young readers. They read the four 
selected children's books in class and voted for the book they liked best. The winning album will be announced on 2 
June 2022. 
A booklet of activities dedicated to this theme, in particular around memory, completes these reading activities. Some 
of the participating classes were able to continue this awareness-raising process through a dialogue with external 
speakers. 

VPOS-17. Encouraging new 'homes' for people living with Alzheimer's disease 

Laëtitia Ngatcha-Ribert 
Fondation Médéric Alzheimer 

Participating in the choice of one's living environment, anticipating and remaining an actor in one's illness, these 
imperatives take on their full meaning with the question of housing, in other words the "home". WHO classifies housing 
as a health determinant and a prevention factor. 
Persons with dementia (pwd) must have other choices than staying at home, which is difficult when the disease 
progresses or when carers become exhausted, or entering a nursing home, which is often an emergency and 
increasingly medicalised, to "end their days". 
Alzheimer's co-housing, foster care, intergenerational housing, etc. are new forms of housing that should be 
encouraged and developed. In 2021, based on interviews with experts and a state of the art review of the literature, 
the Fondation Médéric Alzheimer has drawn up an overview of alternative housing solutions for pwd. 
This set of solutions is too little known to most care and support professionals. It is necessary for pwd and their family 
carers to be aware of them so that they can anticipate as best they can the evolution of their illness, their life choices 
and also exercise their free will, "right to the end". 
If the elderly sector is gradually taking up the issue of inclusive housing, considering it as a possible solution, the 
same must be done for pwd. Moreover, Nothing can be done without making the care and support professions more 
attractive, as professionals play a central role in the implementation of new housing solutions. Urban planning and 
care provision must be considered together. To this end, the networking and coordination of home nursing services, 
general practitioners and all medico-social actors must also be strengthened. 
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