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WELCOME

Iva Holmerová, Chairperson of Alzheimer Europe

Welcome

It is with great pleasure that I welcome you 
to the 30th edition of our Dementia in Europe 
magazine.

The fi rst section gives an overview of some 
of the work in which Alzheimer Europe has 
been involved, including our work on three 
diff erent research projects (RADAR-AD, PAR-
ADIGM and AETIONOMY). We also provide a 
look into how we approached the European 
Parliament elections and an introduction to 
the new members of the European Working 
Group of People with Dementia (EWGPWD) . 
I would like to thank them for their involve-
ment in our election campaign, without 
which we would not have been so success-
ful in getting MEP candidates to commit to 
making dementia a priority. 

We also take a look back to February 2019 at 
our lunch debate in the European Parliament 
which focused on dementia research as a 
European priority. Attendees heard presenta-
tions from Pierre Meulien of the Innovative 
Medicines Initiative (IMI), setting out how 
the partnership had supported dementia 
research; Mikko Hiltunen of the University 
of Eastern Finland, who shared some of the 
work being done in relation to the genet-
ics of dementia; and from Stéphane Hogan 
of the European Commission, who detailed 
how the Commission had provided resources 
and a strong framework to support demen-
tia research in Europe. I would like to thank 
Sirpa Pietikäinen MEP (Finland) for organis-
ing the meeting; Anneli Jäätteenmäki MEP 

for chairing the debate itself; Heinz K. Becker 
MEP (Austria) who  participated; and also Mar-
tina Anderson MEP (UK, Northern Ireland) 
who was represented at the meeting.

The Policy Watch section opens with a 
summary of the results of the European Par-
liamentary elections, how many candidates 
signed the pledge (and how many of those 
were elected), the number of members now in 
the European Alzheimer’s Alliance, as well as 
the intended next steps of Alzheimer Europe 
in engaging with policy makers.

We have an interesting article from the Euro-
pean Disability Forum  which has shared 
how  it approached the elections, campaign-
ing against barriers, both legal and physical, 
which prevent or restrict persons with disabil-
ities from voting across Europe. Additionally, 
we are pleased to have a contribution from 
colleagues Dan Chisholm and Katrin See-
her, from WHO Europe and the World Health 
Organi zation respectively. They focus on 
the progress and future work on the Global 
Action Plan for Dementia.

We then examine the most recent devel-
opments in relation to a signifi cant policy 
area for dementia research, Horizon Europe, 
before briefl y providing an overview of the 
latest Brexit developments and their implica-
tions for diff erent aspects of European policy 
and practice. We conclude this section on a 
positive note, with the announcement by the 
Spanish Government, which has provided 
an outline of the main areas of focus for its 
forthcoming National Alzheimer’s Plan.

Our Dementia in Society section covers a 
range of policy-related activities in which our 
members have recently been engaged. Our 
 Finnish colleagues have been busy in a num-
ber of areas, with Muistiliitto ( The Alzheimer 
Society of Finland) organising  the country’s 
fi rst ever “Memory Friendly Parliament”, at 
which people with dementia and carers were 
able to ask MPs questions. Additionally,  Finn-
ish EWGPWD member Petri Lampinen  has 

shared with us his experience of using the 
 new European Disability Card .

It has also been an active time for diff erent 
carers’ networks across Europe, with net-
works across the UK, Ireland and Portugal 
working on various projects to improve the 
experience of carers of people with demen-
tia. So eff ective has this been in Wales, that 
Jayne Goodrick (who supports EWGPWD 
member Chris Roberts) has received an 
award recognising her tireless campaign-
ing work in ensuring the voices of carers are 
heard. I warmly congratulate her on this great 
achievement. Having been a carer myself, I 
know how hard it is. I am so impressed with 
the work that these carers’ networks, and the 
individuals that belong to them, are doing.

Our French colleagues have been continu-
ing their campaign against the decision of 
the French Government to stop reimburs-
ing dementia medication. France Alzheimer 
President Joël Jaouen tells us about a recent 
survey showing the hugely negative impact 
this 2018 decision has already had on peo-
ple with dementia and their families across 
the country.

Concluding this  edition of the magazine, 
Jim Pearson from Alzheimer Scotland talks 
us through their campaign on care charging 
for people with advanced dementia, follow-
ing the publication of a report by a dedicated 
commission examining the issue.

I would like to wish you all the very best for 
the summer and look forward to welcoming 
you for our next edition in October in which 
we will be previewing our annual conference, 
which will take place in The Hague, Nether-
lands, between 23 and 25 October 2019.

Happy reading!
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European Parliament lunch 
debate focuses on dementia as 
a European research priority
Alzheimer Europe and the European Alzheimer’s Alliance 
organised a lunch debate in the European Parliament, hosted 
by Anneli Jäätteenmäki MEP.

Alzheimer Europe (AE) held its first lunch 
debate of 2019 in the European Parliament 
on 26 February 2019, focusing on dementia 
as a European research priority.

Hosted by Anneli Jäätteenmäki MEP (Fin-
land) (standing in for Sirpa Pietikäinen MEP), 
the debate was attended by 64 delegates 
from across Europe, including the Chair of 
the European Working Group of People with 
Dementia (EWGPWD), national Alzheimer’s 
associations, research partners, pharmaceu-
tical representatives and members of the 
European Parliament.

The Innovative Medicines Initiatives (IMI)

The Executive Director of the Innovative 
Medicines Initiative (IMI), Pierre Meulien, 
presented on the work of IMI through both 
its iterations, IMI1 (2008–2013) and IMI2 

(2014–2020), highlighting that the public-pri-
vate model of funding had yielded over EUR 
5 billion investment, with over EUR 300 mil-
lion invested in brain disorders and over EUR 
200 million invested in drug discovery to date.

Dr Meulien identified a shift in approach 
towards molecular mechanisms, acknowl-
edging that the previous focus on 
disease-modification in the symptomatic 
stages of neurological conditions, including 
dementia, had not been effective. As such, the 
overarching approach to neurodegenerative 
conditions focused on four key areas: Under-
lying causes, populations at greatest risk, 
improved clinical trial design and brain scan-
ning as a means to improve detection and 
treatment. Examples of IMI-funded research 
projects underway included the “European 
Prevention of Alzheimer’s Disease” (EPAD) 
and “Amyloid Imaging to Prevent Alzheim-
er’s Disease” (AMYPAD) projects.

Dr Meulien explored the value of health data 
projects as a means of improving healthcare 
systems and delivering better outcomes for 
patients, including through the use of emerg-
ing smart technology. “Big Data for Better 

Outcomes” (BD4BO) was highlighted as an 
example of such an approach, with the pro-
ject aiming to improve sustainability within 
healthcare systems. “Real world Outcomes 
across the Alzheimer’s Disease spectrum for 
better care: Multi-modal data Access Plat-
form” (ROADMAP) project sat under this 
umbrella.

Research in Finland

Mikka Hiltunen, Professor of Tissue and Cell 
Biology at the Institute of Biomedicine, Uni-
versity of Eastern Finland (UEF), presented 
on current research being carried out within 
his institute concerning brain health in the 
older population, with a specific focus on 
biomarkers as a means of prevention and 
early detection for dementia. Prof. Hiltunen 
explained that understanding the genetics 
of Alzheimer’s disease was one of the best 
ways to improve knowledge on the condition. 

“Dementia affects the daily 
lives and routines of mil-

lions of people and their family 
members, friends and carers. 
Research is the key to fighting 
dementia.”

Anneli Jäätteenmäki MEP

“The public-private part-
nership model is the ideal 

vehicle to drive technological 
convergence enabling more 
robust health systems and 
better practices in health pro-
motion, disease prevention and 
management.”

Pierre Meulien

Anneli Jäätteenmäki MEP (Finland) opens the lunch debate

Pierre Meulien presents on the IMI2 partnership
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Expanding on this, he described the work of 
Neurocenter Finland, which works to inte-
grate neuroscience research into disease 
prevention, diagnostics, treatment and reha-
bilitation, as well as promoting collaboration 
and research innovation.

He also provided an overview of the AlzTrans 
project was provided, which seeks to evalu-
ate the translational aspects, feasibility and 
applicability of novel Alzheimer disease-asso-
ciated risk genes/variants, as well as Finland’s 

involvement in international research collab-
orations. The overview included reference to 
the EU’s Joint Programme on Neurological 
Diseases (JPND), which involved the European 
DNA Bank for deciphering the missing herit-
ability of Alzheimer’s disease, which collated 

~40,000 patients and ~66,000 controls from 
13 countries.

Finally, Prof. Hiltunen outlined a further 
example of Finnish collaboration with other 
EU research programmes, through the work 
of the “Genetics and Mechanisms in Trans-
lational Medicine Doctoral Programme” 
(GenomMed), which will train specialists in 
translational genomics to solve health care-re-
lated questions in the fields of neurosciences, 
cardiovascular and metabolic diseases.

European Commission funding for research

Stéphane Hogan, Head of Sector for Neuro-
science in the Directorate General Research 
and Innovation at the European Commission, 
highlighting the EU’s support for dementia 
research in Europe. Mr Hogan, outlined that 
the EU’s contribution across frontier research, 
collaborative research and training and 
mobility had totalled EUR 664 million, with 
EUR 339 million going towards projects on, 
or involving Alzheimer’s disease.

“It is  paramount to 
continue developing col-

laboration and platforms for 
researchers in the field of neu-
rodegenerative diseases – thus, 
Neurocenter Finland is coded to 
connect researchers and other 
stakeholders.”

Mikka Hiltunen

Mikka Hiltunen explains the work of the UEF

Stéphane Hogan highlights the contribution of the 
European Commission to research

Iva Holmerová introduces Alzheimer Europe’s publications

“It is paramount to scruti-
nise the highly individual 

cultural and political factors 
influencing the lives of peo-
ple with dementia, taking into 
consideration the similarities 
and differences across but also 
within Europe.”

Iva Holmerová
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Mr Hogan provided an overview of the 
approach of the European Commission across 
six areas, including molecular pathogenesis, 
epidemiology, prevention, diagnosis and 
monitoring, treatment, and care and support. 
He drew attention to a number of projects 
across these areas, including the “Organising 
Knowledge about Neurodegenerative Disease 
Mechanisms for the Improvement of Drug 
Development and Therapy” (AETIONOMY) and 

“Prevention of Dementia using Mobile phone 
Applications” (PRODEMOS) projects, as well 
as partnerships such as JPND and IMI.

In addition to being a major funder of 
research, Mr Hogan noted that the role of 
the EU included providing a network of col-
laborative projects, as well as providing a 
framework for efficient research coordina-
tion between EU countries. When concluding, 
he outlined the approach of the forthcom-
ing Horizon Europe programme, including 
its novel aspects such as dedicated research 
missions and a commitment to open science.

Alzheimer Europe publications launched

AE Chairperson, Prof. Iva Holmerová, thanked 
the speakers, MEPs and attendees for tak-
ing part in the lunch debate and officially 
launched two reports by Alzheimer Europe. 
The first, “The development of intercultural 
care and support for people with demen-
tia from minority groups”, was the result 

of an extended piece of work undertaken 
with the support of partners across Europe, 
exploring how dementia was experienced 
by minority communities. The report high-
lights the need for specific considerations in 
relation to cultural differences in the under-
standing, status and position of dementia, 
which increase the stigma associated with 
the condition.

The second report, the Dementia in Europe 
Yearbook 2018, provides a comparison of 
national dementia strategies across Europe, 
comparing the content and policy priorities 
set out in each document. The report high-
lights the strong focus on systems of care 
and support for people with dementia, whilst 
also noting the frequency of other areas, such 
as research, training for professionals and 
awareness raising.

Open floor discussion

The session was concluded by an open floor 
discussion, with questions put to the speak-
ers on a range of themes, as well attendees 
raising other points on other relevant issues.

Răzvan Prisada, the Romanian Health Attaché, 
attended the meeting, asking speakers about 
the high failure rate in relation to drug devel-
opment for dementia and about timescales 
for the next significant breakthrough in 
dementia research.

Alzheimer Europe Executive Director, Jean 
Georges, asked about future research mis-
sions within the Horizon Europe project, 
noting the absence of a specific mission on 
dementia research. Iva Holmerová asked 
about the potential for greater involvement 
of Central and Eastern European countries in 
Horizon Europe research projects.

Helen Rochford-Brennan, Chairperson of 
the European Working Group of People with 
Dementia (EWGPWD), highlighted that as no 
cure was likely in the immediate future, more 
support should be given for programmes 
exploring psychological supports which 
ensure that people with dementia are able 
to live well with the condition.

Andy Bolan from Biogen expressed support 
for the work and connections made so far 
through IMI and queried how the work from 
the projects was being communicated in 
order to inform future partnerships, such 
as a potential IMI 3. Similarly, Gill Farrar of 
the European Federation of Pharmaceutical 
Industries and Associations (EFPIA), asked 
whether there was a specific piece of work 
bringing together the findings and work from 
current IMI projects.

Alzheimer Europe’s next European Parliament 
lunch debate will not take place until Decem-
ber 2019 owing to the European Parliament 
elections.

Răzvan Prisada asks about the next breakthrough for dementia

Andy Bolan asks about a potential IMI3
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Snapshots from Alzheimer Europe’s 
European Parliament lunch debate

Former AE Chairperson Heike von 
Lützau-Hohlbein

Members catch up during the lunch debate Attendees had the opportunity to network

Attendees had the chance to talk with 
presenters

Carmel Geoghegan speaks with Pat McLoughlin Members discussed dementia research following the meeting

Heinz Becker MEP (Austria) Jean Georges asks a question on Horizon Europe’s “missions” Attendees listened to presentations on European dementia research

Helen Rochford-Brennan and Ana Diaz Attendees arrive for the lunch debate Alzheimer Europe’s reports were given to attendees
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Bringing together assessment 
of functioning and technology 
in Alzheimer’s disease: how can 
people aff ected by AD contribute?
The RADAR-AD (Remote Assessment of Disease and Relapse 
in Alzheimer’s disease) project kicked-off  in January 2019. The 
partners give an overview of the project’s aims and discuss 
how it plans to involve people with dementia in its research.

RADAR-AD is a collaborative research initia-
tive that explores the potential of mobile and 
digital technologies to improve the assess-
ment of Alzheimer’s disease (AD). The AD 
terminology in the RADAR-AD project refl ects 
the recent conceptualisation of AD as cover-
ing the full spectrum of the disease, including 
both pre-dementia (preclinical and prodromal 
AD) and dementia phases (mild to severe AD 
dementia).

RADAR-AD builds on the knowledge and 
experience gained in a sister project called 
RADAR-CNS (Remote Assessment of Dis-
ease and Relapse – Central Nervous System), 
which was launched in 2016 and is explor-
ing remote monitoring in people living with 
multiple sclerosis, epilepsy and depression.

Why is ‘function’ relevant to AD?

When assessing the clinical symptoms of 
prodromal AD and mild AD dementia, the 
focus is typically on measures of cognition, 
such as memory tests, executive function 
and language. Although this can tell us 
how well someone’s brain is functioning 
on the day of assessment, it neglects to 
consider how AD impacts day-to-day living 
for aff ected individuals and their caregivers. 
There are certain tasks we need to do on a 
daily basis, oft en on multiple occasions in 
the same day, in order to function and meet 
our needs, such as getting dressed or pre-
paring a meal. These repeated tasks vary in 
complexity, from walking or tidying up, to 
driving or managing fi nances. Such activi-
ties of daily living can become increasingly 

challenging, stressful and even hazardous 
for a person with prodromal AD or mild AD 
dementia.

As well as our ability to perform daily tasks, 
the ability to function within the social envi-
ronment is important. This is particularly 
relevant because loneliness and social iso-
lation are more common and have negative 
eff ects on health for older people and peo-
ple with dementia. Social interactions oft en 
involve complex brain activity because both 
cognitive and emotional brain functions are 
employed, such as conversing or understand-
ing non-verbal communication (e.g. body 
language and facial expressions). Measur-
ing daily functioning is therefore important 
but has traditionally relied on questionnaires, 
rather than monitoring someone in their 
home or social setting.

RADAR-AD will look at how to use technol-
ogy to capture reductions in the ability to 
function independently during activities of 
daily living or when interacting with others.

Incorporating the views of people aff ected by 
AD and their caregivers is vital to the success 
of RADAR-AD. Their insights will ensure that 
the ‘functional domains’ targeted for this 
study are:

 y Appropriate and clinically relevant to 
aff ected individuals and caregivers

 y Suitable for being recorded by digital 
devices

 y Sensitive to the early stages of AD
 y Able to predict AD progression.

Using technology in assessing and moni-
toring function in AD – some challenges in 
selecting devices

When assessing the level of diffi  culty and 
functional changes in daily living, researchers 
usually rely on feedback from family caregivers. 
This assessment may be infl uenced by subjec-
tiv ity, inaccurate recall and, thus, it may not be 
reliable to estimate the level of impairment in 
aff ected individuals. This lack of objective data 
could be mitigated following recent advances 
in digital technology, which is why RADAR-AD 
is seeking to use widely available, aff ordable 
digital technology to try to improve current 
measures of function in AD.

For example, smartphones, currently owned 
by 9 out of 10 people, may help assess social 

The project partners

The following organisations are involved in RADAR-AD:
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behaviour (e.g. via monitoring calls, SMS, or 
Internet browsing). With the additional use of 
wearable wristwatches or wristband sensors, 
it may also be possible to measure activity 
level, stress level, heart rate, gait and other 
important information relating to daily func-
tioning for people with dementia. Leveraging 
clinical and technological advancements to 
better monitor day-to-day functioning in AD, 
could lead to transformative management/
treatment of this multifaceted and potentially 
disabling condition.

The number of different devices increases 
every year, resulting in a multitude of factors 
or parameters that developers need to con-
sider, such as data heterogeneity, 
manufacturer standards and programming 
interfaces. End-users themselves also need 
to consider a range of factors such as shape, 
materials, battery life, design, functionality, 
precision and range.

All these parameters should be taken into 
account when selecting appropriate devices 
for monitoring users, especially when it 
involves people with AD dementia. Feed-
back from people with dementia, as well as 
their caregivers, introduces a most welcome 
end-user perspective in the selection process, 
highlighting parameters that might other-
wise be overlooked by researchers.

Technology experts tend to select devices 
based solely on their desire to record the most 
appropriate signals with the highest granular-
ity and precision, failing to take into account, 
for example, that the chosen devices might 
be uncomfortable, heavy or too complicated 
for study participants, resulting in projects 
which may be doomed to fail.

The selection of devices should not be made 
without the participation of patients them-
selves and, where appropriate, their caregivers. 
They could draw attention to how particular 
features might be tailored to fit their expe-
riences of the disease, memory problems 

and other functional impairments, e.g. the 
need for a waterproof device, or for a sound 
or blinking light to remind users to charge 
the device. An optimisation process could 
then seek to identify the best compromise 
between the most technologically advanced 
devices and those most acceptable to users, 
thus satisfying both parties.

The RADAR-AD clinical study

To determine the potential and value of using 
these devices to assess and monitor function 
in AD, the RADAR-AD team will carry out an 
observational clinical study. The study will 
provide support to seamless digital measure-
ments that have been identified as potentially 
useful in assessing functioning in people 
with AD. This clinical study will enrol people 
with a diagnosis of AD (based on a positive 
b-amyloid biomarker test). The study will look 
at the effectiveness of wearable and home-
based digital sensors in detecting small 
changes in the performance of some activi-
ties of daily living.

The outcomes RADAR-AD are expecting to 
measure include social interaction, spatial 
navigation, outdoor mobility, driving and 
self-care. It is hoped this will provide more 
reliable information than questionnaires or 
diaries, which are currently used in clinical 
trials. 180 volunteers with a diagnosis of AD 
will be invited to take part in the study. They 
will include:

 y people with preclinical AD (amyloid posi-
tive but no clinical symptoms),

 y people with prodromal AD (some memory 
deficits but not dementia) and

 y people with mild-to moderate AD demen-
tia (with clinical signs of dementia).

In addition, information from 40 “healthy vol-
unteers” (i.e. people with no AD) will be used 
to provide a comparison with people with AD 
of the same age. The study will last around 
eight weeks. During this time, each study 
participant will be requested to use wear-
able digital devices and answer questions 
on smartphones. A subgroup of 50 people 
with AD will also be monitored with digital 
technology installed in their homes, so as to 
profile behaviour at home.

The statistical analysis of results will provide 
information about which digital measure-
ments most accurately predict the conversion 
to a different stage of AD and about how 
accurately they can detect the level of impair-
ment in specific activities of daily living.

The study is planned to start in autumn 2019, 
at 13 different clinical centres of excellence 
located in 12 European countries, coordinated 
by the academic VU University Medical Center 
Amsterdam (VUMC) in Amsterdam and by the 
Pharma team of the Takeda Neuroscience 
Therapeutic Area Unit. Results are expected 
in approximately three years.

Patient involvement in the RADAR-AD 
project

Involving people living with AD, as well as 
those supporting them, is an essential part 
of the research trajectory in RADAR-AD. When 
following the progression of AD in a clinical 
setting, such as a doctor’s office, it is often 
difficult to capture real-life contexts. People 
living with AD can provide unique insights 
into daily life routines, how these may change 
over time and what practical issues research-
ers need to consider.

People living with AD play an important role 
as true partners to the RADAR-AD research-
ers. This is why a Patient Advisory Board (PAB) 
has been established, and will accompany the 
project from inception to completion. The 
PAB includes members from across Europe 
and advises on both conceptual questions as 
well as on practical issues, such as the trial 
setup. The PAB is led by Alzheimer Europe 
and will mainly include members of its Euro-
pean Working Group of People with Dementia 
(EWGPWD) and their supporters. During the 
meeting of the EWGPWD in March 2019 in 

“Leveraging clinical and 
technological advance-

ments to better monitor 
day-to-day functioning in AD 
could lead to transformative 
management/treatment of this 
multifaceted and potentially dis-
abling condition.”

“Incorporating the views of 
people affected by AD and 

their caregivers is vital to the 
success of RADAR-AD.”
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Chris Roberts , member of the PAB and Vice-chair of the EWGPWD 

Chris Roberts 
participated in 
 the PAB meet-
ing. He is from 
Wales and has 
a diagnosis of 
mixed dementia 

(Alzheimer’s and vascular dementia) but 
has not let this diagnosis get in the way 
of leading a full life. He said:

“As vice-chair of the EWGPWD, and also 
now member of the PAB, the RADAR-AD 
project looks very exciting and new. It 
aims to develop new ways of monitoring 
the progression and potential detection 
of early Alzheimer’s disease using wear-
able devices and smartphone technology. 
Nowadays, most people, including many 

people with AD, are using mobile phones 
and other technology, so it is great that 
this project will use this mobile technol-
ogy to help record the progression of the 
disease rather than relying on sporadic 
tests and self-recording, which is oft en 
unreliable. An important strength of the 
project is that most of this data will be 
collected remotely and continuously, 
without interference in a person’s life. It is 
amazing to see experts from many fi elds, 
including medical research, engineering, 
computer science, information technol-
ogy etc., working alongside people with 
AD and carers, to improve the quality of 
life of everyone aff ected by Alzheimer’s 
disease. On a personal point, I am really 
pleased to see that people living with 
Alzheimer’s disease will be involved”.

 

The RADAR-AD project has received support 
from the Innovative Medicines Initiative 
Joint Undertaking under grant agreement 
n° 806999 and will run from 2019 till 2022 .

  www.radar-ad.org
 @RADARAD7

  www.imi.europa.eu

Luxembourg, members of the EWGPWD and 
their supporters were invited to provide input 
on various issues relevant to RADAR-AD. The 
group provided feedback on the defi nition 
and prioritisation of functional domains 
in AD and main features to consider when 
selecting a device for people with dementia. 
They also reviewed and provided advice on 
the protocol for the RADAR-AD clinical trial.

In addition to the PAB activities currently 
underway, similar discussions on relevant 
topics are being organised locally in the form 
of focus groups, which will be carried out in 
three diff erent countries. This work is being 
led by King’s College London and the groups 
will involve people with prodromal AD, people 
with AD dementia and caregivers. Their input 
will build on the contribution of the PAB and 
may raise some additional issues and diff er-
ences to consider. “People living with AD can provide unique insights into daily 

life routines, how these may change over time and what prac-
tical issues researchers need to consider.”

Members of the European Working Group of People with Dementia and their supporters were invited to provide input on 
various aspects of RADAR-AD, at a meeting  in Luxembourg , 19 and 20 March 2019
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Why IMI PARADIGM?
Four stakeholders in the IMI PARADIGM project – Patients 
Active in Research and Dialogues for an Improved Generation 
of Medicines – tell us why they are committed to this initiative, 
what they hope will emerge from it, and why collaboration is key.

The IMI PARADIGM project is a public-private 
partnership co-led by the European Patients’ 
Forum (EPF) and the European Federation of 
Pharmaceutical Industries and Associations 
(EFPIA). The objective is to develop processes 
and tools for three key decision-making 
points: research priority setting, design of 
clinical trials and early dialogue. PARADIGM 
will integrate the needs, perspectives and 
expectations of all actors involved and pro-
duce a set of metrics to measure the impact 
of patient engagement.

The patient perspective – Jean Georges, 
Executive Director, Alzheimer Europe

Dementia affects around 
nine million people in 
Europe. Despite much 
effort, no treatment exists 
to date to cure, prevent or 
slow down its progression. 

Globally, and at European level, a lot of research 
is being conducted, which is helping to better 
understand what causes dementia, the risk 
factors, its progression, how to cope and live 
better with the condition and to develop more 
effective treatments and care options.

Examples of people with dementia and 
their carers being meaningfully involved in 
research do exist, but several challenges still 
need to be addressed, for example, existing 
misconceptions and stigma around demen-
tia. People living with the condition should 
feel empowered, enabled and supported and 
should be afforded the opportunity to take 
part in and contribute towards research, if 
they so wish. They can play an important 
role as research participants and contribute 
their opinions about the type of research 
that they would like to see prioritised, how 
this research should be undertaken or how 
the findings should be disseminated to the 
dementia community and to the wider public.

At Alzheimer Europe, we have been pioneers 
in promoting the involvement of people with 
dementia in our own work and in research. A 
key objective of our strategic plan is to pro-
vide a voice to people with dementia and 
their carers, so that they can be full partners 
in policy development, research and service 
design. In 2012, inspired by the work that had 
been done in Scotland, we set up the Euro-
pean Working Group of People with Dementia 
(EWGPWD). Members of the EWGPWD and 
their supporters have provided important 
input to a number of prominent European 
projects, have contributed to published sci-
entific articles and are helping to bring the 
voice of the experts by experience, “the lived 
experience”, to many discussions and debates 
around dementia research.

I am very proud of the work the EWGPWD car-
ries out and of the work they are now doing in 
PARADIGM. I see Alzheimer Europe’s involve-
ment in PARADIGM as a great opportunity to 
continue growing in this area – to improve 
the way we and our member associations 
around Europe involve people with dementia 
and to be able to demonstrate, in a concrete 
way, the important impact that experts by 
experience can make.

I particularly appreciate the opportunity to 
work together and to learn from the expe-
rience of other patient groups, companies 

and organisations that have been doing this 
work for so many years. Patient engage-
ment truly is a ‘win-win’ for all. Nobody 
should be excluded or left behind because 
of their condition, disability, age or any other 
circumstances.

PARADIGM is a great platform to imagine 
and advocate for different and better ways 
of engaging patients in research and medi-
cines development. Let’s make the most of it!

The industry perspective – Nathalie Moll, 
Director General, EFPIA

At EFPIA, we work across 
a wide spectrum of top-
ics from prevention and 
awareness, through 
research and develop-
ment (R&D), regulatory 

and Health Technology Assessment (HTA) 
processes, managing relationships, to 
developing healthcare service design and out-
comes measurement. Each one has a direct 
impact on the lives of patients, their families 
and carers across Europe.

Actively listening to patient experiences and 
patient challenges, and exchanging insights, 
must shape how we develop our policy, pro-
cesses and practice. It is only through open 
and transparent dialogue between patients, 
industry and other key stakeholders that we 
can ensure the patient perspective becomes an 
integral part of how medicines are researched, 
developed and delivered to patients.

This is why patient engagement is at the fore-
front of EFPIA’s work and why I am very proud 
that EFPIA is part of the ground-breaking IMI 
PARADIGM programme. One of PARADIGM’s 
key strengths is its collaborative, inclusive 
approach, bringing together a wide range 
of stakeholders, including industry, the aca-
demic community, regulators and, most 
crucially, patients. PARADIGM has a spe-
cific focus on making patient engagement 
happen across three main moments of med-
icines development, where patient input is 
not yet systematically sought. We are shar-
ing our knowledge and experience to develop 
new tools and processes and a sustainabil-
ity roadmap and we hope to make a strong 
case for patient engagement by capturing 
and measuring the tangible benefits it brings.

“PARADIGM is a great plat-
form to imagine and 

advocate for different and bet-
ter ways of engaging patients in 
research and medicines develop-
ment. Let’s make the most of it!”

Jean Georges
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PARADIGM’s ambition goes beyond providing 
practical tools and a measurement frame-
work. This project is set out to bring real 
cultural change across the board, making col-
laboration an integral part of the European 
research culture, challenging the status quo 
and providing a safe space to discuss how to 
do things differently.

Cultural and practical change both take time 
and EFPIA and its PARADIGM partners are 
committed to making change happen to 
deliver better care for patients.

The research foundation perspective – 
Begonya Nafria, Patient Engagement in 
Research Coordinator, Fundació Sant Joan 
de Déu 

Disease in minors can be 
considered as antinat-
ura. A child is expected 
to be born and grow up 
healthy; nevertheless 
there are a huge num-

ber of conditions that have their onset in 
the early ages and only affect minors. This is 
especially so in the case of rare diseases. From 
the 8,000 conditions that can be considered 
rare, around 80% of them affect minors.

On the other hand, there are limited treat-
ments available for paediatric patients 
and also an emerging need for medicines 
designed for children. 50% of treatments 
prescribed for paediatric patients have never 
been tested in this age group and when it 
comes to neonates this figure increases to 
around 90%.

The Paediatric Regulation that came into 
force in the EU on 26 January 2007, aimed 
to improve the health of children in Europe 
by facilitating the development and availa-
bility of medicines for children aged 0 to 17 
years. Despite the regulation, however, more 
patient-centred research is required, in order 
to design better medicines for children.

Generally, minors have been considered 
vulnerable populations and, historically, 
have not been included in research pro-
jects. New approaches emphasise the need 
to conduct research for paediatric patients, 
including them in the early stages of drug 
development to ensure clinical trials are 

suitable for them. With this aim, the Euro-
pean Young Person’s Advisory Groups 
Network (eYPAGnet) was established in 
2017 to provide a single point of contact in 
Europe to facilitate activities of patient and 
public involvement (PPI) in drug develop-
ment, to answer the requests of the different 
stakeholders involved in the performance of 
clinical trials. Fundació Sant Joan de Déu is 
one of the founder members of eYPAGnet, 
and has a policy of including patients in all 
the research initiatives in which it is partic-
ipating – from the evaluation of the call for 
projects, to the dissemination and commu-
nication of outcomes.

PARADIGM is a unique opportunity to stand-
ardise the involvement of vulnerable 
populations in drug development and also 
to design metrics to measure its impact. I 
envision a new landscape in future paediatric 
clinical trials, where patients will be stake-
holders throughout the process. They will 
have a voice and contribute opinions to facil-
itate the development of projects according 
to their own needs. Thanks to the support of 
IMI, there is momentum for change to hap-
pen, to improve the landscape of medicines 
for children. Let’s do it together!

The academic perspective – Dr Stuart 
Faulkner, Programme and Operations man-
ager, Nuffield Department of Primary Health 
Sciences, Oxford University

Patient engagement (PE) 
and patient and public 
involvement (PPI) can 
help develop research 
questions, methods and 
outcomes that respond 

better to the needs and interests of patients 
and carers. Researchers can benefit by pro-
ducing research that is more relevant and 
impactful.

Many research funders increasingly require evi-
dence of PPI/PE in research. There is a growing 
PPI ’industry’ to support this: many academic 
institutions undertaking health research have 
designated PPI leads, strategies and plans 
in place, and much is said (and developed) 
about the need to ensure that best practice 
is followed. In addition, academic-industry 
partnerships are an increasing mainstay of the 
successful interface in the translation from 
’bench to bedside’ and embedded in the over-
arching strategies of academic institutions. 
Mechanisms to effectively integrate PPI into 
these partnerships are already being put in 
place, but more is needed.

Despite all of this, the opportunities for aca-
demic groups to collaborate and co-create 
research with more than one other stake-
holder group at a time are relatively rare, and 
often restricted to the local or regional levels.

IMI PARADIGM offers unprecedented access to 
the expertise, experiences and perspectives of 
all of the major stakeholder groups involved 
in biomedical development and healthcare. 
This extends far beyond local levels and cov-
ers national, European and international 
territories. The platform of a public-private 
partnership opens up not only transparent dia-
logues between those stakeholders to answer 
the questions at hand, but can also break 
down long-seated barriers, misconceptions 
and myths of other stakeholder groups. The 
discourse is no longer split along the lines of 
‘us’ and ‘them’. Problems are solved together as 
equal partners, working across pillars and help-
ing to avoid silos and blinkered approaches to 
problems, often a criticism of some academic 
communities. Ideas and solutions are chal-
lenged at a level not possible with standard 
research approaches, and the solutions that 
are co-developed account for those differing 
options and needs of each stakeholder group 
much more readily.

“PARADIGM’s ambition goes 
beyond providing practical 

tools and a measurement frame-
work. This project is set out to 
bring real cultural change across 
the board.”

Nathalie Moll

“PARADIGM is a unique 
opportunity to standardise 

the involvement of vulnerable 
populations in drug develop-
ment and also to design metrics 
to measure its impact.”

Begonya Nafria
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Ultimately, the applicability, feasibility and 
impact of our combined work under PARA-
DIGM is of much greater value to patients, the 
research community, and the broader stake-
holder communities involved. Complementing 
this, is the increased level of public dissemina-
tion of our collective outputs – a much more 
readily digestible and accessible combina-
tion of openly available material – on a public 
platform containing multimedia outputs com-
bined with traditional peer-reviewed scientifi c 
articles. The risk that research is understood by 
only a select few is greatly reduced.

Finally, the PARADIGM consortium sets the 
basis for growing strong and sustained 
relations with new partners and new 

stakeholders, which strengthens future 
collaborative potential, new research fund-
ing potential, and new mechanisms for 
knowledge brokerage. The partnerships and 
friendships already created here should last 
long into the future.

“We are Paradigm” – a campaign

The four stakeholder commentaries in this 
article are based on blog entries from a recent 
(April-May 2019) awareness and profi le-raising 
social media campaign by the IMI PARADIGM 
project, #WeAreParadigm.

You can fi nd the full blog texts on the project 
website: www.imi-paradigm.eu/blog

 

PARADIGM is receiving funding from 
the Innovative Medicines Initiative Joint 
Undertaking 2. This Joint Undertaking 
receives support from the European 
Union’s Horizon 2020 research and 
innovation programme and EFPIA.

  www.imi-paradigm.eu
 @imi_paradigm

“The platform of a public-private partnership opens up not 
only transparent dialogues between those stakeholders to 

answer the questions at hand, but can also break down long seated 
barriers, misconceptions and myths of other stakeholder groups. 
The discourse is no longer split along the lines of ‘us’ and ‘them’.”

Stuart Faulkner
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AETIONOMY – towards a taxonomy 
for neurodegenerative diseases
The AETIONOMY project recently came to an end after five years. 
Dr Phil Scordis, Industry Coordinator for the project, explains 
its background and highlights some of its aims, as well as 
its outcomes. He also speaks to Academic co-lead Martin 
Hofmann-Apitius about the project’s deliveries, approach 
and impact.

Despite many advances in modern medi-
cine, today disease still tends to be defined 
based on the presentation of external signs 
and symptoms – a practice barely changed 
since the 19th century. Consequently, while 
two patients may share the same diagnosis, 
the underlying causes of their symptoms 
may be very different. Unfortunately, the 
result of this is that treatments that work 
for one individual may prove ineffective in 
another. Equally, while the development 
of an understanding of symptoms may be 
becoming more effective at directing phy-
sicians towards correct classification of 
disease, the lack of understanding of the 
drivers of disease keep us from developing 
effective treatments.

Innovations in certain fields of medicine, 
such as the treatment of oncology, have 
demonstrated that new models for disease 
classification are needed and, importantly, 
can be effective. These definitions, rather 
than being built on symptomatology, must 
be derived from the pathogenic mechanisms 
that drive the disease – the underlying molec-
ular drivers.

An innovative and ambitious approach

The AETIONOMY project, started five years 
ago (2014) as part of the Innovative Medicines 
Initiative (IMI) Taxonomy call, has striven to 
pave the way towards an innovative approach 
to the classification of neurodegenerative 

diseases, focusing on Alzheimer’s and Par-
kinson’s diseases. During the project, the 
team aimed to address the classification of 
disease by dissecting the underlying mech-
anistic/molecular causes of disease, and by 
linking these to clinical evidence.

This ambitious goal was far beyond the scope 
of any single company, university or institu-
tion. The key to the success of AETIONOMY 
was the broad nature of the project consor-
tium and the intense collaboration between 
project partners. Driven by a diverse group of 
scientists – the consortium comprised: clini-
cians with expertise in treating patients with 
neurodegenerative disorders; research scien-
tists from several companies; and a group 
of data scientists – the project developed 
innovative computational tools to manage 
and interpret the complex healthcare and 
research data environment.

AETIONOMY’s legacies

After 5 years of work, across a range of tasks, 
the legacies of the project are now clear.

Central to the project was the donation of sam-
ples from patients and control participants 
who generously participated in the clinical 
study, and the generation of new molecular 
insights from these samples. In addition, the 
result of significant effort to make available, 
to clean, associate and relate historical data 
that had been collated in various resources. 
The combined central knowledge base is now 
hosted in an environment that will support 
future researchers for many years to come: 
https://data.aetionomy.scai.fraunhofer.de/

These data have helped us verify compu-
tational predictions and explore a range 
of molecular theories underlying disease 
progression.

Ultimately, the project identified relation-
ships between molecular drivers and a 
sub-grouping of patients that was evident 
in multiple independent datasets; as well as 
a grouping of features that might help pre-
dict the risk of rapid neurodegeneration in 
another sub-group of patients. These pro-
totypical subgroupings represent hints at a 
mechanism-based taxonomy for neurode-
generation and a view of driver mechanisms 
underlying these disorders. We hope that this 

AETIONOMY operations team (left to right) Phil Scordis, Martin Hofmann-Apitius, Jacqueline Marovac and 
Stephan Springstubbe
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will play a key role in drug discovery and 
development in both syndromes.

While these deliverables are certainly not 
treatment options for patients today, we 
believe they represent foundational build-
ing blocks that will support the community 
to move towards these goals. Indeed, only a 
few months aft er the end of the project in 
December 2018, the ongoing research across 
the original consortium members and new 
collaborative projects that have already 
started to extend the fi ndings of the project, 
give us great hope for the future.

Dr Phil Scordis, Industry Coordinator speaks 
to  Martin Hofmann-Apitius, Academic 
Co-lead about the project’s key deliveries, 
its unique approach and its legacies

PS: How would you describe the key deliver-
ies of the AETIONOMY project? 

MH-A: The approach of systematically cap-
turing and representing knowledge on 
neurodegenerative diseases in a computa-
ble form (as a graph model that represents 
causes and eff ects and that can be analysed 
using algorithms that work on knowledge) and 
[generation of] the world’s largest inventory of 
multiscale (ranging from the molecular level to 
the clinical level and cognitive readouts) and 
multimodal disease mechanisms for Alzheim-
er’s and Parkinson’s disease represented in the 

“cause and eff ect” modelling language Open-
BEL ( www.openbel.org ). 

PS: The importance of a computationally 
tractable resource has been central to the 

project from the earliest evolution of the pro-
ject defi nition. This concept of making data 
resources capable of supporting more than 
just the research projects for which they were 
conceived has gained signifi cant recognition 
in the last few years ( www.go-fair.org). This 
is important to highlight because it is these 
data resources and their reuse which off ers 
great possibilities to future researchers. 

MH-A: [Yes] the successful demonstration of 
the unique approach to collect ALL data and 
ALL knowledge in a given indication area and 
to curate them, to re-annotate them and to 
aggregate them in a way that they can be 
used for modelling and mining. AETIONOMY 
has shown that this can be done in a diffi  -
cult indication area (“neurodegeneration”). I 
believe we will see much more of such holis-
tic approaches in the near future. 

PS: On top of this eff ort to construct a com-
prehensive historical knowledge base, we 
have benefi ted greatly from the generosity 
of patients and volunteers donating samples 
and consenting to the use of these for the 
benefi t of future research. With the clinical 
team, we have generated a comprehensive 
marriage between clinical observations and 
known molecular features in order to unravel 
disease aetiology. Now, I appreciate that it is 
early in the comprehensive analyses of these 
data, which we expect to fuel research ini-
tiatives for years to come, but can you say 
something about the exciting insights that 
may be emerging? 

MH-A: The fi nding that a mechanism that has 
been predicted in silico [(computationally)] and 
links pathophysiology mechanisms involved 
in Alzheimer’s disease to pathophysiology 
mechanisms underlying Parkinson ’s disease 
and that has a strong “stress sensor” compo-
nent, has shown to be the strongest candidate 
for a subgroup-defi ning mechanism in Parkin-
son’s disease. We have not yet independently 
validated this pattern but it shows up in two 
independent Parkinson’s cohorts. 

PS: What do you think this means for the 
future of research in Neurodegenerative 
Disorders? 

MH-A: AETIONOMY was all about a systematic 
approach towards an entire indication area 
and this systematic ordering and analysis of 

data and knowledge is now being much more 
appreciated by the pharmaceutical industry. 

PS: Indeed, the concepts that we explored 
in the beginning of the project may have 
been unusual in the NDD fi eld but there is 
a groundswell acceptance in the biomedi-
cal community of the value of building the 
kind of integrated knowledge bases and the 
value of modelling and simulation to help us 
bring more and more clarity to the challenges 
of medical research and disease treatment 
development.development.

 

The research leading to these results has 
received support from the Innovative 
Medicines Initiative Joint Undertaking 
under grant agreement n°115568, resources 
of which are composed of fi nancial 
contribution from the European Union’s 
Seventh Framework Programme (FP7/2007–
2013) and EFPIA companies’ in-kind 
contribution. 

  www.aetionomy.eu

 Phil Scordis

Prof. Martin Hofmann-Apitius
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Looking back at Alzheimer 
Europe’s #DementiaPledge2019 
campaign
In the run up to the European Parliament elections, Alzheimer 
Europe worked with its members to run a campaign, asking 
candidates in the election to sign up to its pledge to make 
dementia a European priority.

In this article, we look back at the activ-
ity over the course of the past few months, 
leading up to the European Parliament elec-
tions, including the pledge itself, social 
media activity in relation to the pledge and 
how our members helped us build a suc-
cessful campaign.

A separate article on page 21 provides a 
post-election analysis of the European Elec-
tions, including the number of candidates 
who signed the pledge and the numbers of 
members within the European Alzheimer’s 
Alliance (EAA), as well as a brief timeline of 
the next steps in the political process, and 
what this means for Alzheimer Europe’s pol-
icy activities.

The #DementiaPledge2019

Alzheimer Europe launched its campaign for 
the European Parliament election 2019, at its 
Public Affairs meeting in on 27 February 2019, 
asking our members to join us in asking can-
didates standing for election to commit to 
making dementia a European priority.

As with the 2014 election, Alzheimer Europe 
produced a “Dementia Pledge”, asking can-
didates to work with us, if elected to the 
European Parliament, to make dementia a 
European priority by joining the EAA, prior-
itising dementia in a number of policy areas 
and participating in dementia friendly initi-
atives in their countries.

In order to increase the likelihood of can-
didates signing the pledge, we wanted to 
ensure that it was available in as many lan-
guages as possible. Through the support of 
our members, the pledge was available in 15 
different languages:

 y Bulgarian
 y Croatian
 y Czech
 y English
 y Finnish
 y French
 y German
 y Greek
 y Hungarian
 y Italian
 y Luxembourgish
 y Polish
 y Slovenian
 y Spanish
 y Swedish.

Showing the support of candidates

Alzheimer Europe wrote to all 751 existing 
Members of the European Parliament (MEPs), 
asking them to sign up to the election pledge. 
Additionally, we contacted all members of 
the EAA asking them to pledge their support.

For the first time, Alzheimer Europe allowed 
candidates to declare their support for the 
pledge in a number of ways, not solely by 
completing and returning the pledge form. 
Candidates were able to indicate their 
support through social media (primarily 
through Facebook or Twitter) by including 
the #DementiaPledge2019 hashtag, as well as 
by directly replying to the emails sent them.

All responses and candidates’ messages of 
support were recorded on a spreadsheet, 
including noting the national and European 
party affiliation, where support had been indi-
cated, and (for existing MEPs) their EAA status. 
Doing so allowed us to gauge progress on 
the campaign, identifying the distribution of 
support across countries, as well as making 
it easier to identify supporters post-election.

To increase visibility for the campaign, 
Alzheimer Europe thanked all candidates for 
their support for the pledge on Twitter, whilst 
also uploading the names of signatories onto 
our website.

Involving the European Working Group of 
People with Dementia

Alzheimer Europe was delighted to be able 
to involve the European Working Group of 
People with Dementia (EWGPWD) as a part 
of the campaign, ensuring their voices were 
heard by candidates.

Members of the group were asked about their 
views on why MEPs should sign up to the 
pledge and the issues they wanted to see 
MEPs focus on should they be elected. Five 
members of the group contributed messages:

 y Helen Rochford-Brennan (Ireland)
 y Idalina Aguiar (Portugal)
 y Petri Lampinen (Finland)
 y Stefan Eriksson (Sweden)
 y Chris Roberts (UK - Wales).

Finland’s translated #DementiaPledge2019
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From this, we were able to make a number of 
images in English, which were shared with our 
national associations, as well as used by us 
both on our website and on our social media 
platforms. Additionally, the graphics we cre-
ated for Idalina and Petri were also made in 
Portuguese and Finnish to provide a resource 
which was more likely to engage candidates 
in their countries.

Approach of our members

The effort of Alzheimer Europe’s members 
in gathering the support of candidates for 
the campaign was vitally important, par-
ticularly as being approached by a national 
organisation creates a greater imperative 
for candidates to recognise dementia as a 
priority.

Our members worked in different ways to 
gather signatures, creating and adapting 
resources to encourage candidates to sign-up. 
As noted above, our members translated the 
pledge into their respective languages, whilst 
adding in their own logo into the pledge. In 
one case, the Finnish association, Muistiliitto, 
adapted the pledge document, translating it 
into Finnish, whilst also adapting it into its 
own branding.

Additionally, our members used different 
resources and approaches to raise aware-
ness of the campaign and to encourage 

candidates to sign up. The Alzheimer Society 
of Ireland utilised the pledge image which 
incorporated their own logo, directly mes-
saging candidates on Twitter. Elsewhere, 
Spominčica in Slovenia publicised the can-
didates who had signed the pledge with 
the photo of the candidate and, where pro-
vided, a copy of the completed pledge on 
their website.

Finally, our colleagues at France Alzheimer 
created a detailed campaign page within their 
website outlining the importance of demen-
tia as a European policy priority, including 
an interactive map displaying information 
about dementia policy within different Euro-
pean countries country, including the number 
of people with dementia, whether it had a 
dementia strategy etc.

Next steps for Alzheimer Europe

We would like to thank all our members who 
supported this campaign and who took the 
time to engage with the candidates in their 
own country. Without their effort and support, 
we could not run these kinds of campaigns.

Alzheimer Europe welcome ideas and sug-
gestions from members and others about 
how, when running similar campaigns to 
the #DementiaPledge2019 in future, we could 
improve upon this work. Please send any 
comments to: info@alzheimer-europe.org

Finally, on pages 21 we outline what steps we 
will be taking as part of our policy activities 
at a European level, including those relating 
to the EU institutions and the timelines for 
such activities.

Nicola Caputo MEP (Italy) signs the pledge

1. Join the European Alzheimer’s Alliance

2. Support the campaign of Alzheimer Europe and its member organisations to make dementia a European priority and call for:

 y Increased EU funding for and improved collaboration in all areas of dementia research

 y The launch of a European research mission to prevent or cure Alzheimer’s disease and other dementias

 y The development of a platform for the exchange of good practices between European countries on care approaches and 
services

 y The recognition of dementia as a disability and the inclusion of people with dementia in EU disability policies

 y The recognition of the impact of caring for people with dementia and the inclusion of carers of people with dementia in 
EU Social Pillar policies

3. Become a Dementia Friend and support dementia-inclusive initiatives in my country

Alzheimer Europe’s #DementiaPledge2019

The website homepage of France Alzheimer

Sign the European 
Dementia Pledge 2019

 #DementiaPledge 2019
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European Working Group 
of People with Dementia 
supports Alzheimer Europe’s 
Dementia Pledge campaign
In late 2018, a new two-year term began for the European 
Working Group of People with Dementia. This article introduces 
the group’s members. For the purposes of Alzheimer Europe’s 
#DementiaPledge2019 campaign, group members shared their 
thoughts on why MEPs should ensure dementia is a policy 
priority, both at national and European level.

The European Working Group of People 
with Dementia (EWGPWD) was launched by 
Alzheimer Europe and its member associa-
tions in 2012. The group is composed entirely 
of people with dementia, nominated by their 
national Alzheimer associations. They work 
to ensure that the activities of Alzheimer 
Europe duly reflect the priorities and views 
of people with dementia. The EWGPWD for 
the term 2018–2020 has 13 members from 
across Europe.

The members

Idalina Aguiar (Portugal), 
joined the group in 2016. 
She was born in 1940 in 
Madeira. Idalina was 
diagnosed with Alzheim-
er’s disease in 2012 and 

since then, she and her family participate in 
different activities of the Madeiran delega-
tion of Alzheimer Portugal. She and her 
daughter, Nélida, are of the opinion that a 
balance between drugs and complementary 
therapies is ideal. They try to combat the 
stigma around dementia and Idalina feels 
that being a member of the EWGPWD is an 
opportunity to show others that people with 
dementia can be active members of society. 
Since joining, she has been contributing to 
many changes in the fight against stigma 
and advocacy for people with dementia and 
their carers.

Stefan Eriksson (Sweden), 
joined in 2018. He is from 
a small island called 
Kalvsund, just outside 
Gothenburg. Stefan spent 
many years working on 

power plants around the world. He mostly 
worked in the US, Sweden and Africa. In Sep-
tember 2017, Stefan was diagnosed with 
Alzheimer’s disease. He has always been 
active in sports and still likes to go to the 
gym. After the diagnosis, he started doing 
gardening and enjoys time outdoors.

Tomaž Gržinič (Slovenia), 
joined in 2017. He was 
born in Ljubljana in 1952 
and spent most of his 
career at a famous Slove-
nian graphic design 

company. Right now, he still occasionally 
works on editing and designing articles. He 
was diagnosed with Alzheimer’s dementia in 
2016 and joined the Slovenian working group 
for people with dementia in 2017, where he 
was elected President. Support from his clos-
est family and friends plays a major role in his 
everyday life. Tomaž is retired, but is still very 
active. He has a special interest in sailing and 
in summer, he goes on sailing holidays with a 
close group of friends. He is happy to be in the 
EWGPWD and to share his experiences of how 
to live well with dementia.

Amela Hajric (Bosnia and 
Herzegovina), joined in 
2016. She shares informa-
tion about the work of 
the EWGPWD at meetings 
organised by her national 

member association, Udruženje AiR and at 
the Center for dementia in Bosnia and Her-
zegovina. Amela says she finds the EWGPWD 
meetings and other Alzheimer Europe events 
very enjoyable and useful and she was proud 
to be one of four EWGPWD speakers at the 
group’s special symposium, “We continue to 
be ourselves” at the 27th Alzheimer Europe 
Conference in Berlin, in October 2017. 

Carol Hargreaves (UK – 
Scotland), joined in 2016. 
She had already joined the 
Scottish Dementia Work-
ing Group in 2013 and 
became its Vice-chairper-

son in 2017. Since joining these groups, Carol 
feels like she is doing something positive with 
her life and loves working with other people, 
having fun and learning new things. She aims 

“I think it is important 
to support people with 

dementia and their families. 
That is what I want candidates 
to focus on if elected. They 
should recognise the dedication 
and hard work of informal carers 
and uphold their rights.”

Idalina Aguiar

“Like all of the people with 
Alzheimer’s disease in 

Sweden, I need the support of 
the Swedish MEPs. They must 
ensure we have adequate ser-
vices, in particular for younger 
people with Alzheimer’s disease 
like me.”

Stefan Eriksson
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to use her knowledge and experiences to influ-
ence at a European level.

Bernd Heise (Germany) 
joined in 2018. He is mar-
ried and lives in Munich 
with his wife. For 34 years, 
he had worked as a devel-
opment engineer of 

semiconductor devices in the telecommuni-
cations industry, until he was diagnosed with 
Alzheimer’s disease in early 2016. He is also a 
member of the Advisory Board of People Liv-
ing with Dementia, founded by the German 
Alzheimer association (Deutsche Alzheimer 
Gesellschaft e.V. Selbsthilfe Demenz).

Miha Kastelic (Czech 
Republic), joined in 2018. 
Miha is originally from 
Ljubljana, Slovenia, but 
has been living in the 
Czech Republic since 

2008. He spent many years working in the 
cleaning business, in different regional sales 
and marketing positions. He travelled all over 
Europe for many years and spent a lot of time 
with sales teams working on many hygiene 
projects for key clients. In December 2017, 
Miha was diagnosed with early onset 
Alzheimer’s disease.

Petri Lampinen (Finland), 
joined in 2017. He was 
diagnosed with Fronto-
temporal Dementia (FTD) 
in 2015. He has not 
allowed the difficulties 

associated with his dementia to defeat him, 
and in spite of them, continues to live an 
active life. He enjoys working in his garden, 
cycling and also plays ping-pong and bad-
minton. He finds that being open about his 
condition and trying to remain as calm as 
possible in any situation helps him to navi-
gate life with dementia, with the support of 
others when needed. Petri is happy to share 
his ideas and thoughts with others.

Thomas Maurer (Switzer-
land), joined in 2018. He is 
also a member of the 
Swiss working group of 
people with dementia, 
formed by Association 

Alzheimer Suisse. Since being diagnosed with 

dementia, Thomas is increasingly convinced 
that he must and wants to play an active role 
in groups like this, and believes the perspec-
tives of people with dementia are essential to 
the work of Alzheimer associations. He hopes 
to inspire others and refuses to be defined by 
his illness. Thomas keeps fit with a lot of sport, 
especially running, and he recently completed 
the Tokyo marathon in Japan (3 March 2019). 

Angela Pototschnigg 
(Austria), joined in 2018. 
She is an ambassador for 
inclusion and the rights 
of people with dementia. 
As of January 2019, she is 

holding talks twice a month for those with 
memory problems, organised and supported 
by Alzheimer Austria. The goal is to reach oth-
ers who are worried about their memory or 
have received a diagnosis of dementia and 
want to exchange views.

Chris Roberts (UK – Eng-
land, N. Ireland, Wales), 
joined in 2016 and has 
b e e n  t h e  g ro u p ’ s 
Vice-chairperson ever 
since. Chris is from Wales. 

He was diagnosed with mixed dementia 
(Alzheimer’s type and vascular dementia) in 
early 2012 but has not let this diagnosis get 
in the way of leading a full life. He spends 
most of his time promoting and providing 

education to others about dementia. He reg-
ularly gives talks on what it’s like to live with 
dementia and contributes to various social 
media platforms. He believes in dementia 
rights, inclusion, co-production and the pro-
motion of better services for everyone living 
with dementia.

Helen Rochford-Brennan 
(Ireland), joined the group 
in 2014 and has been its 
Chairperson since 2016. 
She was previously a Chair 
of the Irish Dementia 

Working Group and remains a member today. 
Helen uses her time with both groups to raise 
awareness of dementia and raise the profile 
of human rights for people with dementia. She 
spent many years working in the tourism and 
disability sectors and has also devoted tireless 
years to community activism, working at 
board level in several organisations. In July 
2012, Helen was diagnosed with early onset 
Alzheimer’s disease. 

Geert Van Laer (Bel-
gium), joined in 2018. He 
was born in a small vil-
lage called Merksplas in 
Belgium. His father was 

a dairy farmer but he chose to study digital 
technology. He worked for 30 years as a tel-
ecom software engineer and he spent a long 
time in Norway, Germany, Israel and China for 
his job. Even when in the head office in Ant-
werp, Belgium, he worked with people from all 
over the world. In 2017, he got a diagnosis of 
early stage dementia. He is also a member of 
the recently-formed Flemish dementia work-
ing group in Belgium.

“Dementia knows no bor-
ders or states. It affects the 

lives of many people and it is our 
common challenge. Everyone, 
including Finnish MEPs, must 
drive progress in this area.”

Petri Lampinen

“I need the support of all 
UK MEPs to lead the way 

in further development of all 
the services and research that 
all people affected by dementia 
need.”

Chris Roberts

“I feel privileged that Irish 
MEPs are leading the way 

in making dementia a Euro-
pean issue, to know I have the 
support of my public representa-
tives gives me hope. Living with 
a progressive incurable condi-
tion, hope is fundamental to my 
wellbeing."

Helen Rochford-Brennan
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European Parliament elections and 
campaign results – what now?
With the European Parliament elections now concluded and 
the political composition of the parliament now clear, we 
take a look at the outcome of the elections, who signed up 
to our campaign and what this means for Alzheimer Europe’s 
policy work.

The European Parliament elections took place 
between 23–26 May 2019, allowing citizens 
from 28 countries to vote for the 751 MEPs 
who would represent them in the European 
Union’s directly-elected body.

It had been anticipated that 27 countries 
would vote for 705 MEPs (with some realloca-
tion of the UKs 73 seats), however, following 
the extension of the UK’s date of departure 
from EU, the elections proceeded unchanged 
from 2014.

Number of MEPs broken down by party

The majority of national political parties are 
affiliated to a European Party or Grouping 
within the European Parliament. As the Euro-
pean People’s Party (EPP) won the most seats in 
the parliament, their “Spitzenkandidat” (lead 
candidate), it is likely that Manfred Weber MEP, 
will be put forward as the candidate for the 
Presidency of the European Commission, sub-
ject to a vote of Parliament. The provisional 
result of the election can be seen in Table 1.

Number of candidates signed up to the 
pledge

In the months running up to the European 
Parliament elections, Alzheimer Europe, 

working with our national member organ-
isation, asked all candidates standing in 
the election to sign up to the #Demen-
tiaPledge2019 (more information on the 
campaign itself can be found on page 16). 
With the support of our members, a total of 
230 candidates from 23 countries signed up 
to the pledge!

Broken down by European Parliament Group, 
the number of pledges can be seen in Table 2.

Broken down by country, the number of can-
didates signed up to the pledge can be seen 
in Table 3.

Table 1

Party Grouping in the 
European Parliament

Number of 
MEPs

European People’s Party (EPP) 179

Progressive Alliance of 
Socialists and Democrats (S&D) 153

Alliance of Liberals and 
Democrats for Europe (ALDE) 105

Greens/European Free Alliance 
(Green/EFA) 69

European Conservatives and 
Reformists (ECR) 63

Europe of Nations and Freedom 
(ENF) 58

Europe of Freedom and Direct 
Democracy (EFDD) 54

European United Left - Nordic 
Green Left (GUE/NGL) 38

Non-Inscrits/Independents (NI) 8

Other 24

Table 2

Party Grouping in the 
European Parliament

Number of 
candidates 

pledged

European People’s Party (EPP) 106

Progressive Alliance of 
Socialists and Democrats 
(S&D)

27

Greens/European Free Alliance 
(Green/EFA) 26

European United Left - Nordic 
Green Left (GUE/NGL) 21

Alliance of Liberals and 
Democrats for Europe (ALDE) 19

European Conservatives and 
Reformists (ECR) 9

Europe of Freedom and Direct 
Democracy (EFDD) 1

Europe of Nations and 
Freedom (ENF) 0

Non Inscrit/Not Affiliated/
Other 21

Table 3

Country Number of candidates 
pledged

Austria 1

Belgium 4

Bulgaria 0

Croatia 3

Cyprus 1

The Czech Republic 4

Denmark 2

Estonia 0

Finland 12

France 85

Germany 9

Greece 1

Hungary 4

Ireland 25

Italy 4

Latvia 1

Lithuania 0

Luxembourg 19

Malta 0

The Netherlands 1

Poland 0

Portugal 6

Romania 3

Slovakia 1

Slovenia 32

Spain 6

Sweden 1

United Kingdom 5
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Next steps in our policy work

Although the new Parliamentarians will not 
take up their seats until the 2 July and the 
new Commission will likely not formally 
assume their roles before 1 November, there 
is much work for us to do, to establish the 
foundations of our engagement with these 
key decision makers.

In the first instance, our priority will be 
to formally re-establishing the European 
Alzheimer’s Alliance (EAA), following up with 
elected members who signed the pledge, ask-
ing them to confi rm their commitment to the 
EAA. We will also seek to identify which MEPs 
will sit on committees such as the Employ-
ment and Social Aff airs committee (EMPL), 

the Environment, Public Health and Food 
Safety committee and (ENVI) and the Indus-
try, Research and Energy (ITRE) committee.

Alzheimer Europe will also work with partner 
organisations including the European Disa-
bility Forum, European Patients Forum and 
members of the EU4 Health campaign to 
identify mutual areas of interest and to share 
knowledge on MEPs likely to be supportive of 
issues related to health and research.

A similar process will be undertaken to 
identify the policy priorities of the new 
Commission, establish connections with 
the Commissioners for Health, Research and 
Social Aff airs, as well as seeking opportuni-
ties to contribute to the legislative proposals 

that will be brought forward. In addition, we 
will work to ensure that key areas such as the 
Work Life Balance, Accessibility Act and Euro-
pean Pillar of Social Rights, are maintained 
as priorities among the new areas of focus 
for the new Parliament and new Commission.

Additionally, we will work directly with our 
members to them to help foster stronger 
connections between MEPs and national 
members, as well as between MEPs and 
EWGPWD. This will include encouraging AE 
members to proactively engage with MEPs 
from their countries when attending Pub-
lic Aff airs meetings in Brussels (e.g. inviting 
MEPs to attend Lunch Debates, asking for 
meetings to discuss dementia, European 
priorities, etc.).

European Alzheimer’s Alliance welcomes new Chairperson

We are delighted to announce that Sirpa 
Pietikäinen MEP (Finland) has agreed 
to be the Chairperson of the European 
Alzheimer’s Alliance (EAA) going forward, 
following the retirement of Francoise 
Grossetete, who stood down at this elec-
tion. We would like to thank her for her 
time as Chairperson.

The European Alzheimer’s Alliance (EAA) 
has been active in the European Parliament 

since 2007. The EAA is a non-exclusive, 
multinational and cross-party group that 
brings together Members of the European 
Parliament (MEPs) to support Alzheimer 
Europe and its members in making demen-
tia a public health priority in Europe.

The mission of the EAA is to:

 y Send out the political message that 
concerted action is needed in the fi eld 
of prevention, diagnosis and treat-
ment of Alzheimer’s disease, as well 
as research and social policies.

 y Promote actions to give dementia prior-
ity at European and national level.

As the 2014-19 session of the European Par-
liament drew to a close, the EAA had 161 
Members from all 28 Member States.

New Commission 
is elected, new 

Commission President 
gives inaugural speech

October  2019 plenary 
session*

First opportunity for 
the Parliament to elect 
European Commission 

President
July  2019 plenary session*

Inaugural plenary 
session of the newly-
elected Parliament

2 Jul y 2019

End of Parliament’s 8th 
term

1 Jul y 2019

Elected candidates 
negotiate to form 

political groups for the 
upcoming Parliament’s 

9th term
Jun e 2019

European  elections
23–26 Ma y 2019

 Post-election 
EU timeline

Hearings of 
Commissioners-designate 

in Parliamentary 
committees

September and
Octobe r 2019

*Based on the timeline at the start of the 8th term

New EAA Chairperson Sirpa Pietikäinen MEP (Finland)
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European Disability Forum 
campaigns on voting rights 
for persons with disabilities

Policy Coordinator Alejandro Moledo explains 
how the European Disability Forum (EDF) has 
been campaigning to change legal and physical 
barriers, which prevent as many as 800,000 
persons with disabilities from voting.

Adolfo’s story

In 2007, Adolfo Barroso was 20 years old 
when he tried to vote for the first time. It 
was not just any election, it was a referen-
dum about his region (Andalusia, in Spain). 
However, when he arrived at the polling sta-
tion he found that he was not on the electoral 
register. With no explanation given for his 
omission from the register, he felt annoyed 
and invisible, and since then, he started to 
fight to regain his right to vote. The court 
and authorities finally explained to him that 
he was deprived of his voting rights because 
intellectual disability. They did not want oth-
ers to take advantage of him, they said – as 
if other voters are immune to influence by 
media or politicians. Adolfo did not give up. 
He went through a lengthy, complicated pro-
cess, to different courts and doctors. He had 
to answer irrelevant questions such as “what 
is the speed of light?” or “who was Catherine 
the Great?” – as though all voters would know 
these things, or that these were necessary 
to decide who to vote for. Last year, Ado-
lfo regained his right to vote, shortly before 
Spain finally recognised the political rights of 
over 100,000 persons with intellectual disa-
bilities, giving them the opportunity to vote 
for the first time in Spain’s recent elections.

The current situation in Europe

At the time of writing, there were still 800,000 
people with intellectual or psychosocial disa-
bilities in the EU who were unable to vote in 
the European Parliament elections. Persons 
with disabilities have different democratic 
rights depending on the country they live 
in. There has been progress in some coun-
tries recently: Spain, France, Denmark, and 
Germany. Nevertheless, there are 16 Member 
States in which persons with disabilities are 
still deprived of the right to vote. They are 
treated as second-class citizens who need 
others to decide for them. This is unaccept-
able, anti-democratic and goes against core 
EU values and the UN Convention on the 
Rights of Persons with Disabilities (UNCRPD).

It is not only lack of legal capacity that pre-
vents persons with disabilities from voting. 
Millions of persons with disabilities cannot 
vote simply because of accessibility barriers: 

from the political information (e.g. inacces-
sible websites and electoral programmes, 
candidates’ debates without captions, events 
without sign language interpretation), to vot-
ing itself (e.g. inaccessible voting station, lack 
of assistance, impossibility for blind people 
to autonomously pick the ballot).

This is why the European Disability Forum 
(EDF) is fighting for full political participation 
and elections for all.

EU-level action in recent years

Why go to all this effort? Since a reference to 
persons with disabilities was introduced in the 
Amsterdam Treaty in 1997, the EU has undoubt-
edly impacted the everyday lives of persons 
with disabilities and their families; although 
its positive measures may often be presented 
by national governments as their own achieve-
ment. Despite this, some of these measures 
are well known: the EU Health Insurance Card, 
the Erasmus program or the EU Parking Card 
for persons with disabilities. Others are less 
well known but equally important: EU funds 
supporting accessible environments and the 
independent living of persons with disabilities 
within the community; the rights of persons 
with disabilities to get assistance in train 
stations and airports; and the right not to be 
discriminated against at the workplace.

In the last five years, the EU adopted key 
pieces of legislation like the Web Accessi-
bility Directive, which will make all public 
sector websites and mobile apps accessible; 
the Work-Life balance Directive, which pro-
tects carers of persons with disabilities; the 
Accessibility Act, that will make many prod-
ucts and services accessible for persons with 
disabilities; just to name a few.

To shine light on this impact, EDF has pro-
duced a booklet called “Your Rights in the 
EU” which gathers together all the rights 
achieved for persons with disabilities at EU 

Adolfo Barroso was denied the right to vote

“There are 16 Member States 
in which persons with dis-

abilities are still deprived of the 
right to vote. They are treated as 
second-class citizens who need 
others to decide for them.”

“It is not only lack of legal 
capacity that prevents 

persons with disabilities from 
voting. Millions of persons with 
disabilities cannot vote simply 
because of accessibility barriers.”
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level, indicating where persons with disabil-
ities can go to make a complaint or to seek 
redress.

EDF’s “European elections for all” campaign

In December 2017, over 800 delegates with 
disabilities from all over Europe fi lled the 
hemicycle of the European Parliament and 
adopted our manifesto, outlining the politi-
cal priorities for the next fi ve years. We then 
transformed it into a political pledge for can-
didates standing to become Members of the 
European Parliament (MEPs) in the recent 
election. We want them to fi ght for:

 y Fully accessible and inclusive European 
 elections so that persons with disabili-
ties enjoy their right to vote and to stand 
for election.

 y A comprehensive and well-resourced 
European Disability Strategy 2020–2030 
designed to enact and monitor the imple-
mentation of the Convention on the 
Rights of Persons with Disabilities.

 y EU funding to secure equal opportunities 
and non-discrimination.

 y An EU Pillar of Social Rights which 
improves the living conditions of persons 
with disabilities and their families within 
the society.

 y A Europe of human rights by adopting 
comprehensive anti-discrimination leg-
islation at the EU level.

The candidates who sign this pledge also 
commit themselves to re-establish the Dis-
ability Intergroup in the European Parliament, 
which consists of MEPs from all countries 
and political groups, working together for the 
rights of persons with disabilities.

Our campaign includes an online peti-
tion, “European  e lections for all”, to raise 
awareness of the importance of abolishing 
discriminatory electoral laws and of the 
need to ensure accessibility of the whole 
elections process. In collaboration with 
our members, we have also developed a 
set of accessibility guidelines for election 

communications that we have presented 
to the main European political parties and 
institutions, and have put together a collec-
tion of interviews to illustrate how certain 
barriers can aff ect people entitled “the Vot-
ers of Europe series”.

At the end of the day, these elections once 
again take us back to basics, and back to the 
motto that has guided the disability move-
ment since the beginning: “nothing about 
us without us” – therefore, nothing about 
us without our votes!

 

The European Disability Forum is an 
umbrella organisation of persons with 
disabilities that defends the interests of 
over 80 million Europeans with disabilities. 
We are a unique platform which brings 
together representative organisation 
of persons with disabilities from across 
Europe. We are run by persons with 
disabilities and their families. We are 
a strong, united voice of persons with 
disabilities in Europe.

 www.edf-feph.org

Supporters hold up scarves calling for the right to vote for all

“These elections once again 
take us back to basics, 

and back to the motto that has 
guided the disability movement 
since the beginning:  ‘nothing 
about us without us ’ – there-
fore, nothing about us without 
our votes!”
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Implement ing  the WHO Global 
Action Plan on dementia
 Colleagues at the World  Health Organi zation (WHO)  discuss 
the progress, challenges and next steps in implementing the 
 Global Action Plan on the Public Health Response to Dementia 
2017–2025 .

Two years on from the publication of the 
WHO’s Global Action Plan, Dementia in 
Europe caught up with colleagues from the 
WHO, about how the implementation of the 
plan was progressing. We spoke to:

 y Dan Chisholm (DC), Programme Manager, 
Mental Health in the WHO Regional Offi  ce 
for Europe.

 y Katrin Seeher (KS), Technical Officer, 
Department of Mental Health and Sub-
stance Abuse at WHO Headquarters Offi  ce.

 y Michal Herz (MH), Consultant, Department 
of Mental Health and Substance Abuse at 
WHO Headquarters Offi  ce.

 y Stéfanie Freel (SF), Consultant, Depart-
ment of Mental Health and Substance 
Abuse at WHO Headquarters Offi  ce.

  The WHO developed a Global Action Plan 
on the Public Health Response to Dementia 
2017–2025. Could you share with us some 
of the work and progress that has taken 
place since?

DC: The action plan was 
endorsed two years ago 
by all 194 WHO Member 
States and urges them 

“to develop, as soon as 
practicable, ambitious 
national responses to the 
overall implementation”. 

The plan contains seven distinct action areas, 
spanning policy development, risk reduction, 
enhanced diagnosis and care, improved sup-
port for carers as well as better information 
and surveillance. What I really like about this 
plan is the development and availability of 
specifi c, practicable tools or guidance for 
each action area to support implementation 
eff orts at the country level, and for this we 
should acknowledge the strong contribution 

of external experts and partners like AE and 
Alzheimer’s Disease International (ADI)  as 
well as the dementia team at WHO Headquar-
ters who coordinated these developments. 
Without these robust tools, there is a height-
ened risk of delayed or inconsequential action 
at the national or regional level.

To give you two examples of recently devel-
oped tools. The fi rst is in support of dementia 
as a public health priority; it is a WHO Guide 
that provides a step-by-step process through 
which national authorities and stakehold-
ers can identify needs, priorities and a local 
framework for action. It is being used as a 
framework for revising the national action 
plan in the Czech Republic, for instance. The 
second example is new WHO guidelines on 
risk reduction, which show that acting on the 
behaviours that increase the risk of dementia 

– such as tobacco cessation, physical activ-
ity and healthy diet – are the very same as 
those for other diseases like cancer, diabe-
tes and stroke. The guidelines can be used 

for enhanced advocacy and training as well 
as linking to the broader noncommunicable 
disease agenda.

 How is implementation proceeding, and 
what have been the challenges?

KS: As expected in a 
 region with more than 
50 Member States, the 
rate and speed of imple-
mentation is variable! For 
some action areas, such 
as collection a core set of 
dementia indicators, we 

have seen widespread interest and uptake. 
Since 2017, when we had 8 countries that are 
Alzheimer Europe members contributing 
to the pilot phase of the Global Dementia 
Observatory (GDO) was in its pilot phase, we 
now have 24 more countries who have either 
submitted data, are collecting data or in the 
process of exploring participation. A particu-
lar challenge for this action area of course 
concerns the complex collaborations needed 
to collect this data across diff erent sectors or 
parts of government.

DC: But for other action areas the situation 
is very diff erent. For example, only sixteen 
out of 53 Member States in the WHO Euro-
pean Region have so far developed a national 
action plan for dementia, which indicates an 
insuffi  cient level of preparedness to respond 
eff ectively to this public health challenge. 
Related to this point is the awareness about 
the action plan itself and the tools on off er; 

Dan Chisholm

Katrin Seeher

 The global dementia action plan covers seven main areas
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I was quite taken aback when, at AE’s con-
ference last year in Barcelona, no more than 
one in ten delegates signalled that they had 
heard of this plan or some of its components. 
If that is taken as a marker of the level of 
awareness in the dementia fi eld, you can only 
imagine what it might be at the national level 
in some parts of the Region. We clearly have 
a big task in communicating more eff ectively 
and widely the key elements of WHO’s – and 
indeed other partners’ – work in the area of 
dementia policy, planning and practice.

 You mentioned some implementation tools 
already; are there others we should know 
about?

SF: Dan had already 
referred to the new policy 
guide and risk reduction 
guidelines as well as the 
GDO, but yes, there are 
others too. The second 
action area – dementia 
awareness and friendli-

ness – is another one we have been working 
on intensively. We are in the fi nal stages of 
developing a DFI (dementia friendly initiatives) 
toolkit which will be launched later in the sum-
mer. Dementia-friendly initiatives are activities 
that enable people living with dementia to live 
their life to its full potential with dignity, 
respect, independence, choice and control, 
without stigma and discrimination, where 
they are fully included in society. To create the 
tool kit, we aimed to get as comprehensive 
perspective on this as possible. Therefore, 20 
in-depth interviews took place, over 150 par-
ticipants completed a detailed survey, and 5 
focus groups presented the opportunity to get 
an in depth understanding of this topic. In all, 
participants from 46 countries were consulted 
as part of the development of the toolkit.

MH: In addition, the 
iSupport online skills 
and knowledge training 
programme for carers of 
people with dementia is 
being adapted in 8 coun-
tries. Following requests 

from several countries and to ensure a 
broader reach of the programme, iSupport 
is being adapted into a printable manual. 
This will be available to download from 
WHO’s website imminently. Similarly, the 
iSupport online carers training is now also 
being adapted in several countries and the 
e-learning tool is being converted to a hard-
copy manual.

 What are the next steps for WHO?

DC: WHO will continue to work at global, 
regional and national levels to support and 
strengthen countries’ eff orts with respect 
to key functions like providing the norma-
tive basis for action (e.g. development of 
standards, tools and guidelines), develop-
ing information and monitoring systems 
(through the GDO), and enhancing leader-
ship/advocacy. One upcoming event at the 
Regional level that we are looking forward to 
is a dementia policy and planning workshop 
that is being kindly hosted by the govern-
ment of Malta; it aims to provide selected 
countries of the Mediterranean basin who 
are in the early stages of national planning 
with the opportunity to share experiences, 
exchange knowledge and refi ne implemen-
tation strategies. It will be similar in intent 
to an earlier workshop that took place last 
year in Sarajevo, at which civil society and 
government representatives as well as health 
care providers from countries within and 
beyond the Western Balkans met to share 
their knowledge, needs and expectations.

KS: More broadly, and at a global level, 
we plan to expand the GDO knowledge 
exchange platform, which contains key 
resources to support the implementation 
of the global dementia action plan and 
enhance countries’ response to dementia. 
The knowledge exchange platform will pro-
vide a space for all relevant stakeholders 
to share resources (e.g. good policy, guide-
lines and practice examples for dementia), 
which can facilitate mutual learning and 
promote the exchange of good practices 
in the area of dementia. A comprehensive 
peer-review process consisting of experts 

(both by experience and by profession) will 
ensure that submitted resources meet devel-
oped quality and good practice criteria. We 
are hoping to start requesting resources to 
be submitted to the knowledge exchange 
platform in the Autumn.

For more information:  www.who.int/
mental_health/neurology/dementia/en/

Stéfanie Freel

Michal Herz

The World Health Organization (WHO) is an 
agency of the United Nations working with 
194 countries across the world, across six 
regions, with its headquarters in Geneva, 
Switzerland. It is primarily concerned 
with public health matters, including 
health systems, health through the 
life-course, and non-communicable and 
communicable diseases.

 www.who.int

The WHO Regional Offi  ce for Europe (WHO/
Europe) is one of WHO’s six regional offi  ces 
around the world. It serves the WHO 
European Region, comprising 53 countries, 
covering a geographical region from the 
Atlantic to the Pacifi c oceans. WHO/Europe 
staff  are public health, scientifi c and 
technical experts, based in the main offi  ce 
in Copenhagen, Denmark.

 www.euro.who.int/en/home
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Spanish Minister outlines the 
content of the country’s National 
Alzheimer’s Plan 2019–2023
Speaking at a press conference, the Minister of Health,  María 
Luisa Carcedo, outlined the content of the countr y’s forthcoming 
dementia strategy.

On 27 April, the Spanish Government’s Min-
ister of Health, Consumption and Social 
Welfare, María Luisa Carcedo, announced that 
the country’s National Alzheimer Plan had 
been presented to the Council of Ministers , 
and outlined its contents. The Plan aims to 
reduce the impact of the disease by promot-
ing the ability of the person with dementia 
to continue to live within their environment, 
implementing the necessary social and 
health responses and improving knowledge 
regarding the needs of people with demen-
tia and their families.

As part of this, early detection is a key area 
of focus, including improvements in the 

diagnostic capabilities of the system, as well 
as promoting research on the origin, diagno-
sis and treatment of the disease. In addition, 
there are proposals to develop information and 
awareness programmes for health profession-
als, specifi cally around signs and symptoms 
of the disease.

In relation to the economic and social impact 
of the condition, the Plan will include meas-
ures to support family caregivers through 
protection systems, such as social security, 
employment or housing. Included within 
this are measures such as the training of pri-
mary care professionals to detect overload and 
stress situations of family caregivers.

The plan further considers the need to 
involve all stakeholders and society in 
responding to the condition, aiming to 
remove stigma and exclusion of persons 
with dementia in society.

The plan establishes four lines of action:

 y Research on the determinants of the 
disease.

 y The development of health promotion 
policies, as well as progress in the early 
diagnosis and the selection of the most 
appropriate treatments.

 y Improvement in services, supports and 
benefi ts.

 y Raising awareness and improving societal 
attitudes in relation to dementia.

The plan follows the guidelines of the World 
Health Organ zation’s (WHO) Global Action 
Plan on the Public Health Response to Demen-
tia 2017–2025. It also respects the statement of 
the European Parliament on the priorities in 
the fi ght against Alzheimer’s disease.

 Alzheimer Europe’s two Spanish member 
organisations have welcomed the content 
and approach of the National Alzheimer’s 
Plan 2019–2023.

Response from Confederación Española de Alzheimer (CEAFA) President, Rosa Maria Cantabrana Alutiz

What does the  Minister’s report to the 
Council of Ministers mean? It means that 
there is a real political will to work right 
now to address the consequences of 
Alzheimer’s disease in Spain. The National 
Alzheimer’s Plan has already been launched.

Since 2010, Confederación Española de 
Alzheimer (CEAFA) has been demanding an 
Alzheimer’s disease state policy. That year, 
the Alliance for Alzheimer’s was born under 
the auspices of CEAFA. The Alliance was the 
precursor to what would later become the 
State Dementia Group. At that time, the Alli-
ance claimed that the creation of a National 

Alzheimer’s Strategy would respond to the 
needs of the patient-caregiver binomial and 
promote socio-health care, research, train-
ing and legal protection for those aff ected 
by the consequences of dementias. The four 
objectives of the fi rst National Alzheimer’s 
Plan include those issues.

In 2013, upon the request of the Gen-
eral Directorate of Instituto de Mayores 
y Servicios Sociales (IMSERSO), the State 
Dementia Group was constituted on the 
old Alliance for Alzheimer’s. Since then, 
CEAFA is part of the Permanent Commis-
sion of the group.

The State Dementia Group has, for CEAFA, 
been one of its greatest achievements in its 
desire to represent and defend the rights 
of people aff ected by the consequences of 

dementia. CEAFA has invested in the State 
Dementia Group all its eff ort and all the 
knowledge that its wide and dense asso-
ciative network has been accumulating for 
more than 40 years.

The Confederation has always main-
tained that to obtain results in the fi ght 
against dementia, it is necessary to join 
forces, sharing information and knowl-
edge, and supporting each other. And 
now we have results. Spain already has 
the fi rst National Alzheimer’s Plan, a great 
achievement for CEAFA but also, a great 
challenge. CEAFA is committed from now 
on to work hard to fulfi l the objectives 
that the Plan proposes. CEAFA commits 
itself to work so that the fi rst National 
Alzheimer’s Plan leads to a state policy 
for Alzheimer’s disease.
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Response from Fundación Alzheimer España Chairperson, Micheline Selmes-Antoine

The Spanish Health Minister announced 
the Government’s interest to be in-line 
with other European plans for dementia 
(including Alzheimer’s disease) following 
the European Directrices and World Health 
Organization (WHO) recommendations.

As may will be aware, following the elec-
tion in Spain, the government continues as 
before until agreements between PSOE (the 
party with the greatest share of the votes) 
and others partners can be reached, as they 
don ’t have the necessary parliamentary 
representation to govern alone.

The most interesting points of the plan are:

 y They enlarged the target of specialists, 
especially taking into account GPs, for 
the fi rst steps to access to a possible 
dementia diagnosis in line with the 
Spanish structure (Seguridad Social).

 y They are insisting on early diagnosis as 
fundamental part of the possible solu-
tions for people with dementia and 
their families.

 y They are proposing to create a large 
national campaign to inform each cit-
izen about Alzheimer’s disease (using 
TV, radio, movies, etc. ).

However, the most important aspect is the 
Inter-territorial Committee which is the 
main powerful tool to improve this plan 
in each of the 17 Autonomous Communi-
ties which make up Spain. This committee 
asked ensured the possibility of each 
Autonomous Community to work on the 
plan according their regional policies.

For us, it means that, hopefully, the Regional 
Health and Regional Social Welfare will take 
time and measures to provide our Alzheim-
er’s community with adequate regulation, 

as well as ensuring that people have the 
possibility to have an early diagnosis. For 
informal caregivers (and formal caregivers 
as well), they should be able to get access to 
the best services for each step of this illness, 
which continues to be underdiagnosed and 
without pharmacological treatments.

In our local experience, specialists such as 
Neurologist, Geriatricians, Psychiatrists, 
Psychologists and GPs are concerned and 
are making excellent progress in pushing 
to have a draft  solution as soon as possible.

Finally, the next European elections will be 
important, especially as Spain can ’t aff ord 
to have more time outside the develop-
ment of European dementia policy.

Spanish Minister for Health, María Luisa Carcedo 
announces National Alzheimer's Plan

FAE Chairperson, Micheline Selmes-Antoine CEAFA President , Rosa Maria Cantabrana Alutiz 
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European research landscape set 
for significant changes following 
agreements and reorganisation
Recent agreement on the future of Horizon Europe between 
the European Parliament and Council, as well as significant 
restructuring of the Commission’s Directorate General for 
Research and Innovation, mean that the future of European 
research will be radically different.

Horizon Europe agreement

The EU has reached agreement over the 
future of the Horizon Europe (2021–2027) 
research programme, the successor to the 
current Horizon 2020 programme.

The agreement, reached between the Euro-
pean Commission, Council and Parliament, 
sets out the legal basis for the future pro-
gramme, as well as establishing its priorities. 
However, many aspects in relation to the 
operational details of the programme and 
the budget have yet to be agreed. Despite 
this, the European Commission is now able 
to begin the more detailed work around stra-
tegic planning and preparatory work for the 
future programme.

Outline of the programme

Horizon Europe is underpinned by three “pil-
lars” which set the overarching aims of the 
programme. The first pillar is designed to sup-
port basic science, strengthening the EU’s 
scientific leadership and develop high-quality 

knowledge and skills. The second pillar will 
support research to address societal chal-
lenges and industrial technologies in areas 
such as health, security and digital, as well as 
those technologies related to climate, energy, 
mobility, food and natural resources. The 
third pillar will focus on scaling up innova-
tions through a newly established European 
Innovation Council.

Under pillar two sits a new feature of Horizon 
Europe: “research missions”. These special 
areas of focus will receive dedicated fund-
ing, and are intended to make it easier for 
citizens to understand the value of invest-
ments in research and innovation, as well as 
maximising the impact of investments. Mis-
sion areas have been created, under which, 
more focused missions will sit. The five mis-
sion areas are:

1. Adapting to climate change, including 
societal transformation

2. Cancer
3. Healthy oceans, seas, coastal and inland 

waters

4. Climate-neutral and smart cities
5. Soil health and food

Industry partnerships, such as the Innovative 
Medicines Initiatives (IMI 1 & 2) will also con-
tinue to be a considerable part of the Horizon 
Europe programme. However, the agreement 
attempts to streamline the existing number 
of partnerships however it is expected that 
some partnership areas may have more than 
one partnership. The eight partnership areas 
are:

1. Faster development and safer use of 
health innovations for European patients, 
and global health.

2. Advancing key digital and enabling tech-
nologies and their use, including but not 
limited to novel technologies such as arti-
ficial intelligence, photonics and quantum 
technologies.

3. European leadership in metrology, includ-
ing an integrated metrology system.

4. Accelerate competitiveness, safety and 
environmental performance of EU air 
traffic, aviation and rail.

5. Sustainable, inclusive and circular 
bio-based solutions.

6. Hydrogen and sustainable energy storage 
technologies with lower environmen-
tal footprint and less energy-intensive 
production.

7. Clean, connected, cooperative, autono-
mous and automated solutions for future 
mobility demands of people and goods.

8. Innovative and R&D intensive small and 
medium-sized enterprises.

Change in responsibilities

The new agreement has shifted the respon-
sibility of different institutions of the EU, 
changing the way in which the three insti-
tutions influence the programme.

During the negotiations, there had been 
debate about the role of Parliament in rela-
tion to the “Specific Programme (which sets 
out the details of Horizon Europe’s various 
elements) and the Framework Programme 
(which sets out the overall structure and 
decides the budget).

Under the agreement, the Parliament will 
retain its role in approving the Framework 
Programme, whilst relinquishing its vote in 

The pillars of Horizon Europe will underpin the research programme
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relation to the Specific Programme. Addition-
ally, Parliament will also allow the Council 
full power to approve the strategic planning, 
which will be drafted in the first instance 
by the Commission. In doing so, it has 
secured greater control over the themes for 
the research partnerships and the missions, 
which will be contained within the Frame-
work Programme.

Budget for Horizon Europe

The Commission has proposed a budget of 
EUR 94.1 billion for Horizon Europe, whilst 
the parliament has supported a budget of 
EUR 120 billion. The overall budget for the 
programme will be decided as part of the 
Multi-annual Financial Framework (MFF), the 
process for agreeing the seven year budget 
cycle of the EU.

Due to difficulty in reaching agreement over 
the future budget, in December 2018 Com-
missioner for Budget and Human Resources, 
Günther Oettinger, pushed the deadline for 
agreement to October 2019, having previously 
expected this to conclude in May 2019.

This is significant as decisions related to 
the Horizon Europe around the involvement 

around third countries (i.e. non-EU countries) 
will be agreed as part of this process.

As such, the newly elected parliament will 
play a significant role in key decisions around 
the future of the research programme.

In the current research programme, research-
ers in non-EU countries that have association 
agreements with the EU – such as Norway, 
Switzerland, Israel, and Turkey – can apply 
for Horizon 2020 grants. Those in countries 
without association agreements can partic-
ipate in Horizon-funded research projects if 
they cover their own costs (with some allow-
ances for lower-income countries).

However, it is not clear that such arrange-
ments will continue in their current form 
and with the extension of the budget pro-
cess, clarity may not arrive for some time.

Future of UK involvement in EU research

Compounding the uncertainty over this area 
is the protracted Brexit process. The UK was 
due to leave the EU on 29 March 2019, but 
this has been extended until 31 October 2019 
(at the latest). However, as it is still not clear 
(at the time of writing) whether the UK will 

sign the Withdrawal Agreement or whether 
the Political Declaration will apply, thus 
creating uncertainty around the nature of 
the future relationship between the two 
countries.

At present, the UK is a major contributor, 
participant and beneficiary of the Hori-
zon 2020 research programme, being the 
second largest recipient of funding overall, 
with approximately 15% of grants distributed 
through the programme since 2014 (equiv-
alent to around EUR 5.7 billion). In relation 
to dementia research, UK researchers have 
been involved in some of the most prominent 
research projects including EPAD, ROADMAP 
and PARADIGM.

Whilst Carlos Moedas, the Commissioner for 
Research, Science and Innovation has pub-
licly been supportive of the UK’s continued 
involvement in the programme, the dead-
line for the UK’s exit coincides with the end 
of the mandate of the current Commission. 
As such, with a new European Commission 
and Parliament likely to be in place for the 
next stage of discussions, the future of UK 
involvement remains uncertain.

Research directorate restructured

EU Commissioners have approved the details 
of a new “matrix” design for the Directorate 
General of Research and Innovation (DG RTD), 
which aims to break down “silos” of working 
and establish relationships across other areas 
of the Commission.

The re-organisation is seen as a preparatory 
step in advance of Horizon Europe and has 
been overseen by Director General Jean-Eric 
Paquet. The changes will take effect from 
1 June 2019.

To handle specific policy areas, the RTD will 
have four thematic areas: “healthy planet”, 

“clean planet”, “people” and “prosperity”, 
with nine directorates. Of particular inter-
est for dementia research in Europe will be 
the directorates of “people” which will deal 
with health matters, and that of “policy and 
programming” which will oversee Horizon 
Europe.
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Dementia carers should have better 
support and more recognition
Four carers’ organisations in Europe discuss their advocacy 
work and detail the support currently available to carers in their 
countries. There are differences between them, but the overall 
message is the same: carers are in urgent need of more support 
and policymakers must do better by them.

National Dementia Carers Action 
Network – An evolving model of 
campaigning and representation 
work in Scotland

Alzheimer Scotland’s National Dementia Car-
ers Action Network (NDCAN) is a campaigning 
group in Scotland funded by the Scottish Gov-
ernment, supported by Alzheimer Scotland. 
Members are carers or ex-carers of people 
with dementia, who advocate for the rights 
of carers and for better dementia-specific 
support services.

The group provides a strong collective voice 
for unpaid carers to influence Scottish demen-
tia policy and practice, and inform Alzheimer 
Scotland’s policy priorities. With members on 

the Board of Trustees of Alzheimer Scotland, 
unpaid carers contribute to the governance 
arrangements of the organisation.

Alzheimer Scotland established NDCAN in 
2011, in recognition of the impact of demen-
tia on unpaid carers across Scotland who felt 
unrepresented. Eight years later, NDCAN has 
built a formidable reputation as a national 
campaigning group.

How NDCAN works

Being supported by a small staff team and 
wider resources of Alzheimer Scotland pro-
vides significant advantages, including access 
to current policy and research evidence and 
links to Alzheimer Scotland’s local involve-
ment networks.

A committee meets quarterly and general 
members’ meetings are held twice a year. 
The network members set the key priorities 
and work plan.

Members work on different things, depend-
ing on their campaigning passions, through 
meetings/project groups. For example, one 
project team produced peer-to-peer carer 
information resources “For carers, by carers”, 
via a funding bid.

Members meet with the Minister for Men-
tal Health; attend cross party groups; and 
participate in committees, such as the 
recent commission on Fair Dementia Care 
in Scotland (more about this on pp.36–37). 
They support training for professionals and 
national improvement pilot work, emphasis-
ing carers’ involvement.

NDCAN contributed to consultation on the 
Carers (Scotland) Act 2016, implemented in 
2018, and the Carers Charter in Scotland. The 
Act grants new rights to carers, such as the 
right to an adult carer support plan or young 
carer statement and the right to be involved 
in decisions about the support they or the 
person they care for receives. It also sets out 
a series of duties for local authorities in areas 
such as eligibility criteria, information and 
advice, and the development of a local carer 
strategy.

Scotland has some positive provisions, which 
carers may be eligible for, including a carer 
allowance, among other benefits, but there 
are complex, varied eligibility criteria applied 
at local level. The overall support envisioned 
by the Carers Act must be considered against 
the backdrop of the significant emotional, 
financial and health impacts of caring.

Health and Social Care system reforms are 
shifting more caring services to the home 
and community. The essential contribu-
tion of unpaid dementia carers in Scotland 
should be protected and invested in and the 
human rights and unique personal needs of 
dementia carers must be at the forefront of 
effective policies. Quality carer support ser-
vices and involvement of carers in service 
planning is variable across Scotland because 
control of implementation of strategy com-
mitments happens at local level.

NDCAN committee members along with two members of the commission at the launch of the “Fair Dementia Care for 
People with Advanced Dementia” report, 22 January 2019
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The Dementia Carers Campaign 
Network (Ireland)

“It’s like we’re screaming but it’s a silent 
scream”.  This is how a carer at The Alzheimer 
Society of Ireland’s (ASI) recent Emergency 
Dementia Summit described his role of car-
ing for his mother who lives with Alzheimer’s.

In Ireland, there was no mention of demen-
tia in Budget 2019 and there are thousands of 
carers across the country in desperate need of 
supports. Personal stories by carer advocates 
are essential to raise public awareness and, 
indeed, to fi nally prompt the Government 
into action. This is why the Dementia Carers 
Campaign Network (DCCN) exists.

Established in 2013 by The ASI, the DCCN is a 
national advocacy group that presents a vital 
opportunity for carers to use their voice to 
raise awareness of issues aff ecting families 
living with dementia in Ireland. It is estimated 
that 500,000 people in Ireland have families 
who have been aff ected by dementia and the 
DCCN meets the needs of these people by 
highlighting the issues that aff ect carers and 
advocating for better services and supports.

Carers are too busy caring to be able to march 
to Government buildings in great numbers; 
they are too tired, caring with little respite, to 
have the energy to lobby; and they are too 
burdened, caring with little support, to have 
the opportunity to fi ght for what they require. 
Without carer advocates, such as those in 
the DCCN, telling their personal stories, who 
would speak for carers that are in desperate 
need of supports and services?

What does the DCCN do?

Members of the DCCN engage in a wide 
range of activities seeking to eff ect posi-
tive change for people with dementia and 
carers. They use their personal stories to 
create awareness raising campaigns, to 
contribute to research and to inform pol-
icy. When members speak publicly, they are 
sharing their own stories and not that of 
the person living with dementia, because 
the illness aff ects more than the person 
who is diagnosed. Carers have oft en given 
up their careers, their fi nancial stability and 
their personal lives to care for a loved one 
with dementia.

In addition to these activities, the group 
runs an awareness campaign each year. Pre-
vious campaigns have examined the impact 
of caring for a loved one with dementia, 
and the supports carers need at diff erent 
stages of their journey. Both were social 
media-based campaigns. In 2018, in con-
junction with the Irish Dementia Working 
Group (IDWG), DCCN members created a 
campaign on the experience of diagnosis 
which was aimed at the health sector. It was 
delivered via a video and multiple presenta-
tions by members to health professionals. 
The video can be viewed on The ASI YouTube 
channel via this link: www.youtube.com/
user/AlzheimerIreland

ASI Advocacy Team & Speakers at the AlzTalks event in Sligo, Ireland, 25 October 2018

An increasing focus on infl uencing locally

NDCAN members raise issues from carers 
across Scotland in their campaigning and 
awareness activities. There are around 60 
members across Scotland, based in 21 out 
of the 32  local authority areas. In  2017–2018 , 
around 50 local events were run by service 
teams, reaching over 1,000 service-users , to 
hear their views and issues.

Infl uencing how well national strategies 
are delivered locally is pivotal to the over-
all improvement of services to people with 

dementia and unpaid carers, and this is now 
a major focus for NDCAN.

NDCAN committee member and carer Jan-
ette Kean says:

“Our work to improve policy and practice 
must be persistent at all levels, international, 
national and locally. We are realising how 
important infl uencing local decision mak-
ers is to making progress.”

 

David Beyt, National Coordinator, NDCAN

 +44 141 410 1171

 ndcan@alzscot.org

 www.alzscot.org/ndcan
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National Association of Informal 
Caregivers (Portugal): “Caring for 
those who care”

In Portugal, there are about 800,000 informal 
carers, who give up their professional, per-
sonal and social lives to care for their loved 
ones, 24 hours a day. There is no real support 
for them and they are in desperate need. Nél-
ida Aguiar – who cares for her mother, Idalina 
Aguiar, a member of the European Working 
Group of People with Dementia (EWGPWD) – 
belongs to a group of carers, fi ghting for the 
rights of informal carers and their recogni-
tion: The Associação Nacional de Cuidadores 
Informais (ANCI) – The National Association 
of Informal Carers. ANCI organises a vari-
ety of initiatives, awareness-raising actions, 
demonstrations and vigils.

How did ANCI come into being and what is 
it working towards?

Being an informal carer can lead to a sig-
nifi cant physical, psychological, social and 
fi nancial overload. From a group of carers and 
former carers of relatives with dementia, a 
national movement emerged that gave rise 
to the present association. ANCI is made up 
of children, wives, husbands, grandchildren, 
brothers, sisters, fathers, mothers, and friends 
of people with very diverse pathologies.

Some social supports do exist in Portugal, but 
they are still scarce, and since it is thought 
that in the next 10 years there will be a 40% 
increase in the number of people with demen-
tia, scarce is not suffi  cient. There is a signifi cant 
shortage of formal care, which places far too 
much responsibility on informal carers.

The provision of informal care has too heavy 
a cost, with huge economic, physical and 
psychological implications . There is a great 
risk of poverty, loss of employment, isola-
tion, catastrophic impact on relationships 
and social life, depression, exhaustion and 
stress. Psycho-social support is therefore 
hugely important.

ANCI has a motto: “Caring for love, quality 
and knowledge”. To this end, they want to 
promote the role of the informal carer among 
the public and the government. They want a 
national Informal Carer Statute and hope to 
raise awareness across the whole country, as 
well as providing support, so that other car-
ers do not feel alone.

ANCI wants the establishment of the 
national Statute to include all types of 

 

The Alzheimer Society of Ireland facilitates 
and supports the DCCN.

 @DCCNIRL
 advocacy@alzheimer.ie

Two distinct regional networks

The DCCN is governed by seven volunteer 
advocates, who form the national steering 
committee. There are currently 43 members 
on the DCCN across Ireland in two regions; the 
Munster Dementia Carers Campaign Network 
and the Leinster Dementia Carers Campaign 
Network. The regionalisation of the DCCN, 
in Munster and Leinster, gives many carers 
their fi rst opportunity to actively engage in 
advocacy, since they are oft en unable to travel . 
to participate in projects and events, due to 
caring and other responsibilities.

Members have opportunities to share their 
experiences with their local community, to 
lobby locally-elected representatives, and 
to highlight the specific needs of carers 
within their community through DCCN 
campaigns.

The DCCN needs personal stories to be 
heard. Members need the listener to get an 
insight into the challenging role of caring. 
They need the general public to respond, 
to amplify the carer voice and to make the 
Government hear carers’ “silent scream” for 
dementia supports.

Nélida Aguiar, a member of the ANCI network in Portugal, with her mother, Idalina, who is living with dementia
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Dementia Carers Count (UK)

The UK is facing a crisis in care. There are cur-
rently an estimated 6.5 million family carers 
and 700,000 of those are unpaid family carers 
of people with dementia. The UK has separate 
health and care systems and consequently 
dementia is one of the most complex and 
challenging conditions for those sectors to 
support. That oft en means that the family 
carers of people with dementia receive little 
support at a time in their life when it can be 
most needed.

Services provided to carers

Dementia Carers Count (DCC), a new charity 
in the UK, is looking to fi ll the void. DCC has a 
simple, but unique vision: that all family carers 
of people with dementia should feel confi dent, 
supported and heard. The charity provides a 
range of direct services to family carers and 
its core service is a three-day practical course, 
which can help carers to build the skills and 
confi dence to see them through the ups and 

downs that caring can bring, and to connect 
and share the load with others experiencing 
similar challenges. The courses are residential 

– carers spend two nights and three days. The 
education components include learning about 
the brain and how it is aff ected by diff erent 
dementias. Carers also learn about themselves; 
how their personality type aff ects their caring 
style, how to build their resilience and retain 
their sense of self whilst also being an eff ective 
carer. The immersive residential component of 
the course means that carers form immense 
bonds with each other and form long-lasting 
peer support networks.

As well as its three-day courses, the charity 
also provides one-day courses focusing on 
specifi c topics such as nutrition and attach-
ment, Carers’ Support Plans, Carers’ Coaching 
and Carers’ Counselling. All the services 
are developed and delivered by qualifi ed 
and experienced health and care profes-
sionals, including occupational therapists, 
speech and languages therapists and clini-
cal psychologists.

CEO Claire Goodchild explains the DCC’s 
mission

“Our mission is to provide a space where fam-
ily carers of people with dementia are inspired 
to learn, get connected and be empowered in 
their caring role. The premise of our courses 
is that knowledge is power. Being equipped 
with essential information unlocks so much 
for family carers, we’ve already had some 
incredible feedback from participants, who 
have described the courses as truly life chang-
ing. The independent academic evaluation of 
the courses supports the feedback that carers 
give us and it’s clear the impact on individual 
carers is long lasting.

“We want to work with funders and the stat-
utory sector to develop our services as we’re 
responding to an urgent need – carers provide 
around GBP 11.6 billion worth of care every 
year in the UK, yet there’s very little support 
for them when they need help most. Carers 
know , in theory , that it is important to look 
aft er themselves , yet so many don’t do it. 

informal carers, such as the parents of chil-
dren, adolescents or adults with disabilities. 
There will have to be specifi c and appropriate 
training for carers (qualifi cation), and a new 
third-person assistance allowance should 
be defi ned for those who are benefi ciaries 
of the full-time carer statute. Home helps 
and fi nancial support are needed , as well as 
care plans, consultations and other public 
services. Psychological support should also 
be provided to former carers (for a minimum 
of 6 months).

Political progress is happening, but it is slow

Importantly, some political parties have 
begun to recognise the importance of engag-
ing with informal carers and supporting them. 
In recent months, some working meetings 
have been established and ANCI members 
have been consulted on their opinions and 
experiences as informal carers.

The Statute of the Informal Carer – Madeira 
pioneers change

At the regional level, signifi cant steps have 
been taken to recognise and support carers 

on the Portuguese Island of Madeira . In April 
2019, the Autonomous Regional Government 
of Madeira (RAM) unanimously approved the 
Statute of the Informal Carer. The Diploma 
presented by the Regional Government, in 
the Legislative Assembly of Madeira, offi  -
cially recognises the role of the Informal 
Carer. The Region of Madeira has become a 
pioneer, leading the way  in recognising this 
social function, says Nélida Aguiair. At the 
national level, however, discussions are still 
underway, but ANCI hopes that in the com-
ing months, progress will be made for all of 
Portugal’s informal carers.

Unfortunately, the Assembly of the Republic 
has postponed the discussion of the propos-
als and no measures of protection exist, yet.

Meeting the President of Portugal

As part of the progress the group is mak-
ing, ANCI was received by the President of 
the Republic of Portugal, Marcelo Rebelo de 
Sousa, at the Palácio de Belém on 5 February 
2019. Mr Rebelo de Sousa reaffi  rmed his sup-
port for the recognition of the Statute of the 
Informal Carer, renewing hope among ANCI 

members that decisive action will soon be 
taken by the Portuguese Government.

Among the delegation received at this meet-
ing, was Marisa Matias MEP, who is a member 
of the European Alzheimer’s Alliance.

 ASSOCIAÇÃO NACIONAL DE
CUIDADORES INFORMAIS

Contact: Nélida Aguiar, member of ANCI

 +351 962315146

 nelidaaguiar@msn.com

 www.assocnacionalcuidadoresinformais-
ph.pt

 www.facebook.com/cuidadoresinformais/
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 (+44) 20 3096 7894

 info@dementiacarers.org.uk

 www.dementiacarers.org.uk

Jayne Goodrick wins Prime Minister’s Award

Jayne Goodrick is Chair of the DCC Car-
er’s Advisory Panel (CAP). Jayne’s mother 
has a diagnosis of dementia, small vessel 
disease, and her husband Chris has a diag-
nosis of mixed dementia, vascular damage 
and Alzheimer’s, diagnosed at age 50. Jayne 
and Chris are both active members of mul-
tiple groups and committees for dementia 
related networks and have made several 
media appearances.

On 1 March (St David’s day) 2019, Jayne was 
awarded a “Points of Light” award by the 
Prime Minister which recognises outstand-
ing volunteers who are making a diff erence 
in their community. Jayne was recognised 
in a letter from Theresa May for showing 

“remarkable resilience and dedication in so 
openly sharing your personal experiences 
of caring for your husband Chris with his 
diagnosis of dementia.”

Jayne Goodrick with Secretary of State for Wales, Alun 
Cairns MP, at number 10 Downing Street

40% of dementia carers told us they provide 
care 24/7 care and a further 15% said they 
provide 50 plus hours of care a week. Many 
carers oft en put the person with dementia 
fi rst and so fi nd taking time for themselves 
almost impossible.”

The Carers Advisory Panel

A key part of the charity’s structure is the 
Carers Advisory Panel (CAP), which advises on 
strategy and operational development. Mem-
bers are current or former carers. The Chair of 
the CAP is Jayne Goodrick, one of the UK’s 
leading advocates for people with dementia 
and their carers, although Jayne refers to her-
self as a supporter rather than a carer.

What does the future hold?

The charity has ambitious plans for the future 
and is developing the UK’s fi rst bespoke 
Dementia Carers Centre, which will demon-
strate the best of domestic scale dementia 
design, and be a place where everyone can 
understand and empathise with what car-
ers are going through. All services will be 

provided from the Centre. The first flag-
ship centre is planned for 2020, with further 
regional centres planned over the next ten 
years.

Another exciting development is a special-
ist research unit to investigate carers’ needs, 
experiences and desired outcomes. In part-
nership with the Association for Dementia 
Studies, University of Worcester, Professor 
Tracey Williamson is the fi rst specialist DCC 
Professor of Family Care in Dementia. The 
evidence from this research will be used to 
infl uence national and local policy makers, 
commissioners and providers of services and 
the general public to promote the human 
rights, improve quality of life, health and 
well-being, of dementia carers.

A little bit of history

Set up in 2018, the organisation has evolved 
from the former Royal Surgical Aid Society 
(RSAS), which was established over 150 years 
ago, with the aim of distributing medical and 
surgical aids to those in need. In a change of 
focus in 2000, the Society set up homes to 

care for older people, including people with 
dementia. On its 150th anniversary in 2018, it 
was decided by the trustees that  the organ-
isation should focus on supporting family 
carers of people with dementia. The new 
name, Dementia Carers Count, was chosen 
to refl ect its renewed mission and purpose.

Left  to right - CAP Group Meeting, Claire Goodchild, CAP Chair Jayne Goodrick talks to CAP member Peter Watson
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Alzheimer Scotland highlights 
inequities in access to care

In January 2019, Alzheimer Scotland published 
the report “Delivering Fair Dementia Care for 
People with Advanced Dementia”, marking the 
beginning of a national campaign aiming to put 
an end to the inequality in access to care, faced 

by people with advanced dementia. Dementia in Europe 
caught up with James Pearson, Director of Policy & Research 
at Alzheimer Scotland, to find out more.

In January 2019, Alzheimer Scotland pub-
lished Delivering Fair Dementia Care for 
People with Advanced Dementia – why did 
Alzheimer Scotland focus on this area?

The Delivering Fair Dementia Care in 
Advanced Dementia report marks the begin-
ning of a national campaign by Alzheimer 
Scotland to end the inequities faced by peo-
ple living with advanced dementia in the lack 
of access to the health and nursing care they 
need and the disproportionate impact of the 
costs of social care.

Accessing appropriate care as the illness 
progresses and paying for social care are 
among the most common issues raised by 

our members and the thousands of people 
living with dementia or caring for people 
dementia who access our community sup-
port and 24-hour Freephone Dementia 
Helpline every week. Health care in Scot-
land is free and is funded through general 
taxation, however, social care, although mit-
igated to some extent by free personal care 
provisions in Scotland, is subject to charges. 
The complexity and lack of transparency of 
financial assessment processes for social care 
charging is a major concern and is often so 
complex most don’t understand how the pro-
cess works, how the charges are calculated, 
or why, unlike other progressive and terminal 
health conditions, they are asked to pay for 
care. This is further compounded by the lack 

of access to health care in advanced demen-
tia. In dialogue with our members Alzheimer 
Scotland agreed that we would explore the 
issues around the inequality of access to 
health care and paying for care in advanced 
illness.

As part of this Alzheimer Scotland, in Novem-
ber 2015, published ‘Advanced Dementia 
Practice Model: understanding and transform-
ing advanced dementia and end of life care’. 
It sets out a comprehensive and integrated 
approach to providing care and support for 
people with advanced dementia and at the 
end of life. It also highlighted the inequality in 
access to the health care needed in advanced 
dementia compared to the access that exists 
for other progressive illnesses. A key recom-
mendation of the report is that:

“The Scottish Government accept and recog-
nise that on the basis of this report, there is 
clear evidence that once a person has reached 
the advanced stage of dementia, all their 
needs are health care needs.”

In 2017, Alzheimer Scotland established the 
Fair Dementia Care Commission to consider, 
in the context of this recommendation, how 
we can ensure that people in Scotland with 
advanced dementia have equality of access 
to the expert health and nursing care they 
need which is free in line with other progres-
sive and terminal illnesses.

Delivering Fair Dementia 
Care For People With 
Advanced Dementia
The Fair Dementia Care Commission

Former First Minister, Henry McLeish (left), and Alzheimer Scotland Chief Executive, Henry Simmons (right)
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Can you t ell us about the membership of 
the Fair Dementia Care Commission and the 
process of developing the report ?

Alzheimer Scotland brought together a 
small commission, chaired by the former 
First Minister for Scotland, Henry McLeish, 
which included clinical, nursing, social work, 
economic and academic expertise. Crucially 
it also included members of Alzheimer Scot-
land’s National Dementia Carers Action 
Network who have personal experience of 
caring for family members with advanced 
dementia. The commission worked along-
side Alzheimer Scotland to review how we 
understand and respond to the complex 
health care needs of people with advance 
dementia in Scotland. The remit of the com-
mission was to:

 y Determine how advanced dementia is 
defi ned and recognised in practice

 y Estimate the size of the population of peo-
ple living with, and dying from, advanced 
dementia in Scotland

 y Examine and describe the current charges 
and cost framework of advanced demen-
tia care

 y Make recommendations on what needs 
to change for Scotland to lead the way in 
achieving fair dementia care from diag-
nosis to the end of life.

To support these aims the commission 
used a combination of desk-based research 
methods to review the current literature on 
advanced dementia and existing data. The 
commission utilised a managed democratic 
approach to facilitate two meetings with 
expert health care practitioners and family 
carers to explore how to recognise and defi ne 
advanced dementia in practice.

What have been the key fi ndings of the 
report?

The report contains  several key fi nding s:

 y Dementia is caused by progressive neu-
rological disease processes, such as 
Alzheimer’s disease

 y Advanced dementia produces complex 
health and nursing care needs

 y People with advanced dementia do not 
currently have equality of access to the 
health care they need – instead advanced 

dementia remains essentially a social care 
response

 y People with advanced dementia are dis-
proportionately subject to social care 
charges for what are primarily health and 
nursing care needs

 y People with advanced dementia are paying 
an estimated £50.9m per year in social care 
charges for care which doesn’t provide the 
health or nursing care they require

 y The current system of social care charges 
is complex, lacks transparency and is var-
iable across Scotlan d.

The report  also makes several recommenda-
tions aimed at ending this inequality. They 
key recommendations are that:

 y The Scottish Government commits to rec-
ognising that the needs of people with 
advanced dementia are health care needs 
and ensure equality of access to appropri-
ate health and nursing care, which is free 
at the point of delivery

 y The Scottish Government commits to 
investigating the costs of implementing 
appropriate and free health care for those 
living, and dying, with advanced dementi a.

How has Alzheimer Scotland been cam-
paigning to change the inequality which 
has been demonstrated the report?

The publication of the report  marks the 
beginning of one of the most signifi cant cam-
paigns Alzheimer Scotland has undertaken. 
This is a long-term campaign and therefore 
we are currently continuing to build both 
support and consensus among key organi-
sations and stakeholders. A crucial element of 
the campaign is building public and political 
support for the campaign though a targeted 
social media campaign and engagement with 
supporters and key stakeholder groups and 
organisations at local and national level.

What has been the reaction to the fi ndings 
within the report – both amongst organ-
isation and amongst people living with 
dementia?

The report has been received very positively 
and welcomed by other key stakeholder 
organisations and professional bodies in 
Scotland. The Scottish Cross Party  Group 
on Dementia has also welcomed the report 

and the Convenor MSP Richard Lyle has sub-
mitted a motion which will be debated in 
the Scottish Parliament on the 4 June 2019. 
The Scottish Government have acknowl-
edged the publication of the report and 
are currently considering its fi ndings and 
recommendations.

What are the next steps in the campaign?

We are asking each of the main Scottish 
political  parties to include a commitment to 
deliver the recommendations of the report 
in their election manifestos for the Scottish 
Parliament elections in May 2021. To achieve 
that we are continuing to build public sup-
port so that supporters and our local active 
voice networks, across Scotland can ask their 
political representatives to support the Fair 
Dementia care campaign.

This campaign sits alongside the Alzheimer 
Scotland’s current vision for transforming the 
lives of people with dementia and their carers 
throughout the illness from diagnosis to end 
of life and in every setting. Whilst we under-
stand that it will require signifi cant eff ort and 
dedication to fully transform our system, we 
have asked that the Scottish Government 
lead the way by accepting the defi nitions and 
recommendations in this report and commit 
to starting the journey towards delivering 
fair dementia care for those with advanced 
dementia in Scotland.dementia in Scotland.

Profi le
James Pearson is Alzheimer Scotland’s 
Director of Policy & Research and is 
responsible for Alzheimer Scotland’s public 
policy engagement. He has a background 
in welfare rights and a particular interest 
in promoting as well as protecting the 
rights of people living with dementia.

Jim has an MBA from Glasgow Caledonian 
University and joined the Board of 
Alzheimer Europe in 2014, currently serving 
as Honorary Secretary.

 www.alzscot.org
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What does accessibility mean for 
people with cognitive disabilities?
Petri Lampinen, member of the European Working Group of 
People with Dementia and of Finland’s national working group 
the “Memory Activists”, discusses accessibility for people 
with dementia and shares his thoughts on the EU disability 
card scheme.

People with cognitive impairments should 
be listened to, regarding the accessibility of 
products and services. Their feedback should 
be gathered at the design stage. People with 
normal cognitive functioning cannot under-
stand the different kinds of challenges that 
a disease can bring with it. Openness when 
talking about these matters is for the com-
mon good, which is why I want to share my 
thoughts and experiences with you.

The disease has been an eye-opener for me. 
Now, I am more aware of the different diffi-
culties that many older or disabled people 
encounter. Facing cognitive constraints in 
your daily life makes you think about the 
importance of accessibility.

Accessibility is often associated with people 
with reduced mobility or sensory disabili-
ties, but we should also consider how much 
cognitive difficulties can complicate life. As 
a person with dementia, I have encountered 
these difficulties for a few years. Luckily, I 
have not allowed them to defeat me, and in 
spite of them, I have managed to continue 
to live a participatory life.

To support my daily life at home, I started to 
use a big whiteboard a couple of years ago. I 
use many colours and eye-catching magnets 
on it. This has helped a lot to cope at home. It 
also helps the people close to me feel more 
secure in the knowledge that I can cope bet-
ter, especially when I am home alone.

Difficulties encountered outside are often 
more challenging to manage. Sometimes, 
my days can be very challenging, as I tend 
to lose things, be absent-minded and have 

difficulties with perception of time. For-
tunately, I manage to overcome these 
challenges by staying calm. If I were to give 
in to fear, I would just stay at home, alone. 
That would be bad for me, not to mention 
the people close to me.

These are some of the difficulties I encounter:

Transport difficulties

As a person with dementia, I am lucky to have 
received services based on a severe disabil-
ity and have a continuing right to the use of 
a taxi to access the social insurance institu-
tion of Finland and disability services. This 
system was working well for me for a few 
years, but now these services are not work-
ing. I can no longer contact the driver directly, 
as all journeys are reserved via a call centre. 
The flexibility has gone.

Signage and usability of facilities

When visiting shopping centres and other 
locations, I have noticed the importance of 
proper signage. Often, signs are out of sight, 
colourless, too small or hard to understand. 
When necessary, I have asked for help and 
have spoken openly about my condition. As 

a result, I have received support and under-
standing. Sometimes, I have seen somebody 
else in a similar situation and helped them, 
in spite of my disease. That has put me in a 
good mood. People with dementia can also 
be dementia-friendly.

Toilet signage should be easier to understand, 
as well. That would help with using the right 
facilities. Once, I accidentally went to the 
women’s toilets in a hospital, which really 
upset one woman. I took it in good humour, 
but I am not sure whether everyone would.

I also find most washbasin taps are difficult 
to use, as the design is too complex. Design 
is often put before usability.

At airports, I have noticed an improvement 
in colours and readability of signs, but the 
announcements could be better. Many times 
one cannot hear what they say for all the 
noises around.

Petri Lampinen travelling with his EU disability card“Accessibility is often asso-
ciated with people with 

reduced mobility or sensory 
disabilities, but we should also 
consider how much cognitive 
difficulties can complicate life.”

“Fortunately, I manage to 
overcome these challenges 

by staying calm. If I were to give 
in to fear, I would just stay at 
home, alone.”
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Packaging

I would like more colour to be used in prod-
uct packaging, so that they would diff er more 
from each other. Pharmaceutical packs are 
too similar. Once, I nearly brushed my teeth 
with insecticide as the package was too sim-
ilar to the toothpaste pack.

Checkouts

When shopping, I need a little bit more time 
at the checkout. Some customers look for a 
quick checkout, I look for a slow one. That 
is how I can manage my shopping without 
making mistakes because of being rushed.

Noise and intrusion on personal space

Oft en, the music is too loud in shopping cen-
tres, which disturbs my concentration. I have 
faced that problem quite oft en. Especially if 
I am trying to speak to someone at the time. 
Certain kinds of intrusive sales in shopping 
aisles puzzle me. Vendors are oft en too inva-
sive and I cannot read my list in peace. This 
disturbs my concentration and irritates me 
a lot sometimes. I am sure I am not alone 
in that.

Strong scents

I avoid shops that have strong scents. Fortu-
nately, many people already know to avoid 
excessive use of scents, but occasionally I 
come across a place with lots of strong scents 
and I leave immediately.

Websites and apps

I use many web applications when I travel 
and they function very well.  By u sing the 
applications , I can pay and plan my route in 
advance. I can also follow my route in real 

time. However, I experience digital distraction 
when a web page has moving or changing 
pictures. Pop-up chat windows also hinder 
my concentration. Sometimes, I have to cover 
them up with a piece of paper so that I can 
concentrate better on what I am doing.

My EU Disability Card

I have been using an EU Disability Card for 
about a year now and have been very happy 
with it. I have used it at airports. Thanks to 
the card, I have had access to priority board-
ing, which helps because hustle and bustle 
and being rushed causes me problems when 
travelling. I keep my disability card ready to 
show at security too, to avoid diffi  culties.

Another good point has been that the card 
includes a symbol showing the need for 
assistance. If I need help, it is always close 
at hand.

“Thanks to the card, I have 
had access to priority 

boarding, which helps because 
hustle and bustle and being 
rushed causes me problems 
when travelling.”

What is an EU Disability Card?

Currently, there is no mutual recognition 
of disability status between EU Member 
States, which can make things diffi  cult for 
persons with disabilities travelling to other 
EU countries. For instance, their national 
disability cards might not be recognised. 
To help people with disabilities travel 
more easily between EU countries, the EU 
is developing a system of mutual recogni-
tion based on an EU Disability Card.

The card will ensure an equal access to cer-
tain specifi c benefi ts, mainly in the areas 
of culture, leisure, sport and transport. It 
will be mutually recognised between EU 
countries participating in the system, on 
a voluntary basis.

A pilot  programme, prepared with a dedi-
cated Project Working Group composed of 
17 Member States and civil society organ-
isations (a sub-section of the High Level 
Group on Disability), is currently running 
in a fi rst group of eight EU countries: Bel-
gium, Cyprus, Estonia, Finland, Italy, Malta, 

Slovenia and Romania. These countries 
were selected following a call for pro-
posals to support national projects on a 
mutually recognised European Disability 
Card and associated benefi ts.

The Card does not change national eli-
gibility criteria or rules. Member States 
retain their discretion to decide who is 
eligible to receive the Card, using the 
national defi nition of disability, and to 
determine the issuing procedure.

Find out more, here: www.bit.ly/
EUDisabilityCard

Profi le

Petri Lampinen has been a member of 
the European Working Group of People 
with Dementia since 2017, when he was 
nominated by the Alzheimer Society of 
Finland (Muistiliitto). He is also a member 
of the Finnish dementia working group, 
called the “Memory Activists”.
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French families hit hard by 
government’s decision to stop 
reimbursing anti-dementia drugs

 Joël Jaouen, President of France Alzheimer shares 
the results of a national survey his organisation 
conducted, aft er the reimbursement of these 
drugs was halted. 

In 2018, the French Government took the 
decision to stop reimbursing the four 
anti-dementia drugs currently approved 
in Europe. Since then, France Alzheimer 
has repeatedly raised the alarm, drawing 
attention to the growing distress caused 
to the 3 million families aff ected. To ensure 
their voices and experiences are heard, the 
organisation conducted a national survey. 
Dementia in Europe asked Mr Jaouen to 
share the results and their implications.

Since the French Government took the 
decision to stop reimbursing the four 
anti-dementia drugs currently approved in 
Europe, in mid-2018, what action has France 
Alzheimer taken on behalf of the 3 million 
families aff ected and what has been the 
impact of this action?

First of all, as soon as the delisting was 
announced, France Alzheimer collected 
almost 30,000 signatures for a petition 
online, denouncing the decision.

Then, in July 2018, the organisation decided to 
 appeal to the Conseil d’Etat (French Council 
of State), together with seven other medi-
cal associations, in the hope that they would 
overturn the government decision. We are 
still waiting for the fi nal ruling.

Finally, we launched a national survey 
among people who are on the front line: 
people with dementia and their caregiv-
ers. The survey gathered more than 2,500 
responses. We published the main results, 
in February 2019.

The survey results published by France 
Alzheimer clearly show that families have 
been hit hard by the decision. An ear-
lier ODOXA survey (results published late 
2018) also showed that the French public 
overwhelmingly disagreed with this deci-
sion. Has the Government responded to 
any of these survey results, or to any of the 
actions taken by France Alzheimer?

Regarding our survey, at this time, we have 
not had any reaction from the French Govern-
ment, which is aware of the results. We know 
that the Government waited for the release of 
the new report on Alzheimer’s disease, from 
the Haute Autorité de Santé (HAS) to make 
the announcement (HAS – High Authority of 
Health – is the French authority that provides 
recommendations, especially with regards to 
the reimbursement of medicinal products).

As part of the French Plan for neurodegenera-
tive disorders, the government had previously 
promised many times that the delisting 
would not be announced without fi rst rein-
forcing the current measures dedicated to the 
support of people with dementia and their 
caregivers. Unfortunately, we are still wait-
ing for these measures!
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“The government had pre-
viously promised many 

times that the delisting would 
not be announced without fi rst 
reinforcing the current meas-
ures dedicated to the support of 
people with dementia and their 
caregivers. Unfortunately, we are 
still waiting for these measures!”
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While this governmental decision has evi-
dently has a hugely negative impact on 
many families and has been very badly 
received by the public, is there perhaps 
some positive news you can share, con-
cerning care or research? Has the French 
Government committed to take any posi-
tive action in those areas, for example?

The French government said  that they would 
invest more in the fi eld of Alzheimer’s disease. 
Indeed, the French Plan for neurodegenera-
tive disorders is still running until the end 
of the year and the main concern of France 
Alzheimer right now is to make sure that a 
specifi c plan will be implemented aft er 2019, 
to meet the specifi c needs of people with 
dementia and their caregivers, in the long 

term. For our part, we are still committed to 
support research, as we are the largest private 
charity funder of research in France.

Is France Alzheimer planning to take fur-
ther action in the quest to reinstate the 
reimbursement of these medications? If so, 
what can readers do to support this action?

We have now decided to support a clini-
cal trial for which the main objective is to 
evaluate the effi  cacy of donepezil in people 
with Alzheimer’s disease. It will start during 
2019. All our actions have been fuelled by the 
thousands of testimonies of people directly 
aff ected by this decision. That is the main 
reason we keep on fi ghting to reinstate the 
reimbursement of anti-dementia drugs.  Our 

energy is now focused on the result of our 
appeal to the French Council of State, which 
we hope will be on the side of the millions 
of people aff ected by Alzheimer’s and related 
diseases.

 

Joël Jaouen has been the President of 
France Alzheimer since June 2015.

He originally started his volunteering 
activities in the French association by 
becoming President of one of the 99 local 
organisations in its network – in Brittany. 
Fully committed to the cause, his energy 
comes mainly from his experience as his 
father’s main caregiver for many years.

  www.francealzheimer.org

LILLY FOR BETTER
At Lilly, we are constantly evolving the way we discover, develop and manufacture medicines  
to bring new treatments to the people who need them even faster – and to expand access to  
these medicines for even more people around the world.

lilly.com
2019 CA Approved for External Use PRINTED IN USA ©2019, Eli Lilly and Company. ALL RIGHTS RESERVED.

“The French Plan for neurodegenerative disorders is still run-
ning until the end of the year and the main concern of France 

Alzheimer right now is to make sure that a specifi c plan will be 
implemented aft er 2019, to meet the specifi c needs of people with 
dementia and their caregivers, in the long term.”
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Finland holds fi rst ever 
Memory Parliament
Memory-friendliness was on the agenda of the fi rst ever 
“Memory Parliament” held in Finland on 13 February 2019. 
The Parliament gave people with memory-related diseases 
and their family members the chance to ask Members of the 
Finnish Parliament questions.

The idea for the Memory Parliament came 
from Finland’s national working group of 
people with memory diseases and caregivers.

“They wanted to be heard directly at the deci-
sion-making level”, said Anna Tamminen, 
Director of the Alzheimer Society of Finland 
(Muistiliitto). “It is important that people 
with memory diseases can infl uence deci-
sion-making personally”, she continued.

The President  of the Alzheimer Society of 
Finland’s Board, Member of Parliament (MP) 
Merja Mäkisalo-Ropponen liked the idea and 
started to organise  event , together with the 
Finnish Parliament’s “Memory Club”. It is 
open to everyone who works at the Parlia-
ment or in parliamentary groups.

A successful event

The Memory Parliament was held in The 
Finnish Parliament Annex. The event 
attracted a lot of interest and space fi lled 
up quickly.

The Minister of Family Aff airs and Social 
Services, Annika Saarikko gave the opening 
speech. She highlighted the importance of 
recent discussions in Finland about the qual-
ity of care for older people:

“We have to listen to people with memory-related 
issues when discussing their care”, she said.

Several lectures covering diff erent issues 
about memory-friendliness in Finland were 
also given. There was a panel of four members 
of the Finnish Parliament, all from diff erent 
political parties. The audience was able to 
ask them questions directly. They wanted to 
know, for example, about support for chil-
dren with a parent who has an early-onset 
memory-related disease, and how support 
and services could be provided equally, in all 
parts of Finland.

“Everyone involved with the Memory Par-
liament thought it was a success. We are 
hoping to continue them in the future”, 
Anna Tamminen said.

The new Executive Director of Alzheimer 
Society of Finland comments

Katariina Suomu started as Executive Direc-
tor of the Alzheimer Society of Finland  on 1 
March 2019. Ms Suomu has long-term expe-
rience of non-governmental organisations 
(NGOs) and activities in Finland and has man-
aged many projects related to civic activities, 
volunteering and child welfare. She has a 
number of years of leadership experience  also. 
Ms Suomu did her Master’s degree in Social 
Sciences (Sociology) and has also worked as 
a lecturer at a polytechnic university.

“The Alzheimer Society of Finland is a distin-
guished NGO and a strong voice for people 
with memory diseases and their carers. For 
us, it ’s very important to have international 
contacts, especially in Europe. Together we 
can share ideas and make memory diseases 
more visible”.

Ms Suomu hopes to meet more of her Euro-
pean colleagues in the near future and looks 
forward to collaborating with them.

Katariina Suomu, new Executive Director of the 
Alzheimer Society of Finland (Muistiliitto )

Members of  Parliament Johanna Karimäki, Merja Mäkisalo-Ropponen, Sari Sarkomaa and Martti Talja answered the 
question s from the audience
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