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WELCOME

Welcome

Iva Holmerová, Chairperson

I’m delighted to welcome you to the 37th edition of our Dementia in Europe magazine.
This edition is full of interesting information
about the ongoing work in the field of dementia across Europe – I am so impressed by the
inspiring work taking place, despite the ongoing challenges presented by the pandemic!
We open the magazine looking at some of the
work Alzheimer Europe has been involved in
and has helped coordinate, beginning with
the events we have hosted, including a European Parliament Workshop which discussed
the changing understanding of Alzheimer’s
disease, as well as a recent session of the
Alzheimer’s Association Academy during
which our members shared their excellent
examples of engagement with policy- and
decision-makers to prioritise dementia in
their countries. The subsequent article introduces Alzheimer Europe’s new strategic plan
for 2021–2025, setting out the future direction
of the organisation.
We then hear from members of the European Working Group of People with Dementia
(EWGPWD), with examples of their experiences attending and speaking at events, at
a time when we have only been able to meet
virtually. Many of the events they are invited
to are around the subject of Patient Involvement, so they also share some thoughts
about this aspect of their work.
The section closes with updates on two projects in which Alzheimer Europe is involved.

The bPRIDE (blood PRotein ldentification to
Discriminate dEmentias) project aims to
generate and validate blood tests for early
and specific diagnosis of the major dementia types, whilst the RECOGNISED (Retinal
and cognitive dysfunction in type 2 diabetes: unravelling the common pathways and
identification of patients at risk of dementia)
project is applying innovative approaches to
identify the molecular mechanisms involved
in the high prevalence of cognitive impairment and dementia in the population with
type-2 diabetes.
Moving to the Policy Watch section, I am
delighted that Dr Hans Kluge, Regional Director of the WHO Europe region, has shared
with us his views about the place of dementia within their workstreams in the years
ahead – we look forward to working with
him as a recently re-accredited Non-State
Actor! Following on from this, we hear from
our WHO colleagues in Geneva, who share
recent developments on the Global Action
Plan on Dementia, whilst introducing us to
some new colleagues.
The Brain Health Scotland initiative then shares
its progress one year on from its launch, having
now developed and published a Brain Health
and Dementia Research Strategy, involving different stakeholders to boost the position of
dementia in research in Scotland.
From the Netherlands, the PRECODE project
team share their prevalence work which suggests there may be as many as half a million
people with young onset dementia living in
Europe, and underline what their findings
mean for policy-makers.
The policy section concludes with a recap
of the most recent meeting of the European
Group of Governmental Experts on Dementia, who met in the summer to share the
latest developments and information form
their countries.

of the recently rebranded Dementia Jersey, to
hear about her background and her plans for
the organisation.
Angela Pototschnigg, member of the EWGPWD, then tells us about the newly-formed
national working group of people with
dementia in Austria. We’re delighted to see
a new group and another country recognising the importance of involving people
living with dementia in the decision-making process!
We then go “behind the headlines” to look at
the decision of the US Food and Drug Administration (FDA) to grant accelerated approval
for the drug aducanumab, the first treatment
approved for Alzheimer’s disease since 2003.
Staying in America, we are pleased to have
spoken to Dr Jason Karlawish, co-director of
the Penn Memory Center at the University
of Pennsylvania in Philadelphia, USA, who
talks about his new book, “The Problem of
Alzheimer’s: How Science, Culture, and Politics Turned a Rare Disease Into a Crisis and
What We Can Do About It”.
Returning to Europe, our colleagues at Federazione Alzheimer Italia have been busy over
the month of September, first launching a
new dementia-friendly initiatives website,
whilst also launching a new awareness raising campaign with a specially composed song
to accompany it.
In our final article, we are delighted to introduce Dementia Lithuania, a new dementia
organisation which was established earlier
this year. We are excited to be working with
them and supporting them to help prioritise
dementia in their country.
I hope to see many of you online at our digital
Alzheimer Europe Conference on 29 November – 1 December. Until then, happy reading!

In our final section, Dementia in Society, we
open by welcoming Claudine Snape, the CEO
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Alzheimer Europe co-hosts
European Parliament Workshop
on “The Alzheimer’s spectrum:
Changing our understanding of
Alzheimer’s disease and dementia”
Alzheimer Europe hosted an online European Workshop, about
how the changing understanding of Alzheimer’s disease is
changing the approach to the disease, across the themes of
prevention, diagnosis and prevalence.
On 15 June, Alzheimer Europe hosted an online
European Parliament Workshop, entitled “The
Alzheimer’s spectrum: Changing our understanding of Alzheimer’s disease and dementia”.
Alzheimer Europe Chairperson Iva Holmerová
chaired the event, which was attended by EU
policymakers, representatives from national
Alzheimer’s associations, national health ministries, pharmaceutical companies, researchers
and members of the European Working Group
of People with Dementia. MEPs Deirdre Clune
(Ireland), Colm Markey (Ireland) and Roberta
Metsola (Malta), were present as well as a
representative from the office of Włodzimierz
Cimoszewicz (Poland).

Ms Clune, MEP (Ireland), Vice-Chair of the
European Alzheimer’s Alliance, welcomed
everyone to the Workshop and spoke of the
importance of keeping dementia as a priority in Europe, particularly in research, with a
greater need to take a coordinated and collaborative approach to help improve the lives
of people with dementia and of carers.
Clinical and biological diagnosis
Philip Scheltens, Professor of neurology and
Director of the Alzheimer Centre, VU University Medical Center Amsterdam, presented on
the progression in the detection of Alzheimer’s
disease, explaining developments from clinical
to biological diagnoses. Key to this has been

the ability to use biomarkers, detecting the
presence of Alzheimer’s disease years before
the presence of symptoms. Prof. Scheltens
further explained the difference between Alzheimer’s disease and dementia, highlighting
that the former denotes the biological changes
within the body, whilst dementia represents
the symptoms that present at the later stages
of the disease spectrum.
Evolution of diagnostic methods
Frank Jessen, a Professor and principal investigator at the University Clinic Cologne,
introduced developments in the detection
and diagnosis of dementia, making use of
both clinical and biological mechanisms. As
part of this, some of the challenges around
the need for enhanced availability, reduced
invasiveness, easily interpretable results and
sensitivity to early symptomatic changes
were explored. In particular, Prof. Jessen
identified how blood-based biomarkers are
showing excellent potential to be a less invasive, yet accurate indicator in the detection
and diagnosis of Alzheimer’s disease.
Prevention of Alzheimer’s disease
Miia Kivipelto, Professor of Clinical Geriatric
Epidemiology at the Department of Neurobiology, Care Sciences and Society at the
Karolinska Institutet, Sweden, discussed new
opportunities for prevention along the Alzheimer’s spectrum. She explained that preventive
strategies have a wider impact on dementia

From top left to bottom right: Anders Gustavsson, Iva Holmerová, Philip Scheltens, Frank Jessen, Miia Kivipelto, Alzheimer Europe Executive Director Jean Georges
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than previously thought and shared details
of the FINGER trial, of which she is the lead.
This is the first randomised controlled trial
showing that it is possible to prevent cognitive decline using a multi-domain lifestyle
intervention among older at-risk individuals.
The next steps towards successful dementia prevention should include tailoring
approaches to specific risk groups in different
settings, which she referred to as “precision
prevention”. Prof. Kivipelto stressed the importance of taking a collaborative approach,
internationally, in order to achieve this goal
and said that initiatives such as EURO- and
World-Wide- FINGERS are expected to advance
multidomain prevention models focusing on
lifestyle and vascular care.
PAVE project
The final speaker was Anders Gustavsson,
co-founding partner at Quantify – a partner in health economics, outcomes research,
real-world evidence and market access. Dr
Gustavsson presented on behalf of the Project Alzheimer’s Value Europe (PAVE), which is
funded by Roche and Biogen. Alzheimer’s disease, he noted, starts 20–30 years prior to the
onset of dementia, but this is not taken into
account in current population estimates. PAVE
decided, therefore, to conduct a study to estimate the numbers of people with Alzheimer’s
disease, across the entire continuum. To do
this, they developed a model to estimate numbers and found a lot of evidence on different
outcomes and different types of data, covering
populations with biomarkers and those with
clinical diagnosis. Using these estimates and
combining with underlying populations, they
concluded that about 25% of the European
population over 50 has Alzheimer’s disease.
The majority of persons with Alzheimer’s disease do not have dementia, he stressed, but
are in the very early stages of disease where
prevention may still be possible. These early
stages of disease should receive more attention from policy makers and health care
planners, he urged and noted that the costs
of dementia are comparable to cancer, while
the spending pot is vastly different.

Deirdre Clune, MEP highlighted the importance of maintaining dementia as a priority in Europe

Open discussion
Following the presentations, a lively exchange
took place between participants and speakers,
with discussions revolving around: communicating about Alzheimer’s disease and
dementia considering the changing definitions of both, in recent years; ways to improve
detection of the disease in general practice
settings; the need for more public health campaigns and messages to raise awareness and
reduce stigma, focusing on the fact that this is
a brain disease, promoting better brain health
and emphasising prevention/risk-reduction
strategies; and the need to mitigate the public’s expectations around ‘miracle drugs’ for
what is a hugely complex disease.
The FDA approval of aducanumab was also
mentioned, in this context, with Frank Jessen
commenting that it is important to make
sure that people understand the benefits of
such a drug will not be seen overnight, nor

will the benefits of other similar interventions be immediate.
Representing the European Commission at
the meeting, Nicoline Tamsma (DG SANTE)
reminded researchers and Alzheimer associations of the importance of registering any
new, proven interventions – for example some
of the combined prevention methods discussed – on their Best Practice Portal: https://
webgate.ec.europa.eu/dyna/bp-portal/ which
the Commission uses to support Members
States in rolling out interventions.
Concluding the Workshop, Iva Holmerová
thanked presenters and participants for their
contributions during the meeting.
Videos from the event are available on Alzheimer Europe’s YouTube Channel: https://
bit.ly/AlzheimerEurope_YouTube
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Alzheimer Europe presents its new
Strategic Plan 2021–2025
Alzheimer Europe’s new Strategic Plan 2021–2025 outlines
the strategic priorities of our organisation, building on the
success of the organisation’s Strategic Plan 2016–2020, whilst
expanding some of the organisation’s key strategic objectives.
The document was presented and unanimously adopted at
our Virtual Annual General Meeting on 14 June 2021.
Alzheimer Europe’s strategic plan 2016–2020
having come to an end, we wanted to have
feedback from our members on what worked
well and what could be improved. Therefore, we developed a satisfaction survey for

members to give us their opinions on the
activities we carried out during the last five
years and to identify the priorities for the next
strategic plan 2021–2025.

The online survey was sent in December
2020 to all Alzheimer Europe’s member associations, the majority of whom responded,
grading the priorities we suggested for inclusion in this new strategic plan. The feedback
was overwhelmingly positive with all activities and initiatives receiving average scores
between “good” and “excellent”.
During the Annual Meeting of 14 June 2021,
Alzheimer Europe Executive Director Jean
Georges highlighted the importance of keeping our values and mission as an integral part
of our strategic objectives. He also said that,
based on the positive feedback we received,
the new plan would be “an evolution, rather
than a revolution”.
Our values affirm that every person living
with dementia has:
y the right to a timely diagnosis
y the right to access quality post diagnostic support
y the right to person-centred, coordinated,
quality care throughout their life
y the right to equitable access to treatments
and therapeutic interventions
y the right to be respected as an individual
in their community.
Our mission is to change perceptions, policy and practice in order to improve the lives
of people affected by dementia. Our strategic objectives demonstrate how we plan
to achieve this mission, during the period
2021–2025.

Alzheimer Europe’s Online Annual General Meeting, 14 June 2021
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Objective 1: Providing a voice to people with dementia and their carers
By 2025, Alzheimer Europe will have:
y Involved people with dementia and their
families and carers in all its activities
y Further developed its European Working Group of People with Dementia
(EWGPWD) and set up a European Carers Working Group (ECWP) to advise the
organisation on the priorities of people
with dementia and their carers
y Developed a business model for these
groups for their consultation by commercial companies and academic researchers
y Highlighted the experiences and needs
of people with young onset dementia
and other types of dementia
y Supported national Alzheimer associations interested in setting up national
working groups of people with dementia and their families and carers

y Promoted techniques to meaningfully
involve people with dementia and their
families and carers in dementia research
y Ensured the full participation, where
appropriate, of people with dementia
and their carers in the organisation’s
European research projects
y Developed virtual mechanisms to consult a broader group of people with y Featured personal testimonies of peodementia and their families and carers
ple with dementia and their carers in its
through online surveys or other means
Annual Conference and the organisay Ensured that all working groups set up
tion’s newsletter and magazine
by the organisation have, where appro- y Continued its membership of and colpriate, representation from people with
laboration with the European Patients’
dementia and their carers
Forum.
y Fully involved people with dementia
and their carers in the organisation of
its Annual Conference

Objective 2: Making dementia a European priority
By 2025, Alzheimer Europe will have:
y Improved its collaboration with all
European institutions: the European
Parliament, the European Commission
and the Council of Ministers and worked
proactively with the Presidencies of the
European Union to have dementia recognised as a priority
y Continued to host the European Group
of Governmental Experts on Dementia,
bringing together national government
officials in charge of dementia policies
y Further developed the European Alzheimer’s Alliance with Members of the
European Parliament from all EU Member States and all political groups
y Updated Members of the European Parliament about its activities and EU and
national policy development through
the organisation of lunch debates and
the publication of the Dementia in
Europe magazine
y Organised a week-long exhibition in the
European Parliament

y Monitored the development and
implementation of national dementia
strategies
y Compared dementia policies and presented the results in its Dementia in
Europe Yearbook together with identified best practices on topics such as
training of healthcare professionals,
access to care and treatment, support
Disease Consortium and the European
of national Alzheimer’s associations,
Academy of Neurology and organised
patient care pathways and funding and
annual European Dementia Summits
organisation of dementia research
bringing together key representatives
y Updated its European Dementia Monof these organisations to jointly camitor benchmarking and comparing
paign on common policy and research
dementia policies and ranking counquestions
tries’ responses to dementia
y Used the 2024 European Parliament
y Actively involved its member organelections to launch a European Demenisations in policy development and
tia Manifesto in collaboration with its
campaigning
member organisations
y Developed a broader strategic alli- y Continued as an accredited organisation
ance with European organisations of
of WHO Europe and identified ways of
health and social care professionals
promoting dementia and brain health
and researchers including the INTERas priorities at the European level of the
DEM network, the European Alzheimer’s
World Health Organization.
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Objective 3: Changing perceptions and combating stigma
By 2025, Alzheimer Europe will have:
y Continued to promote a rights-based
and ethical approach to dementia
y Carried out an analysis of how the principles enshrined in the UN Convention
on the Rights of Persons with Disabilities
can be applied to persons with dementia
y Campaigned for the recognition of
dementia as a disability
y Continued its membership of and collaboration with the European Disability
Forum
y Carried out a survey of people living
with dementia and their carers on
their experiences of stigma, including
experienced, anticipated and structural
discrimination
y Developed, in collaboration with people
affected by dementia, a guide on how
to communicate and use non-stigmatising, respectful and inclusive language

y Created, in close collaboration with
its member organisations, an annual
prize to award an effective campaign
in a European country addressing the
stigma and perceptions of dementia
y Promoted the continued development
of dementia-inclusive initiatives and
dementia friends programmes
y Advocated on the importance of inclusiveness of all people in dementia care,
research and policies (e.g. minority ethnic groups, LGBTQ+ people, Deaf people)
y Set up a European Dementia Ethics Network with ethicists, people affected by
dementia and researchers and academics to prepare positions, when needed,
on ethical issues in dementia research
and care
y Focused on legal issues and updated
its reports on legal capacity and decision making

y Campaigned for the ratification of the
Hague Convention for the International
Protection of Adults
y Developed its relationship with the
Council of Europe and collaborated,
in particular, with its Committee on
Bioethics
y Contributed to the European Fundamental Rights Platform
y Showcased examples of people living
well with dementia at different stages
of the disease.

Objective 4: Raising awareness of brain health and prevention
By 2025, Alzheimer Europe will have:
y Supported national associations in prodeveloping dementia to people at
viding information for people interested
the asymptomatic and mild cognitive
in reducing their risks of developing
impairment stages of the disease
dementia or in slowing progression y Carried out a survey to understand the
by addressing modifiable risk factors
impact and acceptability of risk disclothrough the life course
sure versus a diagnosis of preclinical
y Campaigned for the promotion of
Alzheimer’s disease, as well as public
brain health and dementia prevention
perceptions on the acceptability of preas priorities of European and national
ventative measures
European countries for innovative treatresearch programmes
y Identified obstacles and barriers to
ments and care approaches
y Included people at risk of developing
timely diagnosis and promoted clin- y Monitored the adoption of diseasedementia in its activities and meetings
ical pathways ensuring both timely
modifying treatments in national care
and identified ways of assessing their
diagnosis of people with mild cognipathways and campaigned for equal
views and experiences through facetive impairment and dementia and
access to innovative treatments in all
to-face panels and online mechanisms
support of people at risk of developEuropean countries
and surveys
ing dementia
y Participated in EU funded research
y Developed and campaigned on a y Collaborated with industry partners on
programmes on brain health and
position on how to disclose risk of
promoting health system readiness of
prevention.
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Objective 5: Strengthening the European dementia movement
By 2025, Alzheimer Europe will have:
y Developed the Alzheimer’s Association
through its social media activities,
Academy as a series of online capacity
monthly e-mail newsletter and website
building workshops on issues identi- y Updated its newsletter and overhauled
fied as priorities by national Alzheimer
the organisation’s website
associations
y Established Alzheimer Europe Cony Updated its report on the European
ferences as unique networking
Dementia Movement highlighting the
opportunities exploring hybrid modimpact of the COVID-19 pandemic on
els to combine face-to-face elements
organisations’ finances and services
with opportunities to connect and learn y Diversified the organisation’s funding
y Identified opportunities for joint awareremotely
through a mix of private and public conness raising activities around World y Expanded its membership to all countributions, as well as support from its
Alzheimer’s Day and Brain Awareness
tries of the European Union with a view
member organisations
Week
to reaching all countries belonging to y Carried out a review and updated its
y Ensured to communicate activities of
the European region of the World Health
statutes and rules and regulations.
its national member organisations
Organisation

Objective 6: Supporting dementia research
By 2025, Alzheimer Europe will have:
y Promoted a holistic approach to dementia research
y Promoted an inclusive approach to
dementia research involving people
from all social, ethnic and different
minority groups as participants and
researchers and on funding, ethics and
other review boards
y Campaigned for increased funding for
dementia research at EU and national
level and for greater collaboration
between European countries in the field
of research
y Developed closer ties with Horizon
Europe, the Innovative Health Initiative
(IHI) and the Joint Programme Neurodegenerative Disease Research (JPND)
y Updated its report on the prevalence of
dementia in Europe
y Provided updates on scientific developments on all aspects of dementia
research in its newsletter and on its
website
y Updated the working methods and
membership of the organisation’s
Expert Advisory Panel to ensure all types
of dementia research are represented
and included

y Included experts from all countries
represented in Alzheimer Europe in the
Expert Advisory Panel and involved them
in providing comments on breaking
research news and identifying topics and speakers for the organisation’s
Annual Conferences
y Organised Annual Conferences giving
the opportunity to researchers to present scientific findings on all aspects of
dementia research
y Enhanced its existing collaboration with
the INTERDEM network, the European
Alzheimer’s Disease Consortium, the
European Academy of Neurology and
other organisations of researchers in the
field of dementia
y Proactively identified funding opportunities for European research projects
and collaborated in the development of
research proposals
y Represented the views of people with
and at risk of developing dementia and
their families and carers in European
research projects
y Contributed to the discussion of ethical issues raised by EU research projects
y Disseminated information on European
projects it is involved in to its member
organisations and the general public, via
its conferences, newsletters and website

y Continued its involvement with the
European Medicines Agency as an active
member of the Patients’ and Consumers’ Working Party
y Developed its Clinical Trials Watch providing easy-to-understand information
on all phase II and III clinical trials being
conducted in a European country
y Organised information meetings with
companies involved in clinical trials to
present their research programmes and
gather feedback from Alzheimer’s associations as well as people with and at
risk of developing dementia and their
families and cares
y Collaborated with researchers and
pharmaceutical companies to understand the experience of participating
in clinical trials and research and developed recommendations to improve the
recruitment and participation process.
Dementia in Europe 9
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European Working Group of People
with Dementia participates in four
international conferences
During 2021, members of the European Working Group
of People with Dementia (EWGPWD) have participated in
and contributed to four important international dementia
conferences. This article gives some background about the
events themselves, describes the contribution made by
the EWGPWD, and gives some members’ feedback on their
experiences.
Between May and July 2021, members of
the European Working Group of People with
Dementia (EWGPWD) were invited to participate in and contribute to four important
international dementia conferences. The group
was represented by Angela Pototschnigg
and Helen Rochford-Brennan at the “Mental
health and the pandemic: living, caring, acting!” conference organised by the European

Commission in May; by Chris Roberts and
his wife and supporter Jayne Goodrick, by
Kevin Quaid, and by supporter/carer Carmel
Geoghegan at a workshop organised by the
EU Joint Programme – Neurodegenerative Disease Research (JPND) at Dementia Forum X in
May; by Helen Rochford-Brennan at the Innovative Medicines Initiative (IMI) event about
its impact on dementia in June; and by Chris

Roberts, Kevin Quaid and Bernd Heise at a
seminar during the Alzheimer’s Association
International Conference (AAIC) in July.
This article gives some insight into each of
these four events and describes the contribution made by the EWGPWD. It also shares a
few thoughts from some of those who participated or contributed, namely Chris Roberts,
Chairperson of the EWGPWD, Kevin Quaid,
Vice-Chairperson and Helen Rochford-Brennan, former Chairperson and current member
of the group. We asked each of them to give
their feedback about the event(s) in which they
were involved, about the importance of people
with dementia being included as speakers and
participants, and about some of their general
experiences of involvement at international
dementia events, particularly online ones. We
also encouraged them to share any advice for
future organisers and participants, to help
improve the experience and ensure that people
living with dementia are empowered to contribute and that their contribution is valued.
Carmel Geoghegan and Jayne Goodrick also
shared some insights from their perspective
as supporters/carers.

Mental health and the pandemic: living, caring, acting!
On 10 May 2021, this one-day, virtual event
took place during European Mental Health
Awareness Week. It gathered more than 1,000
participants to highlight the mental health
impact of COVID-19 around five themes:
understanding, living, caring, responding
and acting.
The event gave voice to different groups in
society, including people with pre-existing
mental health problems and those providing care. The conference included plenary
sessions featuring an array of speakers,
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including representatives from EU countries,
the European Commission and European
Parliament, as well as from patient organisations, non-governmental organisations
(NGOs), health professionals, civil society
and international organisations. Parallel sessions focused on living, caring and
responding to the mental health challenges
arising from the pandemic.

parallel sessions was “Living – Older People
and Vulnerable Groups”, chaired by Isabel de
la Mata, Principal Adviser for Health and Crisis
management. The introductory testimonials included two videos by members of the
EWGPWD, Angela Pototschnigg and Helen
Rochford-Brennan.

The scene was set for each parallel session
with moving video testimonials from people affected by these challenges. One such

https://ec.europa.eu/health/non_
communicable_diseases/events/
ev_20210510_en

Find out more about the event, here:
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Dementia Forum X: JPND Workshop
on Patient and Public Involvement
(PPI) in Research

Carmel Geoghegan
“I was delighted to have been invited to participate in this important
session at the JPND conference. I have been actively advocating
for patient involvement (PI) since 2013 and have seen some of
the progress that has been made. We (carers and supporters, and
people with dementia) are definitely getting more opportunities
to be part of the research project from the incubation period, but
I believe we are still a long way from being equal partners at the
table. There is still a large gap in the research field where some
researchers and funders have yet to recognise and appreciate the
immense expertise and knowledge that they miss out on, when
people with dementia, carers and supporters are not consulted.”

On 27 May 2021, the JPND held a virtual workshop at the annual Dementia Forum X where
participants gathered ideas and insights from
the world’s leading researchers, policymakers and stakeholders in the field of dementia.
Titled “Patient and Public Involvement in
Research (PPI)”, the workshop introduced
JPND and its PPI journey. JPND Chair, Philippe
Amouyel, kickstarted the workshop with a
brief introduction on JPND, its goals and its
longstanding engagement in PPI. The JPND
took this opportunity to showcase two prerecorded interviews, one with PPI expert
Mogens Hørder, and the other with Chris

Roberts of the EWGPWD and his wife Jayne
Goodrick, who is a member of the Carers Advisory Panel for Dementia Carers Count.

with dementia, respectively. Watch the interview with Chris and Jayne here: https://youtu.
be/ByEGJvhi_ZE

Prof. Hørder talked about the importance and
value of PPI in research and Chris and Jayne
shared their personal experiences of living
with dementia and of supporting a person

In addition, Kevin Quaid and Carmel Geoghegan actively participated in the live discussion
session and referred to their personal experiences of participating in PPI activities.

IMI impact on dementia – online event
The IMI has over 20 projects in the area of
dementia accounting for around 10 % of its
budget. Most focus on Alzheimer’s disease,
the most prevalent cause of dementia, but
they also have projects on other dementiacausing conditions such as Parkinson’s and
Huntington’s disease. The projects cover the
whole spectrum of medical research and
drug development, and patients play an
active role in many projects, bringing their
knowledge and experience of their disease
to the table.
Given the complexity of the brain and nervous
system, it is unsurprising that many of these
projects are unravelling the role of specific
genes and proteins in disease. Other projects
are exploring ways of identifying people at
greatest risk of developing dementia and
on how to improve diagnosis, management
and development of novel treatments. The
IMI also has projects applying a “big data”
approach to progress in the area.

The IMI impact on dementia online event
was part of a series of live sessions, starting from 15 June 2021, that IMI is organising
on IMI impacts, where key actors explored
the key challenges in their respective fields
and demonstrate how IMI contributed. During these sessions testimonials were also
shared by people living with the condition
in question, as they are the ultimate beneficiaries of IMI-funded research.

Helen Rochford-Brennan provided one of the
speeches and referred to the role of Alzheimer
Europe and the EWGPWD in different IMI projects, in particular the impact and outcomes
of involving people with dementia and their
supporters in the projects. She also participated in the Q&A session.
Watch the recording of Helen speaking at this
event here: https://youtu.be/I39VuLOS5gw

Dementia in Europe 11

ALZHEIMER EUROPE

Helen Rochford-Brennan
“I am immensely proud to see that Alzheimer Europe
participated in a number of IMI projects, including
EPAD, ROADMAP, AMYPAD, RADAR-AD, PARADIGM and
AETIONOMY. But most importantly, I am proud that
people living with dementia were at the heart of this
work and were included as key partners in all those
projects. It was very gratifying to see that many of the
researchers leading these IMI projects felt that the role
of the EWGPWD was crucial and that it had an especially important impact on their projects.
I believe best practice is to involve people living with
the condition from the start. Public Involvement (PI)
activities need to be carefully planned, not just a lastminute thought. We are delighted to have our voices
heard and we now have come to view PI as a fundamental part of any research project, not just an add-on.

My abiding memory of working with IMI is one of
respectful collaboration between the RADAR-AD
team and people living with dementia. I really felt
our voices were heard and most importantly our
views seriously considered.
My colleagues and I feel empowered, valued and recognised by this work. Most of all it gives us hope
and for now, all we have is hope, as there is no cure
for us yet.
It has been a tough year for research and for people
with dementia. Alfred, Lord Tennyson once said ‘Hope
smiles from the threshold of the year to come, whispering it will be happier’. Let’s hope it is for all of us.”

Alzheimer’s Association International Conference – ISTAART workshop

During the 2021 edition of the Alzheimer’s
Association International Conference (AAIC),
held online and in-person in Denver, USA,
three in-person lunch seminars were organised, one of which focused on “Involving
people living with dementia in research”.
The seminar took place in Denver and was
organised by the International Society to
Advance Alzheimer’s Research and Treatment – ISTAART PEERs PIA, specifically for
Early Career Researchers (ECRs).

inclusivity and diversity of perspectives. Their
practical advice for ECRs was to use fewer acronyms, provide accessible information in plain
language without technical terms, and to only
use the word “patient” in the context of medical visits (watch the full video message here).

audience. The key take-home message of this
lunch seminar was the necessity to give people living with dementia a voice by asking for
their input and listening to their preferences
and needs – only then can research be truly
meaningful and relevant.

During the Q&A session, the right language
to use when talking to participants and how
to encourage participants to get involved in
research was discussed with the ECRs in the

This lunch seminar was organised by Dr James
Quinn and Dr Sara Laureen Bartels from the
ISTAART PEERs PIA, with the support of Adam
Smith, Dr Beth Shaaban and Dr Claire Sexton.

Alex Weigand from SDSU/UC San Diego and
Dr Rebecca M. Edelmayer from the Alzheimer’s
Association chaired the session, which was
well attended by over 100 participants. To kickoff the hour, the floor was given to the people
living with dementia, via video messages.
Chris Roberts, Kevin Quaid and Bernd Heise
from the EWGPWD, highlighted that public
involvement is important for accessibility,
12 Dementia in Europe
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Kevin Quaid
“For a person living with dementia, being involved in
any project or event means that our voices are being
heard and that people who lead research projects
or organise events are not just doing a ‘box ticking’
exercise. They actually want us involved and to hear
our voices.

is actually true, for people like me who have been
diagnosed with LBD. As with all types of dementia,
there is still a stigma surrounding it, but if more people like me become involved in events and projects
and make sure that our voice is heard, maybe others
will take the same step.

I can be a voice for people who have Lewy body
dementia (LBD) and especially early onset dementia,
as we often feel that we are forgotten about.

I have found the more that I talk about my disease
the more it helps me and also helps others. I am not
an expert in too many things, but I am an expert in
living with LBD. Who better to get advice from, on
how to cope with LBD than a person living with it
themselves? That person is an expert and involving them in international conferences means their
voice and their expertise is being heard at an international level.”

Everyone wants to feel important and valued, but
when you first get diagnosed with a disease that’s
both progressive and incurable, you can get the feeling that maybe your life is coming to an end or that
you are no longer of any use to society. The opposite

Jayne Goodrick and Chris Roberts share their experiences of online events
Chris Roberts and Jayne Goodrick gave some
feedback more generally about patient
involvement, and involvement of people with
dementia and carers at international conferences, especially online ones:
“Patient involvement is of great relevance
and interest to us both, and our contributions
on the topic come from our own experiences
and are therefore hopefully of value to participants and organisers of international events
such as these. It is important to invite the
person/people with the relevant knowledge/
experience, so that they may contribute most
effectively. It is also important to ensure that
the invited speaker is answering questions
they CAN answer. Otherwise, there is a serious risk of destroying someone’s confidence,
especially if they are new to speaking, on
whichever platform.
Where these events are international, which
virtual ones can all be, it is an opportunity
to showcase your experience – what works
and doesn’t work. This knowledge can then
be adapted to the different cultures and systems in different countries, or, if that is not

suitable, then ways to implement that are culturally appropriate can be found. It can spark
ideas that can be adapted based on region,
country, continent.
Our experience has been mostly positive. The
negatives have mainly been around internet connectivity, at either end. But we have
been doing virtual meetings long before the
pandemic.
We would, however, advise organisers to be
as clear as possible with expectations, from
both sides. For instance, highlight that for live
online events, unlike being in a live venue,
there are parameters out of anyone’s control.
There is more control over pre-recorded talks,
and of course more risk (e.g. of internet failure) with live presentations. Where there is
the choice, people who are speaking at such
events can make an informed choice.
And don’t forget the obvious things: clear
emails, reminders on the day before premeetings, summary of those meetings, etc.
And don’t be afraid to ask us “how can we help
make this better/easier for you, as a speaker?”

Chris Roberts and Jayne Goodrick

Find out more about the EWGPWD, here:
https://bit.ly/EWGPWD
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bPRIDE aims to develop a blood
diagnostic test to accurately
diagnose the most frequent
dementias as early as possible
The bPRIDE project (blood PRotein ldentification
to Discriminate dEmentias) aims to generate and
validate blood tests for early and specific diagnosis
of the major dementia types. Coordinator Charlotte
Teunissen and Co-coordinator Marta del Campo
Milán tell us more about the project, to which
Alzheimer Europe is contributing by supporting
the dissemination plan.
Alzheimer’s dementia (AD), dementia with
Lewy bodies (DLB) and frontotemporal
dementia (FTD) are amongst some of the
most common forms of dementia. Each type
is caused by different biological pathways
and therefore they will likely require different
specific treatments targeting these factors.
To be able to develop such effective treatments, it is important to correctly diagnose
each dementia type, at the earliest possible stage.
The bPRIDE project aims to generate and
validate blood tests for early and specific
diagnosis of the major dementia types. To
successfully achieve these aims, bPRIDE will
analyse more than 1,000 blood proteins in
over 1,000 patients, who are at different
stages of these dementias. This will be done
using novel and extremely sensitive technologies. We will apply these technologies
to blood of well-characterised cohorts from
specialised memory clinics worldwide that
participate in the bPRIDE project.
The project started in March 2020 and will last
three years with a budget of approximately 1.8
million euros distributed across seven public
research institutions:
y Amsterdam University Medical Centers,
Vrije Universiteit, The Netherlands
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y Charles University, Czech Republic
y Florey Institute and University of Melbourne, Australia
y Institut de Recerca, Hospital de Sant Pau,
Spain
y Lund University, Sweden
y Ulm University, Germany
y University of Perugia, Italy.
In addition, the project includes relevant
external academic collaborators, such as
the University of Gothenburg in Sweden,
San Pablo CEU University in Spain and the
biotech companies Olink and ADx Neuroscience, which provide support with the
technologies that will be employed. The
patients’ association Alzheimer Europe is
also involved in this project, who will add
the patient perspective and contribute to
the communication strategies.
This is not trivial, as bPRIDE is possible
thanks to faithful engagement of patients
that have provided the required samples and
gone through a thorough clinical evaluation,
in some cases repeated over several years.
It is essential to embrace such engagement
and involve patients and society within
our research, highlighting that the invaluable information provided will improve the
development of patient-centred precision
medicine.

What are the benefits of blood tests, for
timely and accurate diagnosis of dementia?
The great scientific efforts of the last decades now allow to make a quite accurate
diagnosis of Alzheimer’s disease during
life by looking at the brain through different imaging tools or by the analysis of liquid
that surrounds the brain, the so called cerebrospinal fluid (CSF). However, it is still
challenging to discriminate Alzheimer’s
patients from other common dementias, such as frontotemporal dementia or
dementia with Lewy bodies, especially in the
earliest stage of the diseases. Patients and
treating physicians prefer blood biomarker
tests over e.g. CSF analysis because it is less
invasive and thus decreases patient burden.
Due to recent technological improvements,
blood-based biomarkers come also within
reach. The cost-effectiveness of blood
analyses compared to e.g. imaging scans
promotes their use globally by different
health-care systems. Unfortunately, early,
specific and accessible diagnostic dementia tests are still not available for each of
the major dementias. Thus, bPRIDE aims
to identify novel blood-based biomarkers
that enable efficient discrimination between
dementia types in the earliest possible stage.
The development of a blood-based diagnostic test for the different dementia types could
ultimately revolutionise research, therapeutics and clinical practice. As such tests are
less-invasive, they will facilitate and increase
the participation of patients and society in
scientific studies. This will allow us to better
investigate the diverse biology that causes
each of the different types of dementia
(especially those with a lower prevalence) in
the earliest stages. Patient participation is
needed to collect samples serially along the
time course of the disease and analyse the
pathological changes that occur at different
stages of the disease process, likely opening
new leads not only in therapeutics but also
in prevention strategies.
Implementation of such test in clinical trials
will reduce the trial costs and increase the
inclusion of those patients that are more
likely to benefit from such potential treatments, thereby facilitating the successful
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development of therapies. Once such tests
are thoroughly validated by the scientific
community, these could be implemented as
screening tools in primary care settings too.
This will allow, at the very least, to increase
the number of individuals at the preclinical or prodromal stage that are followed-up
along their patient journey directly improving patient care (e.g. providing symptomatic
treatment and patient management and support at the earliest possible stage).
What are some of the main challenges you
are facing with this research?
The analysis of large set of proteins in blood
was a challenge for a long time. Another
challenge was the subsequent development
of tests that can be ultimately implemented
in the routine diagnostic labs. However,
the new innovative technologies that will
be used in this project will allow us to
measure >1000 blood proteins reliably. In
addition, it is our expectation that these
technologies are suitable to accelerate the
development of tests on a platform that is
easily adopted by the scientific community,
and has the potential to be ultimately implemented in the clinic. We do not know yet if
this approach will work, but our previous
studies using CSF or the findings using these
technologies in the cancer field are really
encouraging. By the end of our project, we
will have an answer to this question.
The main challenge, however, is actually
posed by our research question itself. It is a
vicious circle: how are we going to find blood
proteins that are useful for diagnosis using
blood from patients whom we cannot be sure
about the type of dementia they have? However, the clinicians involved in this project are
highly specialised in diagnosing the different
dementia types. These clinicians have collected
blood samples from patients that have undergone thorough screening (including imaging
or biochemical test) to support specific diagnosis according to international consensus
guidelines.

We will analyse a large number of these
samples in order to minimise the effect
of small errors. The number of well-characterised samples is usually quite limited,
especially from individuals with dementias
that are less common than Alzheimer’s disease and have been less investigated, such
as FTD and DLB. Access to samples from FTD
or DLB cases in the earliest stage of the disease, when symptoms are barely noticeable,
but potential therapies are expected to be
more efficient, is extremely challenging. In
this project we have taken advantage of a
unique set of biobanks that have collected
samples for a long time, so that we know
what happened over the years, such as that a
diagnosis was made later on for FTD or DLB,
which are scarce.
In bPRIDE we have merged the expertise
and the well-characterised samples available through different international renowned
memory units. This will make probably one
of the largest studies of its kind covering
the most common dementias and disease
stages. This joint analysis will increase the
power and reliability of the results. We will
learn in this project whether this approach
is enough to find the most specific changes
that characterise each dementia type, especially in the earliest stages.
Another challenge in dementia research
is the heterogeneity of these disorders.
We have so far looked at them largely as
clearly defined entities, and analysed them
as pure diseases with a binary perspective
(you have or you do not have this specific
dementia type). Recent scientific findings,
however, strongly suggest that dementias
are highly complex disorders, and rather
than be classified into black and white, most
of the patients fit within a spectrum of different colours depending on the type and
stage of each dementia type. Defining such
specific and detailed spectrum biologically
will be probably one of our greatest future
challenges if we want to move towards personalised medicine, where the specificities

of each individual are taken into account.
Also here, international collaboration across
highly specialised memory clinics worldwide
as well as patients play an essential role.
We really need to have everyone onboard in
order to move the field forward.
Has the COVID-19 pandemic had an impact
on your ability to move forward as planned?
COVID-19 has had an impact on everyone lives
and thus it has affected everything down the
road, including our professional activities.
Our project relies strongly on the biobanks
and clinical expertise from different public
hospitals worldwide, which have borne a
heavy burden and have been fully devoted
(and still are) in the fight against this pandemic. However, the great commitment of all
the personnel directly or indirectly involved in
this project has made possible to move the
project forward, and we have only suffered
from some minor delays.
What are your expectations from and hopes
for the project and what has been achieved
so far?
We expect to identify the specific changes
in blood that define each type of dementia
at each specific stage. We hope to translate
such findings into a test that can be used
by the scientific community to independently confirm and validate these results and
bring them one step further towards the use
in clinical care.

bPRIDE

blood Protein Identification to Discriminate dEmentias

AD

FTD

DLB

https://www.neurodegenerationresearch.
eu/wp-content/uploads/2020/05/PROJECTbPRIDE.pdf
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Retinal and cognitive dysfunction
in type 2 diabetes: unravelling
the common pathways and
identification of patients at risk
of dementia
The RECOGNISED project is developing innovative
ways to identify the molecular mechanisms
linking dementia and diabetes. Alzheimer Europe
is partnering in the project, and spoke to project
leads Rafael Simo and Noemi Lois to find out more.
Mounting evidence suggests type 2 diabetes is associated with cognitive impairment
and dementia. Similar to dementia, type 2
diabetes is a disease associated with aging.
We now know that the two conditions are
intricately linked: if you have type 2 diabetes,
your risk of developing dementia is almost
doubled. This risk increases if you have diabetic retinopathy, a complication of diabetes
that occurs when high blood sugar damages
the retina of the eye. In addition, people with
cognitive impairment or dementia can find
it hard to manage their type 2 diabetes –
which increases the risk of diabetes-related
complications.
Researchers do not yet fully understand why
type 2 diabetes and dementia are so closely
connected. There is broad agreement that the
two diseases share many risk factors, such
as aging, high blood pressure and obesity.
However, the biological links are less well
understood. What connects the disease processes involved in diabetes to the progressive
loss of brain cells that characterises cognitive
impairment and dementia?
RECOGNISED (Retinal and cognitive dysfunction in type 2 diabetes: unravelling
the common pathways and identification
of patients at risk of dementia) is a Horizon 2020-funded research project that
is attempting to decipher some of these
links. RECOGNISED brings together 21 partners from nine different countries, including
Alzheimer Europe, and has a budget of EUR 6
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million over four years (2020–2024). Focusing on diabetic retinopathy, the RECOGNISED
team are investigating the common mechanisms involved in the development of retinal
damage and cognitive impairment in people
with type 2 diabetes.
In the RECOGNISED clinical study, researchers based in several European countries are
assessing whether minimally-invasive eye
tests could help identify people with type 2
diabetes who are at greater risk of developing
cognitive impairment and dementia. To find
out more, we spoke to Prof. Rafael Simo (Vall
d’Hebron Research Institute, Barcelona) and
Prof. Noemi Lois (Queen’s University, Belfast)
who are leading the study.
Could you explain the background to the
RECOGNISED clinical study?
In RECOGNISED we will study the changes
that take place in the retina and brain in
people with type 2 diabetes and whether or
not these changes are interlinked. If we find
out that changes in the retina give an indication of what is happening in the brain, this
would be very important, as we are able to
see the retina directly in the back of the eye.
For instance, we can take photographs of the
retina, and do scans to see the different layers
of the retina. We can study the blood vessels
in the retina in detail, and see whether they
are healthy or damaged by diabetes. Furthermore, we can do tests to see if the retina is
functioning normally or not.

With these studies, we hope to determine
whether the changes that we see in the neural tissue (“nerves”) and/or blood vessels in
the retina may give us a clue about who has,
or may be at risk of developing, mild cognitive impairment and/or dementia. This
information will help us to better understand
these diseases and, hopefully, will allow us
to establish the diagnosis of mild cognitive
impairment and dementia earlier.
What is the design of the RECOGNISED study,
and how many people will you evaluate?
In the RECOGNISED clinical study, we will
evaluate around 700 participants with type
2 diabetes in what we call the “RECOGNISED
cross-sectional study”. From this large group
of participants, a smaller group of people with
or without mild cognitive impairment will be
followed for over two years in what we call
the “RECOGNISED longitudinal study”. During this time, we will regularly evaluate the
brain and brain function, retina and retinal
function of participants.
Recruitment to the RECOGNISED cross-sectional study started in November 2020.
There are eleven RECOGNISED clinical sites,
based in seven different countries (Spain,
Northern Ireland, Italy, Portugal, Denmark,
Netherlands and Montenegro), all of which
are now open for recruitment. Despite the
difficulties due to the COVID-19 pandemic,
285 participants have been recruited in the
cross-sectional study and 96 participants
have been recruited in the longitudinal
study. We are very grateful to all participants for stepping forward to help us with
this research.
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What can people with diabetes do to reduce
their risk of developing dementia?
At the present time, the best advice is to
maintain a healthy lifestyle, with regular physical activity and a healthy diet. We would

recommend that people who smoke should try
their best to give up smoking. This is already
advised to all people with type 2 diabetes, as it
is also keeping the diabetes, blood pressure and
lipids well controlled, in order to reduce their risk
of developing complications. Unfortunately,

even with a healthy lifestyle some people with
diabetes will develop dementia. Although at
present there is no treatment that can effectively prevent dementia, we are hopeful that
studies such as RECOGNISED will help these
treatments to be developed in the future.

Acknowledgement
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For more information, visit:
https://www.recognised.eu/
@RECOGNISED_EU
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Alzheimer Europe hosts
Alzheimer’s Association Academy
session focusing on advocacy
On 14 September 2021, Alzheimer Europe held an online session
of its popular Alzheimer’s Association Academy series. These
Academy sessions have been running since December 2015,
and have been online since the start of the COVID pandemic.
The theme for the session was “Advocacy initiatives and
working with policy makers”.
There was a total of 39 participants at the Academy: 23 representatives of Alzheimer Europe
national member associations from 15 different countries; eight industry representatives,
six expert speakers, and six Alzheimer Europe
staff members, including Executive Director
Jean Georges who chaired the meeting.
The first speakers were Nils Dahl, Ministry of Health, Germany and Sabine Jansen,
Deutsche Alzheimer Gesellschaft (DAlzG) –
the German Alzheimer association, who gave
a joint talk on “The German Alzheimer’s Association, a key partner for the development
and implementation of the German Dementia
Strategy”. Mr Dahl gave the background about
the strategy itself and said that Germany is
now in the first phase of implementation. He
also mentioned the creation of an alliance for
people living with dementia and said that
one of the most important aspects of implementing the strategy is the partnership with
the DAlzG. Ms Jansen then spoke about this
partnership and about the role of her organisation in four of the working groups carrying
out some of the 27 aims and 162 measures set
out in the strategy.
Lorène Gilly from France Alzheimer, was up
next, with a presentation on “Alzheimer as a
political priority in France: ups and downs of
public engagement”. Things have changed for
the worse in France, in recent months, with
regards political engagement in the area of
dementia and France Alzheimer is having to
fight hard, in the context of the pandemic,
due to the tight budget available to engage
in concrete action. Ms Gilly mentioned
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repeated national consultations on the subject of autonomy to announce a long-awaited
reform, which will now not see the light of
day, before the end of the current presidential term. This announcement was a huge
disappointment. With the presidential race
beginning and elections taking place next
April, it is a difficult time to get the government to commit to anything. Ms Gilly also
emphasised the launch of a new neurodegenerative diseases roadmap 2021–22, which was
unfortunately only launched midway through
the first of its two-year period and falls far
short of what France Alzheimer had hoped
for. Their aim is for the current roadmap to
count and to hopefully be a transition to a
greater strategy.
Clodagh Whelan from The Alzheimer Society
of Ireland (ASI) was next, with a talk about
“Using elections and the budget submission
as key campaigning opportunities”. Ireland,
she noted, is famous for its storytelling, and
this is something she brings into her policy
work, which helps convey messages to policymakers and the general public in an engaging
and clear manner. Our organisations and academics need a reason to come together, and
opportunities to do so, she stressed, and these
national opportunities are really important. At
the ASI, they have found that personal stories
coupled with evidence work best. Making it
personal makes it harder to say no. In Ireland
politics is local and people want to know what
is happening in their area. The ASI therefore
sends local politicians data about their area,
so that they are well-informed. She particularly stressed asking policymakers if there is a

reason they are saying no that you are unaware
of, as this helps to shape future campaigns and
approaches. She also highlighted the importance of engaging with “grassroots” and
thanking them for their support. In closing, she
conceded that this straightforward approach
will not always get you what you want and
things certainly don’t move quickly, but said
that “taking the incremental wins” and focusing on the progress made is the best way to
keep up hope. Dementia is a huge political and
social issue, and it will not be solved with one
single campaign, she concluded.
Following these three presentations at a
national level, the final one was given by
Melissa Mitchell and Susan Wile Schwarz of
the Global Coalition on Ageing (GCOA), USA.
They gave delegates a preview of the GCOA’s
upcoming publication, “The Alzheimer’s Innovation Readiness Index”, and looked at ways
in which it might be used as a tool to effect
change at national level. Jean Georges complimented all the speakers on their informative
and engaging presentations and on the interesting initiatives mentioned and advice given
on how we can all work better together and
with policy makers.
Closing the session, Jean Georges thanked the
European Union’s health programme which
provides an operating grant to Alzheimer
Europe and supports the organisation’s Alzheimer’s Association Academy, as well as the
organisation’s corporate sponsors, Biogen,
Eisai, Lilly, Roche and TauRx Pharmaceuticals.
The next Alzheimer’s Association Academy
session will take place on 19 October 2021
and will look at dementia-friendly initiatives.
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WHO Europe Regional Director
outlines the place of dementia in
health policies at a European level
Following the World Health Organization’s 71st Regional
Committee for Europe between 13–15 September, Dr Hans Kluge,
Regional Director, has shared where he sees dementia within
the strategic priorities and work programmes of WHO Europe.

What are some of the key areas of work
within the WHO Europe’s European Programme of Work (2020–2025) which will
help prioritise dementia as a public health
priority?
The WHO Regional Office for Europe’s European Programme of Work “United action for
better health in Europe” identifies four flagship initiatives, all of which are relevant for the
health and wellbeing of Europe’s fast ageing
populations. Dementia figures prominently
in the first one: “a Mental Health Coalition
for Europe”. Last month, during our annual
governance meeting with Member States we
also discussed a draft European Framework
for Action on Mental Health, 2021–2025. That
acknowledges that one of the major achievements of health systems in the Region is
increased life expectancy. Public welfare
systems have sought to accommodate evolving demographics from a multisectoral and
multidisciplinary perspective. However, as
populations in the Region experience a higher
incidence of health conditions related to older
age, including conditions such as dementia, the need to respond with appropriately
resourced and evidence-informed service
delivery – is higher than ever.
COVID-19 has also deeply affected the lives
and safety nets of older adults, and the services that cater to them. Closely aligned
with our Programme of Work and its Mental Health Framework, is a Roadmap for a

Decade of Healthy Ageing in Europe, which
is currently being developed. This is a comprehensive action plan for mainstreaming ageing
across work programmes: basically a toolbox
to implement the vision of “building forward
better” in response to the impact of COVID-19
on the health and wellbeing of older people,
their families, caregivers and community. The
plan builds on the strengths of our work in a
several areas, such as health promotion and
prevention to combat the risk factors of noncommunicable diseases over the life-course,
integrated delivery of health and long-term
care services, and age-friendly environments.
WHO Guidelines on risk reduction of cognitive
decline and dementia provide evidence-based
recommendations on lifestyle behaviours and
interventions that can help delay or prevent
cognitive decline and dementia.
With growing numbers of people living with
dementia and its significant social and economic impact and lack of curative treatment;
it is imperative for countries to focus on
reducing modifiable risk factors. WHO’s Programme builds on a solid set of guidance and
tools for health care providers as well as governments, policymakers, caregivers and other
stakeholders, to strengthen their response
to the dementia challenge. iSupport for carers, and a toolkit that promotes inclusion for
people with dementia, are examples of that.
How is WHO Europe helping Member States
to implement the “Global Action Plan on
the Public Health Response to Dementia
2017–2025”?
The declaration of the WHO-led UN Decade
of Healthy Ageing, as well as the pandemic,
raise the stakes for policies to support older

Hans Kluge, WHO Europe Regional Director

people and those living with dementia. It
is important to seize this opportunity and
provide support to Member States through
implementing the Global Dementia Action
plan. The brand new ‘Global status report on
the public health response to dementia’, provides a snapshot of the Region’s progress
towards the targets laid out in WHO’s 2017
“Global Dementia Action Plan on the public health response to dementia 2017–2025”.
The study estimates that 55.2 million people worldwide were living with dementia in
2019; of which 14.1 million were in our Region.
These figures mask much diversity as well as
a gender dimension.
In the European Region, there are almost
twice as many women than men with dementia. And as dementia is among the top ten
causes of years of healthy life lost due to disability, this report also includes estimates of
the societal cost. Indeed, over the past 20
years, the loss of disability adjusted life years
due to dementia has more than doubled, –
the biggest rate of increase among the top
30 causes of disability adjusted life year. From
a global estimate of USD 1.3 trillion, around
USD 440 billion fall on our Region, of which
around 46% are estimates of the costs associated with informal care, the bulk of which
is provided by women. As of mid-2021, 33 of
the 53 countries in the WHO European Region
have contributed to the Global Dementia
Observatory; monitoring progress with the
Global Strategy. Among those, 22 have either
Dementia in Europe 19

POLICY WATCH

a stand-alone, integrated, or subnational
plan and most have implemented awareness campaigns and reported initiatives to
improve physical and social environments for
people with dementia. Only 16 have included
dementia risk reduction in their plans, and
even fewer report running risk reduction
campaigns.

data on resources invested and services available and their recipients. It is therefore urgent
to improve countries’ information systems.

So, while the report shows that some
important progress has been made, it also
highlights that we are falling short. Our focus
continues to be to provide support to member states towards integrated, long-term care
systems for older people with functional
decline and ongoing need for support. We
are adding new modules to the WHO toolkit,
such as a competency framework for age- and
dementia friendly services and a long-term
care service model focussed on improved
care. Finally, the growing evidence that people with dementia face severe barriers to
good quality health and long-term care, is
concerning. At the same time, we lack basic

Mental health was prominent during the 2021
Regional Committee last month, where we
discussed our progress in the past eight years,
as well as the new Framework for Action on
Mental Health. Regarding the mental health
of older adults, the Region has a rapidly ageing population, placing ever greater demands
on our systems. Yet a progress report found
that many countries remain under-prepared or ill-equipped to meet this groups’
health and social needs. As a result, dementia has become a leading cause of morbidity
and mortality in many European countries.
WHO Europe has worked closely with WHO
headquarters and European partners such

Can you share with us some of the key relevant developments at the recent 71st WHO
Regional Committee for Europe which will
benefit people with dementia?

as Alzheimer Europe on implementing the
Global Action Plan on the Public Health
Response to Dementia 2017–2025, including
through increased participation in the Global
Dementia Observatory and intercountry policy and planning events. Over the coming
years, these activities will need to be accelerated significantly.
What do you see the role of Non-State Actors
at both a European and National level, in supporting the work of WHO Europe?
WHO Europe has a long-standing cooperation
with non-state actors in several policy fields
relevant to dementia, both in terms of mental health as well as in related policy areas
relevant for older people’s health and wellbeing, including those living with functional
decline or dementia. For one, we are keen on
strengthening our cooperation with Alzheimer Europe. An area where WHO Europe has
been particularly active, through the WHO
European Healthy Cities Network, is cooperating with local initiatives to create more
age-friendly environments. These initiatives
frequently emerge as grass-root initiatives
and, even when officially recognized and able
to rally political and administrative support,
they still rely heavily on volunteers. Alzheimer cafés and seminars or laboratories on
brain health and memory training, are good
examples.
Our Age-friendly environments in Europe handbook and policy tools document lessons
learned from success stories, and provide
guidance that is applicable to older people
and people living with dementia. Cooperation
to create more age-friendly and resilient communities is part of our commitment under
the Joint programme among European organisations for ‘Building forward better in light of
COVID-19: Upholding the rights and dignity
of older persons through health, social care
and enabling environments in Europe and
Central Asia”. HelpAge International, a prominent non-state actor, is one of our partners
under this new joint action. Last month, we
also signed a Memorandum of understanding
with the International Federation of Red Cross
and Red Crescent Societies, to be followed by
an action plan that includes improving the
situation of older people, including people
with dementia.

The European Work Programme was adopted in September 2020
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World Health Organization (WHO)
progresses on the delivery of
global dementia policy
Katrin Seeher provides an update on a global
status report on the global action plan on
dementia, a new toolkit on dementia-inclusive
initiatives and some changes to the personnel
working on dementia policy in the WHO shared
where he sees dementia fitting in within the
strategy priorities and work programmes of
WHO Europe.

WHO released Global status report on the public health response to dementia
In September 2021, the World Health Organization (WHO) launched the Global status
report on the public health response to
dementia, highlighting new global dementia burden estimates and disease associated
costs. The report also discusses the progress
to date on achieving the global targets, based
on data collected through the Global Dementia Observatory (GDO), through 35 indicators
pertaining to seven themes that are aligned
with the seven action areas of the global
action plan on the public health response to
dementia 2017–2025.

The report shows that, although some progress has happened in areas such as dementia
awareness and inclusion, urgent action is
needed in the development of dementia
policies, carer support and in the entire care
pathway, from prevention to diagnosis and
care. Concerted efforts are also needed for
research, and with the COVID-19 pandemic,
an already existing disproportionate lack of
funding for neurological disorders became
even more evident. Finally, the data presented in the report shows that it is critical

The Global Status Report on Dementia was launched on
2 September 2021

to coordinate our efforts in order to build a
sizable response to dementia and achieve
the global targets. Importantly, we must
work together and support low- and middle-income countries in strengthening their
health systems preparedness and support
for people with dementia and their carers.
It is hoped that the report will lead to
increased international and national advocacy efforts and the prioritisation of dementia
on the global health agenda.

Throughout, the report takes stock of actions
driven by Member States, WHO and civil society since the adoption of the Global dementia
action plan in 2017, identifies barriers to its
implementation especially in light of the
COVID-19 pandemic, and highlights areas
where urgent, accelerated action is required.
New estimates presented in the report show
that globally, over 55 million people currently
live with dementia, with an associated cost
of USD 1.3 trillion. As world demographics
changes and populations age worldwide, it
is estimated that 78 million people will be
living with dementia in 2030, the associated
cost is expected to reach USD 2.8 trillion.
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WHO launched new toolkit promoting a dementia-inclusive society
The WHO recently launched a new toolkit
to support the development and implementation of dementia-friendly initiatives.
Towards a dementia-inclusive society: WHO
toolkit for dementia-friendly initiatives
supports individuals, communities and
countries in empowering people living
with dementia to remain in, and be a significant part of, their community. The toolkit
provides practical guidance and tools that
can support efforts, including planning
and implementation activities, to create a
more dementia-inclusive society. The toolkit
follows a person-centred, rights-based
approach and is deeply grounded in international commitments such as the United
Nations Convention on the Rights of Persons
with Disabilities (UNCRPD).

achieve the common vision: a dementiainclusive society is one in which people
with dementia and their carers fully participate in society and have a place in
it. They enjoy respect, freedom, dignity,
equality, accessibility and quality of life.
It is one where they are empowered to live
independently, free from stigma, discrimination, exploitation, violence or abuse.
y Part II includes four modules, each featuring a series of practical steps and
exercises. The four modules focus on:
starting a new dementia-friendly initiative
(DFI), integrating dementia into an existing initiative, monitoring and evaluation
a DFI, and scaling a DFI. The modules can
be used together or separately and offer
guidance that can be adapted to suit local
needs and settings.

Dementia Friendly Community toolkit

The toolkit is strongly linked to other related
WHO programmes such as age-friendly environments and the UN Decade of Healthy
Ageing.

For more information about the toolkit please
see: https://www.who.int/publications/i/
item/9789240031531

The toolkit is divided into two parts.
y Part I contains the conceptual framework
for creating a dementia-inclusive society,
using theory of change as its backbone to

Who is who at WHO?
WHO Regional Office for Europe, Copenhagen
Within the European Region, the team supporting WHO Member States in the area of
dementia includes Dr Ledia Lazeri, Regional
Adviser (Mental Health Flagship); Dr Elena
Shevkun, Technical Officer (Mental Health
Flagship); and Mr Manfred Huber, Regional
Adviser (Ageing and Long-term care). Together
the team has over four decades of experience
in supporting countries to formulate comprehensive policy responses to mental health,
ageing and wellbeing.
Supporting the mental health and wellbeing of older people is also a key objective for
WHO/Europe, as reflected in the new European Framework for Action on Mental Health
2021–2025 and the pan-European Mental
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Health Coalition that will be launched at the
end of September. One key output of the
Framework will be supporting Member States
in developing national dementia action plans.
WHO headquarters, Geneva
Globally, WHO’s dementia response and
especially the implementation of the Global
action plan on the public health response to
dementia 2017–2025 are coordinated by the
Brain Health Unit within the Department of
Mental Health and Substance Use at WHO
headquarters, under the leadership of Dr
Tarun Dua. The latest addition to the dementia team in Geneva is Dr Rodrigo Cataldi who
will be replacing Stéfanie Fréel as observer
of EU governmental expert group meetings,
after Stéfanie left the team in July after almost

four years at WHO. As part of his role at WHO,
Rodrigo is currently working on the Dementia Research Blueprint to be launched in early
2022 and preparing the second round of GDO
data collection.
Rodrigo has a background in pharmacy with
several years of experience working in lowincome settings in South America in the areas
of public health, disease diagnostics and treatment. Rodrigo has a PhD from the University
of Cambridge where he studied the molecular
mechanisms underlying neurodegenerative
disorders such as Alzheimer’s disease (AD) and
Parkinson’s disease (PD). Before joining WHO,
he has also worked as a consultant and senior
scientist in the private sector on the development of therapeutics and diagnostic tools for
AD, PD, cancer and type-2 diabetes.
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Alzheimer Europe campaigns to
reintroduce Operating Grants in
the EU4Health programme
Following the decision of the European Commission not to
include Operating Grants for health NGOs in the EU4Health
Annual Work Programme 2021, Alzheimer Europe has worked
with other European health NGOs to convince Health
Commissioner Kyriakides to reverse the decision.
On 18 June 2021, the European Commission
published its annual Work Programme 2021
for the landmark EU4Health programme. Disappointingly, despite provision being made
within the EU4Health regulation (which itself
was the result of negotiation between the
European Parliament and Council), there was
no inclusion of Operating Grants for Health
NGOs within the programme.
Whilst Action Grant funding was available for
NGOs, the projects they outlined were narrow in scope and severely restrictive, with the
majority focused on cancer-related projects.
As such, Alzheimer Europe and many other
organisations were unable to apply for funding through this instrument.
Engagement with Commission and support
from MEPs

Furthermore, our organisations provided
evidence about how this withdrawal of this
funding mechanism would be detrimental to
the work of our organisations, creating longterm uncertainty, as well as undermining our
operational independence. This in turn would
impact on our ability to contribute to health
policy at an EU-level, despite the EU in recent
years often approaching our organisations for
support and contributions towards its healthrelated policy work.
In addition to this work, our organisations
engaged with Members of the European Parliament (MEPs), asking for their support for
our cause and sending a message to the Commission underlining the value they saw in
our work. 56 MEPs signed an open letter at
the beginning of June 2021, recognising the
importance of Health NGOs in the EU policy

process, expressing disappointment at the
decision to exclude Operating Grants in the
Work Programme 2021 (based on a leaked
draft) and calling for the Commissioner to
reinstate the funding mechanism. This letter was sent from the office of Frédérique
Ries, and included the signatures of a number of European Alzheimer’s Alliance (EAA)
members.
The open letter can be found at: https://
www.eu-patient.eu/globalassets/open-letter_eu4health-programme-and-operatinggrants-for-csos_updated-signatories-1.pdf
Despite these actions and an additional meeting with Commission officials prior following
the publication of the Work Programme 2021,
the Commission made no commitment to
reintroduce Operating Grants and failed to
acknowledge the concerns expressed about
the detrimental impact this would have on
Health NGOs.
Social media campaign
As a result of this lack of progress, across
the latter half of July 2021, Alzheimer Europe,
along with a number of other Health NGOs
began a more public-facing campaign to raise
the profile of the matter, bringing greater
attention to the issue.
A key element of the campaign was focused
on social media and in particular Twitter.
Alzheimer Europe led on the development

In the months leading up to the publication of
the Work Programme 2021, Alzheimer Europe
worked closely with the European Patients’
Forum (EPF), the European Public Health Alliance (EPHA) and EURORDIS, as well as other
European Health NGOs organisations, meeting with officials from DG SANTE and the
newly established Health and Digital Executive (HaDEA), outlining our concerns about
public statements from Commission officials failing to commit to Operating Grants.
In particular, concerns were expressed about
the lack of prior consultation and meaningful involvement of Health NGOs, especially
those currently in receipt of an Operating
Grant under the previous Health Programme
2014–2020.

Dementia in Europe 23

POLICY WATCH

of the campaign messages and resources,
with the former being tailored to the specific
situation of organisations. These messages
were focused on the importance of Operating Grants to our organisations, providing
examples of how our organisations had
contributed to the work of the EU through
this funding mechanism in recent years. The
tweets were directed towards Health Commissioner Stella Kyriakides, as well as other
official Commission accounts, directly appealing to them to reconsider their decision.
Using dedicated hashtags such as
#SaveEUHealthNGOs and #BringBackOperatingGrants, the social media campaign
managed to attract:

#SaveEUHealthNGOs
"While facing one of the
world’s biggest health crises, it
is unacceptable that the European
Commission discontinues the operating
grant mechanism for civil society.
Health NGOs play a crucial role in
EU policy making and we cannot
afford losing this!"
Christophe Hansen
Member of the European Parliament
© European Union 2019 - Source : EP

y 4,492,914 impressions
y 1,085 tweets
y 315 participants.

#SaveEUHealthNGOs

Consultation on the Work Programme 2022

"Organisations such as Alzheimer
Europe and EKHA are vital players
in addressing the major health
challenges that lie ahead of us.
They are the essential link between
our EU policies and health realities
all over Europe, bringing them
closer together."

At the beginning of July, the European Commission (DG SANTE) published a consultation
on the future 2022 Annual Work Programme
of the EU4Health programme.
Alzheimer Europe completed the consultation
survey, however, also submitted an additional
paper outlining in greater detail why dementia should be prioritised within EU4Health
and the 2022 Annual Work programme,
highlighting the increasing prevalence of
dementia, as well as the challenges around
insufficient services and supports across
Europe.
Alzheimer Europe’s contribution to this
consultation can be found at: https://
www.alzheimer-europe.org/Policy/
Our-opinion-on/2021-EU4Health-AnnualWork-Programme-2022
In addition to this, Alzheimer Europe also
referenced a key summary of the key points
pertaining to Operating Grants, which the
Health NGOs involved in the campaign
were invited to also submit to the consultation. This summary can be found here:
https://www.eu-patient.eu/globalassets/
eu4health-consultation-response---csos--accompaying-paper_final.pdf
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Hilde Vautmans
Member of the European Parliament
© European Union 2019 - Source : EP

#SaveEUHealthNGOs

“Our group is a great
platform to bring our
countries together, for
collaboration and to give
an international voice to
those affected by
dementia.”
Chris Roberts
Chairperson of the European
Working Group of People with Dementia
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Meeting with Commissioner Kyriakides
Following a number of letters addressed
to Commissioner Kyriakides, representatives of Alzheimer Europe, EPF, EPHA and
EURORDIS met with the Commissioner on
30 July to discuss the continued concerns of
our organisations.
During the constructive meeting, the Commissioner conveyed that she understood the
political significance attached to Operating
Grants and their significance for Health NGOs,
as well as giving her personal support and
commitment to ensure that they are involved
in the EU4Health programme. In addition,
she committed to reviewing the legal basis
for Operating Grants (including examining
how other EU programmes had included
them within their calls), discussing the findings internally, as well as to a further meeting
with NGOs to find a way forward.
Following this meeting, the coalition of
Health NGOs produced a short memo proposing changes and improvements for the
existing Operating Grant process, highlighting examples from other EU programmes
where amendments had led to a process
which was streamlined and had reduced the
administrative burden for both applicants
and the EU.

Meeting with Commissioner Kyriakides

Post-meeting actions
Despite a commitment from the Commissioner to meet again with health NGOs in
September, there has been no follow-up
meeting and no commitment to reinstate
Operating Grants by DG SANTE.
As such, on 11 October, Frédérique Ries,
MEP (Belgium), followed up with the Commissioner on behalf of the 57 MEPs and 22
associations from the original letter, reiterating the importance of the work of health
NGOs and again calling for the EU4Health
programme to reinstate Operating Grants for
Health NGOs in the 2022 Work Programme.

#SaveEUHealthNGOs
“Rather than cutting funding
to EU health NGOs already
impacted by the pandemic,
the Commission should treat
them as partners to achieve
the ambitious objectives of
the EU4Health programme
and adequately support
their activities.”
Jean Georges
Executive Director of Alzheimer Europe
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Brain Health and Dementia
Research Strategy launched in
Scotland
Following the launch of the Scottish Brain Health and
Dementia Research Strategy in July 2021, Neil Fullerton, Project
and Communications Lead for Brain Health Scotland, shares
the details of the new research strategy, including how it came
about and its four key recommendations for action.
The need for greater, high quality research to
progress our understanding of the brain diseases which lead to dementia is well known.
For this research to be most effective it needs
to be relevant to people living with and at risk
of disease. To most efficiently build knowledge over time, the research environment
needs thoughtful, strategic direction.
The Scottish Brain Health & Dementia
Research Strategy launched in July this year
and represents an important landmark. While
many countries across Europe have a national
dementia strategy or action plan, Scotland is
one of the few countries globally to produce a
government supported strategy specifically to
provide direction for brain health and dementia research activity nationwide.
Collaboration
As the first strategy of its kind for Scotland,
the primary aim is to establish the route
and provide the vehicle by which Scottish
research, and researchers, can travel forwards together to achieve success. Central to
this ambition will be collaboration between
researchers. Researcher activity tends to sit
within regional Health Boards and Higher
Education Institutions, of which Scotland
has 14 and 19 respectively. To foster collaboration, sometimes a more concentrated
network can be advantageous. In comparison to its bigger neighbour England, with
over 200 individual Health Boards and more
than 100 Higher Education Institutions, Scotland’s size can be its strength.
The vision of the strategy for greater collaboration builds on the success of the
26 Dementia in Europe

Scottish Dementia Research Consortium,
one of three partner organisations in preparing the strategy. Established in 2013, the
Scottish Dementia Research Consortium
has grown to a membership of over 800
researchers and invested members of the
wider community. The consortium provides
a central point for coordination and collaborative opportunities, bringing together
brain health and dementia researchers from
across a wide range of disciplines, organised
under five themes: Diagnosis, Fundamental
Science, Living with Dementia, Prevention
and Informatics.
This first strategy, with a lifespan of three
years, lays the groundwork to create a long
term, sustainable environment in which the
highest quality brain health and dementia
research can thrive. One key action recommended by the strategy is the establishment

Neil Fullerton, Project and Communications Lead for Brain
Health Scotland

of local brain health and dementia research
boards within each of the regional Health
Boards across Scotland. These local boards
will provide a voice, a level of priority and
a degree of accountability, to keep relevant
research on top of the agenda at a local level.
These local boards will be formed of groups
and individuals spanning the many interests
of people living with and at risk of dementia locally, thereby representing the groups
and the people best placed to navigate local
systems, allowing them to tackle and solve
any local barriers, and ultimately, to benefit
most from local research activity. In keeping
with a personalised approach, the strategy
is not overly prescriptive in the exact details
of how these boards should be set up and
run. Rather it turns control of this over to
local constituents, maximising flexibility
and efficiency.
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The strategy goes on to describe how representatives from each of these distinct local boards
will feed-in to a national board, provides a supportive environment and a designated space for
these invested parties across Scotland to come
together, communicate best practice, share latest research ideas, and spark inter-regional and
national collaborations across projects.
Momentum
There can often be a sense of frustration with
clinical research (including brain health and
dementia research) for the long time it often
seems to take for useful research findings to
get into practice and to reach the people who
can directly benefit. This strategy has at its
heart a desire to change this. The structure
of a national board in regular communication provides a much needed mechanism to
facilitate moving quicker. One lesson from
the COVID-19 pandemic is that there doesn’t
need to be such a gap between the researchworld and the real-world, and that things can
move faster when they need to.
The national board will provide a ‘rapidreview’ service for new research projects,
to speed up the adoption of local examples
of good research to a national level. The
forum provides sharing of expertise equally
across all parts of Scotland. This helps overcome the issues of individual concentrated
research interests that may often spill out of
host institutions to the benefit of local residents but without equal impact across the
country. By blending high quality research
with practice, innovation and real-world
evaluation can run concurrently.

Engagement
Brain Health Scotland, another partner
organisation in developing the strategy, was
established in 2020 and has this translation
of research evidence into real-world benefit at
its heart. Alongside this Brain Health Scotland
is working to increase opportunities for people across Scotland to take part in research
programmes. A vision which is shared by the
objectives of the research strategy.
While the current numbers of people participating in research remain far too low, this is not
through a lack of interest in getting involved.
When potential participants are approached for
studies, researchers often find they are pushing
at an open door, with people more than willing
to support. So opportunities to engage need to
be prioritised and promoted more widely and
more evenly. A rise in the overall numbers of
people participating in studies will soon follow.
This strategy looks to increase the number of
people with or at risk of dementia involved in
research across Scotland. It does so by building a platform, through the network of research
boards, where everyone can meaningfully contribute to shape research directions in their
local area and beyond.
The primary vehicle for participating in
research in Scotland is the ‘Join Dementia Research’ platform. This offers an open
and accessible service to everyone by providing a one-stop shop for interactions both
ways – between volunteers looking to take
part in research and researchers looking for
volunteers. By empowering people to put
themselves forward for particular studies,

JDR acts like a dating service, matching
potentially suited people and allowing either
party to make the first move. This enhances
the agency of individuals who are willing
and wanting to contribute to research programmes and helps eliminate the past lottery
of opportunities only being offered to those
who happen to see a doctor with an academic
interest and so inclined to recommend particular research projects.
Oversight
An ambitious strategy on paper is all well
and good but will achieve little if the actions
are not correctly put into place. For success
a strategy needs monitoring, accountability, and oversight. For this and many other
reasons, one of the core actions of this first
strategy is to establish a strategy oversight
board. The oversight board will bring together
representatives from wide-ranging groups,
not purely limited to academia and research,
to help embed the strategy objectives extensively and make meaningful inroads across
stakeholder groups. This builds on the excellent track record of Alzheimer Scotland, the
third important partner in the development
of the strategy, for designing, leading and
championing forward thinking initiatives.
And continues the organisation’s mission
to ensure that people who make decisions
about policy, strategy, services, support and
legislation see brain health and dementia as
a priority and understand what is needed to
make sure people are well supported.
Future
Effective oversight should also safeguard
legacy. If the infrastructure described is to
grow from a solid initial foundation into a
successful future it needs a talented, valued and motivated workforce to drive it.
The strategy includes a commitment for
the Scottish Dementia Research Consortium to lead on a national scoping review
of brain health and dementia research career
opportunities in Scotland. This will include
the evaluation of successful approaches
adopted internationally, and how these
could potentially be applied for the benefit
of the Scottish research community.
A particular focus will be the promotion
of early career researchers and producing
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recommendations for how best to support the
transition to career independence, building the
talent pool available within brain health and
dementia research and minimising drop out
of talent to other areas and industries. Working in brain health and dementia research

in Scotland should be an attractive proposition internationally and this strategy aims to
identify bottlenecks, improve working life for
researchers and provide more time for them
to focus on the world leading science that can
benefit the whole population.

The strategy recommends four key actions:
y Brain health and dementia research boards should be developed locally within NHS
boards to pursue the local research agenda in relation to dementia and brain health.

The communal appetite for greater coordination and collaboration and the ambition to
achieve the objectives laid out in the strategy is evidenced by the list of over 20 leading
national organisations who have endorsed
the strategy, and who will feed into the oversight board. Organisations spanning a wide
range of health and social care delivery, education, research and patient advocacy. All
committed, through research, to improving
brain health and improving the lives of everyone affected by dementia in Scotland.

y A national forum will provide a rapid research-review service to create a process
that facilitates faster translation of research into practice.
y A national scoping review should be undertaken to investigate the current situation regarding research careers in brain health and dementia in Scotland.

To view the Scottish Brain Health & Dementia
Research Strategy visit:

y The strategy oversight board will be established to support implementation of
the strategy across Scotland.

https://www.brainhealth.scot/post/
researchstrategy
@brainhealthscot

TauRx has a mission to discover, develop and
commercialise new products for the diagnosis,
treatment and cure of neurodegenerative diseases
caused through protein aggregation.
Tau pathology is widely recognised as a principal driver of clinical dementia
in Alzheimer’s disease and TauRx’s Tau Aggregation Inhibitors (TAIs) target
the formation or aggregation of tau ‘tangles’ in the brain.
GT Diagnostics, a joint venture between Genting Bhd and TauRx,
aims to transform the diagnostic pathway by launching cost
effective and accurate assessment tools for dementia.

Learn more about our research and progress at
www.taurx.com.
www.gtdiag.com | www.luciditytrial.com | www.targetingtau.com
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PRECODE study looks at prevalence
of young onset dementia
In this article, Stevie Hendriks, of the Dutch PRECODE
(prevalence, recognition and care pathways of young-onset
dementia) project, a part of the Dementia Deltaplan, shares
the motivation behind their prevalence study, what the key
findings of the study were and what they hope policymakers
will learn from their work.
What was your motivation for researching
the prevalence of young onset dementia?
What approach did you take for your study?
When people think of dementia, they often
think it is a disease of the elderly. Of course,
with age being the biggest risk factor for
dementia, it is true that most people who
develop dementia are elderly. However, very
few people know that dementia can also occur
at a younger age. Awareness of young onset
dementia is low, including among healthcare
professionals and policy makers. We believe
that this lack of awareness translates to an
increased time to diagnosis, and insufficient
healthcare for this special group. Therefore, to
improve the awareness of young onset dementia, we wanted to investigate the magnitude
of the problem by studying the prevalence
of young onset dementia. The prevalence is
a good measure to indicate the burden of a
disease, which can help policy makers with
their decisions in allocating healthcare.
The study we performed was part of a large
project called PRECODE (prevalence, recognition and care pathways of young-onset
dementia). The team investigated the prevalence of young onset dementia by conducting
a systematic review and meta-analysis, gathering all studies published in the last 30 years
that had information on the prevalence of
dementia in people under the age of 65. We
wanted to be as inclusive as possible, so we
contacted many authors for more detailed
information. This way we could perform more
detailed analyses by breaking the analyses
down into five-year age bands for more accurate prevalence estimates.

Our approach resulted in a detailed metaanalysis, where we were able to show the
prevalence for five-year age bands starting
from the age of 30 years. We were also able to
look at subgroups like men and women and
different subtypes of dementia separately.
What were the key findings from your
research? Were there any results which you
found particularly surprising?
Our main finding was that the age standardised prevalence of young onset dementia
worldwide was 119 per 100,000 persons in
the age range 30 to 65 years. This translates
to worldwide 3.9 million people living with
young onset dementia, of which over 500,000
live in Europe. As expected, we found that
prevalence increased with increasing age.
The prevalence was similar between men
and women, highest for Alzheimer’s disease,
followed by vascular dementia and frontotemporal dementia. High-income countries
had lower prevalence estimates than uppermiddle and lower-middle income countries.
What was surprising for us, was the amount
of studies we found that had information
on the prevalence of young onset dementia.
When we started with this review, we didn’t
expect to find such a large amount of studies that we could potentially use. Although
many studies did not show the data, we were
able to contact many authors and obtain a
lot of data for our study. We received such
positive and enthusiastic reactions on our
request. That made it possible for us to be
very detailed in the prevalence estimates
that we analysed.

Stevie Hendriks

Following on from this study, what new
research priorities have you identified to
improve our understanding of the prevalence of dementia, particularly for people
with young onset dementia?
The review has shown where there are knowledge gaps regarding the prevalence of young
onset dementia. Though we have found a lot
of studies that had information on young
onset dementia, there are still many countries, especially low-income countries, with
no information on this population group. We
were therefore unable to assess the prevalence of young onset dementia in low-income
countries. As such, to improve our understanding of the situation, we need prevalence
studies focused on these countries.
What we also noticed is that not a lot of
studies investigated prevalence in younger
age ranges. Half of the studies we included
only covered people aged 60–65, and only a
handful of studies included our lower age
range of 30–35 year old people. Therefore,
we would also prioritise prevalence studies
in these age ranges.
Finally, we know young onset dementia has
many underlying causes, more so than late
onset dementia. We found little information
on the prevalence of subtypes of dementia,
but we think this could be interesting for
future research, especially as it could give
us a better understanding of the causes for
young onset dementia.
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The PRECODE group involved in the project

What are the key messages for policy makers from your study? How can and should
they improve the treatment, care and support for people with young onset dementia?
The main key message we want policy makers to take away from our study is that the
prevalence of young onset dementia is profound, and it shows that specific tailored care
for this special subgroup is needed.
Ultimately, we want to help people living
with young onset dementia in the best way
possible. This starts with high quality healthcare, specifically aimed at this subgroup of
people. This is why the PRECODE study was
launched. We aim to investigate the epidemiology and care pathways of young-onset
dementia, with the goal to improve healthcare for this special subgroup of people with
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dementia. To make sure we have enough tailored healthcare, we need policy makers to
be aware of the magnitude of young onset
dementia. We hope that with this review we
raise awareness in policy makers on how
many people are affected by young onset
dementia and show the burden of disease
that young onset dementia causes. We also
hope that this increased awareness will lead
to policy makers investing in more and better healthcare for these people.
For young people with dementia, the treatment and care they need differs from elderly
people with dementia. This is mainly due to
the different needs based on the different life
phase they are in. Young people are still in an
active life phase, where they may still have a
job, children may still be living at home and
people have an active social life. The impact

of dementia can therefore be extremely high.
We need tailored care and support for the people living with young onset dementia and their
caregivers that better responds to the needs
of these people. An example could be daytime
activities better suited for younger people with
dementia, like activities involving more physical exercise. Another example might be care
support for spouses and children to help cope
with the changes in their lives.

https://precode-project.nl/
mail@precode-project.nl

POLICY WATCH

European Group of Governmental
Experts on Dementia meets online
to share dementia policy updates
In its first meeting of 2021, the Group met online to discuss
policy developments with relevance to people with dementia,
including a new national dementia strategy, global and
European updates, as well as updates on the COVID-19
pandemic on people with dementia.
The European Group of Governmental Experts
on Dementia held its first meeting of 2021 on
16 June, providing updates and exchanging
information on the most recent developments in relation to dementia at a national
level across Europe.
Representatives of 24 countries took part:
Austria, Belgium (Flanders), Bulgaria, Croatia, Czech Republic, Estonia, Finland, France,
Germany, Greece, Ireland, Italy, Latvia, Malta,
Netherlands, Norway, Poland, Portugal, Slovenia, Slovakia, Sweden, Switzerland, United
Kingdom (England) and United Kingdom
(Scotland). In addition to national representatives, officials from the European Commission
(DG SANTE and DG RTD) and the World Health
Organization (WHO) contributed and participated in the meeting.
International and European-level
contributions

dementia research. The Commission provided
details on the approach of the EU’s successor programme, Horizon Europe programme
2021–2027, explaining that there is a dedicated
health cluster, which would be focused on
objectives and outcomes, rather than disease-specific areas.
National initiatives
Colleagues from the Czech Republic provided details of the country’s new National
Dementia Strategy which will run between
2020–2030. Developed in line with WHO guidance, the strategic aims of the plan include
the development of national interdisciplinary
guidelines and network of services, education programmes, dementia awareness and
prevention, epidemiology and research, and
legal protections for persons with dementia.

in the implementation of the country’s
national action plan on dementia. This
included outlining the government’s work
to support the creation of a national working
group of people with dementia, seeking their
input on the governance and implementation of the country’s strategy.
COVID-19 updates
The meeting concluded with a round-table
discussion focused on the ongoing COVID-19
pandemic and the most recent developments
in the country. A number of themes emerged
during the discussions, including:
y A good level of uptake in relation to vaccines across the majority of European
countries.
y A number of countries revisiting the
issue of prioritisation of individuals
within national vaccine strategies, with
an increasing number of countries giving
priority to people with dementia (either
as a condition in itself, through inclusion
as a chronic disease or inclusion within
the definition of a vulnerable/at-risk
population).
y Continued caution by residential care
facilities, including nursing homes, in
some countries in relation to receiving
external visitors, even where restrictive
measures and regulations have been
eased by governments.
The next meeting of the group is expected to
take place on 7 December 2021.

Austria shared their work on involving people with dementia and other stakeholders

The WHO presented on recent developments in its work focused on dementia. This
included recent launch of the Global Dementia Observatory Knowledge Exchange, an
online platform for information and resources
which supports the implementation of the
Global Action Plan on the Public Health
Response to Dementia, as well as explaining the forthcoming global action plan on
epilepsy and other neurological conditions
which is under development.
The European Commission provided a recap
of brain research which has taken place at an
EU level (through the FP7 and Horizon 2020
research programme), highlighting the significant investments made in Alzheimer’s and

The Group met online on 16 June
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Putting a face to commitment –
Claudine Snape is the new CEO at
Dementia Jersey
In May 2021, Claudine Snape began her position as the new
Chief Executive Officer (CEO) of Dementia Jersey. She reflects
on new beginnings, looks to the future of the organisation
and shares her experience of taking the helm during a global
pandemic.
What made you decide to take the position
as chief executive officer at Dementia Jersey?
I came to Jersey with my family when I was
nine years old. After graduating from university in the UK, I worked in London for a
communications agency then a range of charities that meant something to me personally,
including Cancer Research UK, Asthma UK
and lastly the National Deaf Children’s Society, where I was the Director of
Communications. It felt a natural move for
me to go into a charity CEO role and this job
came up shortly after my grandmother died
as a result of vascular dementia, so I felt a
strong drive to do something to help locally.

“

It felt a natural move for
me to go into a charity CEO
role and this job came up shortly
after my grandmother died as
a result of vascular dementia,
so I felt a strong drive to do
something to help locally.”
It didn’t take much to persuade me to return
to the island as the pandemic had forced me
to slow down, take a step back and re-prioritise. I realised that I wanted to be closer to
family and achieve the holy grail of a better
work/life balance.
The name and ‘brand’ of your organisation
(formerly Jersey Alzheimer’s Association)
have changed this year – what are the reasons behind these changes?
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We took the decision to change the name following discussions with volunteers, supporters
and clients, with the aim of making sure everyone knows the charity supports anyone
affected by any of the diseases falling under
the dementia umbrella, not just Alzheimer’s.

“

The overall goal remains to
spread awareness, provide
much needed support and to
make Jersey a truly dementia
friendly island.”
Jersey is a relatively small island and there’s no
one else here supporting those with vascular
dementia or Lewy body dementia for example,
so we wanted everyone with dementia to know
we’re here for them. The overall goal remains
to spread awareness, provide much needed
support and to make Jersey a truly dementia
friendly island. Ultimately the change in name
helps better align the charity with our vision.
We’ve also done some more work refining our
visual identity to make sure we’re memorable,
streamlining our look and feel by introducing more comprehensive brand guidelines.
This gives our new fundraising and awareness
coordinator (and any designers we use) a clear
steer about how we should look, so we can
differentiate ourselves from other charities
on the island. We’re also using a new online
design platform from which we can produce
all our resources, reports, posters and leaflets.
One important aspect of the new brand is
to make sure it’s easy for stakeholders of all

Claudine Snape

ages to engage with us and to reach out to
us for support. Examples of how we’re doing
this include reviewing our printed ‘signposting’ information given to partners, evolving
the website and the way we keep supporters
up to date, by keeping a printed newsletter
for those who prefer information through the
post and designing a new interactive e-newsletter for those choosing digital content.
What are your main hopes and aims for the
future of the organisation?
Currently there are around 1,600 people living
in Jersey affected by dementia, but by 2036
cases on the island are expected to double
and one in five of the population in Jersey
will be aged 65 or over. (Statistics Jersey’s 2017
Disease Projections Report).
This tells me that over the next 15 years we’ll
see a marked increase in demand, and we’ll

“

Currently there are around
1,600 people living in
Jersey affected by dementia, but
by 2036 cases on the island are
expected to double. This tells
me that over the next 15 years
we’ll see a marked increase in
demand, and we’ll need to grow
and evolve to respond to the
needs of people with dementia.”
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need to grow and evolve to respond to the
needs of people with dementia. In the short
term we’re also experiencing higher demand
for our services as a result of our new, higher
profile due to sustained media activity (we
recruited our first fundraising and awareness coordinator shortly before I started).
COVID-19 restrictions and associated health
service backlogs also stimulated a demand
for increased support and counselling. I anticipate this increased demand to be sustained
given our continuing emphasis on marketing
and the impact of backlogs in public services
to be felt for years to come.
In order to support the growth of the charity
and the expansion of services, our priority is to
relocate to a larger premises. Then we’ll steadily expand our staff and volunteer capacity to
meet the needs of a growing client case. This
ambition for growth must be underpinned by a
marked increase in fundraised income and it’s
my aim to substantially increase the charity’s
income in the next five years by introducing a
new regular giving programme. We’ll trial new
approaches which are effective in the UK and
pilot them locally in Jersey to see what works.
You have started in this new role during an
ongoing global pandemic and public health
crisis. How has it been for you to take over
the reins at such a difficult time, with the
uncertainty and anxiety COVID-19 has created, as well as the impact it is having
economically, politically and socially?
It’s been challenging. I started just as the
charity was re-introducing face to face services and we had huge demand, particularly
for counselling, which threatened to overwhelm us. A contributing factor was the
suspension of the local Memory Assessment
Service due to COVID-19, which caused a ninemonth backlog in appointments.

We were three members of staff down (in a
team of less than ten) which was tough, and
our two dementia advisors were run off their
feet. Between them they gave advice and counselling to over 100 people in May alone, on top
of running events for carers and attending
meetings with partner organisations.
We also had to adapt our initial service offer
and rather than go headlong back into our full
programme, we put on interim events to test
the water. Simple things like coffee mornings
to reconnect everyone and get them used to
meeting up face to face again. It was thanks
to our fantastic staff and their experience
and resilience that we were able to adapt so
quickly and carry on.
The stop and start nature of lock down has
been challenging to manage, not least when
it comes to the decision about whether to
temporarily suspend face to face services. I
was very mindful of the deterioration experienced by those with dementia due to
isolation and the lack of external stimulation.
We did our best to keep services going by
putting in place extra safeguards, but it
wasn’t easy when I heard that some other
charities were suspending their activities.

“

The stop and start nature
of lock down has been
challenging to manage, not least
when it comes to the decision
about whether to temporarily
suspend face to face services.”
I found not having a local charity CEO network a drawback as I would have dearly liked
to send a quick message to peers asking: ‘Do
you intend to close or keep going with extra

protocols in place?’ I think we operate in silos
too much in our sector but have been pleased
to hear there is interest in setting up a network
locally and will certainly help drive it.

“

We have local elections
coming up in May next year,
so the focus now is generating
some support and momentum
for the introduction of a
dementia strategy, something
that was previously promised
and paused due to COVID-19.”
So overall it’s been a bit of whirlwind. Thankfully we’re secure financially, so I’ve been able
to focus on our services and staffing (in the
knowledge I’ll be working with staff to produce a new fundraising strategy by the end
of the year). We have local elections coming up in May next year, so the focus now is
generating some support and momentum
for the introduction of a dementia strategy,
something that was previously promised and
paused due to COVID-19. So, it’ll be all handson deck to raise the profile of the charity and
the impact of dementia on the island so that
politicians plan for the island’s ageing population appropriately. Watch this space!

https://dementia.je
info@dementia.je
@Dementiajersey
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Living with dementia in Austria
– Angela Pototschnigg joins new
national dementia working group
In May 2021, a national working group of people with dementia
was founded in Austria. Angela Pototschnigg, member of the
European Working Group of People with Dementia tells us
more, with support from Johanna Püringer.
I am very pleased to announce that in May
2021 a working group of people with dementia was founded in Austria!
Gesundheit Österreich GmbH (GÖG) was commissioned by the Ministry of Social Affairs
in 2015 to develop and implement the Austrian Dementia Strategy “Living Well with
Dementia”. From the very beginning, Alzheimer Austria was keen to involve people
affected by dementia in order to implement
the dementia strategy in a realistic and
needs-oriented way. Now, the Ministry has
requested and commissioned the creation of
a working group for self-advocacy of people
with cognitive changes. The Scottish Working Group serves as a model.
Aims of the new group
The aim is to find out what we people with
cognitive changes need in order to lead their
lives as self-determined and inclusive as
possible. It is particularly important to me
that the results of our work are passed on
to decision-makers (e.g. in ministries, state
governments or social security).

“

Alzheimer Austria was
keen to involve people
affected by dementia in order
to implement the dementia
strategy in a realistic and
needs-oriented way. Now, the
Ministry has requested and
commissioned the creation of
a working group.”
able to give a little insight into their lives. It
was also important to agree on group rules
and how we want to work. The aim is to find
members from all over Austria, so video conferences seem very practical to save travelling.
Each person with dementia can involve a supporter who acts exclusively as our voice and
represents our interests.

The group will meet four times a year and
we all hope that this will soon be possible
on a personal level. However, recent developments concerning the corona pandemic
speak against this.... So far there have been
two virtual meetings, organised and moderated by Brigitte Juraszovich (GÖG).
The group meets for the first time
The first meeting in May was primarily for getting to know each other, all participants were

34 Dementia in Europe

Angela and Johanna

Participation in the working group is voluntary, unlimited in time and, unlike the
European Working Group of People with
Dementia (EWGPWD), not necessarily dependent on a diagnosis. Every member is entitled
to bring in his or her concerns. Conversation and exchange are very important to us,
contradictions are allowed and should be
addressed openly. Before each meeting, a
topic is agreed upon and the agenda is sent
to the members in advance by email. Minutes
are taken after each meeting and sent to us.
Then the first concerns were already collected:
y We want to work against the stereotypes
of dementia.
y We want to live self-determined for as long
as possible, inclusion and participation are
very important.
y It is important to emphasise the strengths
of each individual person and not the
deficits.
y For some of the word “dementia” is
degrading and stigmatising, we want a
sensitive language in how people talk to
and about us.
y We want to tell people about our lives and
share what can make life easier for people
with dementia.
y We want to maintain our scope in life
for a long time, that is why we need support from outside in the form of personal
assistance.
y We want to get our ideas out there and
become political. As a group, we have
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y

y

y

y

a better chance of implementing our
needs and demands than with individual examples.
Our commitment should lead to more
appreciation of people with dementia
and to less stigma.
We also want to reach people with memory problems who are not organised in
self-help groups. How can this be done?
We should be role models in how we deal
with this disease. We want to motivate
other people affected to be active again
and speak about their concerns.
For decades, other people have talked
about us, now we are speaking! That gives
us courage!

“

“

For decades, other people
have talked about us, now
we are speaking! That gives us
courage!”
In general, the digital world is a barrier. But
it’s also about illegible lettering (public
transport timetables are often printed far
too small), incomprehensible legal texts,
misleading pictograms, difficult-to-operate
water taps or toilet flushes, poor lighting,
missing grab bars and winding corridors.
In my opinion, both public service providers and businesses should take better care
that the facilities are really for “everyone”.

I mentioned how important it is to me to have
the possibility of personal assistant for a few
hours a week for my everyday life. I would
like to be able to choose this person by my
own, they should be trained, there should be
a good basis of trust, the chemistry between
the two of us must be right, and if possible
they should not change. Such an offer should
have to be created and financially supported.
For the next meeting, which is to take place in
autumn, a trialogue is planned, which means
that people with dementia, relatives and care
persons and a third group, which still has to
be selected, will meet. Suggestions for this
third group are for example:

We should be role models
in how we deal with this
disease. We want to motivate
other people affected to be
active again and speak about
their concerns.”

But also visits to doctors can be a big challenge
for us, because often the conversations take
place under a lot of time pressure, the doctors are not very trained in communicating
with us and sometimes not very empathetic.
In this stressful situation, we often forget to
ask important questions or do not understand
the answers, so we often lose courage.

y Doctors, nursing staff and health insurance companies
y Politicians
y Representatives of the transport
companies.

Especially in this introductory phase, I am
happy to be able to pass on the experience I
have gained in the EWGPWD, which is appreciated and perceived as helpful.

The descriptions of a member from day care
centers for people with dementia left me with
the impression that in care institutions more
emphasis is placed on the greatest possible
security than on supporting us in the things
that we can still do well ourselves and that
enrich our everyday life. From the point of
view of the enormously safety-focused
thinking, many things are not possible (e.g.
spending time outdoors), one is determined
by others through the home rules!

Looking to the future

Second meeting of the group focuses on
autonomy and self-reliance
Our second meeting took place on 30 June.
The topic this time was “autonomy and selfreliance”. After a short round of introductions,
we discussed the following questions:
“What does it mean for me to be independent?
Where is autonomy particularly important to
me?” and “What are barriers for me?”
We exchanged views on the supposed ease
of use of technical devices in banks, in public
transport and when checking in at the airport,
problems with key cards in hotels, the pitfalls
of coffee machines and drinks dispensers at
breakfast buffets. Many vending machines are
not self-explanatory, more customer orientation is needed! Banking transactions are often
difficult. Sometimes there are also websites
of public authorities that are not barrier-free,
for example, there are always problems with
mobile phone signatures.

Later, when we discussed what good support
means for us to live an independent and selfdetermined life, there were many answers:
y People (even strangers on the street) we
can ask and who will help us
y Having someone who makes you feel comfortable and who is devoted to you
y Mental stimulation is important (e.g. preparing for an interview)
y Realising that you can’t control everything
feels good sometimes
y User-friendly technical devices
y Children are very important for older people, one should include all age groups
y Feeling at home, being embedded in an
understanding environment.

In any case, I am waiting with great interest
for the next meeting of the group!

When I attend such meetings, I want to know
the objectives of these meetings and to make
sure that the results do not end up in a drawer
but are followed up. Too often in the past I have
had the feeling that what we say is heard, but
whether it is followed up on remains hidden
from me. I have learned from my supporter,
Johanna how important it is to ask!
I know that changes take time, but they are
absolutely necessary! In dealing with us and
in offers for us. I see a need for more individual and tailored support for our needs, even
in the area of care. The offers so far are mostly
made by people who work in the health care
system, but healthy people are not able to
understand what life with dementia feels like.
That’s why it is important to listen to us and
rethink some things. From my point of view,
there is still a lot to do!

“

It is important to listen
to us and rethink some
things. From my point of view,
there is still a lot to do!”
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Behind the headlines:
FDA approval of aducanumab
marks a watershed moment for the
Alzheimer’s disease community
Aducanumab has dominated the headlines since
the US Food and Drug Administration (FDA)
approved the drug earlier this year. In this article,
Dr Angela Bradshaw and Dr Cindy Birck, Project
Officers at Alzheimer Europe, discuss how the
FDA approved aducanumab, and map the
potential trajectory of the drug towards
regulatory approval in Europe.
consigned aducanumab to the growing list
of late-stage failures in the Alzheimer’s drug
development pipeline.

When Biogen and Eisai announced the decision to discontinue their Phase 3 trials of
aducanumab in March 2019, many viewed this
as a death knell for the drug. The EMERGE and
ENGAGE trials had been designed to evaluate
the safety and efficacy of aducanumab, an
antibody that clears amyloid plaques from
the brain. However, futility analyses indicated
that neither of the trials would meet their primary endpoint of slowing cognitive decline in
participants with mild cognitive impairment
or mild Alzheimer’s dementia. As a result, Biogen and Eisai pulled the plug on both trials.
At that point, few could have predicted that
aducanumab would be greenlighted by the
FDA two years later. Instead, many onlookers
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However, in July 2020 Biogen and Eisai reversed
course on their decision to halt the aducanumab programme, submitting aducanumab
for FDA approval after a new analysis showed
signs of clinical benefit for participants on the
highest treatment dose. In October 2020, the
FDA accepted the application. A month later,
aducanumab was discussed at a meeting of
the Peripheral and Central Nervous Systems
Drugs Advisory Committee, an independent
panel of experts tasked with evaluating the
clinical trial data. Following a six hour-long
meeting the Committee voted against recommending aducanumab for approval, citing the
conflicting clinical outcomes from EMERGE
and ENGAGE.
A first disease-modifying treatment for Alzheimer’s disease
Although the Advisory Committees support
the FDA in reaching decisions on drug approvals, the recommendations they provide are
non-binding. In the case of aducanumab,
the FDA chose to go against the Advisory
Committee recommendation, granting conditional approval on 7 June 2021. As a drug
that targets the underlying causes of Alzheimer’s disease, aducanumab is a first-in-class

treatment for a progressive, incurable disease that affects almost 25 million people
worldwide. As such, the FDA approval of aducanumab represents a watershed moment for
the Alzheimer’s disease community.
To understand the FDA’s decision to approve
aducanumab, it is important to consider
the approval pathway that was followed.
This takes us back to September 2016, when
aducanumab was granted Fast Track designation by the FDA. The Fast Track programme
was created to expedite the development of
drugs to treat serious conditions and fill an
unmet medical need. Being on the FDA Fast
Track opened a number of doors to Biogen
and Eisai: they were able to meet more frequently with the FDA to obtain advice and,
crucially, aducanumab became eligible for Priority Review and Accelerated Approval.
The Accelerated Approval Pathway was established by the FDA in 1992, to meet a desperate
need for drugs that could treat HIV/AIDS. This
pathway allows the FDA to approve drugs for
serious conditions based on surrogate endpoints; endpoints that don’t measure the
clinical benefit of primary interest, but are
still expected to predict or correlate with clinical benefit. Accelerated Approval also requires
extensive post-marketing trials, to verify and
confirm that the approved drug confers clinical benefit.
From the Fast Track to Accelerated Approval:
amyloid takes centre stage
However, when aducanumab was granted
Fast Track designation in 2016, there were no
validated, surrogate endpoints for Alzheimer’s disease trials. Research statements
published by the FDA and the National Institute on Aging and Alzheimer’s Association
(NIA-AA) in 2018 identified a vital role for biomarkers and redefined Alzheimer’s disease
based on biological changes in the brain,
rather than cognitive symptoms. Together,
these statements paved the way for drug
developers to use biomarkers such as amyloid
plaque burden as criteria for trial enrolment
and, potentially, as surrogate endpoints.
Fast forward to July 2020 and the submission
of aducanumab for FDA approval. Thanks to
aducanumab’s Fast Track designation, Biogen and Eisai were able to request Priority
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Review for the drug, reducing the review timeframe to 4–6 months. In June 2021, rather than
approving aducanumab under standard conditions, the FDA instead used the Accelerated
Approval pathway, placing more weight on
the observed amyloid plaque reduction (a
surrogate endpoint in the trials) than on the
unclear evidence of cognitive benefit. Concluding her announcement of the news,
Patrizia Cavazzoni (Director of the FDA Center
for Drug Evaluation and Research) stated:
“Although the aducanumab data are complicated with respect to its clinical benefits,
FDA has determined that there is substantial
evidence that [aducanumab] reduces amyloid plaques…and that the reduction in these
plaques is reasonably likely to predict important benefit to patients.”
Biogen and Eisai now have until 2029 to
complete a Phase 4, post-marketing study
to establish that the clearance of amyloid
plaques by aducanumab is accompanied by
a reduction in cognitive decline. If they cannot verify clinical benefit, the FDA can take
steps to remove the drug from the market.
When will US patients be able to access
aducanumab?
Although aducanumab obtained FDA
approval in June, initial sales have been slow,
in part because insurance coverage is still
being sorted out. Patients on federal insurance programmes will have to wait until the
US Center for Medicare and Medicaid Services
(CMS) has completed a national coverage
determination process for aducanumab. This
process is likely to last around nine months,
and will take into consideration the clinical
evidence, benefits and risks for a drug that
Biogen has priced at USD 56,000 per annum.
Adding further complexity to the CMS process are the mode of administration and
potential side effects of aducanumab, which
is delivered by monthly intravenous infusions and requires regular brain scans to
check for microbleeds, a side-effect that
occurred in around a third of trial participants receiving high-dose aducanumab.
Until the coverage determination process is
complete, the gatekeepers controlling access
to aducanumab are local health insurance
contractors (which will decide whether to

reimburse treatment costs on a case-by-case
basis) and, ultimately, clinicians, who will
decide whether or not to prescribe the drug.
Navigating the European regulatory system
Meanwhile, aducanumab is under review at
the European Medicines Agency (EMA), following submission by Biogen in October
2020. A standard EMA assessment can take
up to 210 “active” days, during which EMA
experts will evaluate the evidence provided by
Biogen in support of its marketing authorisation application, in consultation with expert
stakeholders. If the EMA issues a favourable
opinion on aducanumab, the European Commission can grant a centralised marketing
authorisation, which would allow Biogen to
market aducanumab in all EU Member States
for a period of five years.
The EMA follows a well-defined regulatory
pathway for drugs such as aducanumab. The
panel responsible for evaluating aducanumab
is the Committee for Medicinal Products
for Human Use (CHMP) which meets on a
monthly basis. According to minutes published on the EMA website, aducanumab was
discussed at two CHMP meetings, held in February and July 2021. A third meeting is planned
where the CHMP will discuss the finalised
assessment report and adopt a consensus
or majority opinion on the application, recommending whether or not aducanumab
should be granted a marketing authorisation and, if so, under what conditions. It is
anticipated that the EMA will reach a decision
by the end of 2021, or early in 2022. Similar

to the FDA, the European regulator may ask
for additional data to be provided following
approval, for example, by imposing postauthorisation safety studies. Even if the EMA
returns a favourable opinion later this year,
Biogen will still have to navigate the health
technology assessment and reimbursement
rules of individual Member States.
It is now up to EMA experts to determine
whether there is sufficient evidence to
approve aducanumab for European patients
with mild cognitive impairment or mild Alzheimer’s dementia. Beyond questions of
drug efficacy and safety, however, there are
also important societal issues that need
to be addressed, to ensure that patients
have timely, appropriate and equitable
access to innovative treatments like aducanumab, regardless of their socio-economic
background, insurance status, or place of residence. Treatments that might benefit people
with more advanced Alzheimer’s disease are
also sorely lacking, as are support and care
services that can help people live well with
dementia at all stages of the disease.
The approval of aducanumab may represent
a historic moment for the Alzheimer’s disease community, but there is still much more
work to be done.
More information on aducanumab can be
found on the FDA website, here:
https://www.fda.gov/drugs/postmarket-drugsafety-information-patients-and-providers/
aducanumab-marketed-aduhelm-information
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Jason Karlawish’s new book
examines “The Problem of
Alzheimer’s: How Science,
Culture, and Politics Turned a
Rare Disease Into a Crisis and
What We Can Do About It”
Dr Jason Karlawish, co-director of the Penn Memory Center at
the University of Pennsylvania in Philadelphia, USA, spoke to
Alzheimer Europe about his new book, which takes us inside
laboratories, the homes of people living with dementia,
carers’ support groups, progressive care communities, and
Dr Karlawish’s own practice at the Penn Memory Center.
Why and when did you decide to write “The
Problem of Alzheimer’s: How Science, Culture and Politics Turned a Rare Disease into
a Crisis and What We Can Do About It”, and
to take such a unique approach, combining
your areas of expertise as a researcher, medical doctor, ethicist and storyteller?
For many, many years, more than ten, I’d been
turning over the idea of “a book about Alzheimer’s.” About five years ago, I started writing
in earnest. The stories of my patients got me
going. I noticed something. My clinic notes
were becoming more and more vivid, sort of
sketches of stories. Each story was quite ordinary and deeply personal and unique, but I
began to perceive something common: all
were morally intense. They were stories about
people struggling to live with a disease that
early and relentlessly chips away at the very
foundations of personhood: identity, privacy
and ability to self-determine one’s life.
Alzheimer’s, I came to see, is a disease of a
cherished but, in the arc of human history,
a relatively young value. That is the value of
autonomy. Not until the mid of the last century did most cultures come to accept that all
adults ought to be allowed to determine their
selves, to become a person. Matters of status
such as wealth or birth order, or categories
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such as gender or race should not influence
a person’s right to live as he or she chooses.
Alzheimer’s takes this away. That’s what my
patients and their caregivers were telling me.
The doctor listened, the writer wrote and the
ethicist analysed.
I also came to understand how I was practicing medicine in a revolutionary time. What my
colleagues and I called Alzheimer’s disease and
understood as a clinical disease was undergoing a revision. A person’s signs and symptoms
– those stories of troubles with memory that
cause problems with everyday life – they were
no longer the foundation of the definition of
the disease. Instead, the disease was being
redefined by the seemingly objective measures
of pathophysiology we call biomarkers.

Jason Karlawish

problems and living at the risk for developing those problems. The full narrative of
the book came together when I realised the
essential role of society in determining what
this disease is and how we care for patients.
The lives of patients and their caregivers are
determined by the exercise of power and
persuasion, or, in a word, politics. History
shows how all too often, politics amplified
their sufferings and losses. Simply put, the
story of the 20th century is how science and
culture turned what was once a rare disease
into a very common disease, and then, quite
quickly, politics made it a crisis.
You draw on the experiences of your
patients and their families, sharing their
struggles. Why was this important to you
and were there any of their stories which
particularly marked you?

The full narrative of the
book came together when
I realised the essential role of
society in determining what this
disease is and how we care for
patients.”

I’m drawn to stories because they make sense
of the myriad of sometimes contradictory
facts. The stories that particularly marked me
were those of persons who struggled to receive
a coherent answer to a very simple question:
“Doctor, what’s wrong with me?” In medicine,
we say they are seeking a diagnosis. And then
there were the stories of persons struggling to
find care. They begin with challenges as fundamental as lacking even a language to talk
about what they need and why they need it.

I wanted to tell this story. I wanted to show
how it would transform how we live with
and make sense of disabling cognitive

When I explain to a caregiver how a person
living with dementia needs a day that is safe,
social and engaged, and how a caregiver is the

“
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person whose job is to do this morally intense
work, most have an eye opening moment.
“That is me. That’s what I’m trying to do!”
Telling these stories in a sense gives them a
voice. It shows those who are not caregivers
or patients how real is this crisis.
As well as these personal testimonials of
living with dementia, you also include a
number of interviews with leaders in the
field, particularly from the Alzheimer’s
Association. What were some of the most
important things you learned from them?
I learned how committed, passionate, even
angry people had to settle down and make
tough choices. They had to be willing to compromise and sometimes, in order to move
forward, to pick the best of the worst options.
That was the case when the founders of the
organisation that would come to be called
the Alzheimer’s Association disagreed over
what to name their organisation.
Their disagreement reflected an enduring
tension over the answer to two questions
“Whom do we serve, the patients, their caregivers, both?” and “Is our focus all persons
with dementia or only persons with one of the
more common diseases that causes dementia, specifically Alzheimer’s?” In other words,
is this organisation focused on the problem of
dementia or the problem of Alzheimer’s? For
much of the last quarter of the 20th century,
the Association struggled to gain America’s
attention. They faced notable obstacles.
One was the controversy over the size of this
problem, over the count of how many people have Alzheimer’s disease. This number is
critical to set the stage and command attention and resources. Obviously, the bigger the
number, the more attention you command.
In 1990, the Association issued a public service announcement, delivered by Walter
Cronkite, the nation’s most trusted reporter.
He explained 4 million people had Alzheimer’s disease. This number was however in
dispute. Many scientists argued the number
was much lower. This disagreement spilled
over into Washington, DC. Policymakers complained that if we can’t decide how big is the
problem of Alzheimer’s disease, how are we
supposed to know what to do.

“

I’m drawn to stories
because they make sense
of the myriad of sometimes
contradictory facts.”
Another obstacle was their struggle to
convince Congress to support the expansion of Medicare to include long term care
social insurance. The Association almost
succeeded but ultimately they failed. The
problem was that in 1980, at the same time
they got started as an organisation, Ronald
Reagan was elected president. The Reagan
Revolution began. By the close of the century,
expanding social insurance programmes was
simply a political nonstarter in the Republican
party. By the beginning of the 21st century, the
Association had learned lots of lessons about
American politics. I dug deep into the history that led up to the passage of America’s
National Alzheimer’s Project Act. This story
reads like a master game of chess.
The book looks to the history of Alzheimer’s
disease, to help explain its present. Can you
tell us a bit more about this progression and
about how you hope things will develop in
the future?
The history of Alzheimer’s can be summed
up as the story of how science and culture
turned a rare disease into a common one.
Scientists saw the amyloid plaques, tau
tangles and loss of neurons, and culture promoted the ethic of respect for autonomy.
Together, they worked to transform the idea
that an older adult with dementia was suffering from extreme aging, or senility, and
so something medicine didn’t care about,
into a disease called Alzheimer’s disease.

“

Can we, who care deeply
about persons living with
dementia or who are caring
for them, muster our nation’s
collective will to come together
and support science and the
social policies needed to care
for the millions of persons living
with dementia?”

Medicine now cared. But then politics turned
the care of persons living with the disease
into a crisis.
I came to see the seeds of this story in the early
20th century. The more I studied that time, the
more I cast aside what I thought was the truth.
I came to recognise how what happened at
that very particular time and place amongst
a small cadre of men (nearly all were men) was
a story of science colliding with larger extrascientific events, with politics.
Alois Alzheimer and his colleagues such
as Max Bielschowsky, Oskar Fischer, Emil
Kraepelin, and Franz Nissl were all German or of German culture. German was
their language. The research and care they
did unfolded in that milieu. And then it all
fell apart as Germany fell apart. Beginning
in 1914 with the Great War, and in its aftermath, painfully over some three decades,
economic and social collapse led to the rise
of vicious national socialism, anti-semitism,
and anti-liberalism. World Word II was the
awful conclusion.
The effect of all of this was to crush the
German-based science Alzheimer and his
colleagues were doing. They lost essential
resources such as asylums where they could
diagnose, treat and study patients, the funds
for research, and, in the case of Fischer, their
careers and lives.
Dementia in Europe 39
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In 1919, just two years after his promotion to
Associate Professor at the German University
in Prague, Oskar Fischer was denied tenure.
The reason was not his academic skills but his
religion. He was Jewish. His research ceased.
In 1923, as he was campaigning for the German Democratic Liberal Party, anti-semites
assaulted him. Sixteen year later, the Nazis
occupied Prague, and Fischer’s lectureship
was revoked. In 1941, he was imprisoned by
the Gestapo at the notorious Theresienstadt
prison. One year later, he was tortured to death.
One of the champions of the work of Alzheimer
was Emil Kraepelin. In his 1919 essay, “Psychiatric observations on contemporary issues,” he
wrote “a great misfortune has befallen us.” He
assigned blame to people whose unchecked
“primal dispositions” caused mass hysteria.
He singled out the Jews.
When I read that, I nearly wept. This is how
a field is ruined and also ruins itself. Now
in the 21st century, history is not repeating
itself (it never does) but it is recasting the
early 20th century themes. Can we, who care
deeply about persons living with dementia or who are caring for them, muster our
nation’s collective will to come together
and support science and the social policies
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needed to care for the millions of persons living with dementia? We do this in the face of
challenges such as refugees from collapsing
nations, climate change, a decline in family
size and so a dearth of “informal caregivers,”
and a global pandemic. Some liberal democracies have embraced harsh nationalism and
politicians who promote policies that undermine our confidence in science and its ability
to help us solve our problems.
You also explore national policies (and the
lack of them) in the US throughout the last
century, and how they impacted progress
in research and care. From your perspective,
what are the most important areas for policymakers (in the US and overseas) to focus
on, to improve the situation for people with
dementia and their families?
We have made spectacular progress in understanding how the pathologies that cause
dementia unfold in a person’s brain and we’re
making impressive progress discovering therapies that target some of those pathologies.
Someday, perhaps soon, clinicians will have
treatments that can slow the pace of some
of these diseases. But policymakers need to
attend to a simple fact. We’re not going to drug
our way out of the problem of Alzheimer’s (as

“

It is simply unacceptable
that families are left to figure
these things out on their own,
and, once they do, pay and pay
and pay until there is nothing left.”
well as Lewy Body Disease, Frontotemporal
Lobar Disease, TDP-43, vascular disease, and
so on). These diseases are like cancer or heart
disease. They are complex.
So what should they do? Policymakers need to
focus on how their nation can deliver fair and
equitable care to persons living with disabling
cognitive impairments and their caregivers.
This means providing access to quality long
term care services and supports. This needs to
serve two groups: persons who are at risk for
disability who must plan for care and also for
persons who are living along the continuum of
disability. It is simply unacceptable that families are left to figure these things out on their
own, and, once they do, pay and pay and pay
until there is nothing left and so welfare steps
in, or the person has died. It is simply unacceptable that stigmas crush their well-being and
subject them to discrimination in the workplace and community.
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Federazione Alzheimer Italia
launches new dementia friendly
initiatives website and awareness
campaign
Coinciding with World Alzheimer Month, Federazione
Alzheimer Italia (FAI) has launched a new website providing
a repository of resources for dementia friendly initiatives, as
well as launching a new national awareness raising campaign.
In this article, Mario Possenti, Secretary General of FAI shares
details about the new website and campaign.
Mario Possenti, Secretary General, Federazione Alzheimer Italia

New website on dementia friendly initiatives
Federazione Alzheimer Italia (FAI) has recently
inaugurated the website https://www.dementiafriendly.it/ which is the first Italian website
created with the aim of allowing more people to learn about dementia and provide
a consistently updated guide containing

information and practical tools to carry out
dementia friendly initiatives.
This virtual platform adds to the project of
Dementia Friendly Communities (DFCs),
“Comunità amiche delle persone con

demenza”, which was launched in Italy in
2016. This programme had the aim of creating
a network of informed citizens able to relate to
people with dementia and make them feel at
ease in their communities, as well as initiating a process of social change whereby people

The homepage of the new dementiafriendly.it website
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with dementia can feel completely welcomed
and included. In Italy there are already 34 districts, towns and cities that have accepted the
invitation of FAI and the new website intends
to be a unique place where the DFCs which
are active throughout the Italian territory, can
initiate an exchange of experiences and good
practices that encourage more people to get
involved and better understand what it means
to live with dementia, to help build a more
inclusive society.

become a Dementia Friend, “Amico delle persone con demenza” and demonstrate how
knowledge and proximity can concretely support people living with the condition. The
web-user is prompted to find out the concrete
steps they can take, starting with information
on what it means to be a Dementia Friend

and how can become one through the training course available directly on the website.
Finally, it is possible to take a test to discover
one’s knowledge about dementia and receive
a certificate that demonstrates the commitment to become Dementia Friend.

The website has been structured to be able
to grow and become a real web portal with
news and updates on initiatives that aim to
make society more inclusive. The ultimate
goal is to bring about social change that
brings people with dementia back to the
centre of community life.
Overview of website
The website provides information and allows
people to increase their knowledge of dementia: what it is, what are the most common
symptoms and guidance for keeping one’s
mind trained. One section illustrates the
Dementia Friendly Communities project: its
conception, the path necessary to join the
initiative, some examples of national and
international projects and an interactive map
showing the 34 communities already present
in Italy. This is followed by a section which
provides information and practical suggestions to create an inclusive community and
advises on how to involve one’s network of
acquaintances to use more inclusive ideas
and places for people with dementia.

Stories of lived experience and examples have been included on the website

In addition, there is a section entirely dedicated to the stories of the communities, told
through the first-person voices of volunteers,
shopkeepers, representatives of the institutions and the police, teachers and students
who, with passion and commitment, have
carried out, after having had proper training,
initiatives and projects of inclusion for people with dementia.
Training
The site also aims to be a real training course
that, addressing the main medical and behavioural issues, explains how everyone can

42 Dementia in Europe

Online training and videos have been uploaded onto the dementia friendly website
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National campaign – Non dimenticarti di volermi bene
In addition to the launch of the website, FAI
has inaugurated a national campaign on the
occasion of the World Alzheimer’s Month. The
“Do not forget to love me” (“Non dimenticarti
di volermi bene”) campaign was launched
on 6 September 2021 with the aim of raising awareness and encouraging more people
to become Dementia Friends. The campaign
also aims raise awareness and inform citizens
about dementia, in order to break down the
stigma that surrounds the condition and create a more inclusive society for people living
with dementia and for their families.
The initiative stems from the will to go back
to talking about friendship and closeness following the COVID-19 pandemic, during which
social relations and the attention of society
has not been focused on the inclusion of
people with dementia. To achieve this, it has
been necessary to think of a media campaign
aimed at the entire population.
Thanks to FAI’s meeting with Lorenzo Baglioni, a singer-songwriter from Florence, a
collaboration was born that led the idea of
communicating to everyone the importance

of not forgetting people with dementia. Lorenzo wrote a new song titled “Don’t forget to
love me”(“Non dimenticarti di volermi bene”)
and involved Paolo Ruffini, a famous Italian
actor. Together, they sang this song and produced a video to raise public awareness and
involve as many people as possible in becoming Dementia Friends. The two artists chose
to donate the song to FAI; from this gesture,
the campaign entitled #Nontiscordaredivolermibene was born.
Lorenzo Baglioni explained how the song
came about was born: “My brother Michele
and I wrote ‘Non dimenticare di volermi bene’
starting from our experience and our emotions: in fact, in our family we have to deal
closely with dementia. Our greatest hope is
that more and more people, listening to this
song, understand how important it is to learn
about the disease and to work to fight the
loneliness and stigma that often surround
those with dementia and their families, truly
becoming Dementia Friends”.
The song explores the process of memory loss
that affects a person with dementia, leading

them to forget the faces of the people who
have always been close to them, but at the
same time telling how love and closeness can
help to face difficult situations, such as the
process of dementia.
“Music is fundamental in the emotional relationship between the person with dementia
and his past because it helps to awaken memories and emotions that the disease tends
to keep hidden. The first time I listened to
‘Non dimenticarti di volermi bene’ I was very
impressed by the delicacy with which it talks
about the progressive loss of memory and
how to find a way to continue speaking to
the heart of the person with dementia. We are
therefore extremely happy that these artists
have decided to be by our side by becoming Dementia Friends and inviting, with their
concrete example, more and more people to
be so” commented Gabriella Salvini Porro,
President of FAI.
The campaign’s call to action goes beyond
using the song and directs the audience to
visit the website https://www.nontiscordare.
org/ (meaning “donotforget”) which contains
information on dementia, and from there, it is
possible to start a training course (video and
text) to become a Dementia Friend.
“Non dimenticarti di volermi bene” has
achieved great success on social media,
thanks to a massive online presence and a
series of influencers who have joined forces,
and during World Alzheimer’s Day. In addition, the song and campaign were also shown
on national public television (RAI), reaching
millions of people.
While it is still too early to take stock of the
impact of these initiatives on our community,
what is certain is that many people who did
not know about dementia have been involved
and have been able to deepen their understanding of “living with dementia”. This is
certainly a great achievement and represents
a success in the fight against the stigma that
sadly still surrounds dementia.

The song for the campaign can be found on the nondimenticare.org website
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“Towards a Dementia Strategy
in Lithuania”: an initiative that
led to founding the national
association Dementia Lithuania
Lithuania is one of few countries in the European Union
without a national dementia plan. Dementia-related services
are concentrated around patient care, and social care and
support is fragmented. To help move things forward, Dementia
Lithuania was formed in early 2021, aiming to represent
people living with dementia and their carers, locally and
internationally. We spoke to Ieva Petkutė, who heads this
new association.
By 2021, Lithuania was one of the countries
that until this year didn’t have an organisation that would be taking responsibility
to represent and advocate for people living
with dementia and their carers nationally and
within the international context. As a result,
the voice of people living with dementia
hasn’t been represented to decision makers
in any area of public life.
Similarly, as in most European countries, the
rapid demographic changes and the epidemiological patterns Lithuania is facing are
indicative of a looming crisis, as the number
of people living with dementia will increase
significantly. Nevertheless, dementia hasn’t
been a public health priority in Lithuania,
which is among the minority of countries in
the European Union without a national
dementia strategy.

“

There is a significant lack of
specific knowledge related
to dementia in social, nursing,
medical and home care sectors.”
Only in 2008 severe dementia was officially
recognised by general practitioners as a special need. There is a significant lack of specific
knowledge related to dementia in social,
nursing, medical and home care sectors.
44 Dementia in Europe

Dementia related services are concentrated
around clinical aspects of the condition, while
social care and support is prominently fragmented. As most of the services provided
are public, the adequacy and accessibility
of services for people living with dementia
is limited with nearly no chances to participate in social activity. There have been no
psychological support mechanism or special
provisions to support carers, with just a very
few NGOs providing counselling services for
people living with dementia and their carers.
Project “Towards the Dementia Strategy:
situation analysis and public awareness”
as a key factor teaming cross-disciplinary
group of experts
In this context, Ieva Petkutė, Senior Fellow of
the Global Brain Health Institute (GBHI), artistic
researcher/creative director at the NGO “Socialiniai meno projektai”, which is pioneering and
developing access to arts for socially excluded
groups, as well as people with dementia and
their carers, teamed up professionals from different sectors (education, public health, health
and social care, health policy) to implement the
project “Towards a Dementia Strategy: Situation Analysis and Public Awareness” (financed
by the EEA Grants 2014–2021 through the Active
Citizens Fund). The project, which is being
implemented in 2021–2023, aims advance
the national dementia strategy development

Ieva Petkutė

and dementia advocacy by reaching objectives
outlined by the World Health Organization: 1)
To undertake a situation analysis; 2) To create recommendations for dementia strategy
development; 3) To raise awareness around
dementia in Lithuania.
In this project researchers Prof. Jūratė
Macijauskienė and Dr Greta Pšemeneckienė
will lead multimodal dementia situation
analysis focused on dementia policy, dementia services assessment and epidemiological
analysis. It is projected that the initiative will
include Ieva Petkutė who led Community
Based Participatory Research “Photovoice”,
which, by strengthening the carers of people
with dementia community development in
Lithuania, will offer a framework for them to
have a leading role in developing recommendations for dementia policies. In this process
two core collaborations with Kaunas Alzheimer Club and Klaipėda Region Alzheimer Club
“Atmena” are established.

“

The initiative will draw
attention to the need
to support and improve the
professional skills, development
and well-being of carers of
people living with dementia.”
The initiative will also draw attention to
the need to support and improve the professional skills, development and well-being
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of carers of people living with dementia. “We
have to take care of the health and wellbeing of both, people living with dementia
and their carers, holistically via cross-sectorial collaborations and methods,” says Dr
Simona Karpavičiūtė, who will lead efforts
in this perspective.
The project will include close coordination
with the Ministry of Health of the Republic of
Lithuania, and involve consultations with Alzheimer’s Disease International. Partners: the
Lithuanian University of Health Sciences, Lithuanian Sports University, Klaipėda region
Alzheimer’s community “Atmena”, Kaunas
Alzheimer Club.
Founding of the association Dementia
Lithuania
From very early on there was an expectation
that the project was preparing the ground for
a long lasting impact, thus it needed to have
a partner that could ensure the sustainability
of the project results and momentum created
to support the well-being of people living with
dementia and their carers: “I hope that collective efforts will help to improve the quality
of life of the people living with dementia and
their carers, so that they could live a fulfilled
life as long as possible” says Vida Ona Danienė,
the lead of Kaunas Alzheimer Club.
In the beginning of 2021 the national dementia association Dementia Lithuania was
founded. The aim of this new organisation is
to advocate for the rights of people living
with dementia and their family members and
to promote a holistic approach towards their
health and well-being.

“

The aim of this new
organisation is to advocate
for the rights of people living
with dementia and their family
members and to promote a
holistic approach towards their
health and well-being.”
The association has started its work by developing an information platform for the carers to
provide trustworthy information. People from

all over Lithuania and even outside are joining
the association and after just a few months of
work it already has nearly 100 members.
Launch of first Alzheimer Month
This year we are launching our first Alzheimer
Month programme, which includes a range of
events. The highlight of the programme is the
conference “Dementia as a Public Health Priority: Early Diagnosis”. The event, which is
co-organised with the Lithuanian Health Sciences University is focused on exploring the
clinical and psychosocial barriers that contribute to low rate or considerably delayed
diagnosis of dementia in Lithuania. The conference will include representatives from
Dementia Lithuania, the Lithuanian Health Sciences University, Kaunas public health office,
the Ministry of health of the Republic of Lithuania, the Lithuanian Sports University.
Alzheimer’s Disease International, which aims
this year to highlight the theme of timely diagnosis, will give a video welcome in the event.

“

People from all over
Lithuania and even outside
are joining the association and
after just a few months of work it
already has nearly 100 members.”
Additionally, the programme will include the
following events: public discussion session
“Dementia – what is it” with a neurologist Dr
Greta Pšemeneckiene; discussion event “Physical activity, sport and reducing the risk of
dementia” with Prof. Michael Hornberger and
the experts of the Lithuanian Sports University
– Aida Gaižauskienė, Dr Kristina Visagurskienė,
Dr Diana Rėklaiteinė, Dr Vida Ostasevičienė.
There will be considerable attention given
to explore community-arts initiatives: the
events “Museums and Alzheimer’s: Meet a
New Audience” with Cristina Bucci, the lead of
the Alzheimer Museums network in Tuscany,
Eglė Nedzinskaitė, the Curator of Education
programmes at the National Gallery of Art;
Fabijoniškių Alzheimer Day Centre Lead Rūta
Pagojienė; Discussion “Dance and Dementia:
A Creative Process for Well-Being and Service
Quality” with Magda Kaczmarska – dancer
and the Senior Fellow at the GBHI; Milda

Šeduikienė, medical professional, and other
experts from Lithuania and elsewhere.
For the first time we’re organising a Memory walk, which will open a space develop
community spirit, share time and also to
explore the stories/experiences of people
through the human library approach. There
will be a number of building lit in blue
light to highlight the Alzheimer month. In
addition, there will be a number of social
campaigns, among which: social media
campaign “Why should we talk about
dementia?” involving dementia experts and
people with lived experience sharing their
reflections about why we should all know
about it. The National Gallery of Arts is leading a social media campaign “Blue Message”,
which invites museums, cultural organisations and people from all backgrounds to
explore more about dementia by sharing the
“blue colour message”.
The association Dementia Lithuania and
its activities are implemented in close collaboration with the NGO “Socialiniai meno
projektai”, the Ministry of Health of the
Republic of Lithuania, the Lithuanian University of Health Sciences, the Lithuanian Sports
University, the Klaipėda region Alzheimer’s
community “Atmena”, Kaunas Alzheimer
Club, The Lithuanian Public Broadcaster, Lithuanian Radio and Television, and Alzheimer’s
Disease International. The initiatives are supported by the EEA Grants 2014–2021 through
the Active Citizens Fund, the Vilnius City
Municipality, the Ministry of Culture of the
Republic of Lithuania, The Lithuanian Council
for Culture, and The Tiltas Trust.

https://demencijalietuvoje.org/
@demencijalietuvoje
@Dementia_Lithuania
@DementiaLt
dementia_lithuania
info@demencijalietuvoje.org

Dementia in Europe 45

BOSNIA & HERZEGOVINA - SARAJEVO
Udruženje AiR
BOSNIA & HERZEGOVINA - SARAJEVO
Udruženje AiR
BULGARIA – SOFIA
Alzheimer Bulgaria
BULGARIA – SOFIA
Alzheimer Bulgaria
BULGARIA - VARNA
Foundation Compassion Alzheimer
BULGARIA - VARNA
Foundation Compassion Alzheimer
CROATIA – ZAGREB
Alzheimer Croatia
CROATIA – ZAGREB
Alzheimer Croatia
CYPRUS – LARNACA
Pancyprian Alzheimer Association
CYPRUS – LARNACA
Pancyprian Alzheimer Association
CZECH REPUBLIC – PRAGUE
Czech Alzheimer’s Society
CZECH REPUBLIC – PRAGUE
Czech Alzheimer’s Society
DENMARK – HELLERUP
Alzheimerforeningen
DENMARK – HELLERUP
Alzheimerforeningen
FINLAND – HELSINKI
Muistiliitto
FINLAND – HELSINKI
Muistiliitto
FRANCE – PARIS
Association France Alzheimer
FRANCE – PARIS
Alzheimer Europe Members
Association France Alzheimer
GERMANY – BERLIN
Deutsche Alzheimer Gesellschaft e.V.
Alzheimer
GERMANY
– BERLIN Europe Members
Deutsche Alzheimer Gesellschaft e.V.
GREECE – THESSALONIKI
HUNGARY
PanhellenicAlzheimer
Federation
of Alzheimer’s
Hungarian
Society
Alzheimer
Europe
Members
GREECE
– THESSALONIKI
and
Related Disorders
HUNGARY Disease
– BUDAPEST
Alzheimer
Europe
Members
Panhellenic Federation of Alzheimer’s
Social Cluster
Association
GREECE – THESSALONIKI
ICELANDand
- REYKJAVIK
Disease
Related Disorders
Panhellenic
of Alzheimer’s
HUNGARY
–Federation
BUDAPEST
The
Alzheimer’s
Association
of Iceland
Social Cluster
Association
Disease
and Related
Disorders

Our members are helping
are helping
people Our
withmembers
dementia
and their
people
with dementia
and their
Our
are helping
carers in
33members
countries

carers in
34 countries
people
with
dementia and their
Our
members
are helping
helping
Our
members
are
carers
in 32 countries
people with
with dementia
dementia and
and their
their
people
Alzheimer Europe Members
carers in
in 32
32 countries
countries
carers

AUSTRIA – VIENNA
Alzheimer Austria

ALBANIA
ALBANIA – TIRANA
ALBANIA
AlzheimerAlbania
Albania
Alzheimer
Albania
Alzheimer
AUSTRIA – VIENNA
Alzheimer Austria

HUNGARY

BELGIUM – BRUSSELS Hungarian Alzheimer Society
BELGIUM
BRUSSELS
Ligue Nationale Alzheimer
Liga––– VIENNA
AUSTRIA
VIENNA
AUSTRIA

ICELAND – REYKJAVIK
IRELAND
DUBLIN
ICELAND –-- REYKJAVIK
REYKJAVIK
Alzheimer ICELAND
Iceland
ICELAND
- REYKJAVIK

BULGARIA – SOFIA
Alzheimer Bulgaria

IRELAND – DUBLIN
ISRAEL
– RAMAT
GAN
IRELAND
– DUBLIN
DUBLIN
IRELAND
IRELAND
–––DUBLIN
The Alzheimer
Society
of
IrelandIreland of
IRELAND
DUBLIN
EMDA
– The
Alzheimer’s
The Alzheimer
Society ofAssociation

AUSTRIA
–Austria
VIENNA
Ligue
Nationale
Alzheimer Liga
Alzheimer
Alzheimer
Austria
Alzheimer Austria

CROATIA – ZAGREB
Alzheimer Croatia

BOSNIA
- SARAJEVO
BELGIUM&––HERZEGOVINA
BRUSSELS
BELGIUM
BRUSSELS
BELGIUM
–AiR
BRUSSELS
Udruženje
Ligue Nationale
Nationale
Alzheimer Liga
Liga
Ligue
Alzheimer
Ligue Nationale Alzheimer Liga
BULGARIA
– SOFIA
BOSNIA &
& HERZEGOVINA
HERZEGOVINA
SARAJEVO
BOSNIA
-- SARAJEVO
BOSNIA
& Bulgaria
HERZEGOVINA
- SARAJEVO
Alzheimer
Udruženje
AiR
Udruženje
AiR
Udruženje AiR

ICELAND
- REYKJAVIK
The Alzheimer’s
Alzheimer
Society
of Ireland
Alzheimer’s
Association
of Iceland
Iceland
The
Association
of
The
TheAlzheimer’s
Alzheimer’sAssociation
Associationof
ofIceland
Iceland

TheAlzheimer
Alzheimer Societyof
of Ireland
The
The
AlzheimerSociety
Society ofIreland
Ireland
Israel

ISRAELSABA
– RAMAT
RAMAT GAN
GAN
ISRAEL – KEFAR
ISRAEL
ISRAEL
––RAMAT
GAN
ISRAEL
RAMAT
GAN Association of
ITALY
––MILAN
EMDA
The
Alzheimer’s
EMDA
The
Alzheimer’s
Association of
EMDA – The
Alzheimer’s
Association
EMDA
–––The
Alzheimer’s
Association
EMDA
The
Alzheimer’s
Associationof
of
Federazione
Alzheimer Italia
Israel
Israel
of Israel Israel

ISRAEL – RAMAT GAN
EMDA – The Alzheimer’s Association of
ISRAEL – RAMAT GAN
Israel
EMDA – The Alzheimer’s Association of
Israel
ITALY – MILAN
Federazione Alzheimer Italia
ITALY – MILAN
Federazione Alzheimer Italia
ITALY – ROME
Alzheimer Uniti Onlus
ITALY – ROME
Alzheimer Uniti Onlus
JERSEY – ST HELIER
Jersey Alzheimer’s Association
JERSEY – ST HELIER
Jersey Alzheimer’s Association
LUXEMBOURG – LUXEMBOURG
Association Luxembourg Alzheimer
LUXEMBOURG – LUXEMBOURG
Association Luxembourg Alzheimer
MALTA – MSIDA
Malta Dementia Society
MALTA – MSIDA
Malta Dementia Society
MONACO – MONTE-CARLO
AMPA - Association Monégasque pour
MONACO
– MONTE-CARLO
la
recherche
sur la maladie d’Alzheimer
AMPA - Association Monégasque pour
la recherche sur la maladie d’Alzheimer
NETHERLANDS – AMERSFOORT
Alzheimer Nederland
NETHERLANDS – AMERSFOORT
Alzheimer Nederland
NORWAY – OSLO
Nasjonalforeningen Demensforbundet
NORWAY – OSLO
Nasjonalforeningen Demensforbundet
POLAND – WARSAW
Polish Alzheimer’s Association
POLAND – WARSAW
Polish Alzheimer’s Association
PORTUGAL
– LISBON
PORTUGAL
– LISBON
Alzheimer
Portugal
Alzheimer
Portugal
ROMANIA
–
BUCHAREST
PORTUGAL – LISBON
SocietateaPortugal
Alzheimer
Alzheimer

ROMANIA – BUCHAREST
SLOVAKIA
BRATISLAVA
Societatea
Alzheimer Romania
ROMANIA
BUCHAREST
ROMANIA
–– BUCHAREST
ROMANIA
–Alzheimer
BUCHAREST
Slovak
Alzheimer’s
Society
Societatea
Societatea
Alzheimer
Societatea Alzheimer

SLOVAKIA – BRATISLAVA

SLOVENIA
SLOVAKIA ––– LJUBLJANA
BRATISLAVA
SLOVAKIA
BRATISLAVA
Slovenská
Alzheimerova
spoločnost
SLOVAKIA
–“Forget-me-not”
BRATISLAVA
Association
Slovak Alzheimer’s
Alzheimer’s
Society
Slovak
Society
Slovak Alzheimer’s Society
SPAIN
– MADRID
SLOVENIA
LJUBLJANA
SLOVENIA
– LJUBLJANA
SLOVENIA
–– LJUBLJANA
SLOVENIA
–Alzheimer
LJUBLJANA
Fundación
España Slovenija
Association
“Forget-me-not”
Spominčica
– Alzheimer
Association
“Forget-me-not”
Association “Forget-me-not”

Israel

BULGARIA -– VARNA
SOFIA

BULGARIA – SOFIA
CYPRUS – NICOSIA BULGARIA
–Compassion
SOFIA
Foundation
Alzheimer
Alzheimer Bulgaria
Bulgaria
Alzheimer
Cyprus Alzheimer’s Association
and
Alzheimer Bulgaria
Related Dementias, Forget-Me-Not
CROATIA
BULGARIA– --ZAGREB
VARNA
BULGARIA
VARNA
BULGARIA
- Compassion
VARNA
Alzheimer
FoundationCroatia
Alzheimer
Foundation
Compassion Alzheimer
Foundation Compassion Alzheimer

CZECH REPUBLIC – PRAGUE
Czech Alzheimer’s Society

CYPRUS
CROATIA–––LARNACA
ZAGREB
CROATIA
ZAGREB
CROATIA
ZAGREB Association
Pancyprian
Alzheimer
Alzheimer–Croatia
Croatia
Alzheimer
Alzheimer Croatia

ITALY –– MILAN
ROME
MILAN
ITALY
ITALY
––MILAN
ITALY – MILAN
ITALY
MILAN
Alzheimer
Uniti
Onlus Italia
Federazione
Alzheimer
Italia
Federazione
Alzheimer
Federazione
Alzheimer
Federazione
Alzheimer
Italia
Federazione Alzheimer
Italia Italia
JERSEY
ST HELIER
ITALY –––ROME
ROME
ITALY
ITALY
––ROME
ITALY
ROME
Jersey
Alzheimer’s
Association
Alzheimer
Uniti Onlus
Onlus
Alzheimer
Uniti
ITALY – ROME
Alzheimer
AlzheimerUniti
UnitiOnlus
Onlus

Alzheimer Uniti Onlus

LUXEMBOURG
– LUXEMBOURG
JERSEY –– ST
ST HELIER
HELIER
JERSEY
JERSEY
––ST
JERSEY
STHELIER
HELIERAssociation
Association
Luxembourg
Alzheimer
Jersey Alzheimer’s
Alzheimer’s
Jersey
Association
Jersey
Alzheimer’s
Association
Jersey
Alzheimer’s
Association
JERSEY – ST HELIER

SPAIN –– MADRID
PAMPLONA
MADRID
SPAIN
SPAIN
– Alzheimer
MADRID España
SPAIN
– MADRID
C.E.A.F.A.
Fundación
Fundación
Alzheimer España
Fundación
Alzheimer
España
Fundación Alzheimer
España
SWEDEN
– LUND
SPAIN –– PAMPLONA
PAMPLONA
SPAIN
SPAIN
– PAMPLONA i Sverige
Alzheimerföreningen
C.E.A.F.A.
SPAIN
– PAMPLONA
C.E.A.F.A.
C.E.A.F.A.

Confederación Española
de Alzheimer (CEAFA)

SWEDEN –– LUND
STOCKHOLM
LUND
SWEDEN
SWEDEN
– LUND
Demensförbundet
Alzheimerföreningen
Sverige
Alzheimerföreningen
ii Sverige
Alzheimerföreningen i Sverige

DENMARK – COPENHAGEN
– PRAGUE
Alzheimerforeningen CZECH
CYPRUSREPUBLIC
LARNACA
CYPRUS
–– LARNACA

Dementia Jersey

ESTONIA – TALLINN DENMARK – HELLERUP
CZECH REPUBLIC
REPUBLIC –– PRAGUE
PRAGUE
CZECH
NGO Living with Dementia
CZECH
REPUBLIC –Society
PRAGUE
Alzheimerforeningen
Czech Alzheimer’s

LUXEMBOURG – LUXEMBOURG
AssociationMONACO
Luxembourg
Alzheimer
– MONTE-CARLO
MALTA
– MSIDA

DENMARK– ––HELSINKI
HELLERUP
FINLAND – HELSINKI FINLAND
DENMARK
HELLERUP
DENMARK
– HELLERUP
Muistiliitto
Alzheimerforeningen
Alzheimer Society of Finland
(Muistiliitto)
Alzheimerforeningen

MALTA – MSIDA
MONACO
– MONTE-CARLO
MONTE-CARLO
MONACO
Malta Dementia
Society
MONACO
––MONTE-CARLO

UNITED
KINGDOM
TURKEY
ISTANBUL
SWITZERLAND
–– EDINBURGH
BERN
TURKEY
–– ISTANBUL
TURKEY
– ISTANBUL
Alzheimer
Scotland
VakfıAlzheimer Suisse
Alzheimer
Vakfı
Association
Alzheimer Vakfı

MONTENEGRO – PODGORICA
NVO FuturaNETHERLANDS
NORWAY
– OSLO
NETHERLANDS
AMERSFOORT
–– AMERSFOORT

UNITED KINGDOM
KINGDOM –– EDINBURGH
LONDON
EDINBURGH
UNITED
TURKEY
–Society
ISTANBUL
UNITED
KINGDOM
– EDINBURGH
Alzheimer’s
Alzheimer
Scotland
Alzheimer
Scotland
Alzheimer
Türkiye Scotland
Alzheimer Derneği

CYPRUS
– LARNACA
Czech
Alzheimer’s
Society
Pancyprian
Alzheimer
Association
Pancyprian
Alzheimer
Association
Pancyprian Alzheimer Association

Czech Alzheimer’s Society
Czech Alzheimer’s Society

Alzheimerforeningen

FRANCE – PARIS
France Alzheimer

FRANCE
FINLAND–––PARIS
HELSINKI
FINLAND
HELSINKI
FINLAND
– HELSINKI
Association
France Alzheimer
Muistiliitto
Muistiliitto
Muistiliitto
GERMANY
– BERLIN
FRANCE –– PARIS
PARIS
FRANCE
FRANCE
– Alzheimer
PARIS
Deutsche
Gesellschaft e.V.
Association
France Alzheimer
Alzheimer
Association
France
Association France Alzheimer

GERMANY – BERLIN
Deutsche Alzheimer Gesellschaft e.V

GREECE
– THESSALONIKI
GERMANY
BERLIN
GERMANY
–– BERLIN
GERMANY
–Federation
BERLIN Gesellschaft
Panhellenic
of Alzheimer’s
Deutsche Alzheimer
Alzheimer
e.V.
Deutsche
Gesellschaft
e.V.
Deutsche
Alzheimer
Disease and
Related Gesellschaft
Disorders e.V.
GREECE – THESSALONIKI

Panhellenic Federation of Alzheimer’s
GREECE –– THESSALONIKI
THESSALONIKI
GREECE
Disease and Related Disorders
GREECE – THESSALONIKI

Panhellenic Federation
Federation of
of Alzheimer’s
Alzheimer’s
Panhellenic
Panhellenic
of Alzheimer’s
Disease and
andFederation
Related Disorders
Disorders
Disease
Related
Disease and Related Disorders

MALTA
– MSIDA–– LUXEMBOURG
LUXEMBOURG
LUXEMBOURG
LUXEMBOURG
LUXEMBOURG
––LUXEMBOURG
LUXEMBOURG
LUXEMBOURG
Malta
Dementia
Society
Association
Luxembourg
Alzheimer
Association
Luxembourg
Alzheimer
Association
Luxembourg
Association LuxembourgAlzheimer
Alzheimer
MALTA––MSIDA
MSIDA
MALTA
MALTA
–Association
MSIDA Society
AMPA
-Dementia
Monégasque pour
Malta Dementia
Malta
Society
Malta
Dementia
Society
Malta
Dementia
Society
la recherche sur la
maladie d’Alzheimer
MONACO
– MONTE-CARLO
NETHERLANDS
– AMERSFOORT
AMPA -- Association
Association
Monégasque pour
pour
AMPA
Monégasque
AMPA
--Association
Monégasque
pour
AMPA
Association
Monégasque
pour
Alzheimer
Nederland
la recherche
recherche
sur la
la maladie
maladie
d’Alzheimer
la
sur
d’Alzheimer
lala
recherche
recherchesur
surlalamaladie
maladied’Alzheimer
d’Alzheimer
NETHERLANDS
––AMERSFOORT
NETHERLANDS
AMERSFOORT
Nasjonalforeningen
Demensforbundet
Alzheimer Nederland
Nederland
Alzheimer
Alzheimer
AlzheimerNederland
Nederland

NETHERLANDS – AMERSFOORT
POLAND
NORWAY–––WARSAW
OSLO
NORWAY
OSLO
Alzheimer NORWAY
Nederland
NORWAY––OSLO
OSLO

Polish
Alzheimer’s Association
Nasjonalforeningen
Demensforbundet
Nasjonalforeningen
Demensforbundet
Nasjonalforeningen
NasjonalforeningenDemensforbundet
Demensforbundet

– LISBON
POLAND
WARSAW
POLAND
NORWAY –PORTUGAL
OSLO –– WARSAW
POLAND
– Portugal
WARSAW
Alzheimer
Polish Alzheimer’s
Alzheimer’s
Association
Polish
Association
Nasjonalforeningen
for
folkehelsen
Polish Alzheimer’s Association
PORTUGAL –– LISBON
LISBON
PORTUGAL

– LISBON
POLAND – PORTUGAL
WARSAWPortugal
Alzheimer
Portugal
Alzheimer
Alzheimer Portugal
Polskie Stowarzyszenie
Pomocy Osobom
z Chorobą Alzheimera

SWEDEN – LUND
SWITZERLAND
– YVERDON-LES-BAINS
SWEDEN
STOCKHOLM
Alzheimer
Sverige
SWEDEN
–– STOCKHOLM
SWEDEN
– STOCKHOLM
Association
Alzheimer Suisse
Demensförbundet
Demensförbundet
Demensförbundet

SWEDEN – STOCKHOLM

TURKEY
– ISTANBUL
SWITZERLAND
YVERDON-LES-BAINS
SWITZERLAND
–– YVERDON-LES-BAINS
Demensförbundet
SWITZERLAND
– YVERDON-LES-BAINS
Alzheimer
Vakfı
Association
Alzheimer
Suisse
Association
Alzheimer
Suisse
Association Alzheimer Suisse

UNITED KINGDOM
KINGDOM –– LONDON
LONDON
UNITED
UNITED
KINGDOM
Alzheimer’s
Society – LONDON
Alzheimer’s
Society
UNITED KINGDOM
– EDINBURGH
Alzheimer’s Society

Alzheimer Scotland

UNITED KINGDOM – LONDON
Alzheimer’s Society

SLO
Ass
SLO
Ass
SPA
Fun
SPA
Fun
SPA
C.E
SPA
C.E
SW
Alz
SW
Alz
SW
De
SW
De
SW
Ass
SW
Ass
TU
Alz
TU
Alz
UN
Alz
UN
Alz
UN
Alz
UN
Alz

OVENIA – LJUBLJANA
sociation “Forget-me-not”
OVENIA – LJUBLJANA
sociation “Forget-me-not”
AIN – MADRID
ndación Alzheimer España
AIN – MADRID
ndación Alzheimer España
AIN – PAMPLONA
E.A.F.A.
AIN – PAMPLONA
E.A.F.A.
WEDEN – LUND
zheimerföreningen i Sverige
WEDEN – LUND
zheimerföreningen i Sverige
WEDEN – STOCKHOLM
emensförbundet
WEDEN – STOCKHOLM
emensförbundet
WITZERLAND – YVERDON-LES-BAINS
sociation Alzheimer Suisse
WITZERLAND – YVERDON-LES-BAINS
sociation Alzheimer Suisse
URKEY – ISTANBUL
zheimer Vakfı
URKEY – ISTANBUL
zheimer Vakfı
NITED KINGDOM – EDINBURGH
zheimer Scotland
NITED KINGDOM – EDINBURGH
zheimer Scotland
NITED KINGDOM – LONDON
zheimer’s Society
NITED KINGDOM – LONDON
zheimer’s Society

3131st stAlzheimer
Conference
Alzheimer Europe
Europe Conference
Resilience
Resiliencein
indementia:
dementia:
Moving
pandemic
Movingbeyond
beyond the
the COVID-19
COVID-19 pandemic
Virtual
VirtualConference
Conference
2929November
2021
November-- 11 December
December 2021
www.alzheimer-europe.org/conferences
www.alzheimer-europe.org/conferences

#31AEC
#31AEC

The 31st AE Conference receives funding
under an operating grant from the European
Union’sstHealth Programme (2014–2020)

The 31 AE Conference receives funding
under an operating grant from the European
Union’s Health Programme (2014–2020)

