DEMENTIA &t
IN EUROPE B

THE ALZHEIMER EUROPE MAGAZINE February 2020

a
g-i. :
B

!; 3

Adam Vojtéch
Czech Republic Minister
of Health gives an
insight into the
country’s new natlonal
dementia strategy

J'
1'l"J: /

i*g;

i

Stefan Eriksson Sirpa Pietikdinen MEP Michel Goedert
and his family share their experiences of hosts lunch debate on diagnosis as a focus of talks to Alzheimer Europe about his work
life after his diagnosis of dementia European dementia research projects in dementia research after he received the

2019 Royal Medal for Biological Sciences



TABLE OF CONTENTS

Contents

3 Welcome
by Iva Holmerova, Chairperson of Alzheimer Europe

Alzheimer Europe

4 Lunch debate explores findings from European research projects on improving the
diagnosis of dementia

8 Alzheimer Europe launches new 2019 Yearbook showing the prevalence of dementia in
Europe

9 Alzheimer Europe launches new report promoting inclusive research in the field of
dementia

10 INTERDEM network celebrates 20 years

13 Patient engagement in research and development: “What’s in it for you?”

Policy Watch

15 Czech Republic finalises second national dementia strategy (2020-2030)

17 Governmental Expert Group on Dementia meets for a third time

18 Second EU Joint Action - “Act on Dementia” — draws to a close

21 World Health Organization hosts bi-regional workshop on dementia in Malta

22 World Dementia Council discusses progress in making dementia a global priority

23 Expert report calls for coordinated public education and research programmes to
promote brain health

25 Dementia research investment needs to reflect the enormous cost of dementia care

Dementia in Society

26 Putting a face to commitment - Jeremy Hughes reflects on 10 years with the
Alzheimer’s Society

27 Tau, tangles and dementia: a conversation with Michel Goedert

29 Behind the headlines: Making sense of new aducanumab trial data

2 Living with young-onset dementia in Sweden

34 A human rights-based approach to dementia in Ireland

36 Deaf sign language users with dementia: challenges in accessing healthcare and support

39 Dementia in the arts: An interview with celebrated author Nicci Gerrard

w

Spotlight on the 29th Alzheimer Europe Conference

42 Alzheimer Europe Conference takes place in The Hague under the banner “Making
valuable connections”

44 The conference focused on diagnosis, technology and e-health, inclusion and

prevention

Inspired by connections

Special symposia held during #29AEC

European research collaboration in Alzheimer’s disease and beyond presented at #29AEC

Congratulations to the winners of the poster awards!

Snapshots

Top tweets from #29AEC

Facts and figures

R R R, BV |
N Y O o H» — O

2 Dementia in Europe

Contact

Alzheimer Europe

14, rue Dicks

L-1417 Luxembourg

& 352297970

B 352297972

@ www.alzheimer-europe.org
B3 info@alzheimer-europe.org
3 @AlzheimerEurope

f alzheimer.europe

>~ Alzheimer
7 Europe

Board

Chairperson: Iva Holmerovd (Czech Republic)
Vice-Chairperson: Charles Scerri (Malta)
Honorary Secretary: Jim Pearson (UK —
Scotland)

Honorary Treasurer: Maria do Rosario Zincke
dos Reis (Portugal)

Members

Helen Rochford-Brennan, Chairperson of

the European Working Group of People with
Dementia (Ireland)

Stefanie Becker (Switzerland)

Marco Blom (Netherlands)

Sabine Jansen (Germany)

Pat McLoughlin (Ireland)

Sirpa Pietikdinen (Finland)

Jesas Rodrigo (Spain)

Karin Westerlund (Sweden)

Staff

Jean Georges, Executive Director
Christophe Bintener, Project Officer
Cindy Birck, Project Officer

Kate Boor Ellis, Communications Officer
Angela Bradshaw, Project Officer

Ana Diaz, Project Officer

Dianne Gove, Director for Projects
Gwladys Guillory, Event and Conference
Coordinator

Owen Miller, Policy Officer

Aideen O’Brien, Administrative Assistant
Stefanie Peulen, Finance Officer

Grazia Tomasini, Administrative Assistant

Photo credits

Parliamentary Secretariat for Persons with
Disability and Active Ageing, Republic of
Malta; MRC Laboratory of Molecular Biology
Robert Bruni — Ambience photography (for
CTAD 2019); Svante Ornberg/Alzheimer
Sverige

Layout: The Publishing Bureau




o~ Alzheimer
C? Europe

= (e

Iva Holmerovd, Chairperson

I am delighted to welcome you to the 32" edi-
tion of Dementia in Europe - the Alzheimer
Europe magazine.

The first section highlights some of our
efforts to make dementia a European pri-
ority, including our December 2019 lunch
debate, which focused on the diagnosis
of dementia in European research projects,
including presentations on the Models of
Patient Engagement for Alzheimer’s Dis-
ease (MOPEAD) project, the second EU Joint
Action on dementia and the Amyloid Imag-
ing to Prevent Alzheimer’s Disease (AMYPAD)
project. | would like to thank Sirpa Pietikai-
nen MEP (Finland) for hosting, as well as
MEPs Dominique Riquet and Younous Omar-
jee (France) and Matt Carthy (Ireland) who
attended or were represented at the event.

This section also looks at Alzheimer Europe’s
latest publications. The first is the 2019 Year-
book which provides a timely update of
dementia prevalence statistics for Europe
and provides projections for the future. We
also present our 2019 ethics report, focused
on the promotion of inclusive research in
the field of dementia. The report is primarily
aimed at researchers, members of research
ethics committees and funders, calling on
these groups to examine their beliefs, per-
ceptions and assumptions.

We also hear from two significant research
initiatives in which Alzheimer Europe is
involved: The INTERDEM network, which cel-
ebrated its 20" anniversary in 2019 and the

PARADIGM project, which extols the bene-
fits of public patientinvolvement in research.

The Policy Watch section opens with the fan-
tastic news that my own country, the Czech
Republic, has finalised its new national demen-
tia strategy. At an international level, this
section also looks at the recent meeting of
the Government Expert Group on Dementia,
which met for the third time in December 2019,
discussing issues including palliative care and
dementia data registries. The Scottish Gov-
ernment then writes about the conclusion of
second EU Joint Action on Dementia, sharing
key findings from its work on implementing
good practice in dementia care.

Continuing on the theme of collaboration, we
have two interesting articles on how demen-
tia is being prioritised at an international
level. The first of these articles covers the
World Health Organization (WHO) bi-regional
workshop on dementia, hosted by Malta in
September 2019. In the second, Lenny Shall-
cross talks about the World Dementia Council
summit in Japan in October 2019, as well as
sharing their plans for 2020.

Finally, we hear from the authors of the Time
Matters report on the importance of brain
health policy, including policy recommenda-
tions to encourage people actively participate
in maintaining their brain health, whilst James
Pickett shared the results of an analysis into
global levels of dementia research funding.

Our third section, Dementia in society, starts
with an interview with Jeremy Hughes as he
comes towards the end of his successful ten-
ure at the Alzheimer’s Society (UK) - we wish
him all the very best in his future endeav-
ours! We then move onto an interview with
the esteemed scientist, Michel Goedert, who
was awarded the 2019 Royal Medal for his out-
standing contribution to dementia research,
specifically on the build-up of tau protein in
the brain.

Going behind the headlines, Project Officer
Angela Bradshaw takes a closer look at
results from Biogen’s Phase Ill clinical trials

WELCOME

of Aducanumab, presented at the 12" Clinical
Trials in Alzheimer’s Disease (CTAD) confer-
ence in December 2019, including the views of
three external experts in the field of dementia.

In this section, we are also delighted to hear
from two members of the European Working
Group of People with Dementia (EWGPWD),
with Chairperson Helen Rochford-Brennan
sharing her thoughts on a human rights sym-
posium organised by Trinity College Dublin,
and Stefan Eriksson and his family discuss-
ing how life has changed since his diagnosis
of young-onset dementia.

A joint article by Emma Ferguson-Coleman
and Avril Hepner looks at their respective
work on how deaf people living with demen-
tia can be better supported. In our final article
in this section, an interview with author Nicci
Gerrard (aka Nicci French) provides a touch-
ing glimpse into the subject matter of, and
her motivations for writing her book, “What
Dementia Teaches Us About Love”.

The final section shines a spotlight on the
biggest ever Alzheimer Europe Conference,
which took place in The Hague, last Octo-
ber. Co-hosted by our colleagues at Alzheimer
Nederland, the “Making valuable connec-
tions” conference (#29AEC) welcomed over
950 delegates from 46 countries, sharing
knowledge, learning from each other and net-
working across the three days. The spirit of
collaboration is alive and well in the demen-
tia community, which gives me hope for our
ongoing efforts.

The Alzheimer Europe team and | wish you
all the very best in 2020 and look forward to
working with you, to help ensure dementia

remains a priority at a European level.

Happy reading!

e olaen/

Dementia in Europe 3



ALZHEIMER EUROPE

Lunch debate explores findings
from European research
projects on improving the
diagnosis of dementia

Alzheimer Europe and the European Alzheimer’s Alliance (EAA)
organised a lunch debate, hosted by Chairperson of the EAA

Sirpa Pietikdinen MEP.

On 10 December, Alzheimer Europe held its
final lunch debate of 2019, entitled “Improv-
ing the diagnosis of dementia - Findings from
European research collaborations”. A total
of 95 people attended the debate, including
national member organisations, government
experts on dementia, academics, industry
representatives and policy makers.

Sirpa Pietikdinen MEP (Finland), Chairperson
of the European Alzheimer’s Alliance (EAA)
and Board member of Alzheimer Europe
opened the session and welcomed everyone.
She highlighted the new term of the European
Parliament and the European Commission,
outlining the challenges and opportunities
this presented in making dementia a policy
priority in Europe.

Ms Pietikdinen noted that the lunch debates
allowed the experiences and expertise of a
broad range of stakeholders to be shared,
with a common aim of improving the lived
experience of people with dementia.

In relation to the subject of the lunch debate,
Ms Pietikdinen highlighted that emerging
research indicates that dementia develops

in individuals 10-20 years before symptoms
emerge. As such, there needs to be a change
in the approach to diagnosis to allow indi-
viduals to plan for future care and decision
making. She outlined that such changes also
raise issues concerning a patient’s right to
know about their risk factors as well as other
ethical issues, need to be addressed.

She also commented briefly on the need for
multidisciplinary involvement to support peo-
ple with dementia to be able to live at home for
aslong as possible. As part of this, Ms Pietikai-
nen noted that practice-based research must
ensure that health practitioners are skilled and
able to deliver appropriate care and support.

Ms Pietikdinen concluded her remarks by not-
ing that the Innovative Medicines Initiative
(IMI 2), funded as a public-private partner-
ship through the Horizon 2020 research
programme, had been successful in bring-
ing together different sectors in dementia
research. She emphasised that such an
approach should continue in the forthcom-
ing Horizon Europe programme, for example
through the proposed Innovative Health Ini-
tiative (IHI) partnership.

MEP Sirpa Pietikdinen welcomes delegates to the lunch debate
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Mercé Boada presents findings from the MOPEAD project

Models of Patient Engagement for Alzheim-
er’s Disease (MOPEAD)

Professor Merceé Boada is coordinator for the
Models of Patient Engagement for Alzheim-
er’'s Disease project (MOPEAD) on behalf of
Fundaci6 ACE. In her introduction, Prof. Boada,
explained the work of the project towards
providing a step change in patient engage-
ment, supporting a paradigm shift from
late-stage diagnosis to early diagnosis.

The project ran between October 2016 and
December 2019, involving institutions and
organisations from 14 countries, including
study sites in Germany, Netherlands, Spain,
Slovenia and Sweden.

Prof. Boada noted that the under-diagnosis
of Alzheimer’s disease (AD) continued to be
widespread, underlining that it is crucial to
understand the obstacles to patient engage-
ment. The project therefore aimed to raise
awareness of cognitive decline, improve
timely diagnosis through citizen participa-
tion and provide strategies to plan actions
aimed at early detection.

The project pre-screened more than 2,000
people through four different approaches
(referred to as “runs”). Each was launched in
the five participating countries, with each run
following individual protocols:

Run1-0Online screening

Run 2 -Open House days at memory clinics
Run 3 - General Practice settings

Run 4 - Diabetologists’ offices.
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Pierre Krolak-Salmon presents on the 2™ EU Joint Action
on Dementia

Out of the 2,847 people that participated
in the pre-screening approaches, 398 were
referred to a memory clinic for a full neu-
ropsychological evaluation that involved a
common protocol. This included MRI scans,
testing of the APOE status, as well as CSF
profiles (referred to as AD biomarkers), in
addition to neuropsychological assessment.
The individual results of the models are now
being compared and contrasted to identify
ways to improve early detection and diag-
nosis of AD.

Presenting preliminary findings from the
project, Prof. Boada introduced some of the
challenges and opportunities identified. The
first run showed variability between countries,
including in relation to ethics committee
consent because of patient confidential-
ity concerns. In the second run, advertising
campaigns were useful in attracting partici-
pants, with staff from the clinics finding the
approach easy to fit into their practice. The
third run presented difficulties due to differ-
ent public health systems, patients declining
to consent to long or invasive procedures and
local clinicians reporting a lack of time to
manage patients with early dementia or MCl.
The fourth run presented specific challenges
as a result of the complex and diverse rela-
tions between memory clinics and tertiary
endocrinology units.

Prof. Boada concluded her presentation
by noting that the MOPEAD project was
intended to build synergies with other IMI
projects to reduce costs and time for profes-
sionals, highlighting the status of the project
as an open access study, allowing its data

banks to be used by academics, researchers,
stakeholders, patient organisations and phar-
maceutical companies.

As part of this event, MOPEAD distributed
its Recommendations for Policy Makers and
Regulators, as well as a document on Public
Education/Awareness Strategies.

Act on Dementia

Professor Pierre Krolak-Salmon, work pack-
age lead for diagnosis and post-diagnostic
support in the 2" European Joint Action
on Dementia (2016-2019), presented on the
project’s work on the role of primary care in
diagnosing dementia in a timely manner.

Prof. Krolak-Salmon noted that GPs were
found to have a poor understanding of
diagnosis pathways, particularly the differ-
ence between routine and research cases. In
addition, there was no consensus among
GPs about commonly-used cognitive tools,
with existing tools found to be time con-
suming. Furthermore, he noted that different
responses, depending on the result of testing,
were also not well understood by GPs.

The benefits of an early diagnosis were out-
lined in some detail, including the right of
individuals to know of their condition; safety
for patients and caregivers; future plan-
ning; accessing care pathways (e.g. day care,
memory clinics, mobile teams, etc.); under-
standing the changes taking place; accessing
psychosocial and pharmacological interven-
tions; and participating in research.

As part of this, Prof. Krolak-Salmon outlined
survey findings which showed that 62% of
respondents worried about getting demen-
tia, 70% suggested it was difficult to find out
about the latest medical research develop-
ments and 75% of respondents had no idea
how to become involved in research.

Prof. Krolak-Salmon explained work which
had been undertaken to pilot an “anti-
stigma” dementia training programme for
GPs in France, Poland and Bulgaria. Find-
ings from this work showed an increase in
GP confidence regarding dementia, as well
as a significant reduction in stereotyping,
compared to GPs who undertook standard
dementia training.

ALZHEIMER EUROPE

The complexity of care pathways was briefly
explored, with a key message that access to
pathways for care and support were centred
around GPs and on receiving a diagnosis. As
such, a significant focus of the work pack-
age was on developing a graduated dementia
diagnosis strategy, comprising three key
stages. Importantly, the approach was agreed
with the national college of GPs in France. The
first level involved interviews in primary prac-
tice settings, utilising autonomy, cognition
and behaviour testing. Second-level tests
involved further testing (e.g. blood testing,
MRI scans etc.), mostly provided by special-
ists (e.g. neurologists and geriatricians). For
more complicated diagnoses or other con-
ditions, the third stage involved additional
testing, including CSF, PET scanning, etc. For
each stage and each outcome, specific path-
ways and responses are indicated to ensure
the patient receives appropriate support.

Amyloid Imaging to Prevent Alzheimer’s
Disease (AMYPAD)

Dr Gill Farrar, project co-lead for Amyloid
Imaging to Prevent Alzheimer’s Disease
(AMYPAD), introduced the five-year project
(2016-2021), consisting of two main studies
to deliver on three objectives:

Evaluate the usefulness of B-amyloid

imaging in diagnostic certainty and

patient management

® |nvestigate the natural history of disease
and methods to enrich secondary preven-
tion studies

® Quantify treatment-induced changes and

patient-specific efficacy.

Gill Farrar speaks about the work of the AMYPAD project

Dementia in Europe 5§
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The first study is the diagnostic and patient
management study which hypothesises that
people would receive improved diagnoses if
PET scanning were done at an earlier stage of
the condition, with the secondary end points
for the study being: diagnosis and confidence;
patient management; health economic out-
comes; and quantitative imaging. Dr Farrar
noted that about 30% of diagnoses for AD
were incorrect and that a key focus of this
work would be not only to improve accuracy
of diagnosis but also to shift the approach
from differential diagnosis and early diag-
nosis, towards one of risk profiling.

This first study aims to recruit 900 partici-
pants across Europe, focusing on those with
subjective cognitive decline (SCD), mild cog-
nitive impairment (MCl) and dementia, with
611 currently recruited and recruitment con-
tinuing until June 2020. From the 611 people
recruited thus far in the study, preliminary
results have shown approximately 50 percent
of scans return a negative result and 50 per-
cent return a positive result.

The second study, focused on prognostic and
natural history, aims to understand the role
of amyloid PET imaging in predicting pro-
gression within each domain of a so-called
AD risk-probability spectrum. AMYPAD
will select and follow-up a natural history

Acknowledgements

population ranging from cognitively normal,
through SCD towards MCl due to early AD, in
order to better understand the natural his-
tory of the early disease phases and define
the optimal window of opportunity for sec-
ondary prevention of AD through B-amyloid
imaging.

Itisintended that 2,000 people will take part
in the study. To date, 599 have been informed,
with 369 having consented. Therefore, there
will be a focus on recruitment into the study
in the next steps of the project.

The outcome measures for the second study
examine the effect of amyloid on global cog-
nitive performance (e.g. memory, executive
function, language, etc.), as well as further
analysis considering PET scanning in pre-
dicting diagnosis and function decline, brain
atrophy, tau levels etc.

Dr Farrar concluded by noting that the diag-
nostic study had shown both a positive and
negative predictive value in a real-life setting,
as well as being cost-effective in implementa-
tion and reimbursement possibilities. For the
prognostic study, the work will continue to
identify the value of quantitative PET in pre-
clinical/prodromal AD, how best to measure
the impact of treatment, and who is most at
risk of developing dementia.

Closing remarks

Alzheimer Europe Chairperson Iva Holm-
erova closed the session by thanking the
speakers for their informative presentations
and everyone for attending, highlighting the
importance of collaboration between part-
ners when conducting dementia research.
She noted the crucial importance of con-
tinued political and financial support for
programmes such as Horizon Europe for
dementia research. Prof. Holmerova also spe-
cifically thanked MEPs Sirpa Pietikdinen and
Dominique Riquet for attending, as well as
representatives of the offices of MEPs Matt
Carthy and Younous Omarjee.

Iva Holmerovd, Alzheimer Europe Chairperson, prepares to
thank the speakers and host

The Joint Action “Act on Dementia” (Grant Agreement No 678481) has received funding from the European Union’s Health Programme

(2014-2020).

The AMYPAD and MOPEAD projects have received funding from the Innovative Medicines Initiative 2 Joint Undertaking under Grant Agree-
ment No 115952 and 115985. This Joint Undertaking receives support from the European Union’s Horizon 2020 research and innovation
programme and the European Federation of Pharmaceutical Industries and Associations.

/' N\ innovative
dmu)

medicines

N\ !/ initiative

6 Dementia in Europe

efpia



o~ Alzheimer ALZHEIMER EUROPE
C? Europe

Highlight photos

Sabine Jansen speaks to a member of the German
Government

Delegates were given copies of the findings from the  Helen Rochford-Brennan, Chris Roberts and Jayne Goodrick
MOPEAD project

Dementia in Europe 7



ALZHEIMER EUROPE

Alzheimer Europe launches
new 2019 Yearbook showing the
prevalence of dementia in Europe

Following on from the work published as part of EuroCoDe
more than a decade ago, Alzheimer Europe has published its
2019 Yearbook providing updated prevalence statistics for
Europe and individual countries.

Yearbook 2019 EuroCoDe 2008
. % of % of
Countries Men Women Total population Total population
Total EU and
ey ¢ | 3130449 | 6650228 | 9780678 157 10 935 444 175

A comparison of the difference in total numbers reached when applying the Yearbook 2019 and EuroCoDe prevalence estimates.

Over the past three decades, a number of sig-
nificant pieces of work have been undertaken
to estimate the prevalence of dementia at a
European level, including:

® EURODEM study in the early 80s (updated
in 2000)

® Alzheimer Europe’s project, European
Collaboration on Dementia - EuroCoDe
(2006-2008)

® The 1** EU Joint Action on Dementia -
ALCOVE (2011-2013).

As the most recent of these studies is six
years old, Alzheimer Europe recognised the
importance of establishing more recent
dementia prevalence estimates, using the
most up-to-date academic literature on the
subject.

The 2019 Yearbook, details the work under-
taken by Alzheimer Europe to update the
figures, including outlining methodologi-
cal approach used (based on the EuroCoDe
project). The prevalence estimates calcu-
lated using this approach were then applied
to the most recently available population
figures (2018 data from the United Nations
World Population Prospects), on a country
by country basis. Additionally, the preva-
lence rates using the EuroCoDe estimates
were calculated.

8 Dementia in Europe

Whilst the prevalence rates between the 2019
Yearbook rates and the EuroCoDe study are
not remarkably different (though the for-
mer were lower across the vast majority of
age ranges), when both were applied to pop-
ulation data for 2018, the difference in the
cumulative numbers is striking.

Specifically, the EuroCoDe prevalence esti-
mate provides a figure of 10,935,444 people
with dementia for the whole of Europe (EU28
+9 non-EU countries) in 2018, which com-
pares with a figure of 9,780,678 when using
the new prevalence estimates, a difference of
over 1 million people.

Looking towards 2025 and 2050, we applied
the new prevalence estimates to projected
population data for each country, establish-
ing an estimate of the numbers of people
who will have dementia in these years (in a
scenario where prevalence rates among the
age groups remain static).

In doing so, the report identifies that among
the countries included, the total number
of people living with dementia in Europe
will increase to 11,379,701 by 2025 and to
18,846,286 by 2050. In other words, the num-
ber of people living with dementia will almost
double by 2050.

The figures within the report are broadly con-
sistent with other studies, which projected
similar long-term increases in the number of
people living with dementia. The decrease in
prevalence (across the age ranges) compared
with the EuroCoDe estimates is also consist-
ent with a number of high-profile studies
which have suggested that the prevalence
rates of dementia may be decreasing.

Despite this decrease, the ageing demograph-
ics projected in Europe over the coming years
means that the overall numbers of people
living with the condition are set to increase
considerably. As such, the report argues that
governments must take action to invest and
redesign services to ensure that they deliver
the support and meet the needs of people
living with dementia.

The Yearbook 2019 can be downloaded from
www.alzheimer-europe.org/Publications

20 000 000
18 846 286
15 000 000
11379 701
10 000 000 Ll
9780 678
1 1 1 1 1 J
5000 000
2018 2025 2050

Increase in total number of people living with dementia in Europe (EU28 + non EU countries) showing

2018, 2025 and 2050
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Alzheimer Europe launches
new report promoting inclusive
research in the field of dementia

Alzheimer Europe, working with its ethics working group, has
developed a new discussion paper, examining the challenges
in recognising diversity and promoting inclusive research in
the field of dementia. Here the group gives an overview of
some of the key issues highlighted in the paper.

The promotion of inclusive research, involving
awide range of people with dementia, is part
of amore global aim to ensure that research
per se is ethically sound. All research must
be worthwhile, effective and conducted in
an ethical manner. Much of the widely used
ethical guidance on research was developed
in the context of biomedical and clinical
research. Such guidance has been mean-
ingfully applied in numerous other research
domains but research is constantly evolving,
along with knowledge, attitudes and prac-
tices linked to the involvement of people with
dementia in research.

The avoidance of harm and respect for auton-
omy are amongst the most fundamental
ethical principles of research but the manner
in which they are pursued is not always condu-
cive to the promotion of inclusive research. In
some cases, exclusion is the result of measures
actually designed to protect research partici-
pants from harm, and may be due to structural
discrimination or lack of awareness of their
needs, interests, circumstances or difficulties.
The requirements and methods needed for
inclusive research must nevertheless corre-
spond to those required for good quality and
hence ethical research. Unsound research
would be unethical as it would needlessly
expose people to risk, inconvenience and bur-
den. Ethically sound involvement in research is
about how people with dementia are treated
but also about who sets the research agenda,
who is involved, at what stage and in what
capacity. This applies to Public Involvement
(P1) (i.e. acting in an advisory capacity), as

well as to research participation (i.e. provid-
ing research data).

People with dementia from minority and
marginalised groups continue to be under-
represented in research. Their absence means
that the experience, perspectives and needs
of large numbers of people with dementia
in Europe are being ignored. People with
dementia form a diverse heterogeneous
group made up of people with multiple/inter-
secting identities and characteristics such as
different ethnicities, ages, genders, disabili-
ties, levels of education and socio-economic
backgrounds etc. These multiple characteris-
tics and factors need to be considered when
trying to attract a diverse set of people to
research. However, focusing on individual
characteristics runs the risk of locating ‘the
problem’ in the individual, thus detract-
ing attention from the way that structures,
organisations, procedures and systems cre-
ate problems and lead to discrimination and
marginalisation. This is exemplified in the
oft-used phrase ‘hard to reach’ which could
be interpreted as blaming some people for
low levels of involvement (e.g. implying that
they have made themselves inaccessible or
are unwilling to get involved), which is sim-
ply not the case.

There are several factors which may make it
more difficult, and hence less likely, for some
people with dementia to contribute towards
research. The concepts of equality and equity
are particularly relevant in this respect. Equal-
ity involves treating everybody in the same

ALZHEIMER EUROPE

way without taking into account differences
between people, which may be inherent, linked
to circumstances or structurally determined.
As depicted in the image below, treating every-
one equally, without taking into account their
individual needs and wishes, does not really
reflect equal opportunity. Equity is about tak-
ing measures to ensure fairness and equality
in outcomes. Issues related to inequity need
to be addressed when striving for true equality.

Visualisation of equality and equity
taken from www.medium.com/@CRA1G/
the-evolution-of-an-accidental-meme-ddc4e139eoe4

In 2019, Alzheimer Europe’s ethics working
group developed a discussion paper. The
members of this group included Dianne
Gove, Mohammed Akhlak Rauf, Ann Claeys,
Corinna Porteri, Ingrid Hellstrém, Jennifer
van den Broek, Karen Watchman, Karin Jong-
smaa, Krista Tromp, Saloua Berdai Chaouni
and Jean Georges. Valuable input was also
provided by the European Working Group of
People with Dementia and a few independent
experts. The discussion paper is targeted at
researchers, members of research ethics com-
mittees and funders. The conduct of inclusive
research calls for members of these groups to
examine their own beliefs, perceptions and
assumptions about people who may have
very different characteristics, lives, histories
and cultures to their own. Creativity, flexibil-
ity and commitment, as well as appropriate
adaptation (along the lines of ‘reasona-
ble accommodation’ in the United Nations
Convention on the Rights of Persons with Dis-
ability) and appropriate investment of time,
effort and money is also needed to promote
inclusive and ethically sound research involv-
ing people with dementia.

The discussion paper can be downloaded from
www.alzheimer-europe.org/publications
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INTERDEM network
celebrates 20 years

Myrra Vernooij-Dassen, INTERDEM Chair, Esme Moniz-Cook,
Co-chair and Rabih Chattat, Board member highlight some of
the network’s key achievements of the past 20 years.

INTERDEM, is a pan-European network of
clinical and social care academics with a
research focus on the psychosocial care of
people with dementia and those that sup-
port them. Over its near 21year history it has
successfully brought together dementia care
researchers from across Europe to share, col-
laborate in new research and to disseminate
findings. In this way INTERDEM contributes to
placing the psychosocial needs of people with
dementia and their relatives, on the European
research agenda.

At the turn of the century there was a grow-
ing number of people with dementia, and
policy makers were becoming increasingly
aware about the impact of the condition. At

the time, there was just one drug thought
to help in a small way, and little knowledge
about how to support people with demen-
tia and their families. Worldwide there was
a huge gap to fill. Following a preliminary
investigation “Early Detection and Psycho-
social Rehabilitation to Maintain Quality of
Life in Dementia”, the multi-professional
pan-European network of dementia

€

researchers INTERDEM (Early detection and
timely INTERvention in DEMentia) was
founded in Hull, United Kingdom (1999). Our
aim was to guide research and related prac-
tice activities, with a mission to develop and
disseminate early, timely and quality psy-
chosocial interventions in order to enhance
practice and policy. We also aspired to place
people with dementia and their supporters
at the centre of European research.

Strategy

How did the initiative work? Meeting to
develop ideas and to collaborate was consid-
ered to be crucial. The first steps were taken
in the year 2000 where the Fundacion INTRAS
(Spain) brought its creativity and generosity,
through organising a meeting and hosting of
the INTERDEM website to allow communica-
tion and activities to begin.

Ensuring dementia researchers have the tools they need to
move forward successfully is of paramount importance for

the future of the field...In order to prepare the next generation for
dementia research, the INTERDEM Academy is a new and vibrant

initiative.”

INTERDEM Annual Meeting, 23 October 2019, The Hague
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Soon, we achieved funding from the EU, for
two small projects. These allowed to us to
have further meetings, to grow capacity across
Europe, and to develop larger collaborative pro-
jects. We embarked on a project collaboration
(EuroCoDe) with Alzheimer Europe and started
joining their annual meetings. A more formal
organisation was set up, with a small board,
and a structured yearly members’ meeting,
at which new initiatives were developed. To
engage in the European grant competition,
INTERDEM organised meetings to write col-
laboratively. These efforts have reaped rewards,
in the form of joint projects, and publishing
of high quality collaborative articles, as well
as special issues with position papers on spe-
cial topics. For example we have published two
Manifestos to guide psychosocial dementia
research; two books on translating research on
timely interventions into practice; and numer-

ous intervention articles.
“ Given the huge impact
of dementia worldwide,
and the absence, to date, of
a significant breakthrough
in curative solutions, a way
forward may be to seek better
understanding of the interaction
between biomedical and
psychosocial paradigms.”

Timely interventions

The focus was on developing psychosocial
interventions to be used in health and social
care practice. These covered a wide range of
topics, including: the experience of living
with/adjusting to/coping with a dementia
for both the person with dementia and car-
ers; the organisation of care services; and
training / education for those providing
care. Particular attention was given to spe-
cific intervention approaches, such as: for
“behaviour that challenges”; cognitive stim-
ulation; and occupational therapy. Currently

technology, community environmental inter-
ventions, social health, intercultural aspects
of interventions, and prevention, are areas of
special interest, each with a dedicated task-
force assigned to it.

Methodology is key in scientific research.
INTERDEM took a critical stand towards pre-
vailing methods such as the randomised
controlled trial, by exploring the value of
qualitative approaches and promoting the
use of implementation science, which pays
special attention to the context of interven-
tions thus avoiding the failure of promising
interventions. We contributed to this meth-
odological debate with a focussed taskforce
and articles such as “Raising the standard of
applied dementia care research” and consen-
sus papers on outcomes measures.

European perspective and education

The European perspective has always been
prominent. The majority of the 220 mem-
bers of INTERDEM are from the most active
countries in European dementia research. 23
countries are represented (19 EU countries)
in our membership, demonstrating a dom-
inant pan-European perspective. INTERDEM
has a memorandum of Understanding (MoU)
with Alzheimer Europe - a partnership which
strengthens both the European and the Patient
and Public Involvement (PPI) perspective, with
key joint articles on PPl and outcome meas-
urement. Our pan-European grants and the
connections between members and European
organisations such as the EU Joint Programme
- Neurodegenerative Disease Research (JPND),
The European Alzheimer Disease Consor-
tium (EADC), and the European Association
of Geriatric Psychiatry, further strengthen our
European-focussed infrastructure.

Ensuring dementia researchers have the tools
they need to move forward successfully is of

€¢
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paramount importance for the future of the
field. This may be achieved through teams
where junior researchers collaborate with
and are mentored by senior research teams.
In order to prepare the next generation for
dementia research, the INTERDEM Academy
is a new and vibrant initiative.

The focus, so far, has been on the effective-
ness of interventions rather than on the
mechanisms by which these may work. Psy-
chosocial interventions could be improved
by considering the underlying mechanisms
of change including those associated with
dementia pathology. Given the huge impact
of dementia worldwide, and the absence, to
date, of a significant breakthrough in curative
solutions, a way forward may be to seek bet-
ter understanding of the interaction between
biomedical and psychosocial paradigms. A
hypothesis about the influence of social
health on cognitive reserve could guide new
interventions.

Over the past 20 years, INTERDEM has
become a platform for the exchange of new
knowledge and for building collaborations
and careers. Its driving force is the engage-
ment of European researchers in a network
that has become greater than the sum of its
parts — that is, INTERDEM inspires its mem-
bers and receives inspiration in return.

The INTERDEM network, at the European
level, plays an important role in dissemi-
nating new knowledge, stimulating and
informing researchers and policy makers
about new evidence-based interventions
for the care of people with dementia, their
relatives and care organisations. Through
Alzheimer Europe, we also engage with the
members of the European Working Group
of People with Dementia (EWGPWD), who
are positive in their review of our dissemi-
nation activities.

INTERDEM has a memorandum of Understanding (MoU) with

Alzheimer Europe - a partnership which strengthens both the
European and the Patient and Public Involvement (PPI) perspective.”

Dementia in Europe 1
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Reflections on 20 years of INTERDEM

Esme Moniz-Cook, INTERDEM Co-chair

I discovered through case studies that interactions for some people with dementia are shaped by their
beliefs traditions and cultures — and that others (carers) might misunderstand the role of these (uncon-
scious) beliefs by ascribing behaviour to the dementia rather than to the needs of the person. Europe
provides - like no other-a rich tapestry of cultures, traditions and languages from which we may learn
from each other on how to overcome some of the societal challenges associated with dementia. An early
understanding of each person and family to prevent the challenges of this condition through timely
knowledge and support, has been the hallmark of what | had hoped for at the inception of INTERDEM
in 1999. Now we need to recover from the continued societal fear of dementia. People with dementia
across Europe have, | believe, a strong contribution to make to future psychosocial research, if we are to
understand how they - living in their environments — might improve knowledge on reducing or over-
coming the disabilities associated with dementia.

Rabih Chattat, INTERDEM Board member

The future challenge and hope for INTERDEM will be: connecting psychosocial and biomedical research

and recognising common ground; enhancing the partnership and the collaboration between research-
ers and people with dementia; and the implementation of research results across European countries.

Jean Georges, Executive Director, Alzheimer Europe

Big congratulations are due to the INTERDEM leadership and the whole team for their achievements
over the past twenty years. Alzheimer Europe has been lucky to have been closely associated with this
fantastic network of researchers from the early beginnings and our joint work on the EuroCoDe pro-
ject (European Collaboration on Dementia). | am truly impressed how both organisations are working
together to improve the lives of people living with dementia, combat stigma, develop meaningful out-
comes and promote a holistic approach to dementia research. Together, we are undoubtedly stronger
and | look forward to our continued collaboration.

Myrra Vernooij-Dassen, INTERDEM Chair

I am most proud, over the past 20 years of INTERDEM, of: development of effective interventions to sup-
port people living with dementia; addressing new potential for interventions including social health;
stimulating interdisciplinary research; addressing methodological problems in intervention research;
the dedication and growth of the INTERDEM network; and the INTERDEM Academy for young researchers.
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Patient engagement in
research and development:
“What’s in it for you?”

Nicole Goedhart is a researcher and lecturer
focusing on the inclusion of citizens in vulnerable
circumstances in research and policymaking.
Lidewij Eva Vat is a researcher and trainer in
meaningful and sustainable patient and public
engagement. Both are based at the Athena Institute,
VU Amsterdam. In this article, they explore the

importance of patient engagement in research.

About Patient Engagement and the
PARADIGM project

Patient engagement, or involvement, in
research is defined as research carried out
with or by people with a lived experience (e.g.
affected by a health condition) rather than
about, for or to them. As with other health
conditions, there is growing evidence of the
importance of involving people affected by
dementia in research in this way. Under-
standing and demonstrating the impact
and added value of such involvement, for all
the different stakeholders involved, is cru-
cial forenhancing partnerships and showing
its value. However, there is no consensus on
what to evaluate and how best to evaluate
the collaboration.

The PARADIGM project is a European public-pri-
vate partnership that is developing ways to

ensure that patients are meaningfully involved

in medicines development. One of the main

aims of the project is to develop a monitoring

and evaluation framework including metrics

to measure the “return on engagement” for all

involved. Five patient organisations are part-
ners in the project, two of them (Alzheimer
Europe and Hospital Sant Joan de Déu) repre-
sent the need of potentially vulnerable groups

with specific needs (i.e. people affected by

dementia and young patients).

What is the evidence?

We reviewed the literature on monitoring
and evaluation of patient engagement and

i

“Trees of Impact” created at the ENGPWD consultation, 11 December 2019, Brussels

ALZHEIMER EUROPE

involvement, to identify possible meas-
ures and methods. We also summarised the
positive and negative impacts for various
stakeholder groups (researchers, patients,
pharmaceutical companies, regulators, deci-
sion-makers). Examples of reported benefits
for people with lived experience are: empow-
erment, enhanced well-being, and learning
about research and about their condition.
Examples of reported challenges relate
to confusion due to lack of clarity about
roles, disappointment due to mismatched
expectations and the lack of inclusion of vul-
nerable or hard-to-reach groups (e.g., those
who do not speak English, people who are
not able to travel, read or write or may expe-
rience cognitive problems).

Most of the evaluation studies which we
reviewed were conducted by researchers and
pharmaceutical companies, and the involve-
ment of people with a lived experience was
scarce. This is an important issue as the
perceived value of engagement and the rel-
evant metrics for people with lived experience
might differ from those of the other stake-
holders involved. For example, researchers

and pharmaceutical companies might value
‘ ‘ The PARADIGM monitoring

and evaluation framework
can be used as a map that shows
what to monitor and evaluate to
understand if an engagement

practice works the way it was
intended.”

Dementia in Europe 13
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evidence that patient engagement improves
the quality and efficiency of research, whilst
people with the lived experience may value
influencing the research agenda to develop
medicines for unmet needs.

What do people with dementia hope to get
in return?

To better understand what people affected by
dementia find relevant to measure, we car-
ried out two consultations in collaboration
with Alzheimer Europe:

The first consultation involved represent-
atives of national Alzheimer associations
who were present at an event organised by
Alzheimer Europe for its members in Brus-
sels. When asked what they hoped their
organisation could get in return for being
involved in research, many hoped to gain
information about the progress and results
of clinical studies. Another relevant aspira-
tion was to gain more credibility to support
discussions with other stakeholders (e.g.,
regulators, donors).

The second consultation was carried out with
members of Alzheimer Europe’s European
Working Group of People with Dementia
(EWGPWD) and their supporters, at one of the
regular meetings of the group, in Brussels.

Using an interactive participatory approach,
we asked them what they would like to get in
return for collaborating with researchers and
we created three Trees of Impact, gathering
their responses on the ‘leaves’. People with
dementia and their supporters hope to make
a difference for the lives of people affected by
dementia (e.g. to cope better with the condi-
tion, to develop better medicines and to have
a better future for generations to come). They
also hope to learn from other people affected
by dementia and from researchers. Members
of the EWGPWD also said that participating
in research gave them an enjoyable break
from their daily lives, fun and meaningful
relationships, friendships and opportuni-
ties for networking.

How can the PARADIGM monitoring and
evaluation framework be used?

The PARADIGM monitoring and evaluation
framework can be used as a map that shows
what to monitor and evaluate to understand
if an engagement practice works the way it
was intended and to measure the value for
all people involved. Every engagement initi-
ative is unique and therefore, the framework
should be tailored to the context and the
expectations of the people involved. We are
currently testing the framework with various
patient engagement initiatives and groups.

Camilla Habre, Ana Diaz, Nicole Goedhart and Lidewij Eva Vat at Alzheimer Europe’s Alzheimer’s Academy, 11 December 2019

Acknowledgement

“ Examples of reported

benefits for people
with lived experience are:
empowerment, enhanced well-
being, and learning about
research and about their
condition””

An online tool will soon become available to
help engagement initiatives to select mean-
ingful metrics for monitoring and evaluation
(summer 2020). This will include co-designed
metrics to measure the return on engage-
ment. This may contribute to making the
involvement of people with a lived experi-
ence the norm; not only the right thing to
do but also the right thing to do for people
with dementia, researchers, their organisa-
tions and their communities.

For further information about the litera-
ture review

Vat LE, Finlay T, Jan Schuitmaker-Warnaar T, et
al. Evaluating the “return on patient engage-
ment initiatives” in medicines research and
development: A literature review. Health
Expect. 2019;00: 1-14. www.doi.org/10.1111/
hex.12951
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Czech Republic finalises
second national dementia
strategy (2020-2030)

Following the completion of its second national
dementia strategy, the Czech Republic Minister
of Health, Adam Vojtéch, has spoken to
Alzheimer Europe to explain the new strategy,
including how it was developed and how it aims

to improve the lives of people with dementia.

Towards an implementable dementia plan

The urge to address dementia by a national

policy first materialised in the dementia strat-
egy for the years 2016-2019. This document
drew attention to weaknesses of the system

in the Czech Republic: mainly, a lack of epi-
demiological surveillance, delayed diagnosis,
insufficient post-diagnostic support and lack
of coordination in care. However, the strategy
was not specific about the steps required in

order to strengthen the system. For that reason,
when | was appointed Minister of Health in

2017, 1 found myself facing the same issues and

pressing need to take action on dementia. In

the same year, the World Health Organization

(WHO) published its global action plan on the

public health response to dementia (2017-2025)

that was supported by resources for countries

determined to properly address dementia.

Adam Vojtéch

| believe in strong international collabora-
tion and based on our great experience with
WHO (through involvement in an ongoing
major reform of Czech mental health care),
we decided to rebuild our dementia strat-
egy according to the principles published in
a WHO guide towards a dementia plan.

Strong stakeholder engagement

Fragmentation of services and responsibili-
ties among many specialists, as well as health
and social care, makes dementia a field where
itis easy to get lost regardless of whether you
are a person with dementia, a family carer, a
medical specialist, a social service provider or
a policy maker. To put it differently, the policy
response needs to be interdisciplinary and
well-coordinated.

Consequently, in January 2019, we appointed a
coordinator whose main responsibility was to
bring a wide range of stakeholders to a round
table and to develop a new strategy based on
their insights. The Ministry is committed to
lead the process of improving management
of dementia in the Czech Republic. At the
same time, we recognise the importance of
key stakeholders as architects of change. The
role of the Ministry of Health in the dementia
strategy development was mainly to create a
space for multidisciplinary discussion, while
navigating towards a commonly accepted con-
sensus, to provide data for evidence-based
actions and to identify funding options. After
constructing a situational analysis according
to Global Dementia Observatory (GDO) indi-
cators and identifying the gaps in the system,

POLICY WATCH

we simply asked the stakeholders: “How can
the Ministry help?” Then we carefully lis-
tened and crafted the new dementia strategy
together. By being transparent and open to
suggestions, we empower the stakeholders
and their organisations to take an active role
in implementation of actions identified, pro-
posed and defended by them on a broad expert
platform. After almost a year from choosing
this path, we witnessed how well the stake-
holder engagement works. Not only that, we
developed a handful of actions to be taken
forward in the next decade, alongside stake-
holder-suggested examples of previous good
practice and initiatives that are already ongo-
ing. By incorporating these into the strategy,
we proclaim governmental support and inten-
tion to scale them up.

Smooth transition from development to an
implementation phase

A national dementia strategy for the years
2020 -2030 is near to its launch. In the docu-
ment, the Czech Republic commits to achieve
five interrelated strategic aims: decrease diag-
nostic gap and strengthen post-diagnostic
support; educate care professionals and
create educational resources for informal car-
egivers; set-up epidemiological surveillance
and intensify dementia-related research;
increase dementia awareness and preven-
tion; and, ensure that the rights of people
with dementia are being protected.

The document has three parts. In the first part,
we envision how we want to address demen-
tia in 2030. The second part of the strategy
presents situational analysis for the year
2019. Reading these two parts provides a clear
answer to the two essential questions: from
where we depart and where we head to. The
third part identifies very specific actions about
how to travel there and achieve our aims.

With regard to our experience with the pre-
vious strategy, we pay special attention to
the transition between a development and
an implementation phase. It is reassuring to
know that some of the activities are already in
progress even before the official governmental
approval of the strategy, and others are being
prepared. To name a few examples, from 2020,
general practitioners will be reimbursed for
cognitive testing, which will hopefully increase
referral to specialists and consequently narrow

Dementia in Europe 15
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the diagnosis gap. To strengthen post-diagnos-
tic support, we are piloting multidisciplinary
teams. At the same time, a project aiming to
create interdisciplinary guidelines determin-
ing the role of different actors in the system
and which will help them to navigate it, is
under development. To set up regular epi-
demiological surveillance, the Institute of
Health Information and Statistics will annu-
ally report data from the nation-wide health
care register. To increase dementia aware-
ness, we are currently creating a logo of the
strategy — designed by an artist living with
cognitive impairment himself - that can be
used by organisations implementing various
activities that are in line with the strategy, to
provide a uniting theme.

To ensure continuity during the whole decade
when the strategy will be in force, we defined
a sixth strategic aim that provides technical
support for its implementation. The support
consists of actions such as anchoring the role
of the coordinator for dementia as a focal

€¢

We find international collaboration to be an important and
beneficial support, so the intention is to further strengthen

the collaboration with the World Health Organization, Alzheimer
Europe and hopefully also to form new partnerships.”

point and a person responsible for creating
and evaluating implementation plans. The
coordinator will also actively seek good prac-
ticein the Czech Republic and abroad. We find
international collaboration to be an important
and beneficial support, so the intention is to
further strengthen the collaboration with the
World Health Organization, Alzheimer Europe
and hopefully also to form new partnerships.
Importantly, the coordinator will take part in
a newly formed governmental advisory com-
mittee that supervises the ongoing reform
of mental health care. As many structural
changes planned by the strategies for men-
tal health and dementia are overlapping, we
need to exploit synergies between activities
proposed by these two documents.

Lastly, a decade is quite an extensive time
horizon which demands openness to new
trends, ability to make adjustments and to
finalise some of the actions scheduled later
in time. To that end, | will institutionalise
the work of the stakeholder platform, trans-
forming itinto an official ministerial advisory
group, that will together with the coordina-
tor ensure the required continuity as well as
flexibility of the dementia strategy. To put it
differently, we aim to create a document with
clear vision and actions that are foreseea-
ble now as well as to establish a mechanism
to promptly react, to incorporate the new-
est developments and to face challenges as
they come.

We’'re proud
to partner with

Alzheimer
Europe

www.biogen.com

Our mission is clear.
We are pioneers in neuroscience.

Caring Deeply. Working Fearlessly. Changing Lives.™

Founded in 1978, Biogen is one of the world’s
oldest independent biotechnology companies.

® Biogen.
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Governmental Expert Group on
Dementia meets for a third time

Alzheimer Europe is delighted to continue its work with
representatives from governments across Europe, to provide a
policy platform to exchange knowledge and information on the
latest national and international developments on dementia.

The European Group of Governmental Experts
on Dementia held its 3" meeting on 10 and
11 December 2019 in Brussels. In total, 15
European countries were represented at
the meeting, in addition to representatives
from the 2™ Joint Action on dementia (Act
on Dementia), the World Health Organiza-
tion (WHO) and Alzheimer Europe.

Charles Scerri (representing Malta) chaired
the two-day meeting, with the group hearing
about national programmes of work, as well
as European and international projects. In
relation to national programmes of work, the
group had previously indicated that it would
be most useful for examples to be shared in
relation to palliative care and data registries
of people with dementia.

The WHO updated attendees on the pro-
gress made in implementing its “Global
action plan on the public health response to
dementia 2017-2025" including progress on
the implementation of the Global Dementia
Observatory and the knowledge exchange
platform. In addition, the group also heard
about the first bi-regional workshop on
dementia which took place in September
2019, co-hosted by the WHO and the Mal-
tese Government. You can read more about
this event on page 21.

The first thematic topic discussed by
the group related to palliative care, with
countries sharing their experiences of imple-
menting policies to ensure that high quality
palliative care was accessible for people with

POLICY WATCH

dementia and appropriately responded to
their needs. As an introduction to the dis-
cussion, Professor Lieve Van den Block, the
coordinator of the Palliative Care for Older
People in care and nursing homes in Europe
(PACE) project, presented the findings and
policy recommendations following the com-
pletion of the project. A significant focus
of this discussion was on the way in which
palliative care was delivered, which is often
driven by other models of disease pro-
gression that are not necessarily suitable
for people with dementia. As such, it was
acknowledged that improving staff train-
ing is vital, as is a shift in the approach of
palliative care services.

The second major theme concerned the use
of data registries of people with dementia. As
part of this topic, Dr Lewis Killin of the Uni-
versity of Edinburgh provided an overview
of different data registries in the UK, noting
that there were distinct categories of regis-
tries, including those intended for clinical use
and those focused on research. He pointed
out that there is often a disconnect between
what information is expediently collected for
clinical purposes, compared to what may be
needed for research protocols.

As part of this presentation, Dr Killin pro-
vided an overview of the Scottish Brain
Health Register, a recent development
within Scotland, aiming to address some of
these issues; improve the understanding of
population level trends in brain health; facil-
itate research participation; and improve
clinical care.

The group also heard from the 2™ Joint Action
on dementia which had recently published
its conclusions and findings, as the pro-
ject entered its dissemination phase. The
work and findings across four work pack-
age areas was presented, covering diagnosis
and post-diagnostic support; crisis and care
coordination; residential care; and demen-
tia-friendly communities. You can read more
about the work and findings of the 2™ Joint
Action on pages 18-20.

The group will meet again in June 2020 in
Brussels.
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Second EU Joint Action - “Act on
Dementia” - draws to a close

The 2™ EU Joint Action, which ran from March 2016 until
December 2019, has drawn to a close. In this article, the Scottish
Government provides an overview of the work undertaken by
the project and some of the key findings which have emerged.

The 2" European Joint Action on demen-
tia (“Act on Dementia”) ran between March
2016 and December 2019. The project was
funded by the EU through the EU Health
Programme, with the aim of promoting col-
laborative actions among Member States
to improve the lives of people living with
dementia and their carers. It provides prac-
tical guidance for policymakers developing
and implementing their national dementia
plans, policies and strategies. It aims to pro-
vide cost-effective and practical examples
of the core components of good dementia
diagnosis, care and support.

The Scottish Government was responsible for
co-ordination of the project (Work Package 1),
as well as having responsibility for dissem-
ination of the findings of the work (Work

Package 2). Both work packages aimed to
ensure that people and organisations pro-
viding institutional or statutory care for
people with dementia, and officials and pol-
iticians within EU Member States who have
the responsibility for health and social care
services, know about the work of the Joint
Action. It also ensured that the learning from
the Joint Action is shared widely so that peo-
ple living with dementia and the people who
care for them benefit from improved services.

Evaluation of the project (Work Package 3)
was carried out by AQUAS (Agéncia de Qual-
itat i Avaluacié Sanitaries de Catalunya). This
work was led by Dr Maria-Dolors Estrada
Sabadell, with the intention of maximis-
ing methodological quality of the outputs
of the project (evidence and testing of best
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practices) in a participative way with part-
ners. Additionally, AQuAS sought to define
a strategy to measure the impact of Act on
Dementia within the frame of the project.

Four key work areas were also created to
help improve the lives of people living with
dementia (work packages 4-7).

Diagnosis and Post Diagnostic Support -
(Work Package 4)

Dementia diagnosis rates vary greatly
between Member States and in many places,
post-diagnostic support is non-existent, or
underdeveloped. Where a diagnosis occurs
later or is communicated poorly and with-
out subsequent interventions, the risk of
institutionalisation or other poor outcomes
for the person and their family is significant.
This is not optimal for either the person liv-
ing with dementia, or the health and social
care system.

Improving earlier diagnosis rates and
post-diagnostic support allows people with
dementia, their families and those involved
in their care to benefit from access to treat-
ments, interventions, information and
education as well as services which can
improve quality of life, facilitate hope and
the opportunity to live well with dementia.
Better care planning facilitated by post-di-
agnostic support can also contribute to
reducing health and social care expenditure
on preventable hospital and residential care
admissions for people with dementia.

As such, Work Package 4 focused on this
theme, led by Professor Pierre Krolak-Salmon
from the Institute for Elderly, Clinical and
Research Memory Centre of Lyon. Joint
Action pilot sites in a number of countries
(France, Greece, Italy, Norway, Poland and
Bulgaria) testing evidence-based approaches
to improve diagnoses of dementia within
primary care settings, including training
resources, new pathways of diagnosis and
use of different tools.

One aspect of the Work Programme was
for General Practitioners (GPs) to undertake
anti stigma-training to reduce stereotypical
assumptions around dementia and to improve
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both their confidence and ability when a
patient presents with a possible dementia.
Prof. Krolak-Salmon noted that as a result of
the anti-stigma training, GPs showed better
impact on stereotypes than classical academic
training, reinforcing the benefits relating to a
timely diagnosis of neurocognitive disorders
being much higher than risks".

Additionally, primary care collaborations
between GPs and nurses, which changed
the process for attaining a diagnosis in
primary care settings, were tested. Prof. Kro-
lak-Salmon reported positive results thanks
to these changes, highlighting that the col-
laborations optimised the detection and
diagnosis of neurocognitive disorders in pri-
mary care environments, providing benefits
in relation to achieving a timely diagnosis of
neurocognitive disorders.

Another strand of work, included enhanc-
ing the detection and diagnosis among
nursing home residents through telecon-
sultations and specialist interventions. Prof.
Krolak-Salmon has expressed his hope that
telemedicine will help nursing homes to
deal with behavioural conditions and, as
an indirect effect, better detect neurocog-
nitive disorders.

Geoff Huggins speaks about the Joint Action at the 29"
Alzheimer Europe Conference

Crisis and Care Coordination - (Work Pack-
ages5)

People living with dementia need varying lev-
els and types of care as the disease progresses.
In most health and care systems, dementia

care will be provided by a range of providers,
each working under different eligibility and

funding rules and often without clear co-or-
dination. This results in an experience that
can feel fragmented, and increases confusion

due to the different care providers, their sys-
tems and points of contact. For many families,
informal carers often have to take on respon-
sibility for care co-ordination themselves. It
is also important that physical environments
are adapted to enable people to live well and

safely at home.

In situations of crisis, where the person with
dementia, or their primary carer has an acute
episode of illness or trauma, the person with
dementia may be admitted to hospital or a
residential care institution. Admission to
institutional care is often unnecessary, and
the result of either limited access to alter-
native and more appropriate care, or lack of
care co-ordination between health and care
providers. Family care-givers often report
significantly increased anxiety, apathy, resist-
ance to care, and distress in these types of
crisis situations. Crisis support models and
better practice can significantly reduce strain
on care-delivery systems by incorporating
non-pharmacological interventions, assisting
families with communication, and reducing
family distress during a crisis.

This work was jointly led by Professor Nicola
Vanacore in Italy, and Jacqueline Hoogen-
dam in the Netherlands, and was aimed at
improving crisis response services and care
co-ordination for people with dementia by
developing good practice recommendations
based on reviews of academic literature
and guidelines on dementia care using a
standardised tool, and surveying relevant
organisations in the EU.

The good practice recommendations helped
shape the direction of five pilot programmes,
conducted in care settings in Bulgaria, France,
Scotland, Italy and the Netherlands. The pilot

POLICY WATCH

programmes focused on improving crisis and
care co-ordination for people with dementia
but were tailored to country-specific needs.
Initiatives included education packages
for professionals, support for GPs through
connections to dementia specialists and
co-ordinators, and support for informal carers.

A video explaining the work of a particu-
lar DEC (Diagnostic Expert Centre) Team in
the Netherlands is accessible on the Act on
Dementia website. Each element of the team
explain their role and the positive outcomes
from their approach

Residential care - (Work Package 6)

As dementia progresses, many peoplein the
later stages require round the clock care, and,
depending on circumstances, this may lead to
admission to a residential care establishment.
A large proportion of nursing and residen-
tial care home residents have dementia (in
some countries up to 80%). As it is a pro-
gressive condition with no cure, many people
with dementia who are admitted to a care or
nursing home will remain there for the rest
of their lives.

It is important to ensure that high quality
professional care, including palliative care,
delivered with dignity and compassion, is
available in residential and nursing care
establishments. A specific issue for people
with dementia in residential care is the over-
use of psychoactive medication to manage
stress and distress behaviours. It is important
that people with dementia in these settings
are prescribed such medication only as a last
resort, that there is a range of alternative psy-
chosocial interventions available and that
when psychoactive medication is used, its
use is reviewed regularly.

Work in this area was led by @yvind Kirkevold
from The Norwegian National Advisory Unit
on Ageing and Health. A key aim of the work
was to address behavioural and psychological
symptoms of dementia (BPSD) in residential
care settings by promoting the biopsycho-
social model and person-centred care. But
also to consider how best to sustain these
improvements beyond the testing phase.
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Pilot projects were carried out in five coun-
tries, in partnership with Alzheimer Europe.
Those in Bulgaria, Greece and Romania
focused on translating, adapting and devel-
oping models and testing their feasibility
and usefulness in residential care homes. In
the Netherlands and Norway, the aim was
to ensure wider implementation of existing
models to address BPSD, and to evaluate
an e-learning programme on palliative care
in nursing homes (Norway only). A key rec-
ommendation is that European countries
develop teaching and training programmes
for addressing BPSD in residential care
based on evidence and the experiences of
the pilot projects.

Dementia Friendly Communities - (Work
Package 7)

Dementia friendly communities (DFC) can
help to support people with dementia to live
more independent and fulfilling lives in their
own communities. Evidence has shown that
appropriate support in the community can
reduce the number of people with dementia
being admitted to hospital and delay entry
into care homes. As more Member States
look at the costs of caring for people with
dementia, there is an opportunity to develop
alternative community support, to empower
people with dementia to actively participate
in society and remain independent for as long
as possible, thereby also reducing stigma,
isolation and fear by increasing community
awareness and understanding.

A clear and concise evidence-based report
with recommendations was produced on
what works in promoting, nurturing and
sustaining dementia friendly communities.
For example, defining what ‘good’ looks like
for a system-wide approach, understanding
how good practice is sustained and promot-
ing the various benefits, including economic
benefits, for communities of being demen-
tia friendly.
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Joint Action Work Package Leads at the Alzheimer Europe Conference in the Hague

Led by David Nuttall, Deputy Director of
Dementia and Disabilities at the UK Depart-
ment of Health, the DFC model has been
piloted in three countries - Bulgaria, Greece
and Italy. The model is based on the “four cor-
nerstones” of people, places, networks and
resources, with people living with dementia
being central. The pilot sites represent a mix
of large and small populations, urban and
rural settings, and communities with differ-
ent cultures and systems.

Evaluation

Dr Maria-Dolors Estrada Sabadell and Dr
Vicky Serra-Sutton of AquAsS led on ensur-
ing a high level of methodological quality
was promoted, both in relation to agreeing
models of best practice, as well as about how
pilot-testing was conducted.

In assessing the overall impact of the Joint
Action it was noted that the voices of 25
people involved specifically in dementia
policies, research/academic institutions
and Alzheimer societies across Europe have
reinforced that Act on Dementia has had a
demonstrable impact. This include improving

collaborations among regions, learning
processes and the validation of existing
dementia plans (including those in the pro-
cess of implementation).

Dissemination

The findings from all phases of work on
this project have been largely positive and
encouraging. The focus is now on persuad-
ing decision makers to learn from this body
of work. Full reports are available for each
Work Package along with summary versions,
and are all available to be downloaded from
the Act on Dementia website.

Short videos are also available from several
test sites which are easy to digest and pro-
vide a better understanding of the impact
of taking part in the Joint Action. The hope
is to broaden the public reach of the project
results, making them accessible to a wider
audience including carers and people with
dementia and their families.

All resources from the Joint Action, including
work package reports, videos etc. are availa-
ble at www.actondementia.eu

The Joint Action “Act on Dementia” (Grant Agreement No 678481) has received funding from the European Union’s Health
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World Health Organization
hosts bi-regional workshop
on dementia in Malta

Working with the Maltese Government, the World Health
Organization organised a two day workshop, bringing
together stakeholders from across the European and Eastern
Mediterranean regions to address dementia, hearing about
work to improve the lives of people with dementia and their
carers underway at both an international and national level.

Hana Marie Broulikova speaks during the workshop

On 15 May 2017, the Presidencies of the Coun-
cil of the European Union 20162017, Malta,
the Netherlands and Slovakia signed a Joint
Statement on Dementia. The Statement
called on European Member States to: sup-
port international cooperation in dementia
research; exchange and implement best
practices in dementia care, diagnostics and
prevention; support people with dementia
to live the best possible quality of life; raise
public awareness of dementia; and, create
dementia friendly societies. On 29 May 2017,
the 70" World Health Assembly endorsed
the “Global action plan on the public health
response to dementia 2017-2025", thereby
committing to reaching global targets across
seven key action areas, including the develop-
ment of national strategies and plans.

To support the implementation of the
global dementia action plan, the Govern-
ment of Malta’s Parliamentary Secretariat
for Persons with Disability and Active Ageing
hosted the “Workshop on the implementa-
tion of the global action plan on the public

Health Organization’s (WHO) European
(EURO) and Eastern Mediterranean (EMRO)
regions” in Valletta, Malta. The two-day work-
shop, organised by the WHO, took place on
9-10 September 2019 and brought together
32 key stakeholders from 11 countries across
WHO’s EURO and EMRO regions. Countries
included Bulgaria, the Czech Republic, Croatia,
Malta, North Macedonia, Slovenia, Turkey, Jor-
dan, Morocco, Qatar and Tunisia. Participants
included people with dementia, policymakers,
healthcare practitioners, academic research-
ers, as well as civil society representatives.

In line with the global dementia action plan
and its targets, the focus of the workshop
was to discuss mechanisms to strengthen
countries’ comprehensive, multisectoral
public health responses to dementia. The
workshop facilitated information and knowl-
edge exchange, including lessons learned
and good practices amongst participants,
to strengthen the development of both
regional and country-specific responses to
dementia. It also provided participants with
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health response to dementia in the World  Attendees of the bi-regional workshop in Malta
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an overview of the WHO’s global dementia
action plan, including its overarching targets
and key actions areas, as well as available
WHO tools and resources.

The workshop was organised into seven
sessions that included country and WHO
presentations, a panel discussion, as well as
perspectives from a person living with demen-
tia, Alzheimer Disease International and
Alzheimer Europe. The sessions also allowed
for group work and informal networking. The
first day of the workshop was dedicated to
dementia as a national and regional public
health priority and included sessions focused
on: building the rationale for a dementia plan,
establishing mechanisms and partnerships
to develop a dementia plan, and develop-
ing a dementia plan. The second day of the
workshop focused on specific issues around
building dementia care pathways, supporting
dementia carers, and dementia risk reduction,
awareness and friendliness.

The workshop provided an excellent oppor-
tunity for participants to network and make
new personal connections, supporting col-
laborative working to address dementia on
both a local and global scale. It also facil-
itated the cross-pollination of ideas and
innovations, and fostered new opportuni-
ties for collaboration both across sectors
and WHO regions. Most importantly, how-
ever, workshop attendees were able to build
capacity and exchange knowledge, which will
help strengthen the development and imple-
mentation of comprehensive public health
responses to dementia at both national and
regional levels. As a statement of the suc-
cess of the workshop success, the WHO is
currently exploring opportunities with the
State of Qatar to host a similar multi-regional
workshop in 2020.
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World Dementia Council
discusses progress in making
dementia a global priority

Lenny Shallcross, Executive Director of the
World Dementia Council (WDC), has spoken
to Alzheimer Europe about the work of the
organisation, the Tokyo summit which took
place on 18 October 2019 and the priorities of

the WDC for 2020.

For readers who may not be familiar with the
World Dementia Council, can you explain its
background, aims and objectives?

In 2013, during the UK’s presidency of the
G8 (as it then was), then UK Prime Minister
David Cameron hosted a summit in London
focused on dementia. It was the first time
that dementia had been on the agenda at
one of the international governmental meet-
ings. There, the G8 agreed key commitments,
set out in the declaration and communique,
on how global action could turn the tide on
dementia by 2025. After the summit, the
World Dementia Council (WDC) was estab-
lished by the UK Government, with the role of
supporting and challenging the international
community to meet the summit ambitions.

The WDC has a membership of leaders in
dementia, drawn from around the world. Mem-
bers are drawn from academia, industry, finance,
healthcare, civil society, the care industry, and
include people who are living with dementia.

Tokyo
Dementia
Sums

201983

Caroline Edwards of the Australian Government, Dutch Dep-
uty Prime Minister and Minister of Health Hugo de Jonge,
and Ryoji Noritake of Health and Global Policy Institute,
at the Tokyo Summit
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Members come from every continent of the
world and from both high income and low-
and middle-income countries. In addition, the
Council has a number of government members,
and the World Health Organization (WHO) and
the Organisation for Economic Co-operation
and Development (OECD) are also members.

The WDC held a high-level summit in Octo-
ber 2019 in Tokyo - what was discussed and
agreed at this meeting?

This was the second summit the WDC has
hosted looking at the progress towards the
2025 commitments governments made in 2013.
In 2018, we hosted a summit in London, five
years on from the G8 meeting and launched a
report, “Defeating dementia: the road to 2025”,
that evaluated the progress being made and
some of the challenges ahead. At both our
London meeting, and our Tokyo meeting, we
brought together governments, academia,
industry and policy experts to reflect on the
global priorities to help tackle dementia and
accelerate international progress.

In Tokyo, a number of governments partici-
pated and outlined how they were working
to address the dementia challenge. The
Government of Japan, Government of the
Netherlands, and Government of Australia
presented on their national challenges and
dementia policy frameworks.

The 2019 summit, held in conjunction with
Janssen Neuroscience and Japan’s Health
and Global Policy Institute (HGPI), examined
some of the challenges around establishing

research partnerships and sharing data. We
heard from two important European exam-
ples of research partnerships — JPND and the
Innovative Medicines Initiative - in both of
which Alzheimer Europe is an important part-
ner. Alongside this, the meeting considered key
developments in data sharing. Data sharing
holds huge potential to accelerate research,
butimportant regulatory, cultural, and funding
barriers must be addressed. On this matter, the
summit saw Shionogi and Johnson & Johnson
announce an important industry commitment
agreeing to share data samples by establishing
a clinical sample access agreement.

Also at the summit, the WHO launched a
new dementia-friendly toolkit, which has
just begun field testing. In conjunction with
a number of organisations, the WDC is con-
ducting a global evidence gathering exercise
that seeks to assess the effectiveness of
dementia-friendly initiatives.

What do you see as the priorities for the
WDC into 2020 and beyond?

We have reason to be hopeful. We know
more about the basic science of the brain
and the early development of the disease
than ever before. In 2018, the Alzheimer’s
Association and the National Institute on
Ageing launched the first research frame-
work that defined Alzheimer’s by a set of
biomarkers. Technology and big data are
helping to accelerate research. At the same
time, there is more attention on raising
awareness of dementia and helping people
live well in the community. Progress has
been possible because every part of the
dementia movement has helped keep the
focus of national governments on dementia.
We need to collectively continue pressing
governments to act on dementia.

" World Dementia
Council

9 info@worlddementiacouncil.com
@ www.worlddementiacouncil.org/
¥ @WorldDementia
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Expert report calls for
coordinated public education
and research programmes

to promote brain health

An international multidisciplinary group of experts
has presented an evidence-based position for policy
recommendations encouraging individuals to participate
actively in maintaining their brain health. The team behind
“Time matters: a call to prioritize brain health” shares its
findings and results.

An increasing socioeconomic challenge not just financial; health-related quality of
life for those living with these diseases may
be severely impacted as well. This can lead
to a loss of independence and increased
reliance on support from healthcare pro-
fessionals and carers, who in turn may also

be negatively impacted.

Neurodegenerative diseases are not an inev-
itable consequence of normal ageing but
they are becoming more common as peo-
ple live longer. In 2016, 3.5% of total global
deaths were registered as attributable to
dementias (including Alzheimer’s disease),
making dementia the fifth highest cause
of death. According to estimates from the
World Health Organization, this total will
rise to 71% by 2060.

Brain healthy lifestyles

“People ought to have greater awareness and
understanding of the risk factors that can
affect their brain health and what can be done
to maintain it and to help prevent neurode-
generative diseases,” said Gavin Giovannoni,
a Neurologist from Queen Mary University of
London and Chair of the author group.

The impact of an ageing population is that
the socioeconomic cost of neurodegenera-
tive disease is increasing. The financial cost of
such diseases to society is considerable, both
in terms of direct (e.g. medical) and indirect
(e.g. sick leave) healthcare costs and the sig-

nificant loss of workforce hours.

“ People ought to have
greater awareness and

understanding of the risk

factors that can affect their brain

health and what can be done to

maintain it and to help prevent
neurodegenerative diseases.”

According to the Alzheimer’s Research UK
Dementia Attitudes Monitor, the general pub-
lic currently unaware that over a 10 to 20-year
period in midlife, lifestyle changes can reduce
the risk of developing neurodegenerative dis-
ease, before signs and symptoms appear. The
“Time Matters” report examines how the long
period of deterioration that happens with
many neurodegenerative diseases gives a
window of opportunity during which patients
and their families can take action to change
the course of disease.

“We cannot change our genetic make-up,
but we can help reduce the risk of develop-
ing neurodegenerative diseases ourselves
by taking exercise, keeping socially active,
eating healthily, reducing alcohol intake,

Professor Gavin Giovannoni

However, it is important to remember that
the cost of neurodegenerative diseases is

POLICY WATCH

Time matters

el

Time Matters report

“ We cannot change our
genetic make-up, but
we can help reduce the risk of
developing neurodegenerative
diseases ourselves by taking
exercise, keeping socially active,
eating healthily, reducing alcohol
intake, stopping smoking and
keeping our brains active.”

Alastair Noyce

stopping smoking and keeping our brains
active,” explained Alastair Noyce, from Queen
Mary University of London and Co-Chair of
the author group.

Future proofing healthcare systems

In order to avert a health crisis, reduce the
burden of disease and plan effectively for
healthcare services in the future, the report
sets out a series of recommendations,
including:

® |mprove public understanding of how
to protect brain health through life-
style measures - such as exercise and a
healthy diet
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® Prepare for the likely increased demand
for genetic testing by those wanting to
understand their risk of a neurodegener-
ative disease

® (Conduct research to identify accurate and
cost-effective tests for disease detection
and diagnosis

® Provide access to available and effective
treatments in a timely manner

® Provide accessible holistic care, includ-
ing prevention information, treatment
options and support

® Develop, validate and approve tests, tools
and apps for monitoring brain health.

It is clear that new policies, collaboration
and further investment are needed in the
prevention and treatment of neurodegener-
ative diseases in order to reduce their impact.
Research to develop new treatments and other

tests to facilitate earlier diagnosis must con-
tinue, and health systems must prepare now
for the time when such tests are available.

Professor Philip Scheltens, Director of the
Alzheimer Centrum Amsterdam and Co-chair
of the report, explained “we are on the cusp
of having blood tests readily available that
will easily and accurately help to diagnose
patients with neurodegenerative diseases,
such as Alzheimer’s. They have the potential
to act as tools to help find out if people need
any further, more involved, diagnostic tests.”

In the interim, the best opportunity to limit
the harmful impact of these diseases on brain
health is primary prevention through lifestyle
changes to reduce the impact of risk factors.
What’s good for your heart is generally good
for your brain.

Medical

Non-medical

To sign up for updates in this programme
of work and to read Time matters: a call to
prioritize brain health in full please visit:

www.oxfordhealthpolicyforum.org
‘ ‘ We are on the cusp of having
blood tests readily available
that will easily and accurately
help to diagnose patients with
neurodegenerative diseases,
such as Alzheimer’s. They have
the potential to act as tools to
help find out if people need any

further, more involved, diagnostic
tests.”

Philip Scheltens

Non-pharmaceuticals

« Consultations with primary care
physician, nurse, neurologist,
psychologist, physiotherapist,
ophthalmologist, occupational
therapist

- Hospitalizations, inpatient stays
in nursing homes

« Tests

and available)
« Medicines that treat
symptoms

« DMTs (once developed

Other

« Devices (e.g. wheelchairs,
scooters)

« Aids (e.g. walking aids)

« Special utensils for daily
activities

« Adaptations to home or car

- Formal home care from
community services (e.g. home
help, nurse, home visits)

« Residential care

« Transport

Informal care

« Help and care provided
by family and friends

«+ Productivity losses
associated with sick leave,
incapacity to work
(invalidity) and
early retirement

®)

by the health and social
care budgets

Generally these costs are borne

The total societal costs of neurodegenerative diseases
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Dementia research investment
needs to reflect the enormous
cost of dementia care

In November 2019, an analysis of global
dementia research investment was published

in The Lancet journal, by James Pickett, Head of
Research at Alzheimer’s Society (UK) and Carol
Brayne, Professor of Public Health Medicine

at the University of Cambridge. James Pickett
highlights some of their key findings.

Dementia is now rightly recognised as one
of the largest economic, medical and social
issues facing us in the 21 century. With a
current lack of availability of treatments or
interventions that can stop or even slow the
rate of progression of disease, research is a
key priority in a global response to dementia.

Myself and Carol Brayne, Professor of Pub-
lic Health at the University of Cambridge
recently completed an analysis of demen-
tia research funding by G7 countries (Canada,
France, Italy, Germany, Japan, UK, US). The
analysis, published in the Lancet journal, is
based on data collected in Europe and Canada
as part of the EU Joint Programme - Neuro-
degenerative Disease Research (JPND) and
as part of the US’ National Plan to Address
Alzheimer's Disease.

The G8 (now G7) hosted a summit on demen-
tia in 2013 and committed to significantly
increasing research funds towards finding
effective treatments. Looking at research
investment at two timepoints, before and
after the summit (2011 and 2016), investment
by the G7 governments has more than dou-
bled, to over EUR 1.3 billion. This has been
driven strongly by increases from the US and
to a lesser extent the UK. However, falling
investment is reported in France, Germany
and Italy between 2011 and 2016.

Since 2016, the US in particular has signifi-
cantly further increased funds for dementia
research and a budget of USD 2.8 billion (EUR

2.52 billion approx.) was recently announced
for 2020. The recently elected UK government
has pledged to double dementia funding in
the next decade, spending an additional GBP
800 million (EUR 940 million approx.) Cen-
tral funding from EU programmes has also
increased, from EUR 56 million to EUR 98 mil-
lion during this period, but scientists have
expressed concern about the lack of focus on
brain health in future EU research frameworks.

Alzheimer’s Disease International and other
organisations have called for governments
to commit to funding research to the level
of 1% of the economic cost of dementia.

POLICY WATCH

Amongst G7 countries only the US is keep-
ing pace with this investment. Latest figures
show that the UK Government invests around
GBP 85 million (EUR 99.82 million approx.) in
dementia research per year, which reflects
about 0.25%o0f the cost of dementia to the
UK. In comparison, they invest about GBP 270
million (EUR 316.96 million approx.) per year
into cancer research, which is equivalent to
1.5% of the cost of cancer.

Our analysis also showed that, globally, only
5% of all dementia research addresses health
and social care challenges faced by people
living with dementia today. There are now
an estimated 50 million people living with
dementia globally, and this research should
not be considered less important, as it can
make a tremendous difference to people’s lives.

Overall,we should be proud of the collective
efforts that have been made on dementia in
thelast decade. The amount spent on demen-
tia research is only one metric and it is often
difficult to apportion broader neuroscience
research funding to diseases. Ultimately, we
will measure progress in the availability of
treatments and the life satisfaction of people
affected by dementia. However, this should
stand as a reminder for us not to be compla-
cent about keeping up efforts on dementia
research, nor about considering strategies to
make sure research into helping those living
with dementia, both today and in the future,
is adequately supported.

G7 nations Investment in Change since 2011 Proportion on care
7 dementia research 2016 & research
= $1,207m (€1,091mM) +144% 3%

] L1 o °
Zahs £130m (€159m) +93% 14%
€106m -12% 8%

I*I €30m Not reported 3%
I I €14m -38% 9%
I I €4m -13% 5%

.' Not reported Not reported Not reported

Total €1,374m +137% 5%
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Putting a face to commitment -
Jeremy Hughes reflects on 10 years
with the Alzheimer’s Society

In September 2019, it was announced that Jeremy Hughes
would be stepping down as Chief Executive of the Alzheimer’s
Society, after 10 years in the role. Alzheimer Europe caught
up with him to ask about his time with the society, what he
is most proud of having achieved there and what the future

holds for him.
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Jeremy Hughes has been CEO at the ALzheimer’s Society
for a decade

You’ve been CEO of the Alzheimer’s Soci-
ety for 10 years — what initially attracted
you to the role?

| had personal experience from my dad hav-
ing dementia. And | could see the injustice of
people not getting the support they needed.
Very few people were talking about dementia
and | wanted to make that change.

What have you enjoyed the most about
the role?

The most rewarding thing is when people who
previously have not felt they can make a dif-
ference come to realise that they can play
a part in making the world a better place
for people affected by dementia. And what
is inspiring is the wide range of people who
get involved. Some are researchers who dis-
cover they can have a career seeking out
treatments for dementia or exploring how
technology can improve care and support.
Some are people living with dementia who,
whilst facing the daily challenges of living
with the disease, find a new voice to share
their lived experience and that of their family
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caregivers. But involvement in Alzheimer’s
Society’s ‘dementia movement’ goes much
wider. It includes everyone from business
leaders to faith groups, from those provid-
ing sport and leisure facilities to those trying
to make hospital stays more supportive for
people with dementia.

What will you look back on as your great-
est achievement during you time with the
Society?

There is so much Alzheimer’s Society does
that it’s hard to pick out one thing! But if
forced to, I'd say this has to be Alzheim-
er’s Society’s Dementia Friends programme.
This is changing the way the UK - and the
world - thinks, acts and talks about demen-
tia. Today over three million people in the
UK have become Dementia Friends through
attending a 45 minute awareness raising pro-
gramme run by one of our amazing volunteer
‘Dementia Friends Champions’ or by taking
part online. Up to 1,000 people become
Dementia Friends every day. And every per-
son is asked to make a commitment to action,
playing their part to improve the lives of peo-
ple affected by dementia. Our research shows
that this is making a difference.

People with dementia are starting to feel
better supported by the community around
them. Family caregivers are feeling less iso-
lated and alone and so become better able
to cope. As well as the individual Dementia
Friends, we also have over 400 villages, towns
and cities across the country committed to
becoming ‘dementia friendly communi-
ties’. | am pleased to say that we have also

inspired and supported over fifty countries
all around the world to develop Dementia
Friends initiatives.

What do you see as the biggest challenge
for you successor?

Two things stand out. First is the need to
raise more funds. We need to invest more
in research from the charity as well as get-
ting the Government to contribute more to
our world leading Dementia Research Insti-
tute and other research centres — our Centres
of Excellence — which are powering research
breakthroughs to find a cure and improve
care. Alzheimer’s Society is also committed
to offering direct support to everyone diag-
nosed with dementia, and that will be over
one million people across the UK in a few
years’ time. So we need to raise more money:
more people giving a regular gift of just a few
pounds every month, and thousands more
joining our Memory Walks and other fund-
raising events during the year.

The second is to get far better support for
people affected by dementia from our health
and social care services. Our social care sys-
tem is in a shocking state, on the brink of
collapse. We still have most people strug-
gling to pay for their dementia care with
no state support - if they can access it at
all, that is. It is not paid for by the National
Health Service. This is outrageous. Why are
people with dementia forced to spend hun-
dreds of thousands on care that would have
been free if they’d developed another condi-
tion like cancer? We also need to gear up our
health service to use the research evidence
to tell people how they can reduce their risk
of developing dementia or slow down its pro-
gression. And we need to ensure the NHS is
ready for the disease-modifying drugs that |
am confident we will have for at least some
people with dementia in the next few years.

What does the future hold for you?

Whilst stepping down from the CEO of
Alzheimer’s Society after ten years, | won't
be stopping my commitment to make the
world a better place for people affected by
dementia. | look forward to continuing to play
my part on the World Dementia Council and
also supporting the work of Alzheimer’s Soci-
ety and our sister organisations across Europe
and around the world.



>3 Alzheimer
C? Europe

Tau, tangles and dementia: a
conversation with Michel Goedert

After winning the 2019 Royal Medal
for Biological Sciences, Michel
Goedert spoke to Angela Bradshaw
and Christophe Bintener of Alzheimer

Europe about his research.

DEMENTIA IN SOCIETY

Michel Goedert

‘ ‘ It’s hard to describe the feeling of excitement when you discover something new; when you
are the only person in the world who has a new piece of knowledge. As a scientist, these are
the moments that one works towards.”

As a past winner of the Potamkin Prize, Euro-
pean Grand Prix for Research and Lundbeck
Foundation Brain Prize, Professor Michel
Goedert is no stranger to the art of scien-
tific discovery. Over the last four decades,
his ground-breaking work on the form and
function of Tau has greatly improved our
understanding of Alzheimer’s disease (AD)
and other dementias.

From Luxembourg to Cambridge

Michel Goedert’s path to scientific acclaim
started in Luxembourg, where he was born
in 1954. While at secondary school he took
part in several contests for budding scientists,
winning the 5™ European Contest for Young
Scientists and Inventors in 1973 for work on
crown galls, tumours on flowering plants
such as apple and eucalyptus trees. This work
formed the basis for Michel’s first publica-
tion, which appeared in 1973 in the “Annales
de Microbiologie” of the Institut Pasteur. The
same year, after completing his high school
diploma at the Lycée Athénée, he left Lux-
embourg to attend medical school in Basel,
Switzerland. Having travelled east to attend
medical school, he then returned westwards,
to study for a PhD at the University of Cam-
bridge in the UK. It was at the end of his
doctoral studies that he found himself at a
crossroads in his career; “At one point, | felt
I had to decide whether | wanted to practice
medicine — or do research,” he says, in flu-
ent English that hints at his Luxembourgish

origins. “I decided on the research path, but |
have always felt that studying medicine was
hugely beneficial: it has given me a much
broader outlook on research.”

Michel Goedert completed his PhD in 1984, the
same year that amyloid beta was identified
as the main component of amyloid plaques.
However, the molecular constituents of neu-
rofibrillary tangles remained a mystery. These
tangles were first described by Michael Kidd
in 1963, when he observed “dense bundles of
fibrils, coiled into ‘squash racket’ shapes” in
brain samples from people with AD.

Tangled Tau - early discoveries

Casting his mind back to the early days of
his career at the Medical Research Council
Laboratory of Molecular Biology (MRC LMB)
in Cambridge, Michel Goedert recalls his dis-
covery of Tau in neurofibrillary tangles, from
the brains of individuals with AD. For him,
this discovery in 1988 was a “eureka” moment,
paving the way for further scientific advances
on the genetics of Tau. “Our work led to the
identification and sequencing of the 6 dif-
ferent forms of Tau that are expressed in
the human brain”, he explains, “although it
wasn’t until 1998 that we understood the sig-
nificance of Tau in AD, dementia and other
neurodegenerative diseases.”

In June 1998, Michel Goedert and others
showed that mutations in the Tau gene were

associated with familial forms of frontotem-
poral dementia. “Although familial cases of
frontotemporal dementia are rare, the fact
that each was characterised by Tau aggre-
gation told us that this phenomenon was
important and closely related to the origin
of disease” he says. “Together with our earlier
work, this proved that Tau dysfunction causes
neurodegeneration and dementia.”

However, Tau is not the only protein string
to his scientific bow. As well as neurofibril-
lary tangles, Michel Goedert and his research
group were also investigating Lewy bodies,
spherical masses found within the neurons
of people with Parkinson’s disease and Lewy
body dementia (LBD). In 1997, causative
mutations in the alpha-synuclein gene were
identified in people with familial Parkinson’s
disease (PD). Shortly thereafter, Michel Goed-
ert’s group discovered that Lewy bodies in
PD and LBD were composed of aggregated
alpha-synuclein proteins. Together, these
observations had a significant impact on
the PD field - but also had broader impli-
cations, as he explains; “The discovery that
mutations in the tau and alpha-synuclein
genes cause rare cases of inherited disease
with abundant filamentous inclusions made
of either tau or alpha-synuclein showed that
the formation of similar inclusions is prob-
ably central to the more common sporadic
forms of these and other diseases, includ-
ing Alzheimer’s and Parkinson’s.”
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From Tau to tauopathies: structural deter-
minants of disease

Although Michel Goedert’s work had clearly
identified Tau aggregation as a pathological
hallmark of dementia, many outstand-
ing questions remained. In particular, the
structure of Tau proteins in neurofibrillary
tangles had yet to be elucidated. In healthy
individuals, Tau is a fairly simple, unstruc-
tured protein that supports microtubules,
molecular tracks that transport cargo inside
neurons. However, in AD and other “tauopa-
thies” that cause dementia, Tau adopts a
tortuous, disorganised structure that desta-
bilises microtubules - sending cellular cargo
off-track and inducing neuronal dysfunc-
tion. By determining the structure of Tau
in neurofibrillary tangles, could we under-
stand more about how this tangling arises
and, perhaps, prevent it from happening?

To address this question, Michel Goedert, in
collaboration with Sjors Scheres at the MRC
LMB, turned to electron cryo-microscopy,
which allows scientists to see the structures
of filamentous aggregates. Using this Nobel
prize-winning technique, they collected over
2,000 high-magnification images of Tau from
brain samples donated by a person with AD.
These images, published in Nature in 2017,
revealed that tangled Tau filaments have an
unexpectedly high level of structural com-
plexity, resembling stacks of opposite-facing
C shapes. Electron microscopy studies on
samples from a further 17 people with AD
showed strikingly similar Tau filament struc-
tures, indicating the existence of a common
Tau fold in AD.

Two further papers, published in Nature in
2018 and 2019, elucidated the structures of
Tau filaments in Pick’s disease and chronic
traumatic encephalopathy; more recently,
the team also elucidated the structures of
Tau filaments in corticobasal degeneration.
Each of these diseases is associated with
cognitive impairment. Astonishingly, these
studies showed that Tau filaments adopt
specific structures that are unique to each
disease. In other words, the conformation of
Tau within filaments is a distinct and defining
feature that distinguishes these tauopathies
from other conditions — and from each other.
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This discovery could have important impli-
cations for people living with dementia, and
the clinicians trying to diagnose and treat
them: for starters, it unlocks the potential to
design disease-specific PET tracers, which are
crucial for early diagnosis and timely thera-
peutic intervention.

So,what are the remaining mysteries around
Tau that still intrigue Michel Goedert? “Well,
tauopathies are human diseases and at the
end of the day, one has to be able to use sci-
entific knowledge to intervene therapeutically
or diagnostically. Unfortunately, that hasn’t
happened yet,” he says. “So, we probably
need to better understand the mechanisms
of disease, in order to better intervene in the
disease process.”

However, he cautions against the concept
of ‘curing’ dementia, particularly in sympto-
matic cases of disease. “For me, the future lies
more with prevention of diseases that cause
dementia.” Michel says, “And to achieve this,
we need better diagnostic methods to iden-
tify people with these diseases — as well as a
preventative treatment.” These could include
combination therapies, that target multiple
systems: “Reducing amyloid, Tau and neuroin-
flammation could whittle the disease down,
such that there are fewer cases and it becomes
more manageable”
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Looking back - reflections on academia

Between 2003 and 2016, as well as leading his
own research group, Michel Goedert was the
Head of the Division of Neurobiology at the
MRC LMB in Cambridge. Since 2014, he has
also been an Honorary Professor of Experi-
mental Molecular Neurology at Cambridge
University. During this time, he has sup-
ported many scientists who have also gone
on to make substantial contributions to the
dementia field. Benjamin Falcon, who worked
on the structural studies of Tau, has recently
started his own research group at the MRC
LMB. “Michel has been a fantastic Mentor
and the depth of knowledge and experience
he brought to my PhD studies was invaluable,
Ben says. “His advice has really helped me for-
mulate my own research goals and direction.”

»

What final words and advice does Michel
Goedert have for those wishing to pursue a
research career in academia? “Being an aca-
demic can be quite a lonely thing: in reality,
research is not that glamorous and if you
don’t like doing what you do, it can be very
painful,” he reflects. “So, you need the drive
and resilience to keep going. At the end of
the day, one needs to believe in what one is
doing - and just continue doing it
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Behind the headlines:
Making sense of new
aducanumab trial data

In December 2019, Biogen presented topline
results from its Phase Ill clinical trials of
aducanumab, at the 12" Clinical Trials in
Alzheimer’s Disease (CTAD) conference. These
results are a turnaround from earlier analyses,

which had led to the company pulling the

plug on both trials. Angela Bradshaw of Alzheimer Europe
takes a closer look at what happened and asks three external
experts in the field to comment.

On 22 October 2019, Biogen’s announcement
of its plans to seek regulatory approval for
aducanumab was heralded by many as a
turning point for the Alzheimer’s disease
(AD) community. The reasons for this were
twofold: first and foremost, aducanumab - if
approved — would be the first disease-mod-
ifying AD therapy to reach the clinic. Of the
more than 20 disease-modifying thera-
pies that have been tested in large phase IlI
clinical trials so far, aducanumab would be
the only drug to make it through the pipe-
line to regulatory submission. In addition,
since aducanumab functions by clearing
aggregated amyloid-B proteins in the brain,
Biogen’s announcement represents for some
the long-awaited validation of the “amyloid
hypothesis”, which states that accumulation
of amyloid-f is the primary cause of AD.

March 2019: Biogen pulls the plug on
aducanumab

However, 7 months earlier the headlines on
aducanumab were far less positive. On 21
March 2019, Biogen (with its Japanese partner,
Eisai) announced its decision to discontinue
EMERGE and ENGAGE, the global phase Il
trials designed to evaluate the safety and effi-
cacy of aducanumab in participants in the
early stages of AD. Biogen’s decision to halt
these clinical trials was based on the results
of a futility analysis conducted by an inde-
pendent data monitoring committee. Futility

analyses are pre-planned when setting up a
clinical trial and are carried out by perform-
ing statistical tests on interim clinical trial
datasets, to predict whether a trial is likely
to achieve its primary endpoints. The futility
analyses suggested that neither EMERGE nor
ENGAGE would meet its primary endpoints
upon completion - hence Biogen’s decision
to halt these studies.

October 2019: Aducanumab is resurrected

So, what prompted the sudden turnaround
between March and October 20192 Well, it all
comes down to numbers. The futility analy-
sis was based on data from 1,748 participants
who had completed an 18-month study period
by December 26, 2018. Post-hoc analyses from
the futility tests were “trending positive” for
EMERGE - but not for ENGAGE, hence the deci-
sion to pull the plug on both clinical trials.

However, the picture changed when Biogen
obtained additional data from an extra 318
participants who remained on trial between
December 2018 and March 2019. Now, there
was a clear association of high-dose adu-
canumab treatment with reduced cognitive
decline in EMERGE participants, as measured
by CDR-SB score (Clinical Dementia Rating -
Sum of Boxes) and other cognitive function
tests. The ENGAGE results remained negative,
although in their October press release Bio-
gen stated that the results of ENGAGE were
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consistent with EMERGE in a small subset of
participants exposed to the highest dose of
aducanumab. In other words, they believe that
treatment with a high dose of aducanumab,
for a sufficiently extended period of time, will
reduce cognitive decline in early AD.

Armed with the results of this newly-positive
analysis, Biogen shared its clinical trial data
with officials at the US Food and Drug Adminis-
tration (FDA) during two face-to-face meetings
held in June and October 2019. After the sec-
ond meeting, the FDA told Biogen that it was
“reasonable” to file for aducanumab approval
- leading to the 22 October announcement
that could be a game-changer for the AD drug
development field.

This announcement was met with widespread
excitement and enthusiasm, as it could lead
to the approval of the first new treatment
for AD in over 15 years. At the same time,
some voices urged caution, arguing that
the EMERGE and ENGAGE data were far from
clear-cut. In the ENGAGE trial, why were some
cognitive scores showing signs of improve-
ment following aducanumab treatment,
when others showed a slight worsening?
Was the small, 0.4-point improvement on
the CDR-SB test scale actually meaningful in
terms of cognitive function? Could the sta-
tistical acrobatics required to perform this
unconventional analysis of trial data have
introduced sources of bias?

December 2019: It’s all in the numbers

Fast forward to 5 December 2019, and the 12"
annual Clinical Trials in Alzheimer’s Disease
(CTAD) Conference in San Diego. All eyes were
peeled on the plenary room, where Saman-
tha Budd Haeberlein (Biogen’s Head of Late
Stage Clinical Development) was presenting
the complete set of top-line results from
EMERGE and ENGAGE. In her presentation,
Budd Haeberlein spent a long time describ-
ing the dosing regimen for the two trials,
particularly highlighting a protocol amend-
ment (“Pv4”) that was enacted in March
2017. When Pv4 was instituted, ENGAGE (the
negative trial) had already enrolled almost
49% of its participants. However, EMERGE
(the positive trial) was lagging behind, with
only 37% enrolment. The Pv4 amendment
increased the target dose for ApoE4 carri-
ers to 1omg of aducanumab per kilogram of
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Biogen’s Samantha Budd Haeberlein presents aducanumab results at CTAD 2019

From the standpoint of
a regulatory authority,
responsible for spending the
taxpayer’'s money effectively, it
will be important to minimise
any uncertainties about efficacy.”

Lutz Frélich

weight (1omg/kg), rather than the previous
maximum dose of 6mg/kg. A small numer-
ical difference, perhaps — but one with a
big impact on the cumulative exposure to
aducanumab.

Pre-Pv4, the median cumulative dose of adu-
canumab was 116mg/kg over 78 weeks on
trial. Post-Pv4, the median cumulative dose
of aducanumab rose to 153mg/kg. Due to the
timing of the change to Pv4, Budd Haeberlein
explained, a greater number of participants
in EMERGE benefited from high-dose adu-
canumab for the full 78 weeks. This difference,
she argued, was one of the main reasons why
EMERGE showed a beneficial effect of adu-
canumab, but ENGAGE did not. In other words,
ENGAGE failed because fewer of its partici-
pants received the most effective dose.

To support this claim, Budd Haeberlein
focused on the cognitive test scores of a
small group of participants from the failed
ENGAGE trial who were enrolled after the Pv4
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amendment, and therefore received the high-
est dose of aducanumab for 78 weeks. These
results showed a similar reduction in cogni-
tive decline compared to the high-dose arm
of the EMERGE trial. A further positive signal
came from the PET imaging results: in both
studies, even low doses of aducanumab led
to the clearance of amyloid plaques. There
was also an effect on biomarkers for neu-
rodegeneration, such as CSF phospho-Tau,
suggesting that removing amyloid may have
downstream effects on other key proteins
involved in neurodegeneration.

Aducanumab in the court of public opinion

Based on these results — and perhaps as an
effort to win over sceptics at the FDA - Bio-
gen is now planning a follow-up study to
allow anyone in previous aducanumab trials
access to the medication. On an optimis-
tic note, the financial markets responded
positively to the CTAD data: Biogen’s share
price rose by 3% during Budd Haeberlein’s
presentation, indicating that investors are
hopeful about the prospects of aducanumab

(14

being approved. However, press opinion was
much more nuanced. Time magazine’s arti-
cle on aducanumab was entitled “Biogen
explains how its Alzheimer’s drug went from
poor to promising”, while the headline for
Derek Lowe’s damning commentary piece in
Science Translational Medicine was, simply,
“They Don’t Know”.

Jason Karlawish took a different view in his
STAT news piece, arguing that “as long as the
benefits are judged to outweigh the risks,
aducanumab won’t just treat individuals
with AD. It will treat our Alzheimer’s culture”.
His point references the stigma that sur-
rounds AD: “A drug that targets a pathology
targets stigma. It offers some explanation
for what’s wrong, the hope of treatment,
and a means to rethink and even rename a
disease.” In short, while aducanumab may
not be the long-awaited silver bullet that
will cure or prevent AD, the very existence of
a disease-modifying treatment might fun-
damentally change society’s view of this
stigmatising condition.

There is no way we can predict what the FDA will do with these
results. Will they require a new trial; will they approve the drug

under specific conditions? What we can say is that if aducanumab
is approved it will be the very first disease-modifying drug for AD.”

Philip Scheltens
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So, how convincing was Biogen’s pres-
entation at the CTAD conference? Did they
persuasively show that aducanumab is, in
fact, an effective disease-modifying treat-
ment for AD, worthy of approval by the FDA?
To find out more, we approached three clini-
cal experts in the AD field.

Lutz Frélich, Head of the Department for
Geriatric Psychiatry at the Central Insti-
tute of Mental Health, Mannheim

The presentation of the data at CTAD has
convinced me as a clinician and a researcher
that the drug works as intended. In other
words, it slows down the progression of
disease with relevant effects on clinical symp-
toms at an acceptable risk. That the data from
both identically-designed clinical trials were
not similarly positive, however, could be
explained in a plausible way. It is still a matter
of debate whether this is enough to convince
authorities responsible for registering drugs.
Formally speaking, we have results from two
interrupted clinical trials, where several meth-
odological shortcomings might have skewed
the results.

At the very least, however, we can agree that
the drug is safe enough, if prescribed to the
right patients in the way which has been
outlined in the two trials. From the stand-
point of a regulatory authority, responsible
for spending the taxpayer’s money effec-
tively, it will be important to minimise any

‘ What these data tell me

is that we now need a
trial examining the efficacy and
safety of the high dose (that
appeared to hint at efficacy)
versus placebo.”

Rob Howard

uncertainties about efficacy. From my stand-
point as a physician, however, who wants
the best for his patients but has few drugs
to offer, the balance between uncertainties
and potential benefit shifts to wanting to
prescribe this drug right now. The AD com-
munity will have to see how to reconcile this
in the most appropriate way.

Rob Howard, Professor of Old Age Psychi-
atry at University College London

Results released from the EMERGE and
ENGAGE trials do not convincingly establish
that aducanumab has efficacy in the slow-
ing of AD progression and | would not expect
the FDA to give approval at this stage. What
these data tell me is that we now need a trial
examining the efficacy and safety of the high
dose (that appeared to hint at efficacy) ver-
sus placebo. Ideally, this should be conducted
with 2 years of follow-up, to maximise the
chances of detecting disease modification
and to evaluate the medium-term safety of
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aducanumab. The FDA and European Medi-
cines Authority will need this information to
make an informed decision about whether or
not to approve the drug.

Philip Scheltens, Professor of Cognitive
Neurology and Director of the Amster-
dam Alzheimer Center

Firstly, | would say that the timing of the
futility analysis was very unfortunate, as
it happened shortly after the implementa-
tion of Pv4. This has resulted in one positive
trial and one negative trial. There is no way
we can predict what the FDA will do with
these results. Will they require a new trial;
will they approve the drug under specific
conditions? What we can say is that if adu-
canumab is approved it will be the very first
disease-modifying drug for AD and that it
will have a profound impact on healthcare
systems in terms of costs of drug, costs of
infusions and MRI monitoring.

We have already seen that the October
announcement from Biogen invigorated the
AD research community and a general sense
of optimism and energy was apparent also
at the CTAD conference. My personal view is
that we need to prepare for a future with adu-
canumab (and hopefully many other drugs)
available to treat our patients, and that we
should now start discussing the healthcare
consequences of these drugs with our respec-
tive governments.
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Living with young-onset
dementia in Sweden

Stefan Eriksson, member of the European Working Group of
People with Dementia (EWGPWD), lives in Floda, in the west
of Sweden. He was diagnosed with dementia at 51. Stefan,
Karin and their daughter Janni (who accompanies Stefan to
EWGPWD meetings) share how the diagnosis affected the
family and how they are learning to live as well as possible

with dementia.

The diagnosis changed the lives of the Ahl-
gren-Eriksson family overnight. But with the
support of their daughter Janni and their two
sons, Karin and Stefan created a new life for
themselves built from strong bonds of love
and a commitment to improving the lives of
others in the same situation.

“It makes no difference if | swear, cry or get
angry. | may as well make the best of the
situation and try to be there as much as |
can for Mum and Dad. | have learned to be
both sad and uplifting,” says Janni Ahlgren,
27, of the two years since her father Stefan
Eriksson, 53, was diagnosed with Alzheimer's.
They had, of course, already began to notice
that Stefan would forget where he’d left his
keys at their terraced house in Floda, in the

| won’t die with my sickness,
I will live with it

Stefan Eriksson

west of Sweden. Colleagues commented that
he seemed to have difficulties focusing, and
Noah found it embarrassing that his dad
was so “ditzy” that he couldn’t remember
the names of friends from his hockey team,
despite Stefan being so involved in training
and matches. Stefan was also very busy at
work at that time.

“Sometime he’d go to work in the middle of
the night to find time for everything that he
had to do. | thought that he was run-down

Janni and Stefan
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Karin and Stefan

from overwork, and | nagged him to make
a doctor’s appointment,” recalls Karin Ahl-
gren, 52. Eventually, her husband went to the
doctor, and soon after, the news arrived that
changed their lives forever.

The diagnosis

“Stefan was examined in summer 2017, and
in September we got the news that he had
Alzheimer’s disease. The emotional impact
was terrible, and at the same time Stefan had
to quit his job and he lost his driving license.
None of his insurance policies were applica-
ble in his situation, so in practice we lost his
income. It was several body-blows all in one
g0,” says Karin, who also lost her beloved
father around the same time.

Most people diagnosed with Alzheimer’s dis-
ease are over 65, but the number of younger
people being diagnosed is increasing. In Ste-
fan’s case, there were no known risk factors.

“Stefan has always been very physically active.
He ate healthily, didn’t smoke and there are
no hereditary indicators. He was just a pic-
ture of health,” says Karin.

“A lot of people think

everything is doom and
gloom, but our relationship has
never been stronger.”

Karin Ahlgren
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A positive approach

In the middle of the chaos there was still
comfort, and a determination to stay as close
as possible.

“When the world fell apart for us, Janni had
a completely different way of thinking. She
has always been positive and has become our
rock. Many friends, neighbours and relatives
have disappeared out of our lives, because
they didn’t know how to deal with Stefan’s
iliness, but Janni has always helped us to see
the possibilities.”

Stefan has always had many hobbies and
commits himself to everything he does. Now
he has found new interests on his doorstep.

“l grow vegetables in pallets in our garden -
tomatoes, potatoes, onions...it has been a
good summer for gardening. | have always
exercised a lot - cycled and lifted weights -
and | have continued with those,” he says
with a broad smile.

Some challenges

While day-to-day life has begun to take a
new shape for Stefan, Karin, Janni, and her
brothers Kim, 28, and Noah, 17, several chal-
lenges remain.

“In our municipality, there aren’t any day-cen-
tres near here that properly provide for
younger people with Alzheimer’s. There are
a lot of people in Dad’s situation but the
only activity that he has been invited to, is
solving crosswords. It really isn’t the kind of

intellectual stimulus that will prevent his
brain from deteriorating,” says Janni.

Karin and Janni also talk about carers who
appear to lack knowledge of cognitive
illnesses, of bad experiences in short-term
accommodation, and of doctors who want
to help, but don’t seem to have the answers
to their many questions.

Stefan, Karin and Janni have chosen to take
these negative experiences in their stride.
That has meant involving themselves with
the Swedish Alzheimer’s society (Alzheimer
Sverige), writing to politicians, and finding
other ways to raise questions about quality
of life for people with cognitive disabilities
and their relatives. Their commitment began
with an unexpected meeting.

Support from Alzheimer Sverige

“We got a tip about a lecture at Alzheimer
Sverige, and we were greeted there by the
chairman, Krister Westerlund. ‘Welcome
youngsters!” he said, and he pulled out a bas-
ket full of cakes. It was the first time we met
someone who was acting positively in our
new situation, and it meant a huge amount
to us,” says Karin who has fought hard to bal-
ance her full-time work as an after-school
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‘ ‘ It makes no difference if

| swear, cry or get angry. |
may as well make the best of the
situation and try to be there as
much as | can for Mum and Dad.
| have learned to be both sad and
uplifting.”

Janni Ahlgren

teacher with taking care of their home, and
managing Stefan’s health and wellbeing.

Even while Janni, Karin and Stefan were tell-
ing us about the tough challenges they face,
they often shared smiles, and touched and
hugged each other. Love and warmth give
this family a rare strength.

“Alot of people think everything is doom and
gloom, but our relationship has never been
stronger. No matter what, | am Stefan’s prin-
cess. All we need to be happy today is a pot
of coffee that we can take down to the pier
by the water,” concludes Karin.

“l won't die with my sickness, | will live with
it” - Stefan Eriksson

‘ ‘ In our municipality there aren’t any day-centres near here

that properly provide for younger people with Alzheimer’s.
There are a lot of people in Dad’s situation but the only activity
that he has been invited to, is solving crosswords.”

Janni Ahlgren

Set boundaries when required.

Karin Ahlgren’s advice for relatives of younger people with Alzheimer’s:

® Try to find a connection to others in the same situation, even if they’re a little older. It’s very valuable to meet other people who
know exactly what you’re going through.

It’s easy for someone with Alzheimer’s to lose their self-confidence. Take one day at a time and try to find alternative solutions.
Be accepting and open about your new situation. Find ways to live with the iliness, not die with it.

It isn’t advice, but | want to thank our wonderful friends Anki and Krille. They have been there the whole time and treat Stefan
exactly the same as they did before his diagnosis.
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A human rights-based approach

to dementiain Ireland

On 8 November 2019, Trinity College Dublin
held a symposium on “Dementia and Human
Rights”. Helen Rochford-Brennan, who was a

speaker at the event, has written this report.

Pat McLoughlin (CEO, The Alzheimer Society of
Ireland) also comments on progress made in

the area of human rights and dementia in Ireland.

Aone-day symposium on the topic of Demen- Sabat reminded the audience that people
tia and Human Rights took place in Trinity  diagnosed with dementia share numerous
College Dublin, on 8 November 2019, and was  valued attributes in common with people not
attended by a large multi-disciplinary audi- diagnosed and they can teach us a lot about

complex systems with little support. Dr Helen
Rochford-Brennan is passionate about people
with dementia being involved in all aspects of
the disease from diagnosis to dying, and she
appealed to researchers committed to public
and patient involvement (PPI) principles, to be
fully inclusive of people living with dementia.
She said: “the lived experience is very ‘trendy’
at the moment; everyone wants a person liv-
ing with dementia on their project or panel,
but engagement is only meaningful if the
decision-making power is shared”.

In her appeal for dignity enhancing care and
greater government investment in home care
services, she stressed the importance of her
social health and her right to live at home
in her community of Tubbercurry, she com-
mented: “the State thinks it’s okay for me
to have aright to live in a nursing home but
not to have a right to live in my own home”.

ence of doctors, nurses, architects, solicitors,
social workers, occupational therapists, psy-
chologists, health care assistants and others.
Like in other European countries, dementia
continues to be highly medicalised in Ireland
and for the first time, this symposium brought
together international and national experts to
interrogate dementia from a human rights,
disability and ethics perspective.

The keynote address was given by Steven R.
Sabat, Professor Emeritus of Psychology at
Georgetown University, Washington, who
talked about dementia as a disability and
the importance of seeing the person rather
than the pathology. He said: “Although a
diagnosis of dementia entails some specific
and significant dysfunctions in certain cog-
nitive abilities, it is just as clear that people
diagnosed with dementia are like ourselves
in all the ways that really matter.” Professor

-

Jacinta Dixon, Tina Leonard, Prof Steven Sabat, Helen Rochford-Brennan, Dr Suzanne Cahill
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our shared humanity.

There are 55,000 people living with demen-
Prof. Sabat’s thought-provoking address was ~ tia in Ireland. About 4,000 of these people
followed by an equally powerful presenta- have young onset dementia, a rare form of
tion made by Dr Helen Rochford-Brennan, dementia sometimes known as “working life
former Chairperson of the Irish Dementia  dementia” since it occurs in younger people
Working Group and current Chairperson of many of whom are still working and have
the European Working Group of People with  young dependent children as well as financial
Dementia (EWGPWD). She began her speech  commitments including mortgages. Govern-
by quoting the words of Terry Pratchett, “So  mental support is required for this group of
much universe, so little time”, which reso- people hugely overlooked in Irish society.
nate with her. She also thanked Professor
Suzanne Cahill for the invitation to partic- Why a human rights approach?
ipate at the symposium and Trinity College,
where she started her journey into research. On the topic of human rights and demen-
She raised issues that are important to all  tia, symposium organiser, Professor Suzanne
people with dementia in Ireland, from the  Cahill said:
time of diagnosis, when people are often
denied their human rights. They are not “The theme of this symposium has been cho-
always respected, or informed, or treated with ~ sen carefully, as conventionally, dementia
dignity and very often they have to navigate is seen as a syndrome caused by a disease
and not as a disability or a disability/human
rights issue. While the disease framing makes
us think about plaques and tangles, brain
scans, drugs and passivity, the human rights
framework is based on dignity, autonomy, cit-
izenship, participation and personhood. It
requires governments to treat all people fairly,
never to discriminate and the goal is to pro-
mote human flourishing and a good quality
of life”. She went on to say that the human
rights approach is not exclusive: “it builds
on medicine, nursing, disability, economics,
social work, law, engineering, architecture
and soon.”
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Personhood principles in dementia care

The morning session included a highly engag-
ing presentation given by Health Economist,
Professor Eamon O’Shea, the author of Ire-
land’s first Action Plan on Dementia (1999)
and an expert who has played a very signif-
icant role in influencing Irish aged care and
dementia care policy over the last three dec-
ades. Prof. O’Shea discussed the complexities
involved in operationalizing personhood prin-
ciples in dementia care and the importance
of respecting the individual’s rights to auton-
omy and to citizenship, at all times, including
their right to live at home or in a place of
their choice: “we should never underesti-
mate the importance of home”. The morning
session ended with a very insightful and
practical hands-on presentation delivered
by a well-known Irish solicitor, John Costello
who competently brought the audience up
to speed on the intricacies of the Assisted
Decision-Making Capacity Act (2015) still not
fully implemented in Ireland.

Policy-making and government funding

During the afternoon, the focus of the sym-
posium shifted to policy-making, the UN
Convention on the Rights of Persons with Dis-
abilities and their relevance to people living
with dementia and to other thought-provok-
ing topics including advanced care planning.

Senator Colette Kelleher started the afternoon
by drawing on the work of C. Wright Mills
and, in the context of dementia, suggesting
that all personal troubles are public issues
that need careful political attention. She
reminded the multi-disciplinary audience of
the type of juggling that often occurs within
government circles when scarce resources are
in demand. Although she argued that some
recent progress has been made in Ireland, in
terms of ring-fenced funding being allocated
by the Department of Health to extend The
Alzheimer Society of Ireland Dementia Advi-
sor services, she also stressed that a lot more
is needed.

Panel discusses autonomy, personhood and
the value of the social model of disability

The final session in this symposium and
perhaps one of the most memorable and
entertaining was a panel discussion which
brought together some key stakeholders in
the field of dementia policy and practice in
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Ireland namely the CEO of The Alzheimer
Society of Ireland, Pat Mc Loughlin; the CEO
of Nursing Homes Ireland, Tadhg Daly; the
Chairperson of Ireland’s National Dementia
Strategy Monitoring Group, Susan Scally; a
well-known independent researcher, Dr Maria
Pierce, who is also a family caregiver; and Neil
Murphy from the National Disability Author-
ity in Ireland, alongside Professor Steve Sabat.
A carefully-selected Chairperson, well-known
in Irish circles, Professor Des O’Neil (Geria-
trician and author) came to the fore, posing
several expected along with other unexpected
questions to the diverse panel, who were
kept on their toes. Topics explored included:
panellists’ views of their own mortality, the
meaning of autonomy and decision-making
in the context of dementia, the importance
of preserving personhood with advanced
dementia and the value of the social model
of disability for people living with the con-
dition. The symposium was very positively
evaluated with requests for more events of
this genre to take place in Ireland.

‘ ‘ Conventionally, dementia is seen as a syndrome caused by a

disease and not as a disability or a disability/human rights
issue. While the disease framing makes us think about plaques
and tangles, brain scans, drugs and passivity, the human rights
framework is based on dignity, autonomy, citizenship, participation

and personhood.”

Suzanne Cahill

Pat McLoughlin, CEO, The Alzheimer
Society of Ireland.

“In The Alzheimer
Society of Ireland’s
"= Charter of Rights
we make it clear
that people with
dementia have the
same human rights
as every other cit-
izen. In April 2016,
The ASI and our Irish Dementia Working
Group published a Charter highlighting
the rights of people with dementia, which
calls for greater participation, account-
ability, non-discrimination (equality),

empowerment and legal recognition for
therights of people with dementia. These
principles are based on internationally
agreed human rights.

“The Charter is a tool for those who sup-
port people with dementia, policy makers
and service providers. For example, here
at The ASI we are currently evaluating our
50 day care services across 23 counties
operating from one to five days a week.
This evaluation is guided by a human
rights-based approach and The ASI's Char-
ter of Rights, which sets out the rights
of people with dementia, is reflected in
our evaluation of day care services. This
evaluation, guided by the Charter, seeks

“There has been a shift in the last 15 years,

to understand day care from the perspec-
tives of people with dementia and carers
with strong emphasis on the voice and
the lived experiences of people.

not only in Ireland but also internation-
ally, from a paternalistic treatment-focused
approach to one informed by a human
rights perspective. The ASI is committed
to the Charter in our service development.
We should use a rights-based approach
to make sure that people who will be
affected by decisions around policy, strat-
egy, services, support or legislation have
the opportunity to be involved from the
beginning.”
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Deaf sign language users with
dementia: challenges in accessing

healthcare and support

In this article, Emma Ferguson-Coleman
(University of Manchester) and Avril Hepner
(BDA Scotland) discuss the challenges of a
small cultural and linguistic minority group
of Deaf people who use British Sign Language
(BSL) in the UK in reaching a diagnosis of
dementia and subsequent support for Deaf

people and their families.

There are approximately 87,000 BSL users res-
ident in the UK and within this group, there
are an estimated 450-850 Deaf BSL users
who are living with dementia, either in the
community with their families or within res-
idential care.

Dr Emma Ferguson-Coleman, a Deaf research

associate within the Social Research with

Deaf People (SORD) group at the University of
Manchester, was one of the plenary present-
ers at the 29'™" Alzheimer Europe Conference

in The Hague. In her presentation on “Navi-
gating everyday challenges of life-story work
with Deaf sign language users with demen-
tia” she drew attention to the fact that Deaf
British Sign Language (BSL) users consist-
ently experience unequal access to health and

social care provision, because their language

and communication needs are inadequately
met and their cultural identity is not recog-
nised by the mainstream.

Avril Hepner is a Deaf British Sign Language
(BSL) user with a passion for BSL. She is the
Community Development Manager for the
British Deaf Association (BDA) Scotland,
where she has worked for 15 years. She man-
ages a dementia-related project in Scotland
for the BDA. She has a great personal interest
in developing appropriate support packages
for Deaf carers after a diagnosis of dementia
for their Deaf family members. Having cared
for her late father, who was Deaf and lived
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with dementia, she had to fight for an appro-
priate assessment and conclusive diagnosis
for her father after he developed Alzheim-
er’s disease.

Who are Deaf sign language users and what
are the challenges when living with demen-
tia? Emma Ferguson-Coleman tells us

Deaf people belong to a visual community,
where they share stories with one another
to confirm their lifelong identities and reaf-
firm their wellbeing. They share the same
cultural histories that are different from the
mainstream population (such as attending
Deaf boarding schools from a young age,
attending Deaf clubs in each residential town,
accessing Deaf sports clubs and tournaments
and so on). This shared cultural history is not
always known about or understood by the
mainstream, which often impacts on the
opportunity to be valued as a Deaf citizen.

As signed languages are not fully integrated

within healthcare provision, for example, in

the UK, BSL/English interpreters are not always

booked for appointments with clinicians, or
information disseminated about dementia

is not always provided in BSL. This means

that access to information about dementia

is extremely limited, which then has an impact
on opportunities to discuss this condition with

healthcare professionals and families when-
ever any concerns may arise.

The majority of support services and care
homes in the UK for people with dementia
are designed for the needs of the hearing
population, which can mean that Deaf peo-
ple living with dementia may decline very
quickly in such environments, because of a
lack of communication and stimulation in
their own language.

Research has been carried out with older
Deaf people about their preferred options
for residential care. A project conducted in
201 called ‘Older people who use BSL: Prefer-
ences for residential care provision in Wales’,
it was found that the maintenance of cul-
tural and social networks of BSL users is a
primary preventative measure in support-
ing older Deaf people’s health and wellbeing;
there were fears that moving into a residen-
tial care facility (with hearing people) would
mean a loss of contact with Deaf cultural and
social networks. The concern was not about
the loss of communication opportunities in
BSL, but the loss of a sense of belonging; and
that the loss of BSL as a part of everyday life
and the loss of contact with life-long friends
who were BSL users was considered to be lan-
guage deprivation.

At present, there are two residential homes in
the UK that currently provide support for Deaf
people with dementia but places are very lim-
ited. In Europe, there is a specialist residential
care unit in the Netherlands that offers sup-
port to older Deaf people with a separate
clinic for those with additional needs (www.
degelderhorst.nl).

One research study, the ‘Deaf with Dementia
Project’ (funded by Alzheimer’s Society, UK)
conducted several research interviews with
Deaf people with dementia and their families.
The interviews found out that care service
providers did not book BSL/English interpret-
ers, which enforced written communication
on pen and paper that was not understood
by the Deaf carer, as English was their second
language (BSL is their first language). One
family discussed how their Deaf family mem-
ber with dementia was referred to a local day
centre but they could not access the creative
group, as there was no BSL/English interpreter
present. The “Neighbourhoods and Dementia”
study, funded by ESRC/NIHR, included a work
programme developing life story work with
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Emma Ferguson-Coleman presents in BSL at the 29" Alzheimer Europe Conference

Deaf people with dementia and their carers.
This study found that Deaf carers remain very
much in need of culturally appropriate sup-
port packages after a diagnosis of dementia
for their Deaf family members.

Moving forward - Avril Hepner tells us
how BDA Scotland is looking to respond to
unmet needs

There are currently no cognitive assessment
facilities in Scotland tailored for Deaf peo-
ple who use BSL; the National Cognitive

Disorders clinic for Deaf patients is based in

London. Avril had to wait three months for
a Deaf psychologist to come up to Scotland

to formally diagnose her father. Avril’s father
was initially assessed through a local Memory
Clinic in Glasgow, Scotland, using the usual

tests with a BSL/English interpreter present
and the family was given an initial diagnosis.
However, Avril demanded access to a specifi-
cally tailored BSL assessment for her father, as

she was not sure that the assessment process

had been culturally or linguistically appropri-
ate for his needs:

“Although it looked like my dad was respond-
ing to the tests, my suspicion was that he
was mirroring or copying what the sign lan-
guage interpreter was signing, which gave a

false picture as to how well he understood
the questions or commands.”

Healthcare professionals who carry out cogni-
tive functioning assessments need to be aware
that some standard test questions may be dif-
ficult for a Deaf person to understand, due to
cultural and linguistic differences. It is prudent
to ask for advice from BSL/English interpreters
and local Deaf organisations, as well as family
members/carers, about the best way to phrase
questions. For example, rephrasing the ques-
tion, “Who is the Prime Minister?” to, “Who
lives at number 10 Downing Street?” is more
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likely to be understood clearly by a Deaf per-
son. This is because Deaf people do not have
access to information that is usually absorbed
by hearing people via auditory means such as
the radio or through overheard conversations,
which can have an impact on their everyday
knowledge. Another example would be the
question, “What season is it today?”. Deaf peo-
ple may not have had access to this word in
their formative years so it may be better to
pose the question “Is it autumn or summer
now?” This does not change the actual ques-
tion but offers a more accessible format in how
it is asked.
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Avril Hepner presents at the Join Us for the Deaf Dementia Journey launch of the dementia toolkit, 6 September 2019
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Avril also attended many hospital appoint-
ments with her father. At times, she had to
take on a dual role of firstly being his daugh-
ter and carer, but secondly, also ensuring that
her father had full access to what was hap-
pening for him:

“I was faced with the responsibility of ensuring
that BSL/English interpreters were booked. My
father was in hospital for the last six weeks of
his life. When | visited him | could see other
families having real quality time with their
loved ones but when | was there, much of my
time was taken up in making sure that the
appropriate support was in place. Those con-
cerns made me anxious, and my time with my
father was overshadowed by this.”

In response to the need for providing acces-
sible support for Deaf people with dementia
and their families, the British Deaf Associa-
tion (BDA) in Scotland recently launched its
first ever user-friendly dementia toolkit. It was
created by and with Deaf people who care for
or have cared for someone with dementia and
who use British Sign Language (BSL). This is
part of the ‘Transforming the Deaf Dementia
Experience’ project, which is currently funded
by the Life Changes Trust (2017 to 2020).

Accessible information about dementia and
other health conditions for Deaf people should
ideally be led by and created by Deaf people,
so in developing this toolkit resource, BDA
Scotland drew on the expertise of a Stake-
holder Group which consisted mainly of Deaf
carers. Some of the members contributing
were no longer active carers, yet still became
very emotional, visibly upset and angry when
reflecting upon their own personal experiences.
A common thread amongst these carers was
the lack of support available to them at that
time. We became aware that a more sensitive,
measured approach was required to provide
support to set up a Deaf Carer’s Support Group
for dementia.

The project has met with some challenges, par-
ticularly around identifying and arranging to
meet Deaf people living with dementia. Those
that BDA Scotland did meet reported feeling
helpless, and shared the view that very few
people within the Deaf community really
understand what dementia is or how it can
affect Deaf people. Isolation from one’s own
community can also result in community
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members having little opportunity or expe-
rience of communicating and interacting
positively with Deaf people living with demen-
tia. Avril shares her experience of this isolation:

“Out in the community, Deaf people are not as
aware of the signs and symptoms of demen-
tia. It affected my father socially when he
attended his local Deaf club, as people were
puzzled at the changes in his behaviour.”

As a solution to this challenge, BDA Scotland
now delivers BSL dementia-friendly training
to Deaf clubs and groups in urban and rural
areas, encouraging attendees to explore
attitudes towards dementia within the Deaf
community. This BSL dementia training is not
only delivered to the Deaf community but
also to healthcare professionals working in
care homes and organisations.

Members of the Deaf community also expe-
rience a lack of/limited access to resources in
BSL.There is a lack of accessible information
on websites with a focus on dementia and
on the websites of dementia support groups.
To address this, BDA Scotland has created
numerous BSL video resources, which can be
found at https://bda.org.uk/dementia/. These
videos include, for example, BSL versions of
the bookcase analogy (Alzheimer’s Society,
UK) and Brain Fog.

Additionally, BDA Scotland carried out one-to-
one interviews with Deaf carers during Carers
Week (a national initiative that increases
awareness of the needs of carers for people

with health conditions) and posted these vid-
eos online via its Facebook page. These have
been viewed 37,524 times (at the time of writ-
ing, 20 January 2020), which demonstrates the
phenomenal impact of accessing information
about dementia in BSL. From this impact, BDA
Scotland has learned that this format of shar-
ing information is far preferable to directly
translated information in BSL, which is not
user-friendly and is difficult to engage with.
The Deaf Carers Toolkit is available to down-
load at https://bda.org.uk/dementiatoolkit/

More information

For more information about Transforming
the Deaf Dementia Experience project,
contact Avril Hepner at cado.sthscot@bda.
org.uk

f @BritishDeafAssociation
9 @BDA_Deaf

For more information about research
with Deaf people with dementia and their
families, contact Dr Emma Ferguson-
Coleman at emma.ferguson-coleman@)
manchester.ac.uk
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Dementia in the arts: An
interview with celebrated
author Nicci Gerrard

Alzheimer Europe speaks to Nicci Gerrard (a.k.a. Nicci French,
when writing psychological thrillers such as the Frieda Klein
series, together with her husband Sean French) about her new
non-fiction book “What Dementia Teaches Us About Love”.

Many people know you as Nicci French,
author of psychological thrillers. Your book

“What Dementia Teaches Us About Love?” is
quite a departure from that style of writing.
What prompted you to write this book and
how was it to write something so different
and so personal?

I'was a journalist before | became Nicci French
and | have continued writing pieces for the
newspaper where | worked about issues that
| most care about. So in a way, I've always had
this other voice.

Perhaps | wouldn’t have written “What
Dementia Teaches Us About Love” - or “Words
Fail us” in Dutch - if I hadn’t had that other
voice. But it grew out of a very personal
experience. My father, John Gerrard, had
Alzheimer’s. He lived, and mostly lived well,
with the iliness for more than ten years - at
home with my mother, who he had been mar-
ried to for 61 years at the time of his death.
He walked by the river, worked in his garden,

Nicci and her father John

watered the tomatoes, fed the birds, built
bonfires, and stared for hours at tiny insects
or wildflowers. He saw his friends, teased his
grandchildren, and told stories about his past,
which remained vivid to him. Although he
was gradually going towards the darkness
and was sometimes scared, sometimes felt
ashamed, he was mostly happy. Then he went
into hospital with leg ulcers which were slow
to heal. He was there for nearly five weeks,
and because of strictly enforced visiting
hours and an outbreak of norovirus, there
were many days when he didn’t see his fam-
ily at all. With no-one to help him eat, drink,
walk; no-one to speak to him, read to him,
hold his hand, look him in the eye, he cat-
astrophically declined. He went in healthy,
mobile, articulate and living with dementia.
When I collected him, he was immobile (he
couldn’t walk, or stand on his own two feet,
or lift his head from the pillow), inarticulate
(he couldn’t put a sentence together), skele-
tal and wrecked. He was no longer living with
dementia, but dying with it.
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“ | learnt so much from

all the people who were
so honest and generous with
their experiences. There were
the doctors, the nurses, the
scientists, the artists, the
philosophers, who have given
me new ways of seeing an illness
which is everywhere. Above
all, there were those men and
women living with dementia
and their carers.”

His dying took nine months, during which

time he lay in a little room downstairs while
his family tried to do all the things we hadn’t
done for him while he was in hospital. It was
too late. We were too late. When he eventu-
ally left us it was both a sorrow and a blessing.
And yet my father was gone and yet he was
there, he was absent and yet present, he had

lost everything and yet in some strange way
he retained his self, this essence that made

him John Gerrard. After he died, | knew that
there was a book | could write, a book about
the meaning and the cost of dementia, and

about what it teaches us about ourselves,
about what we value and about being human.
But I didn’t know whether I would write it. My

‘ We need to share stories

more, talk more openly
about it. So | feel privileged to be
part of this new conversation.”
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father was a very private man and | had no
desire to write a memoir. Instead, | set up a
campaign that fights for more compassion-
ate care for those with dementia when they
go into hospital. It was my way of trying to
atone, | guess, for what had happened to him.
| was trying to rescue him, though of course
he was beyond rescue.

And it was during those years of campaign-
ing, when | was spending so much of my
time talking about dementia, reading about
it, spending time with people who live with
it and with their carers, that | knew | had to
write a book - after all, that’s what | do, | write
about what | don’t understand, what | want
to explore. And | knew that my book had to
be full of other people’s thoughts and ideas
and stories, and that it wouldn’t answer ques-
tions but ask them. Although | would never
have written my book without my father, and
although he is there as a guide and a ghost,
and the book starts with him, ends with him
and is haunted by him, itisn’t about him. It’s
about all of us. And it was my way of trying
to make sense of what is apparently sense-
less, find kindness in something apparently
so cruel. You could say that | had to write this,
that it was given to me.

Writing it was sometimes quite harrowing -
people go through such heartbreak. At the
same time, it was also uplifting — people have
such courage, such hope, such love. Of course,
| found it personally painful at times as well,
and was also very aware that this wasn’t

\‘-{-"l‘l_at Dementia
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My father was gone and yet he was there, he was absent and
yet present, he had lost everything and yet in some strange

way he retained his self, this essence that made him John Gerrard.”

only my story to tell. Once I'd finished, | sent
the manuscript to my siblings. If they had
objected, | would simply have thrown the
whole thing away.

You spoke to many people living with
dementia, during the writing of this book.
Were there any encounters which particu-
larly marked you?

Oh yes! Almost all of them. | felt | learnt so
much from all the people who were so honest
and generous with their experiences. There
were the doctors, the nurses, the scientists,
the artists, the philosophers, who have given
me new ways of seeing an illness which is
everywhere. Above all, there were those men
and women living with dementia and their
carers, who can become like missing people
in our society. Some of the stories are ones of
pure suffering and loss, others were ones that
were very optimistic. | understood from them
how dementia need not be a death-sentence,
but the beginning of a new chapter, and
how the shame and stigma of the illness is
a blight.1think -1 hope - that | have become
more attentive to the vulnerability and frailty
that is all around us but that is too easy to
turn away from, that | now seek to reach out
a helping hand to those | see who are in con-
fusion or distress.

Has writing the book, and the response you
have had since its publication, helped you
to process the experience of living through
your father’s illness?

The first thing to say is that | have had some
amazing conversations with people at events
I’'ve done. The book has somehow grown
since its publication - men and women who
have never before spoken about their particu-
lar experience, stand up in public and share

their stories. There was a woman the other
‘ There is a real sense that

there is a conversation
going on now about dementia,

about old age, about dying, that
we have long avoided.”

day who had just been diagnosed with early
onset dementia and she talked about it in
front of an audience of hundreds because
they were giving her a safe and understand-
ing space. It was the first time she had
confessed’ it. It was very brave. We need to
share stories more, talk more openly about
it. So | feel privileged to be part of this new
conversation. As for my father — honestly, |
will always feel that I let him down, though |
also understand we didn’t know until too late
what we should have done. At the same time,
I am now able to remember all the selves he
was - not just the wrecked old man | brought
home to slowly die, but the happy, healthy,
vigorous, dignified, eccentric, absent-minded,
slightly mystical man | was lucky enough to
have as a father.

‘

You set up “John’s Campaign”, following
your father’s death. Has the campaign
helped to set change in motion, with
regards the crisis in hospital care that you
identified? What has been the most positive
outcome of the campaign, so far?

Yes - John’s Campaign has a single principle
which, like a Trojan Horse, is trying to bring
more compassionate care into hospital (and
in the UK, one in three beds are occupied by
someone living with dementia). This principle
is that the carer of someone with dementia
should have the samerights as a parentora
child to accompany them when they go into
hospital. As simple and obvious as that. It
seems mad that there should have to be a
campaign for something as blindingly obvi-
ous, but it took me and my friend Julia four
years and more to achieve what we set out to
bring about, which was a welcome for carers
in every hospital in the country, an acknowl-
edgement that they are a valuable part of the
team of support round a patient. Hospitals
are hazardous for someone who is old, con-
fused, often scared and very vulnerable and
it is a nonsense that those who know them
best are kept away at their time of greatest
need. Hospitals are places of cure but many
people who are in hospital now need the
kind of vigilant and constant care that doc-
tors and nurses, however wonderful, cannot
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‘ | am now able to remember

all the selves he was -
not just the wrecked old man
| brought home to slowly die,
but the happy, healthy, vigorous,
dignified, eccentric, absent-
minded, slightly mystical man
| was lucky enough to have as
a father”

give. People with dementia have to be treated
as people — precious and precarious - as well
as patients.

Because we were joined by a great army of
nurses, doctors, carers, and became a move-
ment for change, the campaign has been
pretty successful: every acute hospital in
the country has now signed up to it. It's in
the written constitution. Of course, there’s
always more that needs to be done. You never

arrive at a point and think everything is per-
fect. I'd say the most positive achievement
- apart from having every hospital now sign-
ing up to our demands, is that the culture
around care is changing.

From your perspective, what is the most
important thing policymakers can do to
improve the situation for people with
dementia and their families?

Oh well, really we need a revolution in kind-
ness. Aside from that, I'd say money - and
the recognition that dementia is an illness.
When people get cancer, they are looked after
from the diagnosis onwards. When people get
dementia, they often have a diagnosis and
are then —well, just left to get on with it. This
makes it infinitely lonely and terrifying. We
need to do better. Much much much better.

At a special symposium during the 29*"
Alzheimer Europe Conference in The
Hague, you were interviewed about “What
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Dementia Teach Us About Love”, by our col-
leagues at Alzheimer Nederland. What was
your experience of being at the conference
and of being the focus of this symposium?

I loved being there and above all, I loved hear-
ing what different people have to say about
an illness of which almost everyone has some
kind of experience. There is a real sense that
there is a conversation going on now about
dementia, about old age, about dying, that
we have long avoided.

‘ ‘ | set up a campaign

that fights for more
compassionate care for those
with dementia when they go
into hospital. It was my way of
trying to atone, | guess, for what
had happened to him.”

S

About Eisai

human health care

Our work at Eisai prioritises patients
and their families through our focus to
continually improve the benefits that
healthcare can provide.

We call this human health care (hhc).

fhe

human health care

Eisai is a leading global research and development-based pharmaceutical company headquartered in Japan. We define our corporate mission as ‘giving
first thought to patients and their families and to increasing the benefits health care provides’, which we call our human health care philosophy. With over
10,000 employees working across our global network of R&D facilities, manufacturing sites and marketing subsidiaries, we strive to realise our human
health care philosophy by delivering innovative products in various therapeutic areas with high unmet medical needs, including oncology and neurology.

As a global pharmaceutical company, our mission extends to patients around the world through our investment and participation in partnership-based
initiatives to improve access to medicines in developing and emerging countries.

For more information about Eisai in EMEA please visit www.eisai.eu.
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SPOTLIGHT ON 29AEC

Alzheimer Europe Conference
takes place in The Hague
under the banner “Making
valuable connections”

The 29th Alzheimer Europe Conference bl’OUght together ad edition was held in the same venue as the
record 954 participants from 46 countries. The conference
opened on the evening of 23 October 2019.

Marjolein de Vugt delivers the first keynote speech

The 29" Alzheimer Europe Conference
(#29AEC) “Making valuable connections” was
formally opened on the evening of 23 Octo-
ber 2019. 954 participants from 46 countries
attended the conference, at which 287 speak-
ers and 241 poster presentations shared their
research, projects and experiences, all in an
atmosphere of collaboration.

Iva Holmerova, Chairperson of Alzheimer
Europe, opened the conference, extend-
ing a special welcome to the 36 people with
dementia who were among the delegates, as
well as their supporters. She noted that pub-
lic awareness of dementia has increased in
recent years, and that the number of national
dementia strategies is growing, across Europe,
as is the number of dementia-friendly initia-
tives in many countries. She was also pleased
to share that policy-makers have begun to
acknowledge that, due to the complex nature
of dementia, better coordinated research is
needed, coupled with increased funding. All
of this needs to happen in the modern, fast-
paced and sometimes confusing context in
which we all live, she commented. As a final
point, she highlighted the importance of better
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awareness of dementia, not only for the sake of
people with dementia and their relatives, but
for the sake of society as a whole, which, she
said, must find ways to overcome hurdles and
to fill the gaps in its understanding.

Following Iva Holmerova’s opening speech,
delegates were also welcomed by Gerjoke
Wilmink, Executive Director of Alzheimer
Nederland; Myrra Vernooij-Dassen, Chairper-
son of INTERDEM; Helen Rochford-Brennan,
Chairperson of the European Working Group
of People with Dementia (EWGPWD); Kavita
Parbhudayal, Deputy Mayor of The Hague;
and Theo van Uum, Director of Long-term
Care at the Dutch Ministry of Health, Wel-
fare and Sport.

Alzheimer Nederland celebrates 35 years

Gerjoke Wilmink referred to Alzheimer Ned-
erland’s 35" anniversary, and drew delegates’
attention to the organisation’s role as one of
the co-founders of Alzheimer Europe and as
hosts and co-organisers of the 1* Alzheimer
Europe Conference, which took place in
Friesland. Alzheimer Nederland believes

Opening Ceremony speaker panel

that learning and exchanging knowledge/
experiences are of paramount importance
in strengthening the dementia movement.
“That’s why we think this conference is so
important and that’s why we have our own
track with innovations and good practice
examples”, she said. She also mentioned
Alzheimer Nederland’s national “Dementia
Event”, organised annually, especially for peo-
ple with dementia and their carers. This year’s

Alzheimer Europe Conference, just prior to
the opening ceremony.

Moving things forward in the dementia field
- the INTERDEM approach

Myrra Vernooij-Dassen spoke on behalf of
INTERDEM (Early detection and timely INTER-
vention in DEMentia). She emphasised the
importance of taking responsibility to move
the field forward, mentioning three ways
in which this could be done: Firstly, more
individualised interventions need to be
developed, based on a better understanding
of both the variety of ways in which peo-
ple may be affected by dementia and of the
mechanisms of change underlying effective
interventions. These interventions include
cognitive, functional and social interventions
and can use adapted new technologies. Sec-
ondly, models of co-production in dementia
research and in implementation of research
findings could also be developed. Finally, she
stressed that the next generation of dementia
care researchers should be stimulated, edu-
cated and mentored.

The value of patient and public involvement
Helen Rochford-Brennan addressed delegates

from her perspective as a person living with
dementia. She highlighted the value of the
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voice of people living with dementia, in par-
ticular drawing attention to the benefits of
patient and public involvement (PPI). She
also stressed that more communication and
knowledge-sharing in the research commu-
nity is vital, to avoid “reinventing the wheel”.
Researchers need to branch out beyond their
current pool of contacts, to move things for-
ward, she said. “We know Europe is becoming
more diverse, but researchers need to seek
out those new voices and not take the easy
option by asking the same people over and
over again.” Helen Rochford-Brennan is also
keen to ring the changes in other areas
where she feels there is room for improve-
ment. There is a growing preference among
her peers for moving away from “dementia
friendly” and towards “dementia inclusive”
societies and initiatives, for example. Finally,
she addressed national policymakers, encour-
aging them to focus on dementia plans rather
than strategies. This would have both eco-
nomic and practical benefits, she concluded.

Dementia as a priority for the Dutch
Government

Kavita Parbhudayal, Deputy Mayor of The
Hague, responsible for Care, Youth and Pub-
lic Health took the floor next, extending a
warm welcome to delegates in The Hague
and encouraging them to make the most of
the city during their time there. Following
her, Theo van Uum from the Dutch Ministry
of Health, Welfare and Sport assured dele-
gates that dementia, in all of its aspects, is

a priority for the Dutch Government. The
Government’s mission, he said, is to ensure
that people with dementia and their rela-
tives feel included in society; to provide
quality dementia support and care; to sup-
port scientific research into possible cures
and/or methods of prevention, to speed the
process up. This mission feeds into the coun-
try’s new dementia strategy, which has three
pillars: The first, “Dementia and society”,
aims not only to create a dementia-friendly
society, but also to empower people with
dementia to continue to be active and to
use their abilities, thus enabling them to
continue to be part of society and to have
a meaningful life, with dignity. The sec-
ond pillar, “Dementia and care”, focuses
on good quality care and support, using
innovation and taking into account labour
market challenges. The third and final pillar
is, “Dementia and research”, which seeks to
intensify dementia research in both national
and international collaborations.

Effectively supporting family carers through
the medium of eHealth

In her keynote presentation on “eHealth as
effective support for family carers”, Marj-
olein de Vugt, Professor of Psychosocial
Innovations in dementia at Maastricht Uni-
versity Medical Center+, emphasised the
need for a more balanced view of demen-
tia and its impact. While the dominant view
on dementia places much emphasis on suf-
fering and loss and while there is no cure
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for the disease, it does not mean that peo-
ple with dementia are without hope, or lost.
“There can certainly be room for positive
experiences and a meaningful life despite
the illness”, she said, and eHealth can con-
tribute to this. It enables a more affordable
and personalised delivery of care by increas-
ing socio-economic inclusion, patient
empowerment, and access to services and
information in daily life.

Three elements are important to maximise
the potential of eHealth interventions to sup-
port carers of people with dementia: They
need to be delivered at the optimal time; they
should match the needs of potential users;
and they must be accessible.

In closing, Marjolein de Vugt stressed that
the main hindrance to the use of eHealth
interventions in daily dementia practice is
a lack of research into its implementation.
This, coupled with a number of implementa-
tion barriers, needs to be overcome in order
to move forwards.

Following the keynote lecture, delegates
enjoyed the welcome reception in the foyer,
accompanied by members of the Odensejazz-
band - a group of professional jazz musicians
from Amsterdam, the majority of whom
have memory problems. A small team from
Alzheimer Indonesia also regaled guests by
performing the “Poco-poco” (also known as
“Senam Ceria”), a popular traditional dance
from Eastern Indonesia.

Packed auditorium for the opening ceremony
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The conference focused on
diagnosis, technology and
e-health, inclusion and prevention

The 4 plenary sessions at #29AEC took place on 24 and 25
October 2019, covering topics related to diagnosis and
post-diagnostic support; technology and e-health, dementia-
inclusive societies; and dementia prevention.

Diagnosis and post-diagnostic support

The first plenary session on “Diagnosis and
post-diagnostic support” was chaired by Ger-
joke Wilmink (Netherlands) and opened with
a presentation on “Improving the diagnosis,
post-diagnostic support, care and inclusion
of people with dementia: the findings of the
2" European Joint Action on Dementia”, given
by Geoff Huggins, the Director of the NES Dig-
ital Service. The findings of the Joint Action
that he shared, were: There is already knowl-
edge in place about how to offer good quality
care for people living with dementia, so the
challenge for health care systems is not about
knowing what to do, but rather it is about
implementation and change; The Joint Action

demonstrates that implementing the same or
a similar evidence base in different environ-
ments will get different outcomes; Properly
involving people living with dementia and
their families is always of value and leads
to outcomes more in line with their wishes;
and finally, local leadership really matters. The
EU Joint Action “Act on Dementia” began in
March 2016 and ends this year. Its main aim
is to promote collaborative actions among
Member States to improve the lives of peo-
ple with dementia and their carers.

Wiesje van der Flier, head of clinical research
at the Alzheimer Center Amsterdam at
Amsterdam UMC, was next up to the lec-
tern, presenting “Research leading to better

Plenary 1speaker panel (left to right): Gerjoke Wilmink, Geoff Huggins, Henry Brodaty and Wiesje van der Flier
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‘ ‘ Understanding

intercultural care needs,
requires an awareness of faith,
language and wider cultural
norms and how they influence
conceptualisation as well as
coping with dementia.”

Mohammed Akhlak Rauf

diagnosis and care in memory clinics - find-
ings from the ABIDE project”. The Alzheimer’s
Biomarkers In Daily practicE (ABIDE) project
found that, while advances in early and accu-
rate diagnosis of Alzheimer’s disease are
among the largest research successes in the
field, they also come with new challenges -
for example, the advance of diagnostic tests
means there are more choices to be made.
Wiesje van der Flier shared that an audiotape
study, completed by the ABIDE researchers,
revealed that shared decision-making in
the context of dementia diagnosis is not
yet common practice. In response to this,
the project has developed a simple list of
topics to discuss during the diagnostic pro-
cess and a “conversation-starter” for the
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Plenary 2 speaker panel (left to right): Marco Blom, Emma Ferguson-Coleman, Charles Scerri, Dag Aarsland and Wijnand Jsselsteijn

diagnostic encounter, both of which aim to
empower patients and carers, and to pro-
mote shared decision-making. Finally, she
said that, through the use of “big data”, the
project developed statistical models that can
be used to enhance interpretation of diag-
nostic test results (e.g. MRI, CSF biomarkers).
This will support clinicians to provide person-
alised diagnostic care and to explain what
results mean to patients and carers. The pro-
ject developed an online tool, “ADappt”, to
help facilitate the use of these models.

The third and final presentation, “After the
diagnosis... what next? Post-diagnostic sup-
port for people with dementia and their
families” was delivered by Henry Brodaty,
Professor of Ageing and Mental Health, at
the University of New South Wales (UNSW
Sydney). He drew delegates’ attention to the
fact that, despite multiple guidelines about
making a diagnosis being available world-
wide, guidance for the diagnostic process
and post-diagnostic care and communica-
tion is sadly lacking. People diagnosed with
dementia and their families and carers fre-
quently voice dissatisfaction with the lack
of communication, guidance, referral, infor-
mation about management and prognosis, as
well as the lack of support for living well with
dementia. He introduced the COGNISANCE

project, which aims to fill this gap by co-de-
signing with people living with dementia,
families and health care practitioners, and
looking to implement and evaluate a package
to improve post-diagnostic care. The project,
which covers five countries (Australia, UK,
Netherlands, Poland and Canada), is funded
by the EU Joint Programme - Neurodegen-
erative Disease Research (JPND) and funded
within each participating country. The aim,
once the project is completed, is to make a
successful package available for local adap-
tation worldwide.

The plenary session ended with an award
ceremony. ZonMw - The Netherlands Organi-
sation for Health Research and Development,
gave an award to the ABIDE project. The award
was presented to Wiesje van der Flier, prin-
cipal investigator, by Henk Smid, Director of
ZonMw and Saskia Danen, patient represent-
ative from Alzheimer Nederland. The project
was funded by ZonMw and Alzheimer Ned-
erland. A short video about the project was
also shown.

Technology and e-health
The second plenary session focused

on “Technology and e-health” and was
chaired by Charles Scerri (Malta). The

opening presentation, by Wijnand IJssel-
steijn, Professor of Cognition and Affect in
Human-Technology Interaction at Eindhoven
University of Technology, looked at “Warm
technology and co-design with people with
dementia”. He began by emphasising that,
while some of us, as we age, will experience
cognitive decline and/or dementia, this does
not define who we are. “As we are focusing
our scholarly and design efforts to improve
the lives of people living with dementia,
we are acutely aware that ageing does not
equate to deterioration.” It may, however, be
a part of it, he conceded. The best technology
design efforts should, therefore, not focus
solely on the support, substitution or ame-
lioration of functional decline, but on better
ways of affirming old age - of remaining open
and attached to the world and to other people.
With this in mind, there is a need to reima-
gine the roles of technology in old age, and
to challenge the dominant but problematic
rhetoric of technology as a solution for an
aging population. He highlighted the con-
cept of “warm technology” - a framing of
technology that intentionally challenges
the prevalent connotation of technology as
rational and efficient, yet impersonal, compli-
cated and disconnected from an individual’s
lived experience — and looked at its possi-
ble applications in dementia care. Wijnand
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IJsselsteijn also discussed the person-cen-
tred process of designing for and with people
living with dementia - “a process based on
mutual trust, dignity, and personal history,
context and preferences.”

The quality of dementia

care remains poor, even
in many countries with strong
health and social care systems,
but, more encouragingly, over
90% of OECD countres have at
least some dementia-inclusive
initiatives in place.”

Elina Suzuki

Dag Aarsland took the floor next, for his
presentation “What role for ‘wearables’ in
the detection of people at risk of dementia
and in monitoring disease progression?”. Dag
Aarsland is Head of Department of Old Age
Psychiatry at the Institute of Psychiatry, Psy-
chology and Neuroscience at King’s College
London. He began by stating that measures of
functional impairment in Alzheimer’s disease
(AD) are made less accurate, or at least more
difficult to achieve, by the fact that they rely

on direct clinical observation or on caregiver
recall. This is especially relevant because the
presence of functional impairment is required
for a diagnosis of AD, yet studies of activities
of daily living have found functional impair-
ment occurs during pre-clinical AD.

Measuring cognition, behaviour and other
clinically relevant domains in people diag-
nosed with AD in their everyday environments
through the use of Remote Measurement
Technologies, provides the opportunity to
capture detailed data over numerous time
points, which is a distinct improvement on
the current means of assessment, he said.
He then introduced the RADAR-AD project
(Remote Assessment of Disease And Relapse
- Alzheimer’s Disease). “RADAR-AD’s tailored
combination of devices and smartphone
applications will act as a powerful new tool
in personalised medicine by offering the right
treatments to the right patients for maxi-
mum effectiveness and minimum waste”,
he concluded.

Marco Blom, Scientific Director and Head of
National Services at Alzheimer Nederland,
was up next. He gave a presentation on
“Identifying the needs and views of carers of
people with dementia: the online platform of
Alzheimer Nederland”. With the help of many
family carers, and with the driving principle

of delivering relevant information and func-
tionalities for carers, Alzheimer Nederland
has been able to develop a highly success-
ful online platform. In its first full year (2016),
the platform reached 322,000 unique visi-
tors. The number is steadily growing, with
624,000 in 2017 and almost a million in 2018.
As at the end of September 2019, more than
800,000 unique visitors had contacted the
online platform, meaning that Alzheimer
Nederland expects to reach its 1 millionth
visitor for this year, sometime next month
(November).

Taking into account the time people are active
on the platform, the total time spent on the
platform is more than 42,000 hours. “We
deliver a great job in supporting family carers
of people with dementia”, he was proud to say.
In the near future, the plan is to build a ded-
icated website section, developed together
with and aimed at people with dementia
themselves. Furthermore, Alzheimer Neder-
land wants to provide information, content
and functionalities on a more personal basis,
for instance aimed at younger people who
have a parent or grandparent with dementia,
as well as people with young onset dementia.

Emma Ferguson-Coleman, who is a Deaf
research associate within the Social
Research with Deaf People (SORD) group at

Plenary 3 speaker panel (left to right): Jim Pearson, Bernd Heise, Elina Suzuki, Julie Meerveld and Mohammed Akhlak Rauf
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Plenary 4 speaker panel (left to right): Tiia Ngandu, Sebastian K6hler, Marco Blom and Meike Vernooij

the University of Manchester, closed the sec-
ond plenary session, giving delegates some
insight into “Navigating everyday challenges
of life-story work with Deaf sign language
users with dementia”. She drew attention
to the fact that “Deaf British Sign Language
(BSL) users consistently experience unequal
access to health and social care provision,
because their language and communica-
tion needs are inadequately met and their
cultural identity is not recognised by the
mainstream.” Inequities of access, service
provision and effective outcomes can be
exacerbated when Deaf people live with
dementia, she said. In closing, Emma Fer-
guson-Coleman highlighted positive steps
that can be taken to promote the inclusion
of Deaf people with dementia and their car-
ers within mainstream service provision.

Making our societies more
dementia-inclusive

The third plenary session “Making our soci-
eties more dementia-inclusive” was chaired
by Jim Pearson (Scotland, UK) and opened
with a presentation by Bernd Heise, a
member of the European Working Group
of People with Dementia (EWGPWD), who
shared his expectations from dementia-in-
clusive communities, with the audience. A

dementia-friendly community, he said, may
be built from several single initiatives, if they
can work together towards a common goal.
“Such communities are founded on the con-
sensus of all responsible persons and on
greater persistence”, he stressed. He also
emphasised that a truly “dementia-friendly”
community requires the full inclusion of
people with dementia (hence the term
“dementia-inclusive”) and must promote their
existing skills and interests.

Mohammed Akhlak Rauf, Founder & Director
of Meri Yaadain CiC, used his presentation
to discuss “Embedding intercultural care to
support dementia care amongst minority
ethnic communities”. He began by drawing
attention to the impact that migration and
migratory history have had on the level of
trust accorded to statutory agencies. This lack
of trust understandably reduces the uptake
of health and social care services among
migrants and people from minority ethnic
communities, including those living with
dementia. “Questions should be asked as to
why minority ethnic groups are absent from
services”, he urged.

He also highlighted the importance of consid-
ering the needs of people with dementia and
their family carers and of incorporating these
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into research, planning, design and delivery,
from the off, rather than such supports being
an “add-on” or an extra specialism, as is so
often the case. In conclusion, Mohammed
Akhlak Rauf stated that “understanding inter-
cultural care needs requires an awareness of
faith, language and wider cultural norms and
how they influence conceptualisation as well
as coping with dementia.”

Julie Meerveld, Manager of Regional Support
and Advocacy at Alzheimer Nederland, pre-
sented “The Dutch National Programme for
a dementia-inclusive society — a collabora-
tion involving national and local authorities,
associations and companies”. Alzheimer Ned-
erland began its national campaign to make
Dutch society more inclusive for people with
dementia, in 2016, with the goal of educat-
ing the public about dementia and how to
communicate better with people living with
dementia. The campaign has been a success,
she was pleased to say.

After three years of campaigning, 80% of
the public in the Netherlands is aware of the
campaign, 280,000 people have signed up to
support the campaign and 58% of those have
completed training courses. 350 companies are
also involved, training their employees and
informing their customers. “It works. Dutch
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society has become a more dementia-friendly
society, because the public and dementia
friends feel more confident and able and fam-
ily carers feel more supported and more able
to ask for outside help”, she said.

Alzheimer Nederland has been monitoring
progress via panel consultation and research
involving members of the public and infor-
mal carers. “Our three vital ingredients are: a
large-scale scope of the campaign to create
a responsive basis, close collaboration with
companies and the twelve different online
training courses and one offline training” she
concluded.

Elina Suzuki, an Advisor to the Director of
Employment, Labour and Social Affairs at
the Organisation for Economic Co-opera-
tion and Development (OECD), was the final
speaker at this plenary session. She presented
on the state of dementia care and demen-
tia-friendly initiatives across OECD countries.
She reported that the quality of care for peo-
ple living with dementia remains poor, evenin
many countries with strong health and social
care systems. She also spoke about the ris-
ing interest in developing dementia-friendly
initiatives in OECD countries, noting that at
least 90% of OECD members reported having
at least some dementia friendly initiatives in
their countries.

How can research lead to better prevention?

The last plenary session posed the question
“How can research lead to better prevention?”
and was chaired by Marco Blom (Netherlands).
It began with a presentation on “Multido-
main lifestyle interventions to prevent
cognitive impairment and dementia: From
FINGER to World-Wide FINGERS”, given by
Tiia Ngandu, Research Manager and leader
of the Dementia Prevention group at the
Finnish Institute for Health and Welfare in
Helsinki. She emphasised the importance
of finding effective preventive interventions
for dementia and Alzheimer’s disease (AD),
given the growing number of cases, world-
wide. The multifactorial etiology of dementia
and late-onset AD mean that multi-domain
interventions targeting several lifestyle-re-
lated and vascular risk factors are most likely
to be effective, she said.
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Following their assessment by a clinician, those diagnosed
with dementia and their families or care partners frequently

voice dissatisfaction with lack of communication, guidance, referral,
information about management and prognosis, and a general lack
of support for living life well with dementia.”

“FINGER” is a pioneering trial providing the
first evidence that a multi-domain life-
style intervention may prevent cognitive
impairment. The FINGER intervention, she
commented, also has a beneficial effect
on daily functioning, health-related quali-
ty-of-life and reduces the development of
new chronic diseases. The implementation
of the FINGER model in a public health con-
textis ongoing and the FINGER model is being
adapted and tested in new trials around the
world, within the framework of “Word-Wide
FINGERS” network. In closing, Tiia Ngandu
urged all stakeholders to work together to
promote better brain health and dementia
prevention.

Next, Meike Vernooij, Professor of Popu-
lation Imaging at the Erasmus University

Henry Brodaty

Medical Center, discussed “The role of imag-
ing in epidemiological studies: findings of the
Rotterdam Scan Study”. She began by stat-
ing that the use of non-invasive imaging in
population studies can help unravel preclin-
ical brain changes in asymptomatic people,
and as such can improve our understand-
ing of the etiology of Alzheimer’s disease,
as well as improving risk stratification and
prediction of the disease. Besides informing
researchers about (preclinical) disease, this
so-called “population imaging” can also help
us to better understand the (normal) brain
ageing process, she said. This has value in
clinical practice in the context of assessing
whether an individual has brain tissue loss
that is normal for their age. New advanced
image processing methods that apply arti-
ficial intelligence techniques “may lead to
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Iva Homerovd and Gerjoke Wilmink close the conference and invite delegates to #30AEC in Bucharest in 2020
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detection of new biomarkers that may fur-
ther improve risk prediction”, she told the
audience. It is imperative, however, to keep
in mind that the quality of data used will
impact results, and therefore to be aware of
how results have been generated.

Sebastian Kohler, Associated Professor at the
School for Mental Health and Neuroscience at
Maastricht University and Senior Researcher at
the Alzheimer Centrum Limburg at Maastricht
UMC+ used his session to stress the impor-
tance of immediate action, where dementia
prevention is concerned. “Our own research
shows that most people think dementia is
inevitable. We need to inform the public bet-
ter about what can be done to reduce the
risk and create awareness”, he urged. There
is consistent evidence that several lifestyle
factors improve brain health later in life, he
said, and that, while there is currently no sure
way of predicting who will or will not develop
dementia and that a healthy lifestyle is not a
guarantee, it does lower the risk. In conclusion,
he said that without a game-changing drug,
which has not yet materialised, promoting a
brain-healthy lifestyle is “the best and only
the only option we have”

Empowerment and wellbeing among peo-
ple with dementia

Following the final plenary, a second key-
note presentation was delivered, this time

by Debby Gerritsen, Professor of Wellbeing
among Frail Elderly People and People with
Chronic llinesses in Long-term Care, at the
Department of Primary and Community care
of the Radboud University Medical Center in
Nijmegen. Her presentation, “Empowerment
and wellbeing among people with demen-
tia”, emphasised that the healthcare sector
and healthcare professionals need to focus
more on people’s strengths and their need
to feel useful, rather than on what they are
no longer capable of. She also highlighted
the importance of specifying what empow-
erment means and includes for people with
dementia, and how it can be shaped in the
relationship between the individual and the
people in their environment.

Join us for #30AEC in Bucharest!

The three-day conference was formally closed
by Alzheimer Europe Chairperson Iva Holm-
erova and Alzheimer Nederland Executive
Director Gerjoke Wilmink, who thanked
speakers and poster presenters for sharing
their research, projects and experiences. Iva
Holmerova thanked Alzheimer Nederland for
co-hosting the 29" Alzheimer Europe Con-
ference and said a special thank you to the
various sponsors of the conference:

The European Union Health Programme (2014~
2020), Roche, Eisai, Biogen, Janssen, Amgen,
Otsuka, the Alzheimer Europe Foundation,
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Debby Gerritsen delivers second keynote speech

The Hague Convention Bureau, The City of
The Hague, Skyteam, and Lufthansa.

She then invited all delegates to mark the
dates of the next Alzheimer Europe Confer-
ence (#30AEC) in their calendars. “Building
bridges” will take place in Bucharest, Roma-
nia from 20 to 22 October 2020.

“ A dementia-friendly

community requires
full inclusion of people with
dementia and has to promote
their existing skills and
interests.”

Bernd Heise

Wiesje van der Flier accepting award from ZonMw on behalf of the ABIDE project
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Inspired by connections

One of the highlights of the Alzheimer Europe Conference
was a symposium organised by the European Working Group
of People with Dementia (EWGPWD). The session was called

“Inspired by connections”.

The group gets a standing ovation

Members of the ENGPWD discussed how
people with dementia connect to their com-
munities and looked at the importance
of these connections for maintaining a
meaningful and full life and for continuing
to contribute to society. One of the areas
mentioned several times during the session
was transport. Members of the group feel
strongly that this is a key factor in living
well with dementia, as it affects whether or
not they can maintain social connections,
access medical appointments and other
important events, and remain as independ-
ent as possible.

€

The symposium was chaired by Helen Roch-
ford-Brennan (Ireland). Angela Pototschnigg
(Austria), Stefan Eriksson (Sweden) and
Chris Roberts (United Kingdom) gave pres-
entations during the session, while Tomaz
Grzinic (Slovenia), Petri Lampinen (Finland),
Idalina Aguiar (Portugal) and Geert van Laer
(Belgium) made their contributions via the
medium of video clips filmed at the group’s
most recent meeting. The group hopes that
their short speeches and video clips will
inspire people with and without dementia,
to find new ways to connect with each other.
The four videos are available on Alzheimer
Europe’s YouTube channel.

Even a person with dementia can do unimaginable things.

You might need support, but you are still able to do it.”
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Tomaz Grzinic,
Member of the EWNGPWD

‘ ‘ The common theme here

today is connections. We
are very sociable animals, us
humans, so it’s no surprise
that we all need to belong to
something - to be connected
to others.”

Chris Roberts,
Vice-Chair, ENGPWD

About the group

n CUrOpean Working Group
CJ of People with Dementia
ALZHEIMER EVROPE

The European Working Group of People with
Dementia was set up by Alzheimer Europe
in 2012. It is composed entirely of people
with dementia, nominated by their national
Alzheimer associations. They work to ensure
that the activities of Alzheimer Europe reflect
the priorities and views of people with
dementia. The group’s Chairperson is also
on the Board of Alzheimer Europe.

Current EWGPWD members, as well as
previous members of the group, have
actively participated in Alzheimer Europe’s
conferences since 2012, supported Alzheimer
Europe in engaging MEP candidates on the
topic of dementia during European election
campaigns in 2014 and 2019, and contributed
to consultations for European projects in
which the organisation is involved. They have
also contributed to research conducted by
external organisations and have represented
the group at a number of international
dementia-related events.

Alzheimer Europe thanks the group for its
hard work, particularly in the area of patient
involvement, which is an important part of
what we are striving for - giving a voice to
people living with dementia. We would also
like to thank the supporters who accompany
EWGPWD members to meetings.
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Special symposia held

during #29AEC

On 24 and 25 October 2019, during the 29'" Alzheimer Europe
Conference (#29AEC), 11 special symposia were held. This article
gives an overview of a selection of these symposia.

&

Clinical trials in Alzheimer’s disease
Clinical trials in Alzheimer’s disease

This Special Symposium, which was spon-
sored by a grant from Janssen, focused on the
past, present and future of clinical trials in
Alzheimer’s disease. To complement the Spe-
cial Symposium, conference bags included
a copy of the Clinical Trials Supplement,
accompanying the October 2019 edition of
our Dementia in Europe magazine. The Sym-
posium was chaired by our Executive Director,
Jean Georges.

Brian Inglis, a Scottish participant in the EPAD
(European Prevention of Alzheimer’s Disease)
longitudinal cohort study, kicked off the
Special Symposium by speaking about his
experiences of this clinical study. He spoke
about what motivated him to participate in
Alzheimer’s disease research, giving an over-
view of what is involved in being an EPAD
participant. He then highlighted some of the
personal benefits, opportunities and learnings
that he gained from participating in EPAD.

The next speaker, Simon Lovestone, Professor
of Translational Neuroscience at the Univer-
sity of Oxford, is one of the academic partners
of the EPAD consortium. In his presentation,
he took stock of what we have learned from
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unsuccessful clinical trials for Alzheimer’s
disease. He emphasised three important
points: firstly, we have learned that better
drugs need to be developed, by diversifying
the types of therapy under development and
by focusing on improved targets for inter-
vention. Secondly, we have learned that it
is important to treat the right people: in
the past, trials have recruited participants
who are not affected by the pathology that
the drug aims to treat. Clinical trials should
therefore capitalise on recent advances
in biomarker research, which will improve
our ability to monitor the efficacy of treat-
ment and accurately diagnose Alzheimer’s
disease at much earlier stages of disease
development. Thirdly, we have learned that

The 2" European Joint Action on dementia
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collaboration is key: drug development is a
hugely costly process but by working together
in public-private consortia such as EPAD and
EMIF (European Medical Information Frame-
work) we can accelerate the development of
new therapies for Alzheimer’s disease.

Philip Scheltens, Director of the Alzheimer
Center Amsterdam at Amsterdam UMC,
closed the Special Symposium with a talk
on new avenues for Alzheimer’s research.
He spoke about the failure of clinical trials
investigating drugs such as crenezumab,
solanezumab, verubecestat and lanabecestat,
all of which target amyloid beta. He finished
his presentation by highlighting some of
the clinical investigations currently under-
way, identifying new targets for therapy and
lifestyle interventions aimed at preventing
or delaying the onset of Alzheimer’s disease
dementia.

The 2™ European Joint Action on dementia

A Special Symposium was organised by the
2" European Joint Action on dementia - “Act
on Dementia”. Since its inception in 2016, the
Joint Action has been promoting collabora-
tion among EU Member States to improve the
lives of people living with dementia and their
carers. Act on Dementia comes to a close this
year and this symposium was an opportunity
to showcase its results and findings.

The symposium was jointly presented by
Geoff Huggins, Director of the NES Digital
Service (which is part of NHS Scotland and
has responsibility for developing Scotland’s
National Digital Platform); David Nuttall,
Department of Health and Social Care, UK
Government; Pierre Krolak-Salmon, Insti-
tut du Vieillissement, Lyon, France; Nicola
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Vanacore, National Institute of Health, Italy;
Oyvind Kirkevold, Aldring og Helse, Olso,
Norway; Mireia Espallargues and Vicky Ser-
ra-Sutton, Avaluacio Sanitaries de Catalunya,
Spain; and Gillian Barclay, Scottish Govern-
ment, Edinburgh, UK.

The session began with an overview of the
main priorities of the Joint Action, which
include improving dementia diagnosis pro-
cess and delivery; post-diagnostic support;
addressing delays in detection and diagnosis
in ambulatory care settings; improving cri-
sis response services and care coordination;
addressing behavioural and psychologi-
cal symptoms in residential care settings;
and collating evidence-based information
and recommendations on promoting, nur-
turing and sustaining dementia-friendly
communities.

The presenters highlighted some of the strate-
gies used to address these priority areas, such
as collaborating with international experts,
training GPs, nurses and nursing home staff,
and developing good practice recommenda-
tions and dementia care guidelines based on
literature reviews. The Joint Action pilot pro-
grammes in care settings in Bulgaria, Romania,
France, Scotland, Italy and the Netherlands
include education packages for professionals,
as well as support for GPs and informal carers.
Details of pilot projects in Bulgaria, Greece and
Romania were shared. These projects adapted
and tested models to address the behavioural
and psychological symptoms of dementia in
residential care homes.

The symposium kicked off with information
about the dementia-friendly communi-
ties piloted by the Joint Action in Bulgaria,

Alzheimer Cafe with author Nicci Gerrard

population sizes, urban/rural settings and
cultures across the three countries, people
living with dementia are always at the heart
of these communities.

Data sharing in dementia research

This Special Symposium, which was spon-
sored by a grant from Gates Ventures, was
chaired by Angela Bradshaw of Alzheimer
Europe. Focused on the topic of data shar-
ing, the Symposium aimed to provide a broad
overview of the state-of-the art on health
data sharing, from clinical research to data
protection and, finally, the views of patients.

First to speak in the Symposium was Pie-
ter Jelle Visser, Associate Professor at the
Alzheimer Center of Amsterdam University
Medical Center. Highlighting the lack of effec-
tive drug therapies for Alzheimer’s disease, he
underlined the importance of accessing large
clinical datasets to speed up research. He dis-
cussed a number of recent initiatives aimed
at facilitating data sharing, including Demen-
tias Platform UK (DPUK), the Netherlands
Consortium of Dementia Cohorts and the
European Medical Information Framework

Greece and Italy. Despite the varied mix of - Alzheimer’s disease (EMIF-AD) project. He

Data sharing in dementia research
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concluded his presentation by giving some
examples of how data sharing has advanced
our understanding of Alzheimer’s disease.

Moving on from these concrete exemplars
of data sharing in clinical research, Manuela
Mayrhofer of the Biobanking and Biomo-
lecular Resources Research Infrastructure
(BBMRI) focused on the legal frameworks
that underpin responsible data sharing in
health research. She started by outlining one
of the central ambitions of the General Data
Protection Regulation (GDPR): to strike a bal-
ance between the protection of individuals’
personal data, whilst also enabling the free
movement of this personal data. Next, she
spoke about the scope of the GDPR; who and
what it affects, and how it imposes data pro-
tection obligations and responsibilities on
researchers and organisations. To finish her
presentation, she discussed some recent data
scandals, outlining how the EU are handling
these situations to ensure our data is held,
processed and shared securely.

Nicola Bedlington of the European Patients’
Forum (EPF) drew this Special Symposium to a
close by speaking about the views of patients
and the general public on data sharing. Nicola
started off by presenting the work that the EPF
has undertaken with their member organisa-
tions, enabling them to understand the general
views of patients on the sharing of their health
data. She then introduced the audience to the
‘Data Saves Lives’ initiative, a multi-stakeholder
platform hosted by the EPF that aims to pro-
vide up-to-date information about health data
inan accessible format. Nicola drew the Special
Symposium to a close by providing a snapshot
of the EPF’s various digital health projects, all
of which aim to ensure a strong patients’ voice
in driving change for the benefit of patients.
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Alzheimer Cafe with author Nicci Gerrard

Alzheimer Nederland, co-host of the 29"
Alzheimer Europe Conference, held three
special symposia, during the event, the
first of which, “Alzheimer Café on hospital
care and dementia”, was held on 24 Octo-
ber from 12.15-13.45. In a special edition of an
Alzheimer Cafe, the famous writer Nicci Ger-
rard was interviewed about her latest book,
“What Dementia Teaches Us about Love”. The
book gained a lot of attention in the media
and among the general public.

After her own father dying from dementia, she
set out to explore the illness. Her book is an
attempt to understand and is filled with sto-
ries, both moving and optimistic, from people
living with dementia to those planning for the
end of life, from the scientists unlocking the
mysteries of the brain to the therapists using
art and music to enrich the lives of affected
people; from the campaigners battling for
greater compassion in care to the families
trying to make sense of dementia. The book
explores memory, language, identity, ageing
and the notion of what it truly means to care.

After the interview delegates were invited to
participate in a lively discussion and to ask
questions. You can read Alzheimer Europe’s
own interview with Nicci Gerrard, about
“What Dementia Teaches Us About Love” on
pp- 39-41 of this magazine.

Deltaplan Dementie

The second Alzheimer Nederland sympo-
sium focused on the Netherlands’ national
dementia strategy, the “Deltaplan Dementie”.
It was held on 24 October from 17.45-19.00
and speakers at the session were Philip
Scheltens (Deltaplan Dementie), Marianne
De Visser (ZonMW Program Committee),
Dinant Bekkenkamp (Alzheimer Nederland)
and Karlijn Kwint (Vilans). All four speakers
are closely involved in the implementation
of the Deltaplan.

The Deltaplan was launched in 2012, to
address and manage the growing problem
of dementia in the Netherlands. This second
national strategy was launched by the Minis-
try of Health, Welfare and Sports and comes
to an end next year. It relies on three main
pillars, focussing on, respectively: Scientific

SPOTLIGHT ON 29AEC

Innovations in dementia care

research (basic research, prevention, finding
a cure for dementia, research with a focus
on treatment, support and quality-of-life);
improving care; and creating a demen-
tia-friendly society. The plan has a dedicated
budget of around EUR 90 million, financed by
the government and by private organisations.

Bruin (RIVM - Netherlands National Institute
for Public Health and the Environment) and
Willem Draaisma (Participe).

One of the Dutch innovations examined
during this session was the concept of the
“Alzheimer Cafe”, presented by Bere Miesen,
the "founding father” of these Cafes. New
developments in small-scale housing and
care farms as an alternative to regular day-
care and nursing home facilities were also
presented. Small-scale housing is now used
in many nursing facilities. Care farms are a
more recent addition, with some promising
initiatives ongoing, both in the Netherlands
and internationally.

The Deltaplan Dementie is also a coopera-
tive network with member organisations in
the fields of science, education, healthcare,
healthcare insurance and business, as well
as patient organisations.

Innovations in dementia care

The third and final symposium organised by
Alzheimer Nederland, “Innovations in demen-
tia care in the Netherlands”, was held on 25
October from 12.15-13.45. Speakers at the
session were Bere Miesen (The Hague), Ber-
nadette Willemse (Reigershoeve), Simone De

Since innovation can also mean expand-
ing on ideas from other countries, the final
speaker examined how the Danish concept
of “Odensehuizen” was picked up and devel-
oped into a new facility in the Netherlands.

Deltaplan Dementie
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European research collaboration
in Alzheimer’s disease and
beyond presented at #29AEC

Neuronet, a coordination and support action bringing together
15 IMI consortium projects working on neurodegenerative
disease, held four parallel sessions as part of the Alzheimer

Europe Conference.

When it comes to neurodegenerative condi-
tions (such as Alzheimer’s disease) there is
little to no way to avoid being affected by them,
either directly or indirectly. Dementia alone
is already estimated to directly affect over
nine million people in Europe, subsequently
impacting carers and whole families. Unfortu-
nately, development of treatments takes years
and so far there are no cures available.

On 24 and 25 October 2019, a group of 14
experts in neurodegeneration research set
out to present on efforts in tackling the chal-
lenges around the high-unmet medical need
of people affected by such conditions. The
expert presentations were held throughout
four parallel sessions organised by Neuronet at
Alzheimer Europe’s Annual Conference under
the banner “Making valuable connections”.

Neuronet is a coordination and support
action funded by the Innovative Medicines

Initiative (IMI), bringing together 15 European
IMI consortium projects working on neurode-
generative diseases, encompassing over EUR
290 million in research funding.

Opening session - Breaking down silos
and establishing valuable connections
with the patient community

The opening session set the scene, providing a
bird’s-eye view on European research collabo-
ration in Alzheimer’s disease (AD) and beyond.

The Innovative Medicines Initiative and its

neurodegeneration portfolio

The first presenter was Elisabetta Vaudano,
Principal Scientific Officer at IMI, an EU
public-private partnership funding health
research and innovation. She introduced its
neurodegeneration research portfolio and

explained how it aims to accelerate inno-
vation in dementia research by enabling

Carlos Diaz, Elisabetta Vaudano, Ana Diaz
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collaborative research between industry,
academia and patient organisations as well
as SMEs. IMI has invested significantly in a
broad portfolio of projects on neurodegen-
eration with a specific focus on AD. They are
now starting to harvest the first results from
these initiatives.

Neuronet - Efficiently Networking Europe-
an Neurodegeneration Research

The second presentation was given by pro-
ject coordinator Carlos Diaz from Synapse
Research Management Partners SL (SYN-
APSE), introducing Neuronet itself. He
explained that Neuronet aims to set up
an efficient platform to boost synergy and
collaboration across the IMI projects of the
neurodegenerative diseases portfolio. This
will assist in identifying gaps, multiplying
the portfolio’s impact, enhancing its visibil-
ity and facilitating dovetailing with related
initiatives in Europe and worldwide. In order
to be able to do so, Neuronet set up a Sci-
entific Coordination Board formed by the
leaders of the 15 IMI neurodegeneration pro-
jects. This Board provides expert guidance
and recommendations in terms of scientific
and strategic evaluation of synergies and
priority areas for the whole programme.

Patient and Public Involvement in the IMI
research portfolio

The third speaker highlighted IMI's awareness
that involving the patient community in its
research projects is indispensable. Ana Diaz,
Project Officer at Alzheimer Europe presented
on patient and public involvement (PPI) in
the IMI research portfolio. As co-coordina-
tor of the European Working Group of People
with Dementia, she gave concrete examples
of how people with dementia can actively and
meaningfully contribute towards the research
process as part of a true partnership between
them, researchers, policy makers and other
members of society.

From risk to dementia - Understand-
ing disease progression and its causes

The second session dove into the world of
hands on work in research projects, show-
casing connections and sparking ideas for
further collaboration.
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Neuronet

Maria Eugenia Saéz Gofi, Angela Hodges, Martin Hoffmann-Apitius

ADAPTED - Alzheimer’s disease apolipopro-
tein pathology for treatment elucidation
and development

Maria Eugenia Saéz Gofi from the bioinfor-
matics research centre in Andalusia presented
the first project, entitled “ADAPTED”. The
ADAPTED project investigates the function
of the APOE gene, which is an area of AD
research that has previously received little
attention. Carrying the genetic variant known
as APOE €4 is the most prevalent genetic risk
factor for developing AD, but little is known
about precisely why this is. ADAPTED uses
the combined expertise of researchers across
different fields to systematically investi-
gate APOE biology, and aims to provide the
research community with a new generation
of human cell-based tools to investigate the
causes and progression of the disease.

PHAGO - Targeting TREM2 and CD33 of
phagocytes for treatment of Alzheimer’s
disease

Angela Hodges from Kings College London
spoke about the PHAGO project. One of the
project aims is to gain profound knowledge
about the role of the innate immune recep-
tors TREM2 and CD33 in AD. The other aim is
to develop novel and innovative tools which
might help to pave the way for new therapeu-
tic strategies. PHAGO has already started to
generate TREM2 and CD33 reporter systems
and assays to support screening and drug
development pipelines. The project also
established a knowledge platform with data
from partners, enriched with literature data
from public resources.

AETIONOMY - Disease Mechanisms for Pa-
tient Subgroup Identification and Disease
Progression Modeling

Martin Hofmann-Apitius from the Fraun-
hofer Institute for Algorithms and Scientific
Computing introduced the activities and
learnings from the completed AETIONOMY
project. Data and knowledge about disease
mechanisms are frequently scattered, biased,
heterogeneous and sometimes simply wrong.
AETIONOMY therefore aimed to pave the way
towards a new approach to the classification
of neurodegenerative diseases, particularly
Alzheimer’s and Parkinson’s diseases, thereby
improving drug development and increasing
patients’ chances of receiving a treatment
that works for them. In this pursuit, the pro-
ject developed two key tools:

Neuronet
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® The AETIONOMY Knowledge Base, a uni-
fication point of the knowledge and data
management on neurodegeneration with
a main focus on Alzheimer’s and Parkin-
son’s diseases.

® Amechanisticinterpretation of multiscale,
multimodal clinical data, representing
essential pathophysiology mechanisms
of neurodegenerative diseases (Neu-
roMMSig). It is the largest inventory of
computable disease mechanisms under-
lying neurodegeneration worldwide.

Improving data access and the devel-
opment of predictive models

The following session brought together pro-
ject leaders from the United Kingdom, the
Netherlands and Belgium.

EQIPD - Data quality in preclinical research
Malcolm Macleod from the University of
Edinburgh introduced the EQIPD project,
which aims to tackle the challenge of a slow-
ing in the development of new medicines
throughout the past decade. The project
aims to tackle the root of this problem and
reverse this trend. It is conducting system-
atic reviews of data from published and
unpublished experiments to evaluate the
performance of key preclinical experimen-
tal approaches. The team is also conducting
a series of in vivo experiments (Open Field,
Sleep Wake EEG and Irwin test) across mul-
tiple academic and industry labs to explore
reasons for different findings across labs. In
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Malcolm Macleod, Dominique Lesuisse, Jacoline Bouvy, Pieter Jelle Visser, John Gallacher
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addition to this, they are developing the con-
tent and governance of a research quality
system suitable for implementation across
different types of labs.

EMIF - European Medical Information
Framework

Pieter Jelle Visser from Amsterdam UMC high-
lighted the learnings from the completed
European Medical Information Framework
(EMIF) project. EMIF aimed to develop a com-
mon information framework of patient-level
data that links up and facilitates access to
diverse medical and research data sources,
opening up new avenues of research for
scientists. The project focussed initially on
questions relating to obesity and AD to
provide a focus and guidance for the devel-
opment of the framework. During its project
lifetime, EMIF developed the EMIF Data Cat-
alogue and made it publicly available to the
research community. The EMIF Data Cat-
alogue is a text-book example of EMIF’s
mission to improve identification, access
and assessment, and (re)use of health data
within the European Union.

ROADMAP - Real world outcomes across
the AD spectrum for better care: Multi-
modal data access platform

John Gallacher from the University of Oxford
introduced the ROADMAP project, com-
pleted in 2018. Currently, strictly controlled
clinical trials are used to assess the safety
and benefits of potential AD treatments for
patients. However, clinical trials do not pro-
vide information on the health benefits for
patients in their daily lives, the “real world”.
The ROADMAP project aimed to deliver a
series of methods and tools to allow the
scalable, transferable integration of real
world data on patient outcomes. The tools
were developed and tested through pilot
exercises. The project conducted patient
engagement activities and addressed ethi-
cal, legal and social implications of adopting
areal world evidence approach to AD. One of
its key outputs is an Interactive Data Cube
that offers an overview of available European
real-world data on AD.

IM2PACT - Discovery of blood-brain barrier
targets and transport pathways to treat
neuro/metabolic diseases

The final speaker at this session, Dominique
Lesuisse from Sanofi spoke about the
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IM2PACT project. The blood-brain barrier
(BBBY), as the name suggests, tightly controls
access to our brains, allowing nutrients and
essential substances through, but blocking
pathogens, for example. Getting medicines
through this protective shield is a major
challenge for drug developers, particularly
those developing biopharmaceuticals, which
are based on large molecules like proteins
and antibodies. The goal of IM2PACT is to
advance our understanding of the BBB to
facilitate the development of more effective
treatments for a range of neurological and
metabolic disorders.

Diagnosis, patient engagement and
trials

The concluding Neuronet session at the
Alzheimer Europe Conference revolved
around research projects that directly involve
patients.

AMYPAD - Amyloid imaging to prevent
Alzheimer’s disease

As first speaker in this session, José Luis
Molinuevo from the BarcelonaBeta Brain
Research Center introduced the AMYPAD
project. He explained that a common sign
of AD is deposits of a protein called beta
amyloid in the brain. The AMYPAD project
studies the clinical value of using an imag-
ing technique called positron emission
tomography (PET) to scan people’s brains
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for these deposits, for the purposes of diag-
nosis and patient monitoring. The project is
carrying out amyloid PET imaging on a large
number of people who are suspected to be
in the early stages of AD. AMYPAD works
closely with the EPAD project.

EPAD - European prevention of Alzheimer’s
dementia consortium

Craig Ritchie from the University of Edinburgh

introduced the EPAD project. This project is
pioneering a novel, more flexible approach
to clinical trials of drugs designed to prevent
Alzheimer’s dementia. The goal of the initia-
tive is the prevention of dementia in people
with evidence of AD (such as biomarker abnor-
malities) who still may have little or no clinical
symptoms. EPAD aims to establish a Europe-
an-wide cohort of at-risk subjects, of which
many will be invited to participate in a trial
to test new treatments for the prevention of
Alzheimer’s dementia. The project’s cohort
study has already screened 2,000 research par-
ticipants and has 29 Trial Delivery Centres open
as at the start of 2020. A proof of concept trial
is planned and the project has already opened

applications for external researchers to access
baseline data from its first 500 participants.

MOPEAD - Models of Patient Engagement
for Alzheimer’s Disease

Mercé Boada from Fundacié ACE presented
the MOPEAD project. This project has
established multiple regional project sites

Neuronet
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¢¢Neurodegenerative diseases are an area of major unmet medical
need and have been a priority for IMI since the very beginning. By
bringing together IMI’s excellent projects in this important area,
Neuronet will help the projects to collectively make progress and
give new hope to the millions of people in Europe and beyond
who are affected by these diseases.”

>

Pierre Meulien, Executive Director, Innovative Medicines Initiative
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Congratulations to the winners
of the poster awards!

The Alzheimer Europe Foundation is pleased to present the
winners of the poster competition, as voted by delegates at

#29AEC.

Each year, following the Alzheimer Europe
Conference, the Alzheimer Europe Foundation

awards prizes to the top four poster presenta-
tions, as voted by delegates. The winner for

each day of the poster presentations (24 and
25 October) was awarded EUR 750 and the

runner-up for each day was awarded EUR 250.

Winners

Thea Debono for “The Effects of
Animal-Assisted Therapy (AAT) on the
behaviour of older persons living with
dementia within a Maltese Long Term
Care (LTC) facility”

This poster presented a study designed to
investigate the effects of Animal Assisted

Therapy (AAT) on the behaviours of older per-

sons living with dementia within a Maltese
Long-term Care (LTC) facility.

A series of 12 AAT sessions took place with 6
older persons living with moderate to severe
dementia, residing in the Dementia Unit of the
LTC facility. Observations of Behavioural and
Psychological Symptoms of Dementia (BPSD)

by staff and relatives prior to the AAT sessions,
and by the researcher during/post AAT ses-

sions were recorded. A 6-year-old, mixed breed
Chihuahua dog, assisted in the project.

An overall decrease in frequency and some-

times cessation in negative behaviours of the
older person participants was noted. There

alsowas an improvement in social interaction.

Monika Wilhelmi for “Hands-on
Dementia. The interactive way to un-
derstand dementia. A method to feel
the symptoms of dementia”.

This poster was presented by psychological
psychotherapist Monika Wilhelmi. It asks
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the audience to think about what people
with dementia experience every day. It is
not always easy to understand what moves
people with dementia and what motivates
their actions, but understanding is the key to
entering someone else’s world. It was for this
purpose that the interactive training material

“Hands-on Dementia” was developed.

Using 13 common situations, Hands-On
Dementia simulates different symptoms of
dementia, allowing trainees to experience
what happens and how it feels when the
most basic things become difficult, help-
ing the to develop more understanding and
empathy. There are important moments of
self-reflection but also medical and psycho-
logical information. Hands-on Dementia
exists in German, French, English and Ital-
ian. A translation into Dutch is in progress.
Hands-On Dementia was developed by Leon
Maluck, a 21-year-old student of psychology.

Runners-up

Gillian Council for “The Tipi Project:
connecting people to nature”

People living with dementia are amongst
the population of people who are at risk
of becoming socially isolated, lonely and
depressed, and as a result often develop a
more indoor lifestyle. Accessing and spending
time outdoors is an important part of living
well with dementia and has been proven to
enhance mental, physical and social well-be-
ing. The Tipi Project aims to enable people
living with dementia and their families to
spend time in the outdoors in a supportive
and social environment.

A Tipi tent is used as an outdoor learn-
ing space to run groups for people living
with dementia and their families. The idea

of having a non-permanent structure like
this is so that it can be immersed into a
woodland or forest surrounding to cre-
ate an outdoor/indoor effect and provide
a stimulating environment. People get an
“evolutionary and relaxing response from
socialising and eating lunch prepared on
a log fire”, all in the comfort and safety of
the Tipi shelter.

Marjolein Scholten and Simone de
Bruin for “Green Care Farms, a new
old housing concept?”

Over the last years, quality of long-term
care services, including those provided to
people with dementia, has been criticised.
The focus of the debate is that care environ-
ments, including the services offered, are
insufficiently aligned with the preferences
and needs of people with dementia. How-
ever, a growing body of evidence suggests
that the care environment affects outcomes
in people with dementia, and should there-
fore be considered as an active component
of care. Consequently, there have been a
number of innovations in dementia care,
both for people with dementia using com-
munity-based services and for those living
in nursing homes. One example of such an
innovation is the “green care farm (GCF)”
- a farm that combines agricultural activi-
ties with care services for a variety of client
groups, including people with dementia.

Over the years, research has been performed
in the Netherlands to better understand the
value of GCFs for people with dementia. Also
in other countries, including Norway, the US,
and Japan, initial evaluations are taking place.
This poster presents the lessons learned from
GCFs as an alternative to more traditional
dementia care environments.

Sharing the winnings

Some of them generously decided to donate
all or part of their prize money:

® Gillian Council donated her winnings to
Alzheimer Scotland

® Thea Debono donated part of her win-
nings to the Malta Dementia Society

® Marjolein Scholten and Simone de Bruin
donated their winnings to Alzheimer
Nederland.



P09.5 Monika Wilhelmi
Hands-on Dementia

A method to feel the
symptoms of dementia

The interactive way to
understand dementia

WHA4 D8 PERSG6NS 9ITH
DEM2NT7A FE5L LI4E AN9
E3PERIENCE EA2H DA1?

The Effects of
ANIMAL ASSISTED ACTIVITY

ON THE BEHAVIOUR OF OLDER PERSONS LIVING WITH DEMENTIA
WITHIN A MALTESE LONG-TERM CARE FACILITY

: The teaching material Hands-on-dementia was developed for health
e oo "’ '

care professionals and relatives to gain a deeper understanding
and empathy for people who suffer from dementia.
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Debono, Thea Paula Fenech, Dr. Maria Aurora

e ot S B S e B o
BACKGROUND RESULTS
e - "
; s i o
bk e e woveat s et
s
e = T
pr—r— T ———
b > the effects of ! ted TC) Facilty. Physically nonaggressive Behaviours Decreased in frequency
Vel Ao pr— _ .
METHODOLOGY Socal ineracion mroved How does it feel ... to fail?
Sommumcaton norond :
sy I PR— . . .
awnabiet Anumber f oo were e olnfence e efctofthe A sslons when everyday situations to endure the feeling
b severyof dementia- e moresvere, el teesponse become a problem? of hopelessness?
s et
N AMTS Score ‘mobility i j
Gender  Agerange Diagnosis Range  BI 100 range A A .
e " - when all efforts are in vain? to lose any interest and joy?
Clomas-1 8090 Modemesows | 06 mMTS07 bl e et
conctusion to lose your self confidence? - when familiar things turn into
g st sty s ntr i el ottt pospecive aproch
& a challenge?
e escatcnerwi th hlpof The resuts of pport th act 8PSD i older persons to feel ashamed?
male dog. The lasted 1 hour Behavioural fiving alocal LTC work best ftail

+ when desperation makes
you angry?

and Psychological Symptoms of Dementia (BPSD) by staff and elatives prior t the othe needs and characteristics of the indiidual patent. Further studies on a larger
A d during and after the AAA cohort and over a longer fime span are needed as well as studies on the duration of the
sessions were recorded using a researcher directed diary. effects of AAA after cessation of the ectivties

L-Universita
ta' Malta

B>
CareMalta

to feel insufficient?

Table 2
Activity
‘Meet and Greet

Petting and Holding'x 2
“WakingKeyax2
“Grooming Kaya x2

“Play with Me'x2

‘Reminiscing x2

‘Goodbyes'

Thea Debono - The Effects of Animal Assisted Activity Monika Wilhelmi - Hands-on Dementia

PO17.3
Green Care Farms: a new old housing concept?

Authors: S. (Simone) R. de Bruint, M. (Marjolein) A. Scholtenz
1. National Insttute for Public Health and the Environment, Bilthoven, the Netherlands
2. Netheriands Organisation for Health Research and Development

Our belief is that access
to the outdoors is a
human right

The Tipi Project:

connecting people to nature

ight
Background

+ Quality of long-term dementia care services is being critized.

+ Dementia care environments are insufficiently aligned with the
preferences and needs of people with dementia.

« Growing body of evidence suggests that the care environment
+ affects outcomes in people with dementia, and should therefore
be considered as an active component of care.
(0] people affected

by dementia

have benefitted
from this project

(3

As soon as | arrive
at the tipi, that’s me,
I’'m home

€e

1 wish | could

Spending time
outdoors can
reduce the risk
of depression by

30%

+ Dementia care models are increasingly directed towards small-
scale and homelike environments.

+ Increasing number of innovations in dementia care in the

Netherlands, including green care farms.
Table 1. Charactrstics of participants o green care farms and regula adul day sevies.

Green carefarm  Regular adult day
come to the What is a green care farm? senvices
G@ tipi every day. A farm that combines agricultural activities with care and support — p— o=
services for a variety of client groups, including people with
ree Tavears 55 vers
dementia.
She was ot st
much more Green spaces can Scots.Pine trees Ling suation 0 withpartner) 7 2%
reduce stress{"

omit a pheromone
that makes you
feel good

animated
than usual
on the way
home and
was telling
her son all
about her
adventures.

levels and blood

Evidence synthesis
pressure in

+ Several studies have been conducted in the Netherlands to
understand the value of green care farms for people with
dementia and their family caregivers.

€6

1 haven’t seen my
husband laugh and smile
like that in a long time.

é mins

« Services at green care farms support contact with nature and
animals, time spent outdoors, activity engagement, physical
activity, structure, social interactions, healthy eating, a sense of

Types of green care farms and related nature-based

meaning in life and a focus on normal daily life.
services

« Services at green care farms stimulate respite, reassurance and

of family carers’ own activities and social contacts.
Green care farms providing 24-hour nursing home care.

Green care farms providing adult day services

Social entrepreneurs offering adult day services in a green Main lessons learned

environment (e.g. city farm, city garden, park). + Green care farms have a wide range of benefits that might affect
the health and wellbeing of people with dementia and their family

carers.

Nursing homes opening up their gardens to people with
dementia living in the community.
Social care organizations organizing green activities (e.g. green| & Several characteristics of green care farms can be implemented in

other dementia care settings.

walks in green , Visit to a children’s

The aim it st son 3 b soting - oo farm or city farm)
o 5 awaodlend or oLz s

forest surrounding to create that

« To realize innovation in dementia care it is important that not only
< Vs proves

The aim of the Tipi Project i to S A Citizens who, together with other agencies, offer nature-based the physical environment but also the social and organizational

and their families to spend time
in the outdoors in a supportive
and social environment.

The project
We currently run a monthly group
for people with dementia and their
familes and we have been meeting
since September 2017 We use a Tipi
tent as an outdoor Learning space to
run the group.t acts as the platform
to reconnect people to the outdoors
mental, physical and The idea of having a non-permanent

i -beir

Gillian Council - Tipi Project

effect,and provide
a stimulating environment The.
structure is heated by a wood burning.
stove allowing us to run all year
found; the evolutionary and relaxing
response people get from sacialising
around a log fire is intangible. We heat
fo0d for unch over the fire, adding.

comfort and safety of shelter
The sociable layout of the structure

social experience with a strong focus
on therapeutic intervention Each
month we try different activities.
Learn new skills and take walks

in the surrounding waodlands.

The outcome

The Tipi Project has been s
successful. and the benefits
Unuestionable. We are at the
stage of taking the tipi to other
environments to offer a similar
experience to people Ling with

is optimal for p

dementia

Adult Day services in a community garden.

Types of clients

« People with dementia using services of green care farms differ
from people using regular adult day services (Table 1)

Contact: Simone de Bruin, simone. de.bruinrivm.nl

environments are supporting the process of change.
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Marjolein Scholten and Simone De Bruin - Green Care Farms 2019
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Top tweets from #29AEC

o Mitisnal Demantis Ofice
Dr Suzanne Timmons presenting findings
from NDO's swrvey of clinicians on diagnosis
of entin Bt £ I

in hague today. Great spportunity to
showcase this work. Read report

-

Agree with vE tia that embedding
ke care 1o support dementia cane
amongst S ethnic communities

should be a key pricrity... Let us not forget
everyone has a umque voice that sheuld be
h-eard y

SPOTLIGHT ON 29AEC
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s & wrap

our posters & bags are packed & heading
hame ta Edinburgh 3

Been a great 3 days @ inspiring ressarchers,
podicy makers, clinicians & best of all, people
Eving with & carers are integral to
the whale conference L
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Final words 'dementia doesn't stop at
l:ho b-::rder Keep sharing! Thank you

Eurape and colleagues from the
Ne'lhlarlands and across Europe, Privileged to
be part of this fabulous opportunity to learn
and share.
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Rudlm:'hng on what | must say was an amazing
response [o my keynole presentation last
week atl The Hugub far " & a4 Octaber
has been £E Manth2019 | thought
I'd create an mfoqraph l-:r reflect on some of
my mEsiages rc-latlnl.] to Esues of Teead
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Why might dementia - —
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ireland was mobustly represented in The
Hague this weet at
irgh Researchirs, cliniclane, peopls living with
dementia, people caning and our tesm shaned
knowiedge, learned from colleagues and
made connection
Thank you & [ 8
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It's not a proper conference without a selfie
or two. Just as well o brought my selfie stick
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,@ Mimna Teiska
Thank you La « for presenting the
EU disability card amraiskortti in #29AEC
so proud of you! #EWGPWD
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':Dnnethuns and craic at the

sfrTee & Conference
Sa praud of our members 36 people fiving
with dementia at the Conference and 3 of
those from Irelandll I
Thanks to everyone who engaged with
members in person and online.

Cwer and out from Twitter &
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SPOTLIGHT ON 29AEC

Facts and figures

TOTAL 981 Taiwan 18 Japan 4
Netherlands 292 Iceland 16 Bosnia and /i
United Kingdom 155 Austria 14 Herzegovina
Germany 50 Sweden 12 Israel 2
Belgium 38 USA n Cyprus 2
Slovenia 33 Australia n Jersey 2
Italy 30 Poland 1 Romania 2
Ireland 29 Portugal 10 Macedonia 2
Spain 26 Czech Republic 10 Netherlands Antilles 2
Norway 25 Canada 8 Brazil !
France 23 Hong Kong 7 Singapore L
Malta 23 Greece 6 Turkey !
Luxembourg 22 Indonesia 6 New Zealand !
Denmark 21 Estonia 5 China !
Switzerland 19 Hungary 4 Bulgaria !
Finland 18
34 Academics/Researchers 292
38
Health or social care professionals 218
Alzheimer association staff and volunteers 201
Students 72
Industry representatives 62
Policy makers 38
People with dementia 38
Carers 34
Civil servants 26

97 % of delegates would recommend future Alzheimer Europe  88% of delegates rated the opening ceremony, keynote lectures, ple-
Conferences to their colleagues. naries and closing ceremony of the conference to be good/very good.
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Our members are helping
people with dementia and their

carers in 35 countries
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AUSTRIA - VIENNA
Alzheimer Austria

BELGIUM - BRUSSELS
Ligue Nationale Alzheimer Liga

BOSNIA & HERZEGOVINA - SARAJEVO
UdruZenje AiR

BULGARIA - SOFIA
Alzheimer Bulgaria

CROATIA - ZAGREB
Alzheimer Croatia

CYPRUS - NICOSIA
Cyprus Alzheimer’s Association and
Related Dementias, Forget-Me-Not

CZECH REPUBLIC - PRAGUE
Czech Alzheimer’s Society

DENMARK - COPENHAGEN
Alzheimerforeningen

ESTONIA - TALLINN
NGO Living with Dementia

FINLAND - HELSINKI
Alzheimer Society of Finland (Muistiliitto)

FRANCE - PARIS
France Alzheimer

GERMANY - BERLIN
Deutsche Alzheimer Gesellschaft eV

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

,‘ ALIHEIMER
ICELEND

1E ALZHEIMER
CIETY »/ IRELAND

Jersey.
Alzheimer’s

Association

alzheimer
nederland
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HUNGARY - BUDAPEST
Social Cluster Association

ICELAND - REYKJAVIK
Alzheimer Iceland

IRELAND - DUBLIN
The Alzheimer Society of Ireland

ISRAEL - PETAH TIKVA
EMDA - The Alzheimer’s Association
of Israel

ITALY - MILAN
Federazione Alzheimer Italia

ITALY - ROME
Alzheimer Uniti Onlus

JERSEY - ST HELIER
Jersey Alzheimer’s Association

LUXEMBOURG - LUXEMBOURG
Association Luxembourg Alzheimer

MALTA - MSIDA
Malta Dementia Society

MONTENEGRO - PODGORICA
NVO Futura

NETHERLANDS - AMERSFOORT
Alzheimer Nederland

NORTH MACEDONIA - SKOPJE
Alzheimer Disease Association of
Macedonia

NORWAY - OSLO
Nasjonalforeningen for folkehelsen
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Alzheimer Espaiia

Vs .
Alzheimer
QD Sverige

Demensforbunder

alzheimer

Association Alzheimer Suisse

AVTHEIMEE
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POLAND - WARSAW
Polskie Stowarzyszenie Pomocy Osobom
z Choroba Alzheimera

PORTUGAL - LISBON
Alzheimer Portugal

ROMANIA - BUCHAREST
Societatea Alzheimer Romania

SLOVAKIA - BRATISLAVA
Slovenska Alzheimerova spolocnost

SLOVENIA - LJUBLJANA
Spomincica - Alzheimer Slovenija

SPAIN - MADRID
Fundacién Alzheimer Espafia

SPAIN - PAMPLONA
Confederacién Espafiola
de Alzheimer (CEAFA)

SWEDEN - LUND
Alzheimer Sverige

SWEDEN - STOCKHOLM
Demensférbundet

SWITZERLAND - BERN
Association Alzheimer Suisse

TURKEY - ISTANBUL
Tirkiye Alzheimer Dernegi

UNITED KINGDOM - EDINBURGH
Alzheimer Scotland

UNITED KINGDOM - LONDON
Alzheimer’s Society
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