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Preface

A few words from our Chairperson

As the Chairperson of Alzheimer Europe, it gives me great pleasure to introduce our
2021 Annual Report, which looks back at our activities and achievements last year.
As in previous years, Alzheimer Europe received an operating grant from the Euro-
pean Union’s health programme which provided the funding for the organisation’s
core activities. | would like to express our gratitude for this support, which allowed
the organisation and our national member organisations to continue to give a voice
to people with dementia, make dementia a public health priority, support dementia
research and strengthen the European dementia movement, all the while ensuring that
these activities were firmly rooted in a rights-based approach. This funding came to
an end at the end of 2021, but Alzheimer Europe was able to obtain a new operating
grant from the European Commission’s Citizens, Equality, Rights and Values (CERV)

Iva Holmerovd

With the ongoing global COVID-19 pandemic, everyone continued
to adapt many aspects of their day-to-day lives and work in 2021.
Alzheimer Europe’s meetings were conducted online and our staff and
Board members worked from home for much of the year. | would like
to thank everyone for making sure that our work continued to be done
to the same high standard as always. It is very heartening to see how
committed everyone has remained throughout this difficult period and
how much care and attention has been paid to ensuring the safety of
others, and particularly those who may be vulnerable to more serious
symptoms of COVID-19. | was however delighted that it was possible to
meet some colleagues in person again during our Annual Conference,
which we broadcast from a live studio in Utrecht. Being apart takes a
toll on everyone and even with the best will in the world, there are still
some aspects of our work that are better done in person.

In 2021, Alzheimer Europe involved people living with dementia in all
aspects of our work and organised more than 25 virtual meetings of the
European Working Group of People with Dementia (EWGPWD). At these
meetings, the EWGPWD, which counts 14 people with dementia from
12 European countries provided vital input on several EU-funded research
projects in which Alzheimer Europe is involved: prepared a special online
symposium, discussing the resilience of people with dementia during the
COVID-19 pandemic, for our Virtual Annual Conference and carried out an
analysis of public involvement (PI) activities in 20 EU-funded projects,
culminating in a report with their key findings. The group’s Chairperson
also participated in our Board meetings, as an ex-officio Board member
with full voting rights. The organisation benefits immensely from the
invaluable input and feedback it receives from this dedicated group of
people living with dementia and | would like to commend them for their
important advocacy and Pl work.
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programme for its activities in 2022.

Policy makers, organisations and research bodies across Europe and
throughout the world continued their tireless work to highlight the
impact of COVID-19 on people living with dementia and their carers,
in order to ensure a coordinated response to dementia, at national,
European and international levels. As part of its own efforts to support
people with dementia, carers, care professionals and national Alzheimer's
associations during the ongoing pandemic, Alzheimer Europe continued
to monitor the impact on people with dementia and their carers; updated
its online inventory of relevant COVID-19 resources; contributed to the
Commission conference on mental health and COVID-19 and developed
recommendations to improve the access of people with dementia to
national vaccination strategies.

Also on the policy front, Alzheimer Europe welcomed news from the
Czech Republic, where the country’s new national dementia strategy
was adopted; from the Netherlands and Norway, where continuing
strategies were launched and Flanders (Belgium), where the Government
announced its intention to launch a new strategy in 2022.

Alzheimer Europe coordinated and provided the secretariat for the
European Group of Governmental experts on Dementia, comprised of
national health ministry officials, and convened two online meetings
of the group to share national experiences and good practices on
national dementia strategies and COVID-19 responses which were
attended by 26 European countries, as well as observers from the
European Commission (DG RTD and DG SANTE) and the World Health
Organization (WHO). It has been really encouraging to see the large
number of countries represented at these meetings and to experience
the spirit of collaboration among them.



Another European-level group brought together by Alzheimer
Europe is the European Alzheimer’s Alliance (EAA) - a non-exclusive,
multinational and cross-party group that brings together Members
of the European Parliament (MEPs) to support the organisation and
its members in making dementia a public health priority in Europe.
As at the end of 2021, the EAA counted 93 members from 26 countries,
and continues to be one of the European Parliament's largest interest
groups. Three online European Parliament workshops were organised by
Alzheimer Europe: one in February, one in June and one in September, one
of which was hosted by Deirdre Clune MEP (Ireland), Vice-Chairperson
of the EAA.

Other policy work included an analysis of the development of
dementia-inclusive initiatives and communities, the findings of which
were published in Alzheimer Europe’s 2021 Dementia in Europe Yearbook.

The 2021 focus for our European Dementia Ethics Network was sex,
gender and sexuality in the context of dementia and this was also a
topic that was explored at one of the online sessions of our popular
Alzheimer’s Association Academy in November. The findings of the
European Dementia Ethics Network were published in our 2021 report,
“Sex, gender and sexuality in the context of dementia: a discussion

paper”.

In terms of its work to support dementia research, Alzheimer Europe
carried out a mapping exercise of 71 national funding programmes of
dementia research from 16 European countries; expanded its Clinical
Trials Watch containing dementia-friendly information on phase
Il and phase IlI clinical trials conducted in Europe; and developed a
discussion paper “Data sharing in dementia research: the EU landscape”,
reviewing research policy and legal developments and identifying
recommendations to improve data sharing.

Our Annual Conference “Resilience in dementia - moving beyond the
COVID-19 pandemic” took place from 29 November to 1 December
2021, with 620 participants from 38 countries. This was Alzheimer
Europe’s second virtual conference and the agenda included almost
300 presenters (160 oral presentations, 137 quick oral presentations and
35 poster presentations). Despite being conducted online, the event
enjoyed, as always, a real atmosphere of collaboration and solidarity,
and was an opportunity to share and gather knowledge on all aspects
of dementia, support international collaboration and strengthen ties
within the research community.

Ourinvolvement in many EU research projects continued too, with our
active participation in AI-MIND, AMYPAD, EPND, EU-FINGERS, LETHE,
Neuronet, PARADIGM, PRODEMOS, RADAR-AD, VirtualBrainCloud and our
collaboration with ABOARD, ADAIR, DISTINCT, MIRIADE, PRIME and SPAN+.
We also contributed to the communication and dissemination activities
of the World Joint Artificial Intelligence Network - JAIN. These projects
provide an additional funding stream, allow Alzheimer Europe to stay at
the forefront of European research and ensure research projects reflect
the needs and views of people living with dementia.

As an organisation, we play a very active role in disseminating the results
and outcomes of these projects and the work of our collaborators.

To ensure research updates and other dementia-related news are shared
as widely as possible, we published three editions of our Dementia
in Europe magazine and eleven monthly e-newsletters, the latter
containing a total of 543 news stories all of which were also shared
via our website and our social media accounts (Facebook, Twitter and
LinkedIn). The website was also redesigned during 2021, with a new, more
modern version being launched in November and the total number of
visitors to the site increased dramatically in 2021, to 887,685 (698,501
in 2020).

The European dementia movement continued to grow stronger during
2021, both through the fantastic collaboration we have with our national
member associations across the European Region, and our excellent
working relationship with INTERDEM, the European Alzheimer’s Disease
Consortium, the European Federation of NeuroRehabilitation Societies,
the European Ageing Network, the European Academy of Neurology and
the WHO Regional Office for Europe. We developed further collaboration
with the WHO by contributing to ongoing work on the Global Dementia
Observatory, meeting with the Regional Director of WHO Europe, Hans
Kluge, and participating at the launch of the WHO’s Pan-European
Mental Health Coalition in September 2021. We also maintained our
consultative status with the Council of Europe, and renewed our
accreditation as a patient organisation with the European Medicines
Agency as well as our membership of the European Disability Forum
and the European Patients' Forum.

The excellent work by the team at Alzheimer Europe, my fellow Board
members, our national member associations, the members of the EWG-
PWD, the group of governmental experts and the EAA, as well as all the
external experts who collaborated in our various activities and projects,
continues to give me a real sense of pride, particularly during the adverse
circumstances presented by the pandemic and I would like to thank
each and every one of them.

In 2021, Alzheimer Europe’s small and dedicated team, led by Director
Jean Georges, included: Christophe Bintener, Cindy Birck, Kate Boor Ellis,
Angela Bradshaw, Ana Diaz, Dianne Gove, Gwladys Guillory, Owen Miller,
Stefanie Peulen and Grazia Tomasini.

We are also very grateful for the generosity of the sponsors who
supported our 2021 activities and you will find a full list of them at the
end of this report.

| hope you enjoy reading more about the great work carried out by
Alzheimer Europe in 2021.

Iva Holmerova
Chairperson of Alzheimer Europe
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A few words from the Chairperson of the European Working Group of

People with Dementia

Firstly, | would like to thank all the members of the European Working Group of
People with Dementia (EWGPWD) who voted for myself to be re-elected as Chair, at
our meeting in May 2022. | was very humbled and honoured by their support and |
look forward to continuing leadership of the ENGPWD from October 2022 onwards.

Now, | want to turn my attention to the main focus of this foreword, which is
the group’s important work during 2021. Alzheimer Europe set up the ENGPWD
in 2012. The working group currently has 14 Members from 12 countries. It is
great to see that the group is still growing and will continue to do so as more
countries put their potential members forward. | am very proud to say that
since 2012, 32 people with dementia have been members of the working group,

Chris Roberts

Since its beginning, the ENGPWD has always had face-to-face meetings.
This was incredibly helpful to get to know each other, make meaningful
contributions and support each other. Then, COVID-19 hit Europe and
in 2020, we had to stop our face-to-face meetings.

This was very hard for everyone. We started meeting online. We feared
we would not be able to carry on but it has been amazing to see the
group thriving in 2021. We have met and addressed more projects and
activities than ever. We have participated in several European projects
and task forces, and worked with various pharmaceutical companies.

We have also addressed and discussed the topic of COVID-19 in differ-
ent activities, including, for example, the use of technology by people
with dementia during the pandemic, the participation of people with
dementia in research and the impact of the pandemic on our daily lives.
As the Chairperson of the group, | am an ex-officio member on the Board
of Alzheimer Europe with full voting rights. It has been a great pleasure
to participate in the online meetings of the Board.

In 2021, members of the ENGPWD have become confident and true
experts in the use of technology, how to connect, how to put your
camera on, how to get unmuted; but more importantly, about how to
use technology to communicate with other people, express opinions,
and listen to what others have to say. In addition to our meetings and
public involvement work, members have been really active in several
online international conferences and events.

They have been representing the group or talking about the work we
carry out, speaking about COVID-19 and their experiences, or simply
about living with dementia. Our supporters have also done a fantastic
jobin enabling many of the members during this difficult time, helping
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many of us for more than one term of office.

them to connect, being there when the technology did not work and
supporting them with translation when necessary.

There have also been some disappointments. Some of us had planned
to participate in the 2021 Alzheimer Europe Conference, in the studio,
in person. We were really looking forward to meeting again and taking
partin a live event. Unfortunately, at the very last minute, the pan-
demic changed our plans and we had to attend the conference from
home. COVID-19 is still there and has particularly affected us, people
with dementia.

| can’t wait for the time when we will be able to say that we have over-
come the challenges that COVID-19 presented to the world and have been
able to resume our lives, meet people in person again and continue with
our work as normal. Virtual meetings have their place, but the value of
meeting like-minded fellows, bouncing ideas off each other and hav-
ing facilitators to bring out the quieter voices, truly demonstrates the
importance of face-to-face meetings.

Our utmost thanks go to our hard-working facilitators Dianne Gove
and Ana Diaz, to the Alzheimer Europe Board and staff to Jean Georges,
Executive Director of Alzheimer Europe and last but not least, to all
the associations and societies that nominate us and support all those
affected by dementia in our countries.

Chris Roberts
Chairperson of the European Working Group of People with Dementia



Executive Summary

In 2021, Alzheimer Europe:

Provided a voice to people with dementia and

Involved 14 people with dementia from 12 European countries in
its European Working Group of People with Dementia (EWGPWD)
Organised over 25 virtual meetings of the EWNGPWD and con-
sulted the group on its activities and EU-funded projects
Organised a symposium on resilience of people with dementia
during the COVID-19 pandemic at its Annual Conference
Carried out an analysis of public involvement activities in
20 EU-funded projects and provided a report with key findings

Made dementia a European priority and

-

Jean Georges and Kim Coppes in the studio in Utrecht during the opening of the 31 Alzheimer Europe Conference, 29 November 2021

Carried out an anaylsis of the development of dementia-inclusive
initiatives and communities and published the findings in
the 2021 Dementia in Europe Yearbook “Dementia-inclusive
communities and initiatives across Europe”

Coordinated and provided the secretariat for the European Group
of Governmental Experts on Dementia comprised of national
health ministry officials

Organised two online meetings of the group to share national
experiences and good practices on national dementia strategies
and COVID-19 responses which were attended by 26 European
countries, as well as observers from the European Commission
(DG RTD and DG SANTE) and the World Health Organization (WHO)
Continued to monitor the impact of the COVID-19 pandemic on
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the situation of people with dmenetia and their carers, updated
its online inventory of relevant COVID-19 resources, contributed
to the Commission conference on mental health and COVID-19
and developed recommendations to improve the access of people
with dementia to national vaccination strategies

Welcomed the adoption of a national dementia strategy in the Czech
Republic, the launch of continuing strategies in the Netherlands
and Norway and the announcement by the Flemish Government
in Belgium that it would launch a new strategy in 2022

Included 93 Members of the European Parliament from 26 Euro-
pean Union countries in the European Alzheimer’s Alliance
Continued its collaboration as an accredited organisation of the
European Medicines Agency and attended the regular meetings
of its Patients’ and Consumers’ Working Party

Developed its collaboration with the WHO by contributing to
ongoing work of the Global Dementia Observatory, meeting with
Hans Kluge, the Regional Director of WHO Europe and by attend-
ing the launch of the Pan-European Mental Health Coalition.

Promoted a rights-based approach to dementia and

Focused on the ethical issues related to sex, gender and sexual-
ity in the context of dementia

Brought together a group of experts who carried out a liter-
ature review, identified recommendations and published its

=,
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EXECUTIVE SUMMARY

Speakers at Alzheimer Europe's online European Parliament workshop, 15 June 2021

report on “Sex, gender and sexuality in the context of dementia:
a discussion paper”

* Organised an Alzheimer’s Association Academy on sex, gender

and sexuality

Supported dementia research and

* Carried out a mapping exercise of 71 national funding

programmes of dementia research from 16 European countries

* Continued covering research developments via its website and

social media

* Published 11 monthly email newsletters with a total of 543 news

articles covering research news, as well as policy developments
and activities of Alzheimer Europe, its projects and its members

* Saw an increase in visitors to its website to 887,685 compared

t0 698,501 in 2020

* Redesigned the Alzheimer Europe website and relaunched the

new-look website at the end of November 2021

* Builtonits social media presence and had 8,659 Facebook likes

and 12,600 Twitter followers by the end of 2021

* Organised its second Virtual Annual Conference “Resilience

in dementia - moving beyond the COVID-19 pandemic” from
29 November to 1 December 2021 with 620 participants

Iva Holmerovd speaking at the closing ceremony of the 31" Alzheimer Europe
Conference, 1 December 2021
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from 38 countries, which featured almost 300 presenters
(160 oral presentations, 137 quick oral presentations and 35 poster
presentations)

Contributed to the communication and dissemination activities
of the World Joint Artificial Intelligence Network JAIN

Strengthened the European dementia movement and

Developed a new strategic plan for the organisation for the
period 2021-2025

Brought together representatives of national Alzheimer’s associ-
ations for seven online meetings of the Alzheimer’s Association
Academy

Continued to fully involve the organisation’s Board in the
monitoring and evaluation of aéé activities and finances and
organised five online meetings of the Alzheimer Europe (Febru-
ary, April, May, September and December)

Organised a virtual Annual Meeting of its member organisations
inJune

Continued as a full member of the European Patients’ Forum
and the European Disability Forum

Helped coordinate a campaign for the continued support of European
health NGOS via operating grants from the EU health programme
Collaborated with INTERDEM, the European Alzheimer’s Disease
Consortium and the European Academy of Neurology

Carried out the following project-related activities

Continued its involvement in a number of EU-funded projects

by representing the views of people with dementia and their

carers in the research consortium, by contributing to the ethical

discussions and by supporting the communication and dissem-

ination activities towards a non-scientific audience:

- ADDP (Alzheimer’s Disease Detect and Prevent)

- AMYPAD (Amyloid imaging to prevent Alzheimer’s disease)

- EPAD (European Prevention of Alzheimer’s Dementia)

- EU-FINGERS (Multi-modal precision prevention toolbox for
dementia in Alzheimer’s disease)

- Neuronet (Efficiently networking European neurodegenera-
tion research)



- PRODEMOS (Prevention of Dementia using Mobile phone
Applications)

- RADAR-AD (Remote assessment of disease and relapse -
Alzheimer’s disease)

- RECOGNISED (Retinal and cognitive dysfunction in type 2 dia-
betes: unravelling the common pathways and identification
of patients at risk of dementia)

- VirtualBrainCloud (Personalised Recommendations for Neu-
rodegenerative Disease)

Started its collaboration with

- AI-MIND (Artificial Intelligence for Dementia Prevention)

- EPND (European Platform for Neurodegenerative Diseases)

- LETHE (A personalised prediction and intervention model for
early detection and reduction of risk factors causing demen-
tia, based on Al and distributed Machine Learning)

Supported the following EU projects

- ABOARD (Stopping Alzheimer’s before it starts)

- ADAIR (Alzheimer's Disease Air Pollution)

- DPRIDE (blood PRotein Identification to Discriminate

dEmentias)

DISTINCT (Dementia: Intersectorial strategy for training and

innovation network for current technology)

- MIRIADE (Multi-omics interdisciplinary research integration
to address dementia diagnosis)

- PRIME (Prevention and Remediation of Insulin Multimorbid-
ity in Europe)

- SPAN+

Developed a number of projects funded thanks to the support

of its corporate sponsors and other partners

- Organised three online European Parliament workshops
on “Digital data for dementia research and innovation”,
“The Alzheimer’s spectrum: Changing our understanding
of Alzheimer’s disease and dementia” and “The Innovative

Online Company Roundtable delegates, 17 June 2021

EXECUTIVE SUMMARY

Deirdre Clune, MEP (Ireland) chaired Alzheimer Europe's online European
Parliament workshop in on 15 June 2021

Health Initiative: Building on the success of the Innovative
Medicines Initiative

Convened three online company round table meetings
bringing together representatives of industry and national
Alzheimer’s associations

Published three editions of the Dementia in Europe magazine
Expanded its Clinical Trials Watch and made dementia-friendly
information on 7 phase Il and 4 phase Ill clinical trials con-
ducted in Europe available on its website

Developed a discussion paper “Data sharing in dementia
research: the EU landscape”, reviewing research policy and
legal developments and identifying recommendations to
improve data sharing.
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ALZHEIMER EUROPE CORE ACTIVITIES

Alzheimer Europe Core Activities

The Strategic Plan of Alzheimer Europe sets out the five main objectives of the organisation and highlights key aims and

actions to be undertaken under each objective for the period covered by the plan (2016-2020).

This year’s Annual Report breaks down the organisation’s core activities into these five key strategic objectives. In addition,

the report highlights the activities undertaken by Alzheimer Europe in support of EU projects it partnered with and presents

those activities it carried out thanks to the support of its corporate sponsors and other partners.

In 2021, Alzheimer Europe received an operating grant in the framework of the European Union’s Health Programme

which provided the funding for the organisation’s following core activities.

Objective 1: Providing a voice
to people with dementia

Kevin Quaid Vice-Chairperson of the ENGPWD, giving his keynote speech at the
31 Alzheimer Europe Conference, 29 November 2021

The representation of people with dementia in policy discussions, service
development and research is still underdeveloped in many countries.
Thanks to its European Working Group of People with Dementia (EWG-
PWD) from 12 different countries, Alzheimer Europe was in a position to
provide input on several European projects and initiatives, as well as to
Alzheimer Europe’s own projects and activities, thereby ensuring that
the voices of people with dementia influence research, care and policy.

In 2021, one of the activities of the Work Plan included identifying exam-
ples of public involvement activities in EU-funded dementia research
projects and developing some recommendations for future work. A total
of 20 projects were included in this review and 13 recommendations
were developed based on the information available.

Due to the ongoing pandemic and associated social restrictions, all
meetings and work of the EWGPWD in 2021 were virtual. Regular meet-
ings of the group were organised every six weeks, and there were, in
addition, some optional meetings. Some members of the group partici-
pated in three project-specific Advisory Boards (RADAR-AD, EU-FINGERS,
LETHE).
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In 2021, the EWGPWD had the following members:

* Chair: Chris Roberts, UK - England, Wales and Northern Ireland

* Vice-Chairs: Bernd Heise, Germany and Kevin Quaid, Ireland

* Members: Helen Rochford-Brennan, Ireland, Idalina Aguiar, Portu-
gal; Stefan Eriksson, Sweden; Tomaz GrZinic, Slovenia; Nigel Hullah,
UK - England, Wales and N. Ireland; Margaret McCallion, UK - Scot-
land; Danny McDonald, UK - Scotland; Petri Lampinen, Finland;
Angela Pototschnigg, Austria; Geert Van Laer, Belgium; Erla Jons-
dottir (Iceland).

The Chair of the EWGPWD (2020-2022), Chris Roberts, actively partici-
pated in the meetings of the Board of Alzheimer Europe in 2021.

In 2021, the EWGPWD or some of its members also contributed to:

e Alzheimer Europe’s activities (31 Alzheimer Europe Annual Con-
ference, Alzheimer’s Association Academy, the 2021 Yearbook, the
Alzheimer Europe newsletter and the Dementia in Europe magazine)

* EU projects in which Alzheimer Europe was involved (AI-MIND,
DISTINCT, EU-FINGERS, LETHE, MIRIADE, Neuronet, RADAR-AD,
VirtualBrainCloud)

* A European task force organised by INTERDEM on the use of tech-
nology by people with dementia during the COVID-19 pandemic

e Consultations with different pharmaceutical companies about issues
related to the development of clinical trials

* Consultations with other companies or networks on different topics
such as the development of an app for people with dementia and
carers, brain donation, etc.

e Several national and international events and conferences (e.g.
High-Level Conference on “Mental health and the pandemic: living,
caring, acting!”, 4" Dementia Forum X meeting on patient and public
involvement in research, special session for early career researchers
at the Alzheimer’s Association International Conference AAIC con-
ference, Innovative Medicines Initiative (IMI) event on impact)

* Raising awareness about dementia (e.g. video clip on bereavement



in dementia during the WHO Mental Health month, EURACTIV report
on Alzheimer’s disease in the EU during and after the pandemic etc.)
* An edited book on the topic of management of patients
with dementia providing testimonials for two of its chapters.

Objective 2: Making dementia
a European priority

Hans Kluge, Regional Director of WHO Europe, addressing delegates at the
opening ceremony of the 31 Alzheimer Europe Conference, 29 November 2021

Alzheimer Europe produced a Dementia in Europe Yearbook 2021, focused
on dementia-inclusive communities and initiatives. This issue was pre-
viously examined in the 2015 edition of the Yearbook, at a time when
there was less of a policy focus on the subject, particularly at a Euro-
pean and international level.

Since this time, there have been a number of developments which have
helped prioritise dementia-inclusive initiatives and communities as a
policy issue, with additional resources and materials being developed
to support the implementation. The following initiatives were of par-
ticular relevance at a European and global level:

e The second EU Joint Action on Dementia — Act on Dementia
(2016-2019)

* The Alzheimer Association’s Global Dementia Friends Network
(2016-2020)

e The World Health Organization (WHO)’s Global Action Plan on the
Public Health Response to Dementia (2017-2025)

* The World Dementia Council’s evidence reports 2020 examining
dementia-inclusive initiatives.

The increased policy focus, resources and funding for dementia-inclu-
sive initiatives and communities has been welcome, encapsulating
broad thematic areas including awareness-raising, anti-stigma, inclu-
sive communities and involvement in decision-making.

In early 2021, Alzheimer Europe surveyed its members, asking about
the work and activities taking place in their countries, gathering infor-
mation on the themes and details of the initiatives taking place across
Europe. In particular, the survey sought to understand the current

ALZHEIMER EUROPE CORE ACTIVITIES

policy context of dementia inclusive initiatives across Europe, including
crucial elements such as stakeholder involvement, funding, objectives
and evaluation. A total of 27 responses were received from 24 countries.

Furthermore, Alzheimer Europe collated examples of good practice
included within the survey responses, seeking to provide useful exam-
ples which could potentially be replicated and spread across Europe.
The report is divided into the following areas:

* Current policy context of dementia-inclusive communities and
initiatives

* Dementia-inclusive communities/initiatives — concepts and models

¢ Governmental policies — embedding dementia inclusiveness

* Awareness raising campaigns - development and implementation

* Dementia Friends and other training programmes

* Involvement of people with dementia and working groups

* Covid-19

* Good practice examples.

Alzheimer Europe also provided the secretariat to the European Group of
Governmental Experts on Dementia and organised two online meetings
of (16 June and 7 December) where national health ministry represent-
atives updated others on their respective strategies and initiatives to
protect and support people with dementia and their caregivers during
the pandemic.

In total, 26 countries were represented across the two meetings: Austria,
Belgium (Flanders), Bulgaria, Croatia, Czech Republic, Estonia, France,
Finland, Germany, Greece, Iceland, Ireland, Israel, Italy, Latvia, Malta,
Netherlands, Norway, Poland, Portugal, Slovakia, Slovenia, Sweden, Swit-
zerland, Turkey and United Kingdom (England and Scotland). In addition,
representatives from Alzheimer Europe, the European Commission (DGs
SANTE and RTD), WHO and WHO Europe attended the meetings in an
observer capacity.

2021 also saw a number of key developments at national, European and
global level, to which Alzheimer Europe was able to contribute. On a
national level, Alzheimer Europe welcomed the launch of the national
dementia strategies in the Czech Republic, the Netherlands and Nor-
way. France continued the development of a “roadmap” on neurological
conditions (expected to launch in 2022), whilst the Flemish Government
in Belgium indicated its intention to launch a new dementia strategy
in 2022. The European Alzheimer’s Alliance maintained its membership
level, with 93 Members of the European Parliament at the end of 2021.
Alzheimer Europe also organised an online meeting with public affairs
representatives in February 2021, examining the subject of dementia-in-
clusive communities, as well as developments in dementia policy at a
national level.

Alzheimer Europe continued its collaboration with the European
Medicines Agency (EMA) in 2020 as an accredited patient organisation
and as a full member of EMA's Patients’ and Consumers’ Working Party
(PCWP). Alzheimer Europe participated in the online meetings of the
PCWP. A member of the ENGPWD also contributed to an EMA scientific
advice procedure.
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ALZHEIMER EUROPE CORE ACTIVITIES

Finally, Alzheimer Europe also continued to engage with the WHO,
sharing its work with members and contributing to its ongoing work
in relation to the Global Action Plan on Dementia. In 2021, Alzheimer
Europe had a meeting with Hans Kluge, the Regional Director of WHO
Europe to discuss the inclusion of dementia in WHO Europe’s strategies
for non communicable diseases and mental health. Alzheimer Europe
attended the launch of the Pan-European Mental Health Coalition in
Brussels and hopes to play an active role in the coalition in 2022.

Objective 3: Promoting a rights-
based approach to dementia

Patrick Ettenes Co-Founder of Bring Dementia Out, living with dementia, gave a
keynote speech at the 31 Alzheimer Europe Conference closing ceremony

As in previous operating grants, Alzheimer Europe continued to focus
on ethical issues in 2021 and this led to the publication of a report
entitled “Sex, gender and sexuality in the context of dementia: a dis-
cussion paper”.

The aim, in this report, was to promote the right of every person with
dementia, irrespective of their sex, gender identity and sexual orienta-
tion, to be treated with respect and to have access to timely diagnosis,
treatment and good quality care and support. The association spe-
cifically targeted policy makers, health and social care students and
health and social care professionals/service providers because they are
the people who can make the necessary changes to improve the lived
experience of people with dementia of all sexes, gender identities and
sexual orientations.

An ethics working group was set up and chaired by Dianne Gove from
Alzheimer Europe. The members of the group were Aileen Beatty,
Andrea Capstick, Patrick Ettenes, Jean Georges, Fabrice Gzil, Phil Harper,
Helga Rohra, Linn Sandberg, Anthony Scerri, Charles Scerri, Annemarie
Schumacher Dimech and Karin Westerlund.
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Members of the working group had expertise and experience in the fields
of dementia, gender studies, ethics, ageing, service provision, training of
healthcare professionals and psychology. It included men and women
with and without dementia, and with different gender identities and
sexual orientations. Because of the COVID-19 pandemic, the group had
to operate virtually but still managed to address a broad range of issues
and perspectives, and arrive at a consensus on the different positions
reflected in the document.

The work was set within a guiding theoretical framework reflecting het-
eronormativity, intersectionality, micro-aggressions and feminism and
addressed seeking and obtaining a diagnosis, living one’s sex, gender
and sexuality with dementia, accessing and using professional services
and support, and issues related to professional carers.

Objective 4: Supporting
dementia research

An important priority of Alzheimer Europe’s actions in the field of
supporting dementia research was a mapping exercise of EU national
dementia research programmes. Information across 16 European
countries were searched for publicly funded dementia research and
confirmed by the respective national associations (Bulgaria, Czech
Republic, Finland, France, Germany, Greece, Ireland, Luxembourg, Malta,
Netherlands, Norway, Poland, Portugal, Sweden, Switzerland and UK).

As part of this exercise, a total number of 71 programmes were identified.
The next figure provides a comparison of the total number
of programmes from the 16 participating European countries:
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Of these 71 national European funding programmes, eight are provided
by national Alzheimer’s associations who fund investigations to advance
Alzheimer’s disease research, and 30 are provided by national
governments.

For the dissemination of research findings via its newsletter, website
and conference, Alzheimer Europe ensured that it did not only focus on
basic and clinical science, but also involved researchers and academics
with a psychosocial, care, mental health, socio-economic or health sys-
tems background. Particular attention was also paid to covering research
news and identifying interesting developments from countries whose
gross national income is less than 90% of the Union average.
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Jean Georges and Kim Coppes hosting the 31 Alzheimer Europe Conference, 29 November 2021

In 2021, Alzheimer Europe published 11 monthly editions of its e-newslet-
ter, with the months of July and August being combined into one. These
e-newsletters contained information on Alzheimer Europe’s activities
and those of its member organisations. Updates on European projects
in which Alzheimer Europe is involved were also shared, as were relevant
policy initiatives and developments at the national and European levels,
scientific advances, human interest stories, new resources and publi-
cations, and job opportunities in the dementia field. Finally, Alzheimer
Europe also made sure to include a number of accounts written by people
living with dementia, with many members of the ENGPWD contribut-
ing to this section, as well as members of national dementia working
groups. As a result of the ongoing global COVID-19 pandemic, Alzheimer
Europe also closely monitored the situation and included relevant news
developments for people with dementia and their carers in a special
COVID-19 section of the newsletter and website.

Atotal of 543 articles were featured in Alzheimer Europe’s 2021 monthly
e-newsletters (628 in 2020). They can be broken down into categories,
as follows:

. Number of Number of
Subject . -
articles (2021)  articles (2020)
COVID-19 situation 22 80
Activities and projects 151 184

of Alzheimer Europe

European policy developments 61 70
in the field of dementia and
European Alzheimer’s Alliance

National policy developments 29 31

Activities and projects 92 70
of Alzheimer Europe
member organisations

Scientific developments 19 139

Dementia in Society and “Living 25 29
with dementia” section

New resources and 44 49
publications, education
and job opportunities

Total 543 628

In 2021, Alzheimer Europe’s website saw a significant increase in visitors
compared to 2020. Alzheimer Europe also launched a new-look, updated
website at the end of November 2021, coinciding with its virtual Annual
Conference.

Month Visitors (2021) Visitors (2020)
January 78,888 60,650
February 92,806 67,339
March 111,693 62,647
April 104,202 64,467
May 90,480 63,726
June 76,010 50,315
July 55,373 41,138
August 59,865 44,691
September 82,232 64,686
October 86,287 67,309
November 69,465 58,122
December 3,604 67,303
Total 887,685 698,501
>3 Alzheimer 13
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The organisation also continued to develop its social media presence,
on Facebook and Twitter, but also on LinkedIn and YouTube. Alzheimer
Europe’s Facebook page registered 8,659 “likes” at the end of 2021, an
increase from 8,502 likes at the end of 2020. As for Twitter, the asso-
ciation had reached 12,600 followers at the end of 2021 (11,723 at the
end of 2020).

All Alzheimer Europe team members who are involved in projects and
attend Alzheimer Europe events are active Twitter users, tweeting
from events (online or in-person) where they represent the organisa-
tion. The total number of tweets by Alzheimer Europe and its team
members in 2021 was 2,123 (2,313 in 2020) and tweet impressions reached
3.04 million (3.1 million in 2020).

Twitter is also used by Alzheimer Europe as a means to increase website
traffic. The table below shows Alzheimer Europe’s own Twitter account
activity in 2021

Month Tweets Tweet impressions  New followers
January 99 142,000 66
February 132 214,000 80
March 97 182,000 92
April 47 114,000 51
May 56 119,000 56
June 74 153,000 68
July 88 242,000 55
August 49 99,000 71
September 46 81,900 14
October 108 89,800 70
November 124 122,000 100
December 87 86,300 100
Total 1,007 1,645,000 923

As in previous years, the Alzheimer Europe Conference attracted a mix
of health and social care professionals, researchers and academics, but
also people with dementia, family carers, representatives of national
Alzheimer’s associations and policy makers with an interest in dementia.
Alzheimer Europe involved its ENGPWD and the INTERDEM network
of psychosocial researchers in the organisation and planning of the
conference.

The 31t Alzheimer Europe Conference (#31AEC) took place online, from
29 November to 1 December 2021. The event was organised under
the theme of “Resilience in dementia: Moving beyond the COVID-19
pandemic” and was attended by over 650 participants from 38 countries
(including 37 people with dementia). The programme featured almost
300 presenters (160 oral presentations, 137 quick oral presentations and
35 poster presentations), sharing their research, projects and experiences
in an atmosphere of collaboration. The four plenary sessions were
dedicated to “Lessons from the COVID-19 pandemic”, “Innovations
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in dementia diagnosis and care through new technologies”, “Dementia
as a public health challenge”, and “Beyond the pandemic: Reinventing
dementia care and treatment”.

In addition to the four plenaries, delegates at #31AEC had two keynote
lectures, a choice of 24 different parallel sessions, and 7 special symposia
organised by the EWGPWD and the sponsors of the Alzheimer Europe
Conference. The conference ended with an invitation to attend the 32
Alzheimer Europe Conference (#32AEC) in Bucharest, Romania in 2022.

In the evaluation of the Annual Conference, 97.27% of participants
said that they would be happy to recommend the Alzheimer Europe
Conference to a colleague.

Finally, Alzheimer Europe also supported the Joint Artificial Intelligence
Network (JAIN) for the organisation of its World JAIN Challenge (WJC).
The purpose of this event and the network is to form the international
learning community who are the developing e-health products and
services for people with memory problems or dementia. The organisation
collaborated with INTERDEM and participated in online meetings and
contributed to the efficient communication of the network and challenge
via Alzheimer Europe's website, newsletter and social media channels.

Objective 5: Strengthening the
European dementia movement

The end of the operating grant activities under the current framework
programme coincide with the end of Alzheimer Europe’s Strategic Plan
which covered the years 2016-2021. As part of its previous operating grant,
Alzheimer Europe had surveyed its members to identify how useful the
various operating grant activities and initiatives of the organisation
were for its members and what should constitute the priorities of the
organisation for its new strategic plan.

A draft Strategic Plan was developed based on the responses of Alzheimer
Europe’s members, discussed by the Board in its February 2021 meeting
and then sent out to consultation amongst the membership. The new
Strategic Plan (2021-2026) was formally approved by all attending
members at the Annual General Meeting of the organisation on 14 June
2021. The new strategic objectives were defined as follows:

¢ providing a voice to people with dementia and their carers
* making dementia a European priority

¢ changing perceptions and combating stigma

* raising awareness of brain health and prevention

e strengthening the European dementia movement and

* supporting dementia research.

In 2021, Alzheimer Europe organised seven meetings and capacity build-
ing workshops of the Alzheimer’s Association Academy on 24 February, 12
May, 18 May, 13 July, 14 September, 19 October and 16 November. All of these
meetings were organised virtually and the recordings of the meetings are
made available to all representatives of national member organisations:
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The following issues were included as topics for these capacity build-
ing workshops:

* National campaigning activities

* Impact of COVID-19 on national Alzheimer’s organisations

* National dementia-friendly initiatives

* National working Groups of People with dementia

* Sports and dementia

* The European regulatory system for the approval, pricing and reim-
bursement of new Alzheimer’'s medicines

* Advocacy initiatives and working with national policy makers

* Presentation of Alzheimer Europe's work on dementia-inclusive
initiatives

* Presentation of Alzheimer Europe's work on sex, gender and sexuality
in the context of dementia.

The Alzheimer Europe Board met five times (22 February, 7 April, 31 May, 27
September and 13 December) during the year and monitored the activities
and finances of the organisation in relation to the agreed upon Work
Plan and Budget. All of these meetings took place in an online format.

The Annual General Meeting of Alzheimer Europe took place virtually on
14 June 2021 October. At the meeting, the delegates adopted Alzheimer
Europe's 2020 Annual and Financial reports and approved the 2022 Work
Plan and Budget. As mentioned above, the Annual Meeting also adopted
the new Strategic Plan (2021-2026) of the organisation.

As in previous years, Alzheimer Europe was an active member of the
European Patients’ Forum and European Disability Forum and contrib-
uted, alongside other European organisations, to the development of
cross-disease positions on EU consultations and legislative proposals.
In 2021 Alzheimer Europe was particularly involved in the work of the
EU4Health Civil Society Alliance and helped coordinate a campaign
asking the EU Health Commissioner to continue supporting the core
activities of health NGOs through operating grants from the EU Health
Programme. In the course of the campaign, the Executive Director of
Alzheimer Europe joined a delegation of NGO leaders at a meeting with
Commissioner Stella Kyriakides.

Alzheimer Europe also continued its cooperation with INTERDEM,
a pan-European research network for psychosocial interventions in
dementia. The network organised its annual meeting prior to the Vir-
tual Alzheimer Europe Conference and organised a number of parallel
sessions during the event. A meeting between the Alzheimer Europe
Chair and Executive Director with Myrra Vernooij-Dassen and Marjolein
de Vugt, the outgoing and incoming Chairpersons of the INTERDEM
network was organised in the framework of the Annual Conference.

The Executive Director of Alzheimer Europe represented the organisa-
tion at the meetings of Management Board of the Dementia Panel of
the European Academy of Neurology and the European Alzheimer’s
Disease Consortium, a network of memory clinics and centres involved
in clinical research.

Online Alzheimer's Association Academy, 16 November 2021
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Other activities and projects

Involvement in EU projects

Alzheimer Europe was a full partner in a number of projects funded
by the European research programmes Horizon2020 and the IMI.
The organisation also participated in a JPND (Joint Programme Neuro-
degenerative Diseases Research) project funded by the Fonds National
pour la recehrche (FNR) in Luxembourg. In these projects, the organi-
sation typically ensured that the views of people with dementia, carers
and Alzheimer’s associations were included, contributed to the discus-
sion of the ethical issues raised by the projects and supported or led
the dissemination activities.

In 2021, Alzheimer Europe was a full partner in the following projects:

AlI-MIND

The goal of AI-MIND (Intelligent digital tools for screening of brain
connectivity and dementia risk estimation in people affected by mild
cognitive impairment) is to develop novel, Al-based tools to support
healthcare professionals in their diagnosis and offer timely interven-
tions to patients.

The researchers hope that complex, labour-intensive, costly and poorly
predictive screening methods for mild cognitive impairment (MCI) will
eventually be replaced by automated diagnostic screening tools, driven
by artificial intelligence, permitting the timely and accurate prediction
of which people with MCI will eventually develop dementia.

Alzheimer Europe is represented in this project by Jean Georges, Chris
Bintener, Cindy Birck, Angela Bradshaw, Ana Diaz and Dianne Gove. In
2021, they:

¢ conducted a scoping review of the literature to explore what is known
about the use of Al-based dementia risk prediction for people with
MClI with a focus on ethical and social issues linked to the perceived
trustworthiness, use, acceptance and communication of Al-based
risk prediction in the clinical setting

* took part (virtually) in the first hybrid Annual General Meeting of
Al-Mind and presented progress on the development of a strategy for
the ethical and trustworthy communication of the use of Al-based
dementia risk prediction in the clinical setting

¢ provided feedback from the ENGPWD on the informed consent form
and the participant information sheet of the Italian project partners
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* represented Alzheimer Europe in the Al-Mind Executive Board
Committee and its monthly telephone conference

e contributed to the production and maintenance of the communi-
cation tools

¢ conducted and edited video interviews with Al-Mind project
collaborators

e provided feedback on study materials (i.e. flyer, website, explanatory
video)

¢ contributed to the efficient communication of the project via the
Alzheimer Europe website, newsletter and events

e coordinated an article on the Al-Mind project for the Dementia in
Europe magazine.




AMYPAD

The "Amyloid imaging to prevent Alzheimer’s disease” project aims to
improve the diagnostic workup of patients suspected to have Alzheim-
er's disease and their management. The consortium is led by Stichting
VUmc and GE Healthcare Life Sciences. The partners aim to improve
knowledge of the natural history of Alzheimer's disease in a pre-symp-
tomatic stage, in order to better select patients for trials. In addition,
they monitor changes in beta amyloid deposition in the brain in order
to quantify the impact of novel therapies.

AMYPAD online General Assembly, 9 October 2021

Alzheimer Europe was represented by Jean Georges, Cindy Birck and
Dianne Gove in this project. In 2021, they:

* represented Alzheimer Europe in the AMYPAD Executive Committee
and its weekly telephone conference and presented regular updates
on the projects’ communication and dissemination activities

¢ co-led the work package on ethics, communication and dissemination

¢ organised and chaired the monthly communication teleconference
meetings

¢ coordinated the production and the regular maintenance of the
communication tools (i.e. website, newsletter, Twitter, Research Gate,
slide deck, YouTube, Zenodo)

* provided social media support for AMYPAD presenters at selected
international and European conferences

e contributed to the internal track of dissemination activities,

e contributed to the internal monthly report

¢ developed the AMYPAD contributor list and followed up the AMYPAD
authorship policy and publication approval policy

* developed video interviews explaining the goals of the different WPs,

* represented the AMYPAD comms team in the Neuronet communication
expert community

¢ attended the online General Assembly meeting

e contributed to the efficient communication of the project via the
Alzheimer Europe website, newsletter and events.
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EPAD

The European Prevention of Alzheimer’s dementia (EPAD) initiative was
a collaborative research effort to improve the chance of successfully
preventing Alzheimer’s dementia and to better understand early aspects
of Alzheimer’s disease before dementia develops. Led by the University
of Edinburgh, the project established a European-wide register of
research participants. The project came to an end in September 2020 with
the end of the IMI funding. An EPAD sub award was given to Alzheimer
Europe in 2021 for the maintenance of the website and the support of
communication activities.

Lormumaanication tacts with key Wools - Maintenance

Presentation of communication tools, at online EPAD meeting, 17 February 2021

Alzheimer Europe was represented by Cindy Birck in this project.
In 2021, she:

e coordinated the regular maintenance of the communication
and dissemination tools (i.e. website, social media channels,
Research Gate)

¢ coordinated the development of a new section dedicated to the
EPAD sample and data on the project’s website

* represented the EPAD comms team in the Neuronet communication
expert community

¢ contributed to the efficient communication of the project via the
Alzheimer Europe website, newsletter and events.
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EPND

The goal of the IMI-funded "European Platform for Neurodegenerative
Diseases" project is to accelerate the discovery of diagnostics and treat-
ments for neurodegenerative diseases, by removing barriers to data and
sample sharing and fostering collaboration. The consortium is led by
the University of Maastricht, University of Leicester, UCB Biopharma
and Gates Ventures, and includes a further 25 partners from academic
institutions, pharmaceutical companies, SMEs and patient organisa-
tions. EPND is funded for a period of five years from November 2021. The
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project will create a platform that will enable the sharing of high-qual-
ity biosamples and clinical data from research cohorts on ageing and
neurodegeneration, performing a series of clinical case studies that will
advance research on multimodal biomarkers as well as testing and vali-
dating the EPND platform. EPND will also develop recommendations to
address ethical-legal, regulatory and technical challenges in data and
sample sharing and biomarker validation.

Alzheimer Europe co-led the stakeholder involvement and commu-
nication activities of the project (workpackage 6), leading a task on
public involvement; participated in workpackages on ethical and legal
issues (workpackage 2) and sustainability (workpackage 7). Alzheimer
Europe was represented by Jean Georges, Angela Bradshaw, Ana Diaz
and Dianne Gove. In 2021, they:

e participated in the online kick-off meeting in December, as well as
workpackage meetings

¢ coordinated the development and launch of the project’s website

¢ coordinated the production and regular maintenance of the project’s
social media channels (i.e. Twitter, LinkedIn)

e coordinated the development of templates, logo and other
communication and visual identity materials for the project

e contributed to the efficient communication of the project via the
Alzheimer Europe website, newsletter and events.

-
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EU-FINGERS

The JPND and FNR-funded project, EU-FINGERS (Multi-modal precision pre-
vention toolbox for dementia in Alzheimer’s disease), kicked off in 2020
with the aim of advancing preventive strategies for risk reduction and
prevention of cognitive decline and Alzheimer’s dementia. An important
outcome of this project will be the “Multimodal Precision Prevention Tool-
box”. This Toolbox will include different tools enabling the next generation
of clinical trials, to identify precision prevention strategies for Alzheimer’s
dementia. Precision Medicine takes into account individual characteristics,

EU-FINGERS online General Assembly, 18 November 2021

in terms of biology, lifestyle and environment, to optimise disease treat-
ment and prevention. Alzheimer Europe was involved in the Patient and
Public Involvement (PPI) activities and co-led the communication activities
of the project. Alzheimer Europe was represented by Jean Georges, Cindy
Birck, Ana Diaz and Dianne Gove. In 2021, they:

¢ participated in the online general assembly meeting in November

¢ coordinated the production and regular maintenance of the project’s
social media channels (i.e. Twitter, LinkedIn)

* coordinated the development and launch of the project’s website

e contributed to the efficient communication of the project via the
Alzheimer Europe website, newsletter and events

* set up a project-specific Advisory Board composed of 15 members
from different European countries and who have Subjective Cognitive
Decline, Mild Cognitive Impairment, dementia, are carers of a person
with dementia and/or have participated in research or interventions
linked to dementia prevention

* in close collaboration with project partners, planned and conducted
four consultations with members of the Advisory Board, one educa-
tional event and two social meetings

e produced reports with summaries of feedback from members of the
Advisory Board

e presented the work of the Advisory Board in an Oral Presentation at
the 2021 Alzheimer Europe Conference.

EU-FINGERS
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LETHE General Assembly, Vienna, Austria, 7-8 October 2021

LETHE (A personalised prediction and intervention model for early detection
and reduction of risk factors causing dementia, based on Al and distributed
Machine Learning) is a four year, Horizon 2020-funded project which aims
to prevent cognitive decline in older adults at an early time point using a
multi-domain interventional lifestyle intervention built on a person-centred
digital solution. Alzheimer Europe contributed to the public involvement and
communication and dissemination activities. Alzheimer Europe was repre-
sented by Jean Georges, Christophe Bintener and Ana Diaz. In 2021, they:

* developed the strategy for the public involvement activities and the
relevant related documents (e.g. terms of reference, form to join, etc)

* worked with project partners to identify and inform people at a higher
risk of dementia interested in joining the LETHE Advisory Board

* setup the LETHE Advisory Board composed of seven members with demen-
tia orat a higher risk of dementia from Austria, Italy, Finland and Sweden

* organised and facilitated the first meeting of the LETHE Advisory Board

e participated in discussions and meetings in relation to the Health
Literacy Portal, study protocol and user requirements from the per-
spective of clinicians

e produced a summary report of the Advisory Board meeting

* participated in the bi-weekly scrum meetings and collaborated with i2G
for alignment in communication activities, as well as joined the physical
Consortium meeting in Vienna (Austria)

e contributed to the dissemination of the LETHE/EU FINGERS survey for
clinicians in its electronic newsletter, social media and by inviting all
of its member organisations to share it with their networks

* conducted and edited video interviews with LETHE project collaborators

e supported project outreach and awareness raising activities through
the Alzheimer Europe social media, newsletter and website

* reviewed deliverable D9.5 Communication Media Pack

* provided feedback on the LETHE website and social media posts for
further development.

Neuronet
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Neuronet tweet, 5 January 2021

Neuronet is an IMI-funded coordination and support action (CSA), which
received funding in 2019 and which aims to boost synergy and collaboration
between IMI projects working on neurodegenerative diseases (NDD) such as
Alzheimer’s disease and Parkinson’s disease. Neuronet collects and analyses
information and assets from the various NDD initiatives in the IMI portfolio,
aiming to identify gaps, enhance visibility and multiply the impact of the
portfolio as a whole. To achieve this, Neuronet developed a Knowledge Base

¢ Neuronet
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platform and an asset map of the portfolio, among other resources.
The Neuronet consortium is led by SYNAPSE Research Management Partners
and Janssen.

Alzheimer Europe was represented by Jean Georges, Angela Bradshaw,
Christophe Bintener, Cindy Birck, Ana Diaz and Dianne Gove. In 2021, they:

* co-led the work package on dissemination and outreach

¢ contributed to work packages on projects & impact analysis, programme
integration), tools & services and CSA management and sustainability
and co-authored a number of project deliverables

e authored a deliverable on “Public event proceedings and videos - Year 2”

¢ coordinated the production and the regular maintenance of the
communication tools and channels (i.e. website, newsletter, social media
channels)

¢ contributed to the design development of the Knowledge Base and
updated modules on publications, deliverables, tools and events

¢ coordinated and chaired meetings of the Communications Expert
Community

¢ organised and coordinated the Neuronet sessions at the virtual Annual
Conference of Alzheimer Europe where they held a presentation and
moderated a session, as well as featured an article about the event in
the Dementia in Europe magazine

e organised a European Parliament Workshop Lunch Debate on “The
Innovative Health Initiative: Building on the success of the Innovative
Medicines Initiative” at which the project was presented

¢ attended the fortnightly teleconference meetings of the Executive
Committee and monthly work package teleconference meetings

* moderated the working group on patient privacy and ethics

 participated in the working groups on data sharing, HTA/regulatory affairs
and sustainability

e organised an online consultation with the EWNGPWD on biomedical
research and the IMI Strategic Research Agenda.

PRODEMOS

PRODEMOS General Assembly, Amsterdam, Netherlands, 23 September 2021

The PRODEMOS (Prevention of Dementia using Mobile phone Appli-
cations) project kicked off in January 2018. This project aims to make
an evidence-based dementia prevention strategy using mobile Health
accessible to those at increased risk of dementia who are usually not

PRODEMOS

20 Annual Report 2021

reached by preventive medicine. The project will target socio-eco-
nomically deprived populations in the EU and a population at risk of
dementia in China. The final aim is to implement the mHealth plat-
form in a culturally appropriate form in a range of health care settings.

Alzheimer Europe supported the communication and dissemination activ-
ities and was represented by Jean Georges and Cindy Birck. In 2021, they:

e attended the general assembly meeting

e participated in the monthly telephone conferences of the
PRODEMOS WP leads

¢ developed regular news items for the PRODEMOS mHealth platform

¢ contributed to the efficient communication of the project via the
Alzheimer Europe website, newsletter and events.

RADAR-AD

RADAR-AD was presented at two online conferences: Panhellenic Conference
of Alzheimer’s Disease and Mediterranean Conference on Neurodegenerative
Diseases, 18-21 February 2021

The RADAR-AD (Remote Assessment of Disease and Release — Alzheim-
er’s disease) project funded by the IMI started in 2019. The ultimate goal
of the project is the development and validation of technology-enabled,
quantitative and sensitive measures of functional decline in people with
early-stage Alzheimer’s disease.

Alzheimer Europe’s role in the project was to lead and support the patient
and public involvement activities of the project. The organisation was rep-
resented by Ana Diaz and Dianne Gove in this project. In 2021, they:

e attended the annual General Assembly which was held virtually

* facilitated the involvement of members of the Patient Advisory Board in a
number of relevant online events such as the RADAR-AD annual General
Assembly, an internal workshop on public involvement in research and
the IMI “impact on patient involvement” event

e took partinregular online meetings with researchers from various work
packages to ensure the ongoing involvement of the members of the
RADAR-AD Patient Advisory Board
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¢ organised a series of online and in-writing consultations with members
of the RADAR-AD Patient Advisory Group on a range of topics, including
research visits during the pandemic, devices and materials in Tier 2 and
Tier 3 studies and the recruitment of participants with dementia

e participated in the production and facilitated the involvement of a
member of the Patient Advisory Board, of a video for the recruitment
of participants with dementia in Tier 1 study

¢ helped with the dissemination of information about the Tier 1 study to
people with dementia

¢ co-authored an article on wearable devices for assessing function in
Alzheimer’s disease.
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RECOGNISED tweet sharing the Dementia in Europe magazine article featuring
the project, 19 October 2021

The RECOGNISED project (Retinal and cognitive dysfunction in type 2 dia-
betes: unraveling the common pathways and identification of patients at
risk of dementia) started in January 2020 and is funded by Horizon 2020
for a 4-year period. RECOGNISED will apply innovative approaches to iden-
tify the molecular mechanisms involved in the high prevalence of cognitive
impairment and dementia in the T2D population. It will use this knowledge
to characterise clinical phenotypes based on retinal functional and struc-
tural characteristics and serum biomarkers in order to stratify the risk and
severity of cognitive decline.

Alzheimer Europe contributed to the dissemination and exploitation (WP8)
and communication activities (WP9) workpackages. Alzheimer Europe was
represented by Angela Bradshaw. In 2021, she:

¢ participated in General Assembly meetings and regular workpackage
meetings

Recognised
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 attended meetings of the Dissemination and Exploitation Board (DEB)

e contributed to the development of the RECOGNISED communication plan

* contributed to the production and maintenance of the communication
tools (website, leaflet, Twitter)

¢ contributed to the efficient communication of the project via the
Alzheimer Europe website, newsletter and events.

VirtualBrainCloud

The VirtualBrainCloud (TVB_Cloud) project was launched in December 2018
and will conclude at the end of 2022. TVB_Cloud will develop and validate
a decision support system that provides access to high quality multi-
disciplinary data for clinical practice. The result will be a cloud-based brain
simulation platform to support personalised diagnostics and treatments
for neurodegenerative diseases (NDD). The software will be tailored to the
individual, bridging multiple scales to identify key mechanisms that predict
NDD progression. The interdisciplinary VirtualBrainCloud consortium will
also develop robust solutions for legal and ethical matters.

Alzheimer Europe contributed to the ethical and legal (workpackage 2),
software integration, visualisation and interaction (workpackage 6) and
communication and dissemination (workpackage 9) activities of TVB_Cloud.
Alzheimer Europe was represented by Jean Georges, Angela Bradshaw,
Ana Diaz and Dianne Gove. In 2021, they:

e participated in quarterly General Assembly meetings and regular
workpackage meetings

* organised an online European Parliament workshop on “Digital data for
dementia research and innovation”, hosted by Deidre Clune, MEP (Ireland)

* co-hosted a virtual booth at the 31 Alzheimer Europe conference (online)

* organised a series of online consultations with members of the EWG-
PWD on the development and testing of a rehabilitation gaming system
being developed by TVB_C partners, Eodyne

* coordinated an article on the TVB_Cloud European Parliament workshop
for the Dementia in Europe magazine

* contributed to the efficient communication of the project via the
Alzheimer Europe website, newsletter and events.
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Support of European Research Activities

In addition to the projects described above where Alzheimer Europe is
a full partner, the organisation also supported a number of other Euro-
pean research projects.

ABOARD

ABOARD consortium meeting, Amsterdam, 5 November 2021

“Stopping Alzheimer’s before it starts” - This is the slogan of this
nationwide, collaborative project in the Netherlands, led by Wiesje van
der Flier from Alzheimer Center Amsterdam. ABOARD, short for
“A personalized medicine approach for Alzheimer’s disease”, is a
public-private project which aims to prepare for a future in which
Alzheimer’s disease is stopped before dementia has started.

This is realised by: improving timely and accurate diagnosis, develop-
ing individualised risk profiles, initiating nationwide data collection,
with a focus on patient-reported outcomes, and a focus on prevention
strategies by creating awareness around dementia and brainhealth.

In addition, the readiness of the Dutch healthcare system for
disease-modifying treatment will be evaluated. The ABOARD project
has a duration of five years.

Alzheimer Europe is represented by Jean Georges in this project. In 2021, he:

¢ Attended the Project Meeting in November 2021 as a member of the
project’s Advisory Board.

\ 4

ABOARDZ
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ADAIR

The ADAIR project aims to provide crucial mechanistic insight about
the effects of air pollutants on the brain in humans and discover bio-
markers for air pollution and Alzheimer’s disease (AD) risk prediction.

ADAIR is a JPND-funded project and addresses a major societal chal-
lenge with wide health-related, environmental, economic, scientific,
social, and political impact. Lowering the incidence of AD attributable
to air pollution and contribution to the mitigation of climate change,
are closely linked. The ultimate goal is to develop strategies for early
identification of people at risk of AD, and to discover novel targets for
preventive strategies in AD.

ADAIR online General Assembly, 3 February 2021

Alzheimer Europe is represented by Jean Georges and Ana Diaz in this
project. In 2021, they:

* Contributed to the project’s stakeholder mapping exercise
* Attended the online General Assembly of the project in February 2021.

DISTINCT

DISTINCT online consultation with ENGPWD, 29 June 2021

DISTINCT (Dementia: Intersectorial Strategy for Training and Innovation
Network for Current Technology) is an EU-funded Marie Sktodowska-Curie
Innovative Training Network which received continued funding in 2020.
Coordinated by the University of Nottingham, the network brings together
13 research organisations which host 15 early-stage researchers who are
focusing on improving the usability of technology in dementia care.

disTINCT



Alzheimer Europe and the EWGPWD were involved in this project and
the organisation was represented by Dianne Gove and Ana Diaz in this
project. In 2021, they:

e organised and agreed on secondment plans for two early-stage
researchers from DZNE

¢ supported the secondment of one of the early-stage researchers from DZNE
in Alzheimer Europe and monitored her work on updating the database of
initiatives for people with dementia from minority ethnic groups

¢ planned, supported the preparation and participated in two consulta-
tions with the ENGPWD, involving a total of 10 of ESRs from the project.

MIRIADE
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Alzheimer Europe tweet congratulating MIRIADE and bPRIDE on their new joint
publication, 15 December 2021

MIRIADE (Multi-omics Interdisciplinary Research Integration to Address
DEmentia diagnosis) is another EU funded Marie Sktodowska-Curie
Innovative Training Network which received continued funding in 2020.
The project aims to generate a novel generation of scientists able to
accelerate fluid biomarker development for dementias.

Alzheimer Europe’s role in the project was to support the dissem-
ination and communication activities and provide secondments
to two early-stage researchers during the course of the project. The
organisation was represented by Jean Georges, Ana Diaz, Dianne Gove,
Angela Bradshaw and Chris Bintener in this project. In 2021, they:

¢ attended online meetings of the Supervisory Board

e organised an interactive virtual session involving 3 members of the
EWGPWD and 8 early-stage researchers from the project

¢ organised two training sessions for early-stage researchers, on dissem-
ination & communication and on patient privacy/data protection.

ee6a
MIRIADE
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OTHER ACTIVITIES AND PROJECTS

PRIME online Steering Committee meeting, 31 May 2021

The PRIME (Prevention and Remediation of Insulin Multimorbidity in
Europe) project brings together a multidisciplinary team to (1) extend our
understanding of insulin multimorbidity across the lifespan, (2) under-
stand the causal mechanisms linking somatic and mental insulin-related
ilinesses, (3) develop tools for early diagnosis, improved clinical care,
and prevention of insulin-related lifespan multimorbidity. PRIME aims
to bring this new knowledge to society, based on e.g. repurposing med-
ication and lifestyle interventions (diet/exercise monitored by mHealth
assessment), identifying and validating novel drug targets, developing
and testing candidate biomarkers, and by improving existing medical
guidelines and policy. Furthermore, educational approaches to inform
clinicians, patients, and the general public will be developed.

Alzheimer Europe contributed to the policy outreach and dissemina-
tion activities of PRIME. Alzheimer Europe was represented by Angela
Bradshaw. In 2021, she:

e participated in the kick-off meeting, general assembly meeting,
webinars and other PRIME events

e contributed to the work of the Scientific and Ethical Advisory Board
(SEAB) and Internal Innovation Board (I1B).

SPAN+

The SPAN+ project, which is led by Radboud University Medical Centre,
aims to develop an effective empowerment intervention for people with
dementia at home and in care homes. Alzheimer Europe was represented
by Dianne Gove and Ana Diaz in this project. In 2021, they:

* continued to liaise with the SPAN+ researchers to keep the ENGPWD
updated on progress in the context of their ongoing involvement in
this work

¢ together with Jean Georges, contributed towards the drafting of an
article on this work.

4% PRIME
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OTHER ACTIVITIES AND PROJECTS

Corporate Affairs
European Parliament workshops

Alzheimer Europe held three online European Parliament Workshops
in 2021:

* On 23 February 2021, a workshop was held on “Digital data for demen-
tia research and innovation”

* 0On15june 2021, a workshop was held on "The Alzheimer’s spectrum:
Changing our understanding of Alzheimer’s disease and dementia”

* On 28 September 2021, a workshop was held on “The Innovative
Health Initiative: Building on the success of the Innovative Medi-
cines Initiative”.

All three events were well-attended, with representatives from the
European Parliament and Commission, Alzheimer Europe member asso-
ciations, national government, people with dementia and their carers,
and the organisation’s sponsors, all in attendance.

Dementia in Europe magazine

In 2021, Alzheimer Europe published three issues of the Dementia in
Europe magazine, which included Alzheimer Europe’s activities, such
as the European Parliament workshops, as well as covering relevant
developments at a European and national level which had relevance
for dementia policy. The magazine continued in a digital-only format
for all editions in 2021.

Over the three editions of the magazine, the organisation was pleased
to have interviews and contributions from a number of European and
national policy-makers, including:

* Helena Dalli, European Commissioner for Equality

* Bent Hgie, Minister for Health and Care Services (Norway)
* Hans Kluge, Regional Director for WHO European Region
* Olivier Véran, Minister for Solidarity and Health (France).

The 2021 issues included articles on a range of other relevant policy
matters:

* new national dementia strategies in the Czech Republic,
the Netherlands and Norway

e contributions from the WHO on resources and developments related
to the Global Action Plan on Dementia

* EU-funded research programmes into dementia (in which Alzheimer
Europe was involved)

* EU developments in relation to the EU4Health programme, the
Horizon Europe programme and the Multiannual Financial Framework
(MFF)

* meetings of the European Group of Governmental Experts on
Dementia

e activities of Alzheimer Europe’s national member organisations in
campaigning and awareness raising

e contributions from members of the EWGPWD on their experiences
and activities.
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Clinical Trials Watch

In 2021, Alzheimer Europe continued with the development of its Clini-
cal Trials Watch which provides accessible and up-to-date information
on clinical trials that are investigating drugs for Alzheimer’s disease
and other types of dementia. In 2021, Alzheimer Europe focused on
clinical trials that were:

¢ Recruiting participants
* Conducted in at least one European country
* Inphasellor phaselll.

At the end of 2021, 7 phase Il and 4 phase Il clinical trials recruiting
participants in Europe were included on the Alzheimer Europe website.

Data sharing initiative

Thanks to an educational grant from Gates Ventures, Alzheimer Europe
started a mapping exercise of European research projects (with a focus
on their data sharing practices) in May 2019. The aim of the project was
to understand the legal framework, the facilitators and barriers to data
sharing, as well as the perceptions of scientists, research participants
and the general public towards data sharing and develop recommen-
dations for policy makers.

The project culminated in the publication of a report entitled “Data
sharing in dementia research: the EU landscape”, which was launched
at the end of February 2021. In this report, the organisation outlined
the policy and legal landscapes that dementia researchers have had
to navigate since the launch of Horizon 2020, identifying the key bar-
riers and enablers for data sharing. The organisation also mapped the
portfolio of projects on dementia funded by Horizon 2020, assessing
the scale of EU investment in dementia research and the proportion of
projects that involve the use of clinical research data. Finally, the asso-
ciation reviewed recent surveys of researchers, research participants
and patients, evaluating their perceptions, motivations and concerns
regarding data sharing.

OTHER ACTIVITIES AND PROJECTS

Key findings included in the report were:

* To date, over EUR 570 million has been invested through Horizon
2020 in dementia research projects, many of which involve the use
of clinical data

* Although Open Access principles have been widely adopted, the uptake
of Open Data practices varies between sectors and Member States

* The General Data Protection Regulation (GDPR) has not yet fully deliv-
ered on its aim of facilitating research data sharing, due to a perceived
lack of clarity and regulatory divergence between Member States

* Researchers face technical, financial and motivational obstacles to
data sharing, with the loss of privacy being the most frequently-cited
concern for research participants.

The report also contained a number of key recommendations to improve
data sharing:

* Developing pathways for faster, secure sharing of research data
between sectors and across borders, including GDPR codes of con-
duct and standard contract clauses

* Supporting researchers to maintain datasets and platforms after
projects end, and embedding academic reward systems that place
a greater value on data sharing and transparency

* Increasing digital literacy in the general population, ensuring that
older adults and vulnerable groups are not left behind

* Involving people with dementia in the design and conduct of
research, as well as in data governance.

Alrheimer
Europs

Data sharing in
dementia research -
the EU landscape

Alzheimer Europe report on "Data Sharing in Dementia Research” was launched
on 23 February 2021
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ANNEX 12021 MEETINGS

Annex 1: Meetings and conferences

Meetings organised by Alzheimer Europe (AE) in the
framework of the 2021 Operating Grant

DEL] Meeting Venue
28 January European Working Group of People with Dementia Online
24 February AE Public Affairs meeting Online
7 April AE Board Online
14 April AE sex, gender & sexuality working group Online
12 May Alzheimer's Association Academy on “Managing responsibilities towards Online
people with dementia taking part in virtual working group meetings”
18 May Alzheimer's Association Academy on “Sports and dementia” Online
20 May AE working group on cross-border protection Online
26 May European Working Group of People with Dementia meeting Online
31 May AE Board Online
14 June AE Annual General Meeting Online
16 June Meeting of the European Group of Governmental Experts on Dementia Online
13 July Alzheimer's Association Academy on “The European system for the approval, Online
reimbursement and health technology assessment of new Alzheimer’s medicines”
3 September European Working Group of People with Dementia Online
14 September Alzheimer's Association Academy on “Advocacy Online
initiatives and working with policy makers”
27 September AE Board Online
19 October Alzheimer's Association Academy on “Dementia friendly communities in Europe” Online
16 November Alzheimer's Association Academy on “Gender, sex and sexuality in dementia” Online
7 December Meeting of the European Group of Governmental Experts Dementia Online
13 December AE Board Online

Meetings attended by Alzheimer Europe representatives
in the framework of the 2021 Operating Grant

Date Meeting Venue
19 January European Commission workshop on “The future EU4Health programme” Online
20 January Alzheimer’s Society of Ireland webinar Online
21 January Meeting with EU4Health Civil Society Alliance Online
28 January Meeting with EU4Health Civil Society Alliance Online
29 January European Commission workshop “The future of the European Health Union” Online
2-3 March Joint meeting of the EMA Patient's Consumer's Working Party Online
(PCWP) Healthcare Professional's WP (HCPWP)
17 March WHO meeting on the development of a blueprint for dementia research Online
24 March European Commission workshop “The forthcoming EU4Health programme” Online

26  Annual Report 2021



ANNEX 12021 MEETINGS

Date Meeting Venue
30 March WHO meeting “The forthcoming global action plan on Online
epilepsy & other neurological disorders”
9 April Meeting with the European Patients’ Forum (EPF) Online
13 April Meeting between the European Commission & European Patients’ Forum Online
15 April Meeting of the EU4Health Civil Society Alliance Online
19-20 April EMA/HMA joint workshop Online
23 April European Disability Forum (EDF) Annual General Assembly Online
28 April Meeting with the European Patients’ Forum (EPF) & other civil society organisations Online
5 May WHO Global Dementia Observatory Knowledge Exchange Platform launch Online
10 May European Commission Mental Health Conference Online
11 May France Alzheimer colloque Online
12 May European Patients’ Forum (EPF) meeting of the EU4Health Civil Society Alliance Online
17 May European Patients’ Forum (EPF) meeting Online
19 May Alzheimer Scotland’s International Committee Online
19 May Discussion on involvement of civil society in the European Year Online
of Greener Cities organised by MEP Sirpa Pietikdinen
19-20 May WHO workshop Dementia research blueprint. Online
21 May European Patients’ Forum (EPF) & European Commission Online
webinar The European Health Data Space consultation
25 May Meeting with Regional Director of WHO Europe Hans Kluge Online
1-2 June Patients and Consumers Working Party (PCWP) of the Online
European Medicines Agency (EMA) meeting
79,10, 21 & 29 June Meetings with other health civil society organisations Online
8 June Meeting with the European Commission Online
10 June Meeting of civil society organisations with Matthew Hudson of DG SANTE Online
10 June Meeting of the European NGOs hosted by the European Disability Forum (EDF) Online
16 June Meeting with WHO Europe Online
1July Meeting of the Patients’ and Consumers’ Working Party Online
of the European Medicines Agency (EMA)
7 July Meeting with DG SANTE regarding Operating Grants in the EU4Health programme Online
12 July Meeting with other health NGOs Online
14 July Meeting with other civil society organisations Online
30 July Meeting with EU Health Commissioner Stella Kyriakides & representatives of Online
the European Patients’ Forum, European Public Health Alliance and Eurordis
25 August 71" WHO Regional Committee for Europe Online
2 September WHO launch event of the Global Status Report on Online
the public health response to dementia
10 September European Economic and Social Committee hearing Online
on the status of European associations
10 September European Commission webinar on the responses to Online
the EU4Health programme consultation
13-15 September WHO Regional Committee for Europe Online
21 September World Alzheimer’s Day conference of Spomincica Slovenia
21-22 September Meeting of the Patients’ and Consumers’ Working Party Online
of the European Medicines Agency (EMA)
30 September Launch of the pan-European Mental Health Coalition Brussels, Belgium
4,20 & 25 October Meetings for the campaign around operating grants in the EU4Health programme Online
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ANNEX 12021 MEETINGS

Date Meeting Venue
7 October Meeting hosted by European Patients’ Forum (EPF) Online
25 October Meeting with EU Health Commissioner Stella Kyriakides & representatives of Online
the European Patients’ Forum, European Public Health Alliance and Eurordis
25 October Meeting of the European Medicines Agency raw data project Online
12 November WHO/EURO session Online
15 November European Disability Forum’s (EDF) workshop Online
17 November Meeting with other EU health NGOS Online
17 November Ethics Committee of the Luxembourg Alzheimer’s Association Online
24 November Meeting of the Patients’ and Consumers’ Working Party Online
of the European Medicines Agency (EMA)
13 December European Patients’ Forum (EPF) webinar Al in Healthcare: Ethics and Implications Online
15 December Webinar on the European Commission’s Healthier Together Online
initiative on Non-Communicable Diseases
17 December Meeting with the European Association of Service Online
Providers for Persons with Disabilities
17 December WHO Europe meeting “The COVID-19 situation in the European region” Online
Other meetings organised by Alzheimer Europe or attended
by Alzheimer Europe representatives in 2021
DEL] Meeting Venue
6 January Meeting with Lundbeck Online
8,11 & 19 January EU-FINGERS Advisory Board meeting Online
8 January RADAR-AD project pre-Interim review meeting Online
14-15 January RADAR-AD interim review Online
15 January High Impact Virtual Engagements webinar Online
19 January PRODEMOS General Assembly Online
20 January Meeting with the Global Coalition on Ageing Online
20 January Al-MIND project launch Online
20 January VirtualBrainCloud General Assembly Online
21)anuary Meeting with Biogen Online
25-26 January LETHE project kick-off meeting Online
26 January Miriade project meeting Online
27 January National Institute for Health Research (NIHR) webinar Online
27 January Meeting with Roche Online
27 January Think sustainably - the new era of events Online
27 January Budapest virtual FAM Online
27 January INTERDEM Task Force meeting Online
29 January Brussels European Association Forum Online
29 January Biogen AD Steering Committee meeting Online
1 February Meeting with EFPIA AD Platform Online
1February Brussels European Association Forum Online
3 February ADAIR General Assembly Online
4 February Management Group of Dementia Panel of European Academy of Neurology Online
4 & 8 February Neuronet Task Force meeting Online
5 February High Impact Virtual Engagements webinar series Online
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Date Meeting Venue
10 February EFPIA Patient Think Tank Online
10 February Meeting with Gates Ventures Online
11 February Biogen Patient Advocacy Group meeting Online
12 February Core Group meeting of the DataSavesLives initiative Online
15 February Meeting with Eventsforce Online
16 February PAVE project Steering Committee Meeting Online
16 February Meeting with Janssen Online
17 February EPAD Scottish meeting Online
17 February ICCA webinar Online
19 February bPRIDE project meeting Online
22 February AE Foundation Board Online
23 February AE Company round table Online
23 February AE European Parliament Workshop “Digital data for Online
dementia research and innovation”
25 February Interdem meeting Online
25 February EU-FINGERS project Advisory Board meeting Online
1 March Zoom account contact meeting Online
2 March Global Brain Health Institute meeting Online
2 March Biogen briefing meeting Online
3 March Meeting with EFPIA AD platform Online
3 March EU-FINGERS project Advisory Board meeting Online
4 March RADAR-AD project Patient Advisory Board meeting Online
4 March EHDEN project webinar Online
4 March Meeting with Roche Online
5 March Neuronet project NeuroCohort meeting Online
5 March Neuronet project Working Group meeting Online
5 March Meeting with LiveOnlineEvent Online
8 March EU-FINGERS project Advisory Board meeting Online
8 March PAVE initiative meeting Online
9 March Global Council on Ageing meeting Online
9 March PRIME project meeting Online
9 March EventsForce meeting Online
10 March Meeting with AbbVie Online
11 March RADAR-AD Patient Advisory Board members Online
11 March Al-Mind project kick-off meeting Online
11 March European Health Forum Gastein webinar Online
12 March WW-Fingers project Network meeting Online
12 March LETHE project Task Force meeting Online
12 March EventMobi Masterclass Online
12 March European Covenant Ageing webinar Online
15 March Association World workshop Online
16 March Online Conference Systems Showcase Online
16 March European Brain Council (EBC) webinar Online
17 March Eodyne VirtualBrainCloud project meeting Online
18 March RADAR-CNS project webinar Online
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DEI Meeting Venue
22 March Neuronet Scientific Coordination Board Online
22 March Legal matters for associations workshop Online
22-23 March Roche AD Patient Advisory Group meeting Online
23 March Meeting with Biogen Online
23 March PRODEMOS project meeting Online
24 March Meeting with Roche Online
24 March DAl webinar Online
24 March Virtual Helsinki for Meetings Events Online
24 March Al-Mind WP project meeting Online
25 March PARADIGM project webinar Online
26 March Meeting with Alector Online
26 March MinD network meeting Online
30 March Meeting with Janssen Online
30 March Alzheimer’s Disease International Council meeting Online
30 March PRIME project webinar Online
30-31 March RADAR-AD project meeting Online
29 March Meeting with Brain Health Scotland Online
1 April Meeting with Roche Online
6 April Ethics meeting "Journée essais cliniques Alzheimer" Online
6 April European Working Group of People with Dementia consultation with Roche Online
8 April Meeting with Biogen Online
8 April European Working Group of People with Dementia consultation with OptiChronix Online
12 April NEURONET Task Force meeting Online
12 April Meeting with Biogen Online
13 April Lygature webinar Online
14 April European Academy of Neurology Management Board meeting Online
14 April Patient Engagement Open Forum Online
15 April Meeting with DZNE & Robert Bosch Stiftung Online
16 April Biogen Patient Advisory Group meeting Online
20 April RADAR-AD project webinar Online
20 April European Union Geriatric Medicines Society meeting Online
20 April European Brain Council (EBC) webinar Online
21 April Early researcher network project meeting Online
21 April Meeting with Roche Online
21 April Meeting with Eodyne for VirtualBrainCloud project Online
21-22 April 2021 NIH Alzheimer’s Research Summit Online
22 April VirtualBrainCloud General Assembly Online
22 April RADAR-AD project meeting Online
22 April DISTINCT project meeting Online
23 April Meeting with EFPIA Online
23 April Meeting with University of East Anglia Online
27 April Roche Patient Advisory Group meeting Online
28 April Meeting with Roche Online
28 April DataSavesLives meeting Online
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Date Meeting Venue
29 April Meeting with Biogen Online
29 April The Brussels Times EBRAINS online event Online
29 April European Working Group of People with Dementia consultation Online
with Eodyne for the VirtualBrainCloud project
30 April Meeting with EFPIA Online
4 May INTERDEM Task Force meeting Online
4 May MIRIADE ESRs European Working Group of People with Dementia mentoring event Online
5 May MIRIADE project Supervisory Board meeting Online
6 May Neuronet Task Force meeting Online
6 May Meeting with Roche Online
7 May VirtualBrainCloud project consultation with European Online
Working Group of People with Dementia
7 May Neuronet project meeting Online
11 May EFPIA Patient Think Tank meeting Online
11 May PRIME project meeting Online
1 May I~HD workshop Online
11-18 May Guest lecture at University of Vechta Online
11 May Biogen ICARE AD Steering Committee Online
12 May AE Board meeting with Biogen Online
16 May ICCA Benefits Tools session Online
17 May Meeting with Grifols Online
17 May DISTINCT project hackathon Online
17 May PRIME & RECOGNISED projects webinar Online
18 May Lausanne dialogue meeting Online
18 May EuropaBio meeting Online
19 May ICCA Europe summit Online
19 May DISTINCT supervisory board meeting Online
21 May Exchange with ADAIR project Online
21 May Meeting with Fujirebio Online
21 May Meeting of the European Alzheimer’s Disease Consortium Online
25-27 May Dementia Forum X Online
25 May PRODEMOS project meeting Online
25 May Biogen meeting Online
27 May JPND Dementia Forum X PPl workshop Online
28 May Health Advisory Board of GSK meeting Online
31 May PRIME project steering group meeting Online
4 June Neuronet project meeting Online
7 June Meeting of the dementia panel of the European Academy of Neurology Online
8 June ADAIR General Assembly Online
8 June RECOGNISED project meeting Online
9 June World Dementia Council Dialogue on data sharing Online
9 June Meeting organised by European Union Geriatric Medicine Society Online
10 June EFPIA/MedTech Europe webinar Online
11June Neuronet project meeting Online
11June Symposium of the University of Eastern Finland Online
o8 Alzheimer 31
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DEI Meeting Venue
11)une LETHE project workshop Online
14 June EPND project meeting Online
15 June I~HD plenary session Online
15 June EU-Fingers project meeting Online
15 June PAVE project meeting Online
15 June IMI impact dementia event Online
15 June AE European Parliament Workshop “The Alzheimer’s spectrum: Changing Online
our understanding of Alzheimer’s disease and dementia”
15 June Webinar of Espace éthique Ile-de-France Online
16 June Eisai Global Alzheimer's Disease Advocacy Advisory Board meeting Online
16 June Meeting with Intrasoft Online
16 June Meeting with Eventsforce Online
17 June Spain brings you food for thought meeting Online
17 June AE Company Round table Online
17 June RADAR-AD project workshop Online
17 June VirtualBrainCloud General Assembly Online
18 June DataSavesLives meeting Online
21june RECOGNISED General Assembly Online
21June Lausanne Dialogue Online
21)June Alzheimer’s Association webinar Online
22 June Meeting with the European Academy of Neurology Online
22 June Meeting with Roche & Janssen Online
22 June INTERDEM meeting Online
22 June Neuronet project meeting Online
25 June Health Advisory Board of GSK meeting Online
25 June RADAR-AD project Patient Advisory Board meeting Online
29 June Meeting of the Biogen Alzheimer’s Briefing series Online
29 June DISTINCT project consultation with ENGPWD Online
29 June DZNE webinar Online
29 June DataSavesLives workshop Online
30 June Meeting with the EFPIA AD Platform Online
30 June World Dementia Council (WDC) meeting Online
1July European Working Group of People with Dementia consultation for Roche Online
7 July World Dementia Council (WDC) meeting Online
8 July Meeting of the Biogen Brain Trust Online
8-9 July Alzheimer’s Association Workshop nutrition and dementia Online
12 July Meeting with TauRx Online
13 July Meeting with the European Union Geriatric Medicine Society Online
27 July PRODEMOS project meeting Online
12 August Meeting with the Global Coalition on Aging Online
19 August Meeting with representatives of the Innovative Medicines Online
Initiative projects digital endpoints
6, 8 & 9 September EU-FINGERS project meeting Online
7 September INTERDEM Task Force meeting Online
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Date Meeting Venue
8 September RADAR-AD project meeting Online
8 September Meeting with LOE Online
10 September DZNE conference Online
13 September Consensus meeting on MCI criteria Online
14 September Meeting with the European Academy of Neurology Online
14 September PRIME project meeting Online
15 September EFPIA Patient Think Tank meeting Online
15 September Meeting with EFPIA AD Platform Online
16 September AD Delphi virtual consensus meeting Online
16 September VirtualBrainCloud General Assembly Online
17 September Meeting with Alnylam Online
17 September Al-Mind General Assembly Online
20 September Roche workshop Online
23 September Financial Times in partnership with Biogen - webinar Online
23 September RADAR-AD project Online

23-24 September

PRODEMOS General Assembly

Online & Amsterdam,
Netherlands

28 September AE European Parliament Workshop “The Innovative Health Initiative: Online
Building on the success of the Innovative Medicines Initiative”
28 September AE Company Round table Online
28-29 September Digital Health Europe summit Online
30 September Meeting with LOE Online
10ctober Meeting with Novo Nordisk Online
5 October RADAR-AD project webinar Online
5 October Digital Health Society and I~HD virtual plenary session Online
6 October Meeting with Eventsforce Online
7 October IMI webinar Online
7-8 October AMYPAD General Assembly Online
7-8 October LETHE General Assembly Vienna, Austria
8 October Meeting with Orion Pharma Online
11 October BBMRI-ERIC stakeholder forum meeting Online
12 October European Brain Summit Online
13 October Consultation of European Working Group of People Online
with Dementia with the Neuronet project
14 October Neuronet project meeting Online
19 October Miriade project meeting Online
19 October ESCP 2021 Virtual Symposium Online
19 October Financial Times webinar The integration of multimodal Online
data to meet clinical challenges.
21 October MIRIADE ESR workshops Online
20 October Meeting with Biogen Online
20 October Al-Mind project meeting Online
21 October Neuronet project meeting Online
21 October WDC global dialogue Online
21 October EURO-FINGERS educational event Online
>~ Alzheimer 33
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Date Meeting Venue
22 October Meeting with Alnylam Online
25 October I~HD webinar Online
25-26 October Roche’s Global AD Patient Advisory Group Online
26 October World Dementia Council (WDC) global dialogue Online
27 October European Economic and Social Committee (EESC) Hearing Online
27 October Meeting with Roche Online
28 October Meeting of the Joint Artificial Intelligence Network “JAIN” Online
29 October 2021 EPF Congress Online
30 October 3 Krems Dementia Conference Wachau, Austria
4 November Biogen Steering Committee Online
5 November ABOARD project meeting Online
5 November Luxembourg Alzheimer Foundation Board meeting Online
8 November LETHE project workshop Online
8 November International Experience Exchange with Patient Online

Organisations (IEEPO) online conference

9-10 November World Hospital Congress symposium Barcelona, Spain
9 November Digital Health Alliance plenary big health data Online
10 November World Dementia Council meeting Online
10 November Guest lecture at University of Vechta Online
11 November RADAR-AD project meeting Online
12 November Meeting with Essity Online
15 November Lausanne VIl meeting Online
15 November Kick-off meeting of EPND (European Platform of Neurodegenerative Online
Diseases) Work package 6 Stakeholder involvement
16-17 November Meeting of Novo Nordisk Alzheimer’s Disease Advisory Board Online
18 November EUROFINGERS General Assembly Online
18 November VirtualBrainCloud General Assembly Online
19 November EPND project kick-off meeting of WP2 Online
22 November EPND project kick-off meeting of WP7 Online
22 November PERMIT Workshop Online
23 November PRIME webinar Online
23-26 November LETHE project Advisory Board meeting Online
24-25 November EU-FINGERS project Advisory Board meeting Online
29 November INTERDEM General Assembly Online
3 December EPND project kick-off meeting Online
6 December World Dementia Council summit Online
8 December European Working Group of People with Dementia meeting on brain donation Online
9 December Meeting of the Biogen Brain Trust Online
13 December Neuronet Task Force meeting Online
14 December Pattern-cog pre-project start meeting Online
15 December EU-FINGERS Advisory Board Social Get Together Online
16 December Health Advisory Board of GSK Online
17 December OneNeurology European Summit Online
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Annex 2: Scientific publications in 2021

In 2021, Alzheimer Europe staff contributed to the following scientific publications:

Alzheimer Europe (2021). European Dementia Monitor 2020 - Comparing
and benchmarking national dementia strategies and policies. ISBN 978-
2-9199578-6-6, Luxembourg, Alzheimer Europe.

Boada M, Rodrigo A, Jessen F, Georges J. et al. (2021) Complementary
prescreening strategies to uncover hidden prodromal and mild Alzheim-
er’s disease: Results from the MOPEAD project. Alzheimer’s & Dementia:

alz.12441. DOI: 10.1002/alz.12441

Boccardi M, Monsch AU, Ferrari C, Georges J. et al. (2021) Harmonizing
neuropsychological assessment for mild neurocognitive disorders in
Europe. Alzheimer’s & Dementia: alz.12365. DOI: 10.1002/alz.12365.

Diaz A, Gove D, Nelson M, Smith M, Tochel C, Bintener C, Ly A, Bexelius
C, Gustavsson A, Georges J, Gallacher J and Sudlow (2021) Conducting
publicinvolvement in dementia research: The contribution of the Euro-
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FINANCIAL REPORT

Preface to the financial accounts

My second year as Honorary Treasurer of Alzheimer Europe was again marked by the COVID-19
pandemic which impacted the planned activities and meetings of the organisation. However,
people reading our Annual Report and the impressive list of achievements will have noticed
that we were able to keep our activities at a high level and meet the objectives which we set
for ourselves in our Work Plan.

In 2021, we had an overall income of EUR 1,363,856 which was slightly higher, by EUR 41K, than our 2020 income, but EUR 259K below our adopted
budget. The main reasons for the lower than expected income were the lower conference registration fees, since our Annual Conference was again
organised virtually. Similarly, our operating grant and project funding was below budget. On the positive side, we were able to exceed the budgeted
income from corporate sponsors and from foundations.
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Like the previous year, we monitored the budget very closely and we
were able to offset the reduction in income by an even bigger decrease
in expenditure. This was mainly due to the almost complete lack of travel
and face-to-face meetings in 2021 leading to expenses of EUR 16K com-
pared to a budget of EUR 400K. Another important saving was made
through the fact that our publications were produced as online versions
only, with no printing or mailing costs. As a result, the overall expendi-
ture of the year was of EUR 1,154,793 or EUR 468,557 below budget. This
allowed us to provide a grant of EUR 154K to the Alzheimer Europe Foun-
dation and we closed the year with an operating surplus of EUR 60K.

As a consequence of these positive results, the reserves of Alzheimer
Europe and those of our Foundation have increased to EUR 533K and EUR
609K respectively, representing about a year of annual running costs.
This puts us in a very comfortable position to confront any potential
future financial difficulties.

The programmes, organisations, foundations and companies which
supported Alzheimer Europe in 2021 are acknowledged on page 46 of
this report, but I wish to highlight, in particular, the very generous and
unrestricted grant of EUR 88K provided by Fondation Alzheimer of Lux-
embourg and the invaluable support we received from the European
health programme for our core activities and Annual Conference.

2021 will have been the last year we receive an operating grant from
the health programme. Despite an increased budget for the new health
programme, the Commission had initially planned to cut operating
grant funding to health NGOs and it was only after a concerted public
campaign that this funding was reinstated and a call for applications
published at the beginning of 2022. Thankfully, Alzheimer Europe was
able to secure alternative funding via the Citizens, Equality, Rights and
Values programme of the European Union and we formalised a new
framework partnership programme under the disability programme
at the end of 2021, which will hopefully result in successful operating
grants for the period 2022-2025.

Let me finish by thanking the Alzheimer Europe team, our Finance Officer
Stefanie Peulen and Executive Director Jean Georges, who paid very close
attention to the finances of the organisation and regularly updated the
Board and me with financial reports and forecasts. Thanks to them and
my Board colleagues, we finished the year and our accounts in a positive
way despite the continuing challenges posed by the COVID-19 pandemic.

Marco Blom
Honorary Treasurer

FINANCIAL REPORT

2021 expenditure versus budget
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To the Board of Directors of
ALZHEIMER EUROPE

14, rue Dicks

L-1417 LUXEMBOURG

REPORT OF THE REVISEUR D'ENTREPRISES AGREE

Cpindon

We have audited the annual accounts of ALZHEIMER EUROPE (the = Association =), which comprise
the balance sheet as at December 31,2021, and profit and loss account for the year then ended, and
notes to the annual accounts, Induding a summary of significant accounting policies,

In our opinkon, the accompanying annual accounts give a true and fair view of the financial position
of the Association as at December 31, 2021, and of the results of its operations for the year then
ended in accordance with Luxembourg legal and regulatory requirements relating to the preparation
and presentatbon of the annwal pooounts,

Basis for opinion

We conducted our audit in accordance with the Law of the 23 July 2016 on the audit profession [Law
of 23 July 2016) and with International Standards on Auditing (ISAs) as adopted for Luxembourg by
the “Commission de Surveillance du Secteur Financier” (C55F). Our responsibilities under the Law of
23 luly 2016 and 154s ps adopted for Luxembourg by the CSSF are further described in the
& Respansibilities of “révisewr dentreprises ogréé” for the Audit of the Annual Accountss section of
our repart. We are also independent of the Assoclation in accordance with the International Code
Ethics for Professional Accountants, including Internatienal Independence Standards, lssued by the
international Ethics Standards Board for Accountants (IESBA Code) as adopted for Luxembourg by the
C55F together with the ethical requirements that are relevant to our awdit of the annual accounts,
and have fulfilled our other ethical responsibilities under those ethical requirements. We believe that
the audit evidence we have obtained is sufficient and appropriate to provide a basis for our opinicn,

Responsibilities of the Board of Directors of Those Charged with Governance for the annual
accounts

The Board of Directors is responsible for the preparation and falr presentation of these annual
accounts in accordance with Luxembourg legal and regulatory reguirements relating to the
preparation and presentation of the annual accounts, and for such internal cantrol as the Board of
Directors determines is necessary 10 enable the preparation of annual accounts that are free fram
material misstatement, whether due o fraud or ercar,

i
Pirwizmgrn Teniroprive agriay :j
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In preparing the annual accounts, the Board of Directors is responsible for assessing the Association’s
ability to continue as a golng concern, disclosing, as applicable, matters related to going concern and
using the going concern basis of accounting unless the Board of Directors either intends to liquidate
the Association or to cease operations, or has no realistic alternative but to do so.

Responsibilities of the « Réviseur &’ Entreprises Agréé » for the Audit of the annual accounts

Cur objectives are to obtain reasanable assurance about whether the annual accounts as a whole are
free from material misstatement, whether due to fraud or error, and to issue a report of "réviseur
d'entreprises agréd” that includes our opinion. Reasonable assurance is a high level of assurance, but
5 not a guarantes than an audit conducted in  accordance with the Llaw dated
23 July 2016 and with 1345 as adopted for Lusembourg by the CS5F will always detect a material
misstatement when [t exists, Misstatements can arlse from fraud or error and are considered
material if, individually or in the aggregate, they could reasonably be expected to influence the
econamic dicisions of users taken on the basis of these annual accounts.

As part of an audit in accordance with the Law dated 23 July 2016, and with I5As as adopted for

Luxembourg by the C55F, we exercise professional judgement and maintain professional skepticism
throughout the audit, We also;

= [dentify and assess the risks of material misstatement of the annual accounts whether due to
fraud or error, design and perform audit procedures responsive to those risks, and obtain
audit evidence that Is sufficient and appropriate to provide a basis for our opinion. The risk of
not detecting a material misstatement resulting from fraud is higher than for one resulting
from errar, as fravd may involve collusion, forgery, intentional omissions, misrepresentations,
or the override of internal control,

= Obtain an understanding of internal control relevant to the audit in order to design audit
procedures that are appropriate in the cireumstances, but not for the purpose of expressing
an opinion on the effectiveness of the Association’s intarnal contral.

# Evaluate the appropriateness of accounting policles used and the reasonableness of
accounting estimates and related disclosures made by the Board of Directors.

* Conclude on the appropriateness of Board of Directors'use of the going concern basis of
accounting and, based on the audit evidence obtained, whether a material uncertainty exists
related to events or conditions that may cast significant doubt on the Association's ability to
continue ad o going concern, i we conchede that a material uncertainty exists, we are required
to draw attention in our report of “réviseur dentreprises ogréé” to the related disclosures in
the annual accounts or, if such disclosures are inadequate, to modify our opinion. Our
eonclusions are based on the sudit evidence obtained up to the date of our report of “réviseur
d'entreprises ogréé”. However, future events or conditions may cause the Assoclation to
cease 1o continue as a going concern.
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= Evaluate the overall presentation, structure and cantent of the annual accounts, including the

disclosures, and whether the annual accounts represent the underlying transactions and
events in a manner that achieves fair presentation.

We communicate with those charged with governance regarding, among other matters, the planned

scope and timing of the audit and significant audit findings, Including any significant deficiencies in
internal control that we identify during our audit.

Luxermbourg, on February 22, 2022
For AUDITEURS AS50CHS, Cabinet de rdvision agrié
b
hilippe SLENDZAK ~
Parinar -
Appendix:

# Annual seeounts as at December 317, 2021

—
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ALZHEIMER EUROPE

Azmociation sans b lucrabil
RCE Lusernbeerg FITTY

Balance sheet as of December 31, 2021

ASSETS
G, Fizgd aseris

I, ntangibie foed mssels
I Tangise fomd nssits

0. Current sssats

Il Dabdors
8} becorming dus and papable within Do year

V. Cash @1 bank and in bamd
E. Prépaymants and accruals

LIABILITIES
A Gapdal and reseres

. Profit or ioss brought Forsarnd
W1, Profie o kois for e francial year

B. Previalans

. Creditom
) becoming due and parpalie withis one yoe

0. Delerred income

Mol U3 [Eura) 030 |Earc)
B | S, 108.08 1RATTAS
£ T 000
5 12350008 1T

4,227,374, 70 1.360,108,71

3328 288, FTAT 23484078

258, 70TAT 228,540, TS

958,689.53 1,004 557 .05

337 B4 GT5 B 102, BEDBE
532810482 ATE AR B4

AT2,405 64 37,000 49

8001818 e LT UREY

34,8 A5 50556
359 GORLOAB.E Tl d1d.48
BoR0NE5E TEE AT 45

38,10 18852730 55,8068
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ALZHEIMER EUROPE
Association sasd B lieralil
ACE Luembcung FITTI

Profit and loss account
Year ended December 31, 2021

Moten 221 [Eura) 2020 (Eurn}

4. Dihar aperating incoma ari 1,383 855 89 1,333 BTLO2
8, Raw matedals and conswmabies and other exlermal
DEpEALEd 12 =ZTETM .25 241 201 05
b} Cithest gievnall avpanses -2TETI S -3 05
B. BeafM eonitn 13 14 -BIE 085 T <THXERLTT
a} Weges and salares -THE505.04 HET.00
b Bacial security coute

i ralating b paneions -B0483.62 -57.280.05

] othar social Seeunny coEs =50,0015.43 et e ]
T, Value adjustmaenis -8, F4T A7 -7 AET. 3
a} i respct of fonmabion expenses and of Wngible and
intangibhe fmd st <18, T4T BT e e
8, Dihar operating sxpanses 15 AT, 554,04 143,708
14, Interest payabis and similae REpenses
b e intesnil and smdar eapanses H31.95 000

B, 0508 1845518

T BLCEFmpanTying Aol Bng &0 inlegeal par of thess anmel accounts.

Alzheimer 43
J Europe



FINANCIAL REPORT

ALZHEIMER EUROPE

Association sans bul lecratif
RCS Luxemboung F2TTE

Motes to the annual accounts as at December 31, 2021

NOTE 1. GENERAL

Alzheimer Europo ['the sssociation”) was esiabishad on 2 March 1582 and Is organisad under tha s
of Luxembourg as hmmmmmmhﬂnfﬂm1ﬂﬂ amended by the lre' of 4

March 1994 for an unlimited pericd. 1t is registered with Trode and Comparny Register of Luxembourg
with tha nismier F2773.

The registensd offics s eatablished in the runicaally of Luxemboeg, Luosmisosurg. The financisl year
runs from 1 Jaruary o 31 Decembar of aach year.

Alzheimer Eurcpe is a voluntary onganisation whoss purpcas (5 to enhance tha dignity, respect and seif-
determination of the persan with dementia and Fisther family snd ather supperiers fhraughols e course
of the dtsase and o impeowve the quadity of e, the care and treatmend of people with dementia, their
Exnibes and their carers through collaboration amongs! fis members,

Tra membarship of Alrfhsimer Europe consists of national organsations of and Tor peaple wilh
damantia, thair familes and thelf carers. The associadion thall be ran-politizal and witheul religious of
philpscphécal aifdiation.

NOTE 1 BASIS OF PREPARATION

Thi arnual accounis have besn prepaned in accordanca with genarally accepted accourting principhes
andg with the laws and regulations i force in the Grand-Duchy of Luxembeurg.

ﬁnmmmmmmmmﬁmmmﬂHMW

NOTE 3. SUMMARY OF SIGNIFICANT ACCOUNTING POLICIES

3.0, Comparahility of financial yoars

Cartain loms in the annuad sccounts a5 ai 31 Dacember 2021 have boan reclassified. Foe comparabiity
parposes, ibe financial statements for the year 2020 harve been reclassiied in the same way, These
restatements. had no impac cn the nesull Tor the yoar,

L1, Fixod asseds

Fixed assets are valued ot purchase price including the expenses incidentsl therets. They afe
daprecialid using the strmght line method aver hei estmabed uielul s

Software and similar rights: 3 years
Fumitum: 5 yoars
Compifor equipmant: 3 yaany
{aher fixtures: 5 yoars
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ALZHEIMER EURQOPE
fgsociation sans but lucratif
RCS Lismernbonrg FZTT3

Motes to the annual accounts as at December 31, 2021

A2 Debtors

Dobtors are reconded &t nominal value, They will be subject to value adjusiments when the sstimabed
realisakie valug & lower than the nomical value. These valies sdjustments ane reversad i he reasans
for which the value adjusimenis wene made have ceased bo apply.

4.3, Prapayments and sccruals

Prepaymenis meprasent sxpandibune incurred during the financial year or earier but relating to a
subsequent financial yoar, Accruals wil be made for income thal has been eamed, but not yet recedaed
o invoiced,

A4, Provigions

Prowisions will ba sed up if losses of dabs ans lkely or cefain 13 be obturred, but urcartain as i thalr
amcunt or S data on which they wik anss.

.5 Credifors
Credilons ane recorded af their reimbursement vaioe,

S8, Peferred income

Deferred income reprasants amounts recatsed of involcad during th financipl pear or aariier, that wil
be bocked o income In 8 subsequeeni financial year, The undeshying trarsactions may have aleady
been recognised in the proft and loss account with the unused portion being transfered bo a futune
pesiod (dedprmed funding), or mary fully relate bo 8 subsequen pariod when They will be booked (o income
{furding recehed on account)

AT, Co-financing in kind

Goods or senvices obiained al reduced rales of fof free are recorded at the air markel valus of the fem
recinved. Exponias from member afganisaticrs & valusd al & standard daily rabe. Ir-kind conirbutions
ane booked in B separals revenes stoount The expense side of the transaction is mcorded in B
funclional expanss pcecunt.

A.8. Forelgn currency imasdation

The assccintion maintains £s books, records and bank accounts in EUIR. Transactions expresssd in
cufrencies other than EUR are translated at the exchange rabe applied by the bark o2 tha tme of the
paymanl. F this rabe is nol known of the tme the accounls are established, the monetary sasets and
Bakiltien in foreign curfency and the urderlying reveniess and expenass ars vakied o the exchangs b

o the Balaros Shes! dats, and sxchange gains of esss will be recoeded in the Profit and
Loss Bccount al the mamenl of their realisalion.
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ALZHEIMER EUROPE
Association sans but lucratlf
ROS Lusemnbourg F2773

Motes to the annual accounts as at December 31, 2021

NOTE 4. INTANGIBLE FIXED ASSETS

The moremeents for the year are as follows;

Salwae and
siwdar s | (gl
{EUR)
Gross book valug -
opaning balanca 60213 A.602.13
Lidditions for the yoor 4705, 4T 000 0
(oS book valus —
ok bl 51,302.12 £4,302.12|

Accumalabed salue
adiusimants — opaning 159213 360213
balann
fllocatiors for e yoar 7050004 7.5%80,00
Accumulated value
adjusimants — cloding 1155213 11,8532.13
balance
Hed book value - closing
il | 30,740.99 30,7499
Mat besak vilee — apening
bl 0.0 Dﬂ
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ALZHEIMER EURQPE
Assoclation sans bat lucrati
RCS Lusmmboung F2773

Motes to the annual accounts as at December 31, 2021

NOTE 5. TANGIBLE FIXED ASSETS

The movemants for the yea: she as follows:

Funibre | COTPUS | o tdwes|  To
@ | SEmT | ER | e
Giross book ks —

o 093] 5008450 2011002  92.814.85
Additicns for e year 1,978 47 000 0.00 1,978.47
Gross book valus —

b 2458840] soosdsol  zo1i002] o4TERER
Aocumuizied vekne

adumimonts — cpaning 20,799.28 32,728.36| 2011002 13,637,565
balarnes

Adocations for the year 110038 TEeTae o| wmreTsT
Accumuated vag

AcpusTers — Cloding 89065 4042555 2011002 243823
 balanci

Mt boak valus - clasing

baking 2 6B8.74 B.550,28( ln ] 13 &80 09
Mt book vaikse —

; 1810, 17,308 54 pool 1817740

cpsng biance il | =
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ALZHEIMER EUROPE
Association sans but lucratlf
RCS Luxambaurg F2T73

Motes to the annual accounts as at December 31, 2021

NOTE & DEBTORS

Dabsors conaist ol

2021 (Eura) 2000 [Eura)
#ccruals fior EU and othar publc funding 13365457 127 452 48
Other receivables 13505280 010087

2E8.TOF AT 228 540, TH
NOTE 7. PREPAYMENTS AND ACCRUALS
Prepayments and aconuals can be broken down as follows:

2021 (Eis) 2020 {ELe)
Prepayments B85.537.58 BEERE 2R
Cithar aocruals B.3BE.35 J6.175.56

44,5258 102,860,868

KOTE & PROVISIONS
Provigions are composed ol

2021 (Ewra) 220 (Evg)
Frosisian for uniaken holidays 24,814,650 2695357
Aqidil proressicn 8, 775.00 B.TTE00
Cher dabls 135424 187726

34,953 84 37508 96

NOTE 9. CREDITORS
The amrourts dua and payable o creditars ara as foliows,

2021 (Euro) 2020 (Ewwo)
EU and other public funding recetmd on accoun JE1 42179 4220720
Trade creditors 205 887,78 136,553 .00
Social security debty 2162058 2013410

Tax debts 18,878 13 17.430 18
&08,018.58 TIE 41448
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ALZHEIMER EUROPE

Association sans but lucratif
RGOS Luxemboueg FITT3

Motes to the annual accounts as at December 31, 2021

NOTE 10. DEFERRED INCOME

Bedermed iIncome corists of:

2021 (Eura) 2020 (Euna)
funding recahsad on accound 185,000.00 80,000.00
Projec] paricipation ard ofher funding received on account #,794.08 B, %#0.01
Delermed Funiding 20,133.33 87, 240,67
188,527.30 165,630.55

NOTE 11, OTHER OPERATING INCOME

Other cparaling incomes is composed of:

2021 [Eura) 2030 [Eura)
BV andl other publc funding T19,M11.00 03,368, 76
Corparate funding (%) 276 527 .52 245 848 54
Progect participalion and olher subsidies 1&3 017.E 12705041
Co-financing In kind 03,03 TH.080.TE
Mambarship fees and conlributions mm BT 630587
Dafarned income 38.107.34 58, 180,55
AE Confgrance regisiration fees 3562800 A4 B50.00
Donaticns 5356001 TART AT
Publicaticn sales and royalties 15.00 640
Oithwer operating incoms 000 180
1,383 855 81 132267202

qﬁmm:wﬂwwEthWHMNmﬂmm

ihe independence of the asscciation. Al funders and amounts are acknowledged i full
Wuﬂumm il Alzhaimner Eurapa webaile and in o annual reporis, Main sponsors (over 10,000
Eurng) wore;

2024 (Burn) 2020 {Ewa)
Hotmann.La Boche 70,200.00 BA.TT5.00
i 81,535.00 4027194
TauRx 30, 000,00 500000
Elsaii 20,000.00 20,000.00
Lily 20,000.00 0,000.00
Ak 15,000.00 10,000.00
DanconTlusncia 7.500,00 &2 .800,00
Drihe! sponaars SLTSA2 5840000
278 EI7.62 245,046 04
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FINANCIAL REPORT

ALZHEIMER EUROPE
Associstion aans buf lucrati
RCS Lumembaung F2ZT7T3

Motes to the annual accounts as at December 31, 2021

NOTE 11. OTHER EXTERNAL EXPENSES

Other external expenses are composed of;

20 (Sura) 2020 [Eurg)
Extornal cuparts 134,237 67 140,723 20
Odfice rent and sssociatnd costs 4585250 45,451.35
Publication and Information malorial 33 58024 37 .57RE2
Equipmert and Leasing 51,098.49 8,995.41
Communicalion costs 13,0M0.43 15, 748.07
Assommedation experses 12,118.60 58 BT5.09
Membanhip foes 3,670.00 4,080
Trareel expenses 3.435.20 22.003.16
Office siationary and relabed cosis 2.978.37 6,088,322
Bark charges 1.307.35 1.441.07
Dhheer costs 13237 187.50
Rocritman costs GO0 1164 15

TR T 343 200 95
NOTE 13. STAFF

The pascciation emphned an average of 10 parsens on a full tme equivalent basls during tha finarcial
yesar (J020 10), o Exesutive Director and § employees

NOTE 14, REMUNERATION OF THE BOARD OF DIRECTORS

Mo componaation was pakd o membans of (ke Board of Dieeciors in nespact of thedr functions within the
assoclation in the period under neview. Moreover, no advances or lcans have bean gracted fo the
mmbsers of the Board

NOTE 15. OTHER DPERATING EXFENSES

Other operading axpensoes can o broken down as folows;

2021 (Eur) 2020 (Euro]
Saftwans licanass 18,737.38 2258718
Ceard 1o Alzhesirmer Europe Foundalion 154 421,66 139,114,558
eher sapanaes 485 00 L, ]

174,664 04 143,704,841

NOTE 16, OFF-BALANCE SHEET COMMITMENTS

As af December 51, 2031, the association had & remal guaranbes of EUR 16.200 granied o the cenar
cf the alfices wusad by 1ha association.
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FINANCIAL REPORT

ALZHEIMER EUROPE
Associatbon sans but lucratif
RCS Luwsarnbourg F2TT3

Notes to the annual accounts as at December 31, 2021

NOTE 17. AUDIT FEES

Aadit feps for tha yoar under neview arncanied io EUR 8,775 (2020 EUR 11,700,

NOTE 18, RELATED-PARTY TRANSACTIONS

The foliowing significant transactions with relabed parfes have baen emered inlo during the yoar uncer
filrudin.

2021 (Ewrc) 220 (Eurg)
Grant i Alzhaimer Europs Foundation 154,421 66 121,114.85
Grant from Fondation Alzheimer 57000000 87, 00000

o8 Alzheimer 51
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BREAKDOWN OF INCOME

Breakdown of income

Core funding As % of AE ProjeF ¢ As% ?f Total' As % of AE  As % of AE
Funding source received core income fund.lng ,AE Project func!lng total income total income

(2021) (2021) received income received (2021) (2020)

(2021) (2021) (2021)

Roche 20,000 2.91% 50,300 7-43% 70,300 5.15% 5.28%
Biogen 20,000 2.91% 41,935 6.20% 61,935 4.54% 3.04%
TauRx 10,000 1.46% 20,000 2.96% 30,000 2.20% 0.38%
Eisai 0.00% 20,000 2.96% 20,000 1.47% 1.51%
Lilly 0.00% 20,000 2.96% 20,000 1.47% 1.51%
AbbVie 5,000 0.73% 10,000 1.48% 15,000 1.10% 0.76%
Grifols 0.00% 12,203 1.80% 12,203 0.89% 0.76%
Janssen 0.00% 10,000 1.48% 10,000 0.73% 0.76%
GE Healthcare 0.00% 10,000 1.48% 10,000 0.73% 0.76%
GlaxoSmithKline 0.00% 860 0.13% 860 0.06% 0.07%
Novo Nordisk 0.00% 750 0.11% 750 0.05% 0.00%
Deferred income 0.00% 0.00% 0.00% 0.91%
EFPIA 0.00% 0.00% 0.00% 0.76%
Lundbeck 0.00% 0.00% 0.00% 0.38%
Sponsorship received on account 0.00% 0.00% 0.00% 0.00%
IS’::;::::tleutical finding 8.01% 196,048 28.97% 251,048 18.41% 16.86%
Essity 0.00% 10,000 1.48% 10,000 0.73% 0.76%
Nutricia 0.00% 7,500 111% 7,500 0.55% 1.70%
OptiChronix 0.00% 4,480 0.66% 4,480 0.33% 0.00%
Newsweaver 4,653 0.68% 0.00% 4,653 0.34% 0.32%
Fujirebio 3,500 0.51% 0.00% 3,500 0.26% 0.19%
Microsoft 0.00% 0.00% - 0.00% 0.46%

Sub-total: Other

O, ) () 0,
corporate sources 8,153 119% 21,980 3.25% 30,133 2.21% 3.42%

Total
Corporate funding

218,028 32.22% 281,181 20.62% 20.28%

European Commission 352,683 51.33% 307,590 45.45% 660,273 48.41% 51.48%

Luxembourg National

0O, 0, [e) 0,
Research Fund (FNR) 0.00% 59,438 8.78% 59,438 4.36% 1.70%

Irish Ministry for Agriculture,
Food and Marine

2,000 0.29% 0.00% 2,000 0.15% 0.15%

::::C i 354,683 51.62% 367,028 54.23% 721,711 52.92% 53.33%
Fondation Alzheimer, 87,000 12.66% 0.00% 87,000 6.38% 6.58%
Luxembourg

Deferred income 5,827 0.85% 32,280 4.77% 38,107 2.79% 3.34%
Aridhia - EPAD 0.00% 22,864 3.38% 22,864 1.68% 0.83%
Time donated by experts 15,150 2.21% 0.00% 15,150 111% 3.56%
University of Edinburgh - EPAD 0.00% 13,007 1.92% 13,007 0.95% 0.32%
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BREAKDOWN OF INCOME

Core funding As % of AE Proj e.c £ As % 9f Total. As % of AE  As % of AE
Funding source received core income fund‘mg fL\E Project fund.lng total income total income

(2021) (2021) received income received (2021) (2020)

(2021) (2021) (2021)

ADDI 10,000 1.46% 0.00% 10,000 0.73% 0.00%
SPAN+ 0.00% 6,800 1.00% 6,800 0.50% 0.00%
U;:‘g[;‘g of Nottingham 0.00% 5,000 0.74% 5,000 0.37% 0.38%
:::Zﬁrji_t);g;f: stemn 0.00% 5,000 0.74% 5,000 0.37% 0.38%
VUMC - MIRIADE 0.00% 3,634 0.54% 3,634 0.27% 0.24%
Concentris - PRIME 0.00% 3,000 0.44% 3,000 0.22% 0.23%
Global Coalition on Ageing 2,500 0.36% 0.00% 2,500 0.18% 0.00%
Alzheimer Europe Foundation 1,565 0.23% 0.00% 1,565 0.11% 0.13%
DZNE 1,250 0.18% 0.00% 1,250 0.09% 0.09%
Ferb Onlus 1,250 0.18% 0.00% 1,250 0.09% 0.00%
University of Vechta 0.00% 180 0.03% 180 0.01% 0.00%
BBDiag 0.00% 0.00% - 0.00% 0.19%
PAVE 0.00% 0.00% - 0.00% 0.19%
Various organisations = 0.00% 0.00% = 0.00% 0.04%
w:l\\//:sl:zq Opfton - MinD 0.00% 33 0.00% 33 0.00% 0.06%
Income received on account 0.00% 0.00% S 0.00% 0.00%

Total

124,542 18.13% 13.55% 216,275 15.86%

Foundations and organisations

Individuals (conference fees,

0, o, O, O,
donations, publication sales) el >87% BT 40,299 2.95% 3.79%

Total: Individuals 40,299 5.87%

AE member organisations 104,390 15.19% 0.00% 104,390 7.65% 6.06%

Total: Member organisations 104,390 15.19% 104,390

Bank interest and similar 0.00% 0.00% (o] 0.00% 0.00%

Total: Bank interest and similar 0

Total Income 687,068 100% 676,788 100% 1,363,856 100% 100%
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Sponsors and supporters of

Alzheimer Europe in 2021
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ALZHEIMER EUROPE BOARD AND STAFF

Alzheimer Europe Board and staff

Members of the Alzheimer Europe Board (2020-2022)
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Iva Holmerovd Charles Scerri Jim Pearson
Chairperson Vice-Chairperson Honorary Secretary
(Czech Republic) (Malta) (United Kingdom

- Scotland)
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Pat McLoughlin
(Ireland)

e,
René Friederici
(Luxembourg)

Sabine Jansen
(Germany)
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Marco Blom Chris Roberts I-Sr.tefanie Becker
Honorary Treasurer Chairperson of (Switzerland)
(Netherlands) EWGPWD

(United Kingdom

- Wales)

Karin Westerlund
(Sweden)

3

Sirpa Pietikdinen
(Finland)

Maria do Rosdrio
Zincke dos Reis
(Portugal)

Alzheimer Europe staff members in 2021

Jean Georges
Executive Director

Christophe Bintener Cindy Birck
Project Communications Project Officer
Officer

Dianne Gove

Stefanie Peulen
Finance Officer

Owen Miller
Policy Officer

Director for Projects

Angela Bradshaw
Project Officer

Kate Boor Ellis
Communications
Officer

Gwladys Guillory
Conference and
Events Coordinator

Grazia Tomasini

Ana Diaz
Project Officer Administrative
Assistant
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Alzheimer Europe ¢ 14, rue Dicks ¢ L-1417 Luxembourg
Tel.: +352 29 79 70 « Fax: +352 29 79 72 « info@alzheimer-europe.org
www.alzheimer-europe.org

[i www.facebook.com/alzheimer.europe , @AlzheimerEurope ISBN 978-2-919811-04-5
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