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Kevin Quaid, Chairperson of the European Working Group of People with
Dementia (Ireland), Trevor Salomon, Chairperson of the European Demen-
tia Carers Working Group (United Kingdom), Katariina Suomu (Finland),
Jochen René Thyrian (Germany).
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tophe Bintener; Cindy Birck and Lukas Duffner; Director for Public Involve-
ment and Ethics: Dianne Gove; Public Involvement Lead: Ana Diaz; Public
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WELCOME

First, a warm
welcome to
two new arri-
vals in May:
Karim Elnag-
gar, our new
Executive Assistant and Fiona
Sligo-Young, our new Finance Of-
ficer. We are delighted they have
joined our ranks!

Alzheimer Europe has newly
launched a public opinion poll ex-
amining attitudes towards dementia
research participation and data
sharing. This poll is part of a broader
initiative, which aims to understand
motivators and barriers to dementia
research participation and data
sharing. Developed in collaboration
with  our members and working
groups, it aims to gather information
on barriers and facilitators for partic-
ipation in dementia research, past
experiences with research, and atti-
tudes towards data sharing. We
would appreciate your support!

We also published a new infor-
mation sheet on palliative care in
dementia, on the occasion of Euro-
pean Palliative Care Day, together
with the Al4Hope project and the
European Association for Palliative
Care.

In policy news, starting at the na-
tional level, a new Austrian Demen-
tia Report 2025 provides a detailed
analysis of healthcare provision, so-
cial support, as well as examining
the living conditions of people with
dementia and informal caregivers.
The report was developed by Ge-
sunheidt Osterreich on behalf of the
Federal Ministry of Labour, Social
Affairs, Health, Care and Consumer
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Protection, and covers a wide range
of topics, including epidemiological
trends, national and international
approaches, prevention and health
promotion, early detection and diag-
nosis, and pharmacological and
non-pharmacological interventions.
At the global level, during the 78™
World Health Assembly in Geneva,
a six-year extension to the Global
Action Plan on the Public Health Re-
sponse to Dementia was adopted.
This followed a recommendation
adopted by the Executive Board of
the World Health Organization in
February.

Alzheimer Europe has signed a
statement coordinated by the
INRAD (International Registry for
Alzheimer’s Disease and Other De-
mentias) Foundation, welcoming
the approval of lecanemab in Eu-
rope and recognising the need to
address questions surrounding its
clinical use, including its safety and
effectiveness in the real world. It
proposes that the European Medi-
cines Agency and EU require com-
panies to use common infrastruc-
ture in the field, capable of support-
ing multiple treatments, ensuring
alignment with healthcare profes-
sionals' needs, as well as allowing
for the integration of patient-re-
ported outcomes, avoiding redun-
dant efforts, facilitating comparisons
between treatments, and providing
high-quality data.

And finally, | would like to remind
everyone that there is just one
month left to benefit from the Early
Bird rate for our conference. With a
whopping 926 abstracts received, it
promises to be a varied, engaging
and informative event, with great
networking opportunities, so please
register soon, to avoid missing out!



https://alzheimereurope.sharepoint.com/sites/Common/Documents%20partages/AE%20UPDATES/Newsletters/2025%20Newsletter/05-May/Newsletter%20May%202025.docx#_Toc199512109
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28 MAY:

Alzheimer Europe launches public opinion
poll examining attitudes towards dementia
research participation and data sharing

Representation is essential for
research outcomes to be appli-
cable to the populations they
aim to benefit. However, only a
small and rather selective
group of people tends to par-
ticipate, which may limit the
broader impact of the findings.
Yes Therefore, identifying the fac-
B3 | tors which influence people’s
| dontt ko willingness to take part in de-
mentia research is crucial for
making meaningful recom-
Powered by Qualtics €2 mendations to promote partici-
pation. Sharing of data be-
tween researchers and organ-
isations can maximise the use
and value of research data,
leading to new findings. Due to
— the lack of European perspec-
tives on both dementia research participation and data shar-
ing, Alzheimer Europe has launched a public opinion poll to
explore and assess attitudes towards both these topics.
This public opinion poll is part of a broader initiative, which
aims to understand motivators and barriers to dementia re-
search participation and data sharing. The project builds on a
previous initiative also led by Alzheimer Europe, mapping Eu-
ropean data sharing practices in the dementia field. Devel-
oped in collaboration with Alzheimer Europe member organi-
sations, the European Working Group of People with Demen-
tia, and the European Dementia Carers Working Group, the
poll aims to gather information on barriers and facilitators for
participation in future dementia research, past experiences
with research, and attitudes towards data sharing.
Through this work, Alzheimer Europe will map and compare
factors influencing dementia research participation across Eu-
ropean countries, identifying potential predictors of future re-
cruitment across research areas. The results will contribute to
a report and a set of recommendations intending to increase
participation and data sharing and will also be published in a
dedicated section of the Alzheimer Europe website.
The poll takes approximately 10 minutes to complete and is
open to anyone living in a European country. No prior ex-
perience participating in dementia research is required and
both people with and without dementia can participate. The
poll is available in the following languages: Czech, Dutch,

f3 Alzheimer
(o ki

English v

Have you ever participated in a dementia
research study?

English, Finnish, French, German, Italian, Polish, Portuguese,
Spanish and Swedish.

How can you support the poll?

We invite you to complete the poll and share it via your social
media network. It can easily be accessed on smartphone, lap-
top, or tablet just by clicking here or scanning the QR code
below. Thank you very much for your support!

30 MAY:

Alzheimer Europe welcomes two new
colleagues in May

Alzheimer  Europe s
pleased to welcome two
new colleagues, who
joined the team during May
2025.

Fiona Sligo-Young (pic-
tured) joined Alzheimer
Europe as the Finance Of-
ficer. Previously, she has
worked both in the UK and
Luxembourg as a Financial
Controller to multinational
companies adhering to
cross border compliance - :
and reporting requirements, and has also been the Finance
lead in a variety of EU Intereg Funded projects. She is driven
by robust, evidence-based reporting and strives for smart so-
lutions that make a difference to the organisation and its stake-
holders.

Karim Elnaggar (he/him/his) joined Alzheimer Europe’s Oper-
ations team as an Executive Assistant. Karim holds two bach-
elors in Economic Sciences, Communication, and Marketing
from the University of Luxembourg and a formation as a facil-
itator. He has a professional experience in administration, di-
rect marketing, and communication. At Alzheimer Europe, he
is responsible for managing administrative tasks and providing
support in finance and communication.

You can see a list of all our staff at: https://www.alzheimer-
europe.org/about-us/who-we-are/staff



https://www.alzheimer-europe.org/resources/publications/2020-alzheimer-europe-report-data-sharing-dementia-research-eu-landscape
https://eur06.safelinks.protection.outlook.com/?url=http%3A%2F%2Falzheimereurope.newsweaver.com%2FConferenceAnnouncement%2Fkwu9598ntwwjguxk2mdkye%2Fexternal%3Femail%3Dtrue%26a%3D6%26p%3D65571431%26t%3D22457135&data=05%7C02%7Ckatherine.ellis%40alzheimer-europe.org%7C5eca9443d3e44588d1f508dd9c2e70cd%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638838445479822504%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=0auCutiP5JoAHxzVi9c3D0v2MO4fKQKKpsVvMTRK4E8%3D&reserved=0
https://www.alzheimer-europe.org/about-us/who-we-are/staff
https://www.alzheimer-europe.org/about-us/who-we-are/staff
file://Users/albert/Desktop/AE%20Newsletter%20Albert%203.docx#_Toc136073089
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30 MAY:

Just one month left to register for the 35th

https://www.alzheimer-europe.org/conferences/2025-bolo-
gnalregistration-fees
Click here to register:

Alzheimer Europe Conference with our https://www.alzheimer-europe.org/conferences/2025-bolo-
special Early Bird rates! gnalconference-registration-portal

We would like to reiterate our thanks to everyone who submit-
ted abstracts for the conference. All 926 submissions have
now been reviewed by our Scientific Committee and re-
sponses have been sent to all applicants. In case you have
not heard back from us, please do get in touch.

The conference programme is available to view on our web-
site: https://www.alzheimer-europe.org/conferences/2025-bo-
logna/detailed-programme

There is just one month re-
maining to register for the 35th
Alzheimer Europe Conference
(#35AEC) with our special
Early Bird rates, so make sure
you don't miss out! Register to-
day and join us in Bologna, It-
aly, from 6-8 October!

Find out more about registra-
tion fees:

AE NETWORKING

2 MAY Angela participated in an update meeting for the EMA Network Advisory Group on Raw Data

5-7 MAY  Cindy attended the Al-Mind General Assembly meeting (Bodg, Norway)

8 MAY Owen attended the Patient Think Tank meeting organised by EFPIA

9 MAY Dianne and Angela joined a methodology workshop for the EAN Dementia Guideline Taskforce

13 MAY Sarah attended the MinD network online meeting

13 MAY Cindy and Soraya attended the Pattern-Cog General Assembly meeting

13 MAY Angela participated as a panelist in a Scanbalt event: “New modalities in neurodegenerative disease management
— is Europe ready to innovate?” (Brussels, Belgium)

15 MAY Owen attended the EU4Health Civil Society Alliance meeting

15-17 Cindy and Angela attended 8th edition of the international meeting on Neuroinflammation (Belval, Luxembourg)

MAY

16 MAY Kate met with the International Huntington Association to discuss potential future collaboration

19-20 Dianne attended the JPND DIGDEM project meeting and the SESAM conference (Stavanger, Norway)

MAY

20 MAY Kate, Ange and Margarita attended the “JADE Health WORKSHOP - Optimising Outreach: Communication and
Dissemination Strategies for Dementia-related projects” at which Kate also gave a presentation
Angela attended an evening reception on public-private partnerships at the European Parliament, organised by the

21 MAY . . .
EU Joint Undertakings (Brussels, Belgium)

22 MAY Cindy attended the Al-Mind review meeting

26 MAY Soraya facilitated a consultation with the DORIAN GRAY Public Involvement Board

27 MAY Owen attended a WHO consultation on the development of a strategy on ageing

28 MAY Sebastien launched the Information sheet: A palliative approach to dementia care, during AI4HOPE’s pre-event at

the 9th World Congress of the European Association for Palliative Care (Helsinki, Finland)



https://www.alzheimer-europe.org/conferences/2025-bologna/registration-fees
https://www.alzheimer-europe.org/conferences/2025-bologna/registration-fees
https://www.alzheimer-europe.org/conferences/2025-bologna/conference-registration-portal
https://www.alzheimer-europe.org/conferences/2025-bologna/conference-registration-portal
https://www.alzheimer-europe.org/conferences/2025-bologna/detailed-programme
https://www.alzheimer-europe.org/conferences/2025-bologna/detailed-programme

* %
e Alzheimer b4
C7 Newsletter MmAY 2025

Europe
UP***

Help us give a voice to people e Alzheimer
with dementia c7 Europe

® (@AlzheimerEurope
@ @alzheimer-europe
@ AlzheimerEurope

(@alzheimereurope
{@AlzheimerEurope

00000

SPONSOR OF THE MONTH

Alzheimer Europe would like to express its gratitude to a new sponsor in 2025:

Johnson
&Johnson

Read more about sponsorship opportunities here:
https://www.alzheimer-europe.org/about-us/governance/finances/2024-sponsorship-opportunities

congress @eqn

June 21-24
Become a member of the EAN
& save on congress fees!

more information
www.ean,org/dongress2025 Heoppes



https://www.alzheimer-europe.org/product/donation
https://www.alzheimer-europe.org/
https://twitter.com/alzheimereurope
https://www.linkedin.com/company/alzheimer-europe/
https://www.facebook.com/alzheimer.europe/
https://www.instagram.com/alzheimereurope/
https://www.youtube.com/user/AlzheimerEurope
https://www.alzheimer-europe.org/about-us/governance/finances/2024-sponsorship-opportunities
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EU PROJECTS

30 APRIL
Website of FluiDx-AD project launched to
support fluid biomarkers research in
Alzheimer’s disease

HMOME  ABOUT  NEWS  PUBLIC INVOLVEMENT  OUTCOMES EVENTS

FluiDx8AD

Welcometo the FIwa—AD pl’OjECt'

ct aimed at

On 30 April, the FluiDx-AD project launched its website,
providing information on its activities to advance fluid bi-
omarkers research for Alzheimer’s disease (AD). Alzheimer
Europe is pleased to be leading the communication, Public In-
volvement and Ethics activities as part of the three-and-a-half-
year project.

The website will be regularly updated with project news,
events and results. It also provides an overview of the consor-
tium, objectives and expected outcomes of FluiDx-AD.

Visit the website at https://www.fluidx-ad.eu/

5 MAY:

The Al-Mind 10" General Assembly gathers
experts in Norway

On 5-7 May, the Al-Mind consortium held its 10th General As-
sembly in Bodg, Norway, bringing together a multidisciplinary
team of over 60 experts both onsite and online. The three-day
event featured collaborative workshops, insightful public lec-
tures and hands-on sessions, all aimed at advancing Artificial
Intelligence (Al)-powered solutions for the early detection and
prevention of dementia. This year’s assembly underscored the
critical role of interdisciplinary collaboration, uniting neurosci-
entists, clinicians, engineers and data scientists to push the
boundaries of brain health innovation.

The event officially opened with welcoming remarks from Pro-
ject Coordinator Ira Haraldsen (OUS), setting the stage for a
series of insightful sessions. The Scientific Advisory Board
(SAB) outlined critical priorities for the assembly, followed by
a technical overview of the project and a session on Open Sci-
ence, emphasising transparency and accessibility in research.
Day 2 commenced with a Public Breakfast Lecture opened by
Odd Emil Ingebrigtsen, the Mayor of Boda. General practition-
ers from the Bodg region joined the event to gain insights into
the project and the ongoing research addressing the dementia

10t General Assembly
5-7 May, Bodo

ity &

- . i nnsm @AM @ @ ©The AMind Pt
challenge. FoIIowmg thls Ira Haraldsen presented on the crit-
ical journey of translating research insights into clinical reality.
The day wrapped up with an engaging update on communica-
tion and dissemination activities, covering exploitation strate-
gies, year-5 activities, and updates from the upcoming Alz-
heimer Europe special supplement.

The final day focused on a policy brief that will be developed
within the project to showcase the societal, economic and
healthcare benefits of Al-Mind technology. This was followed
by parallel meetings that included the SAB members & Coor-
dinator, alongside open discussions with consortium mem-
bers.

The 10th General Assembly of Al-Mind showcased its truly in-
terdisciplinary nature, bringing together experts from diverse
fields. This unique blend of perspectives enabled richer dis-
cussions and more innovative approaches to solving chal-
lenges in neurodegenerative disease detection and interven-
tion. As Al-Mind advances into its final phase, the outcomes
and collaborations fostered at this General Assembly reflect
the commitment of its partners to revolutionise early interven-
tion strategies for dementia through cutting-edge Al technol-
ogy.
https://www.ai-mind.eu/blog/innovation-collaboration-and-
open-science-highlights-from-ai-minds-10th-general-assem-
bly/


https://www.fluidx-ad.eu/
https://www.ai-mind.eu/blog/innovation-collaboration-and-open-science-highlights-from-ai-minds-10th-general-assembly/
https://www.ai-mind.eu/blog/innovation-collaboration-and-open-science-highlights-from-ai-minds-10th-general-assembly/
https://www.ai-mind.eu/blog/innovation-collaboration-and-open-science-highlights-from-ai-minds-10th-general-assembly/
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13 MAY:

Pattern-Cog project convenes its final
General Assembly meeting

On 13 May, the Pattern-
Cog project concluded its
journey with a successful
online General Assembly
meeting, bringing together
representatives from part-
ner organisations making the Pattern-Cog consortium. As the
project draws to a close, the meeting provided an invaluable
opportunity to reflect on the achievements. The overarching
goal of this project was to improve dementia prevention strat-
egies by developing support tools for the detection of earliest
signs of impeding cognitive decline which would allow early
and personalised multidomain interventions.

The meeting began with a warm welcome from Jussi Tohka,
the Coordinator of the Pattern-Cog project. Each leading part-
ner presented updates on their respective work packages,
highlighting key activities, progress and future recommenda-
tions. The meeting was attended by AE Project Officer Cindy
Birck and Public Involvement Officer Soraya Moradi-Bachiller.
During the meeting, Cindy presented an update on the com-
munication work, while Soraya provided insights into the Pub-
lic Involvement work. As the meeting concluded, Jussi ex-
pressed his gratitude to all attendees for their active engage-
ment and fruitful discussions that had taken place. He also
acknowledged the dedication and hard work of all those in-
volved in the project!

To learn more about the Pattern-Cog project, visit the project
website: https://pattern-cog.eu/

..
. Pattern-Cog

.

Personalised ageing pattern

far early risk detection and prevention

of cagnitive impairment and dementia

in cognitively healthy individuals

20 MAY:
Joint Action JADE Health hosts workshop on
"Optimising Outreach: Communication and
Dissemination Strategies for Dementia-
related projects"

JADE Health WORKSHOP
Optimising Outreach: Comr ication and Di: i ies for D i} lated Projects
20 May 2025 9:00 - 11:00h CET

Inés Rey Hidalgo
Communication Manager. FICYT. JADE Health

Kate Boor-Ellis

Qi Communication Officer. ALZHEIMER EUROPE
‘ h = T_I

Co-funded by ( @
the European Union 7 JADE Health |

Alzheimer Europe was delighted to be among the speakers at
an online workshop on "Optimising Outreach: Communication

and Dissemination Strategies for Dementia-related projects”,
organised by the Joint Action JADE Health on 20 May 2025.
Inés Rey Hidalgo, head of the communication and dissemina-
tion work package of JADE Health welcomed participants and
moderated the event. Speakers included:

Corinne Salinas, HADEA, European Commission

Elisabeth Garcia Alonso, Fundesalud

Teun Toebes, activist

Frédérique Djurdjevic, World Health Organization (WHO)
Kate Boor-Ellis, Alzheimer Europe

Vera Nies, RADAR-AD project

Stavroula Tsigkou, CARE4EIlders project

Luc Nicolas, COMFORTage project.

Read the full report and view the presentations, via the JADE
Health website: JADE Health Workshop - Optimising Out-
reach: Communication and Dissemination Strategies for De-
mentia-related projects Jadementia JADE Health Joint Action

22 MAY:

EPND project releases ATN biomarker
dataset to support cross-disease research in
neurodegeneration

The European Platform epnd hub

for Neurodegenerative

Diseases (EPND) pro- im= — fmee i
ject has announced the ... 02 110 33

release of a large bi-
omarker dataset, to sup-
port research across — “=
Alzheimer’s disease, st o
Parkinson’s disease

and Dementia with Lewy bodies. The dataset, developed as
part of EPND’s first biomarker case study, is now accessible
via the EPND Hub. Alzheimer Europe is a partner in EPND,
contributing to public involvement, stakeholder engagement
and communications activities.

The ATN dataset comprises harmonised clinical, imaging, ge-
netic, and biomarker data from more than 350 participants
across ten European research cohorts, involving clinical cen-
tres in Denmark, Germany, Czechia, Norway, Switzerland,
Luxembourg, and the Netherlands. It integrates biomarker
measurements with demographic, clinical, and lifestyle data,
enabling comprehensive investigation of disease mechanisms
across different neurodegenerative diseases.

Initial analyses, presented by EPND partners at the 2024 Alz-
heimer’s Association International Conference, indicate that
pathologies such as amyloid and tau (typically associated with
Alzheimer’s disease) also appear in cases of dementia with
Lewy bodies and, to a lesser extent, Parkinson’s disease.
These findings illustrate how cross-disease biomarker re-
search could inform diagnostic strategies and future clinical

trial design.



https://pattern-cog.eu/
https://jadementia.eu/news/eventdetail.php?id=106
https://jadementia.eu/news/eventdetail.php?id=106
https://jadementia.eu/news/eventdetail.php?id=106
https://epnd.org/
https://epnd.org/
https://epnd.org/
https://discover.epnd.org/
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The dataset is hosted on the EPND Hub, an integrated plat-
form developed to enable secure, GDPR-compliant access to
data and biosamples from over 100 neurodegeneration stud-
ies. Designed to facilitate cross-cohort discovery and collabo-
ration, the Hub currently includes metadata on more than
265,000 research participants across 12 disease areas, along
with access brokerage tools, federated data access, and com-
patibility with platforms such as the AD Workbench. Research-
ers are encouraged to register on the EPND Hub to explore
the ATN dataset and other available resources.

23 MAY:

Who benefits from dementia therapies? A
European guideline review

Fo)

INTEREST

Many European countries rec-
ommend helpful therapies for
people with dementia, like mu-
sic, exercise, or memory activi-
ties, but most don’t explain
clearly who these therapies
work best for. This could lead
to inequity, unfair differences in access to care. However,
most guidelines don’t seem to take account of this risk.

This is the conclusion of new scientific research, involving re-
searchers from universities all over Europe, working together
in a network called INTEREST.

Why guidelines are important

Dementia affects millions of people across Europe. While
there’s no cure, non-medical therapies can improve quality of
life. National guidelines, based on evidence from scientific re-
search, help health and care professionals like doctors, psy-
chologists and therapists to choose treatments that are proven
to be helpful. However, different people have different needs
and backgrounds, so the same therapies might not be equally
appropriate or helpful for all people living with dementia.
What this study did

Led by Dr David Neal from Amsterdam UMC in the Nether-
lands, and supervised by Dr Louise Hopper from Dublin City
University in Ireland, the researchers looked at 47 dementia
care guidelines from 12 European countries. They asked:
What non-medical therapies are recommended? Do the
guidelines consider people’s age, health, or social situations
(aspects of a theory called “intersectionality”)? Do they ad-
dress fairness in access to care (known as equity)?

The researchers also worked with Alzheimer Europe and
members of the European Working Group of People Living
With Dementia, to understand the perspectives and experi-
ences of people living with dementia with respect to guide-
lines.

What the study found

Most guidelines (74%) recommend therapies like cognitive
training, music, or physical activity. Only half mention how per-
sonal factors—like age or other health issues—might affect

care. Very few guidelines talk about how things like gender,
ethnicity, or income might create barriers to getting help.
Recommendations for change

The researchers recommend:

More inclusive guidelines that explain which therapies work
best for different people.

Better access to therapies, no matter where someone lives or
how much money they have.

Involving people with dementia and their carers in writing the
guidelines.

Clearer information for families and caregivers about what
support is available.

The research was published in a special issue of the scientific
journal Behavioral Sciences, and can be accessed here: Ef-
fective for Whom? A Review of Psychological and Social In-
tervention Recommendations in European Dementia Care
Guidelines Through the Lenses of Social Health and Intersec-
tionality

For more information, please contact Dr David Neal:
d.n.neal@amsterdamumc.nl

26 MAY:
Webinar recording now available: Federated
Learning for Neurodegenerative Disease
research — A new path to risk reduction and
better care

Webinar: Federated Learning for Neurodegenerative Disease
Research - A New Path to Risk Reduction & Better Care

Friday 16th of May, 10.30-11.30am CET

@ !igft Baiicaser () HEREDITARY

On 26 May, over 60 people joined for the webinar titled “Fed-
erated learning for neurodegenerative disease research: A
new path to risk reduction and better care” . This was a joint
webinar in collaboration with the Lethe, Brainteaser and HE-
REDITARY projects.

It involved a very interesting discussion, introducing the con-
cept of federated learning and showing different examples in
practice in the three projects.

The event was moderated by Natalia Allegretti (ECHAlliance),
Hannes Hilberger (FH JOANNEUM) and Umberto Manera
(University of Turin).

Thanks to all who participated and thank you for all of your
interesting questions!

Don’t miss the recording on the Lethe project YouTube chan-
nel: https://youtu.be/BXnN_PZzoHQ


https://www.mdpi.com/2076-328X/15/4/457
https://www.mdpi.com/2076-328X/15/4/457
https://www.mdpi.com/2076-328X/15/4/457
https://www.mdpi.com/2076-328X/15/4/457
https://www.mdpi.com/2076-328X/15/4/457
mailto:d.n.neal@amsterdamumc.nl
https://youtu.be/BXnN_PZzoHQ
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28 MAY:

LETHE final event: data-driven dementia-risk
tools unveiled

T
lethe.  Project Final Event

Showecasing the main
results and conclusions
from research into
dementia risk reduction

Tuesday 24th of June 2025, 09.30-11.00 CEST

For more information & registration, visit:
www. lethe-project.eu/ N u

Dementia affects 55 million individuals worldwide. Every year,
there are nearly 10 million new cases and dementia is the 7th
leading cause of death among older people globally (Source:
World Health Organization). Whilst there is currently no cure
for dementia, there is potential to modify the course of the dis-
ease with early preventive actions.

Over the past 5 years, the Lethe project team has been devel-
oping a data-driven risk factor prediction model for older indi-
viduals at risk of cognitive decline, novel digital biomarkers
and a digital enabled intervention based on the evolution of
the FINGER study. Lethe is a 6 million Euro project, funded
under the European Commission's Horizon 2020 programme.
Now it's time to share the results of the research with you! We
would like you to come and join us at the final project event
that will take place on Tuesday the 24th of June 2025, be-
tween 09.30-11.00 CEST at Techhub K67, Kasernenstrasse
67 in Dusseldorf, Germany. It is a hybrid event and so partici-
pation will also be available online.

Register for the final event:
https://docs.google.com/forms/d/e/1FAIpQLS-
dAaSGk_0nMVCzJgJt3nWm3eE56XqSWKKghO22WIQtucz
arog/viewform

29 MAY:

"A palliative approach to dementia care"
information sheet published by Al4Hope
project, in collaboration with Alzheimer
Europe and the European Association for
Palliative Care

On 29 May 2025, on the occasion of European Palliative Care
Day, a new information sheet on palliative care in dementia
was published by the Al4Hope project, in collaboration with
Alzheimer Europe and the European Association for Palliative
Care (EAPC). The information sheet is titled "A palliative ap-
proach to dementia care" and was developed by Alzheimer
Europe and the European Association for Palliative Care, in

A palliative approach
to dementia care

Considering the “whale person”.

Sharing compassion and companionship
from diagnosis until the end of life.

Helping patients and loved ones prepare for the future.
Fostering open discussions about advanced disease
and the end of life.
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collaboration with the European Working Group of People with
Dementia and the European Dementia Carers Working Group.
Public Involvement Officer Sébastien Libert represented Alz-
heimer Europe at the EAPC 19th World Congress in Helsinki,
Finland, from 29 to 31 May, where the fact sheet was officially
launched. You can download the factsheet, here:
https://www.alzheimer-europe.org/sites/default/files/2025-
05/ai4hope_palliative_care_approach.pdf


https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fforms.gle%2Fofo2MmLGoHi5fuyE9&data=05%7C02%7Cchristophe.bintener%40alzheimer-europe.org%7Ce9b663a4dd724925877308dd9d1b5cc9%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638839463061594978%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=l8lKOV07rT2o626XpxGoqOnieclJ39H4htdoENLM%2BXc%3D&reserved=0
https://docs.google.com/forms/d/e/1FAIpQLSdAaSGk_0nMVCzJgJt3nWm3eE56XqSWKKghO22WlQtuczarog/viewform
https://docs.google.com/forms/d/e/1FAIpQLSdAaSGk_0nMVCzJgJt3nWm3eE56XqSWKKghO22WlQtuczarog/viewform
https://docs.google.com/forms/d/e/1FAIpQLSdAaSGk_0nMVCzJgJt3nWm3eE56XqSWKKghO22WlQtuczarog/viewform
https://www.alzheimer-europe.org/sites/default/files/2025-05/ai4hope_palliative_care_approach.pdf
https://www.alzheimer-europe.org/sites/default/files/2025-05/ai4hope_palliative_care_approach.pdf
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EU project acknowledgements

innovative innovative
medicines health
Initiative initiative

A number of the projects in which Alzheimer Europe is a project partner receive funding from Horizon 2020, Horizon
Europe, the Innovative Medicines Initiative 2 (IMI2) Joint Undertaking (JU), or the Innovative Health Initiative (IHI) JU.
Projects funded through the IMI2 or IHI JU receive support from EU Research & Innovation programmes, as well as
industry federations and other contributing partners. Please visit the project website(s) listed below for specific details
on the organisations, federations and funders providing support for individual projects.

The projects in this newsletter are:

AD-RIDDLE — grant agreement 101132933 (https://www.ad-riddle.org/)
FluiDx-AD - grant agreement 101155955
Lethe — grant agreement 101017405 (https://www.lethe-project.eu/)
PREDICTFTD - grant agreement 101156175
PREDICTOM - grant agreement 101132356 (https://www.predictom.eu/)
PRODEMOS - grant agreement 779238
PROMINENT- grant agreement 101112145 (https://www.ihi-prominent.eu/)

i : . . ® innovative
I = o} i Co-funded by e .
.%9,93 prla FuropaBio’ § MedTech Europe \J2 vaceines Europe u o i |.| mgtr:ve 4% Combinosties

BIOARCTIC
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Luxembourg research

National
Research Fund

Multi-MeMo -- This project is supported by the Luxembourg National Research Fund (INTER/JPND22/17107181/Multi-
MeMo) under the aegis of the EU Joint Programme -- Neurodegenerative Disease Research (JPND) - www.jpnd.eu

PatternCog -- This project was supported by the Luxembourg National Research Fund (IN-
TER/PerMed21/15748787/Pattern-Cog), under the frame of ERA PerMed.


https://www.ad-riddle.org/
https://www.lethe-project.eu/
https://www.predictom.eu/
https://www.ihi-prominent.eu/
http://www.jpnd.eu/
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MEMBERS OF THE EUROPEAN ALZHEIMER’S ALLIANCE

Currently, the total number of MEPs in the European Alzheimer’s Alliance (EAA)

stands at 88, representing 22 Member States of the European Union and seven out L 4 EUfOPEGﬂ

of eight political groups in the European Parliament. Alzheimer Europe is grateful to c Alzheimer’s Alliance

the Co-Chairs of the EAA: Nina Carberry (EPP, Ireland), Tilly Metz (Greens/EFA,

Luxembourg), Romana Jerkovi¢ (S&D, Croatia), Sirpa Pietikdinen (EPP, Finland);

Vladimir Prebili¢ (Greens/EFA, Slovenia); Hilde Vautmans (Renew Europe, Belgium) and Dainius Zalimas (Renew Europe, Lith-
uania) for their leadership and for hosting the organisation’s European Parliament lunch debates on dementia. Alzheimer Europe
would also like to thank the following MEPs for their support of the EAA:

Belgium: Kathleen van Brempt (S&D); Johan Van Overtveldt (ECR); Hilde Vautmans (Renew Europe). Bulgaria: Radan Kanev
(EPP); Andrey Kovatchev (EPP); llhan Kyuchyuk (Renew Europe); Tsvetelina Penkova (S&D). Croatia: Biljana Borzan (S&D);
Romana Jerkovi¢ (S&D); Tonino Picula (S&D); Tomislav Sokol (EPP). Cyprus: Costas Mavrides (S&D). Czechia: Ondrej Dostal
(NI); Tomas Zdechovsky (EPP). Denmark: Kira Marie Peter-Hansen (Greens/EFA); Christel Schaldemose (S&D). Estonia: Ur-
mas Paet (Renew Europe). Finland: Maria Guzenina (S&D, Finland); Merja Kyllénen (The Left); Sirpa Pietikdinen (EPP). France:
Francois-Xavier Bellamy (EPP); Mélissa Camara (Greens/EFA); Laurent Castillo (EPP); David Cormand (Greens/EFA); Marie
Dauchy (PFE); Christophe Gomart (EPP); Catherine Griset (PFE); Céline Imart (EPP); Isabelle Le Callennec (EPP); Nadine Mo-
rano (EPP); Philippe Olivier (PFE); Mounir Satouri (Greens/EFA); Majdouline Sbai (Greens/EFA); Marie Toussaint (Greens/EFA).
Germany: Alexandra Geese (Greens/EFA); Erik Marquardt (Greens/EFA); Angelika Niebler (EPP); Manuela Ripa (Greens/EFA);
Terry Reintke (Greens/EFA). Greece: Tsiodras Dimitrios (EPP); Manolis Kefalogiannis (EPP); Nikos Papandreou (S&D); Elissavet
Vozemberg-Vrionidi (EPP). Hungary: Tamas Deutsch (PFE); Eniké Gyéri (PFE); Kinga Gal (PFE); Gyorgy Holvényi (EPP), An-
dras Kulja (EPP). Ireland: Barry Andrews (Renew Europe); Lynn Boylan (The Left); Nina Carberry (EPP); Luke 'Ming' Flanagan
(NI); Billy Kelleher (Renew Europe); Sean Kelly (EPP); Aodhan O Riordain (S&D); Maria Walsh (EPP). ltaly: Brando Benifei
(S&D); Caterine Chinnici (EPP); Carlo Fidanza (ECR); Aldo Patriciello (PFE). Lithuania: Vytenis Andriukaitis (S&D); Petras
Austrevigius (Renew Europe); Vilija Blinkevigiaté (S&D); Liudas Mazylis (EPP); Dainius Zalimas (Renew Europe). Luxembourg:
Marc Angel (S&D); Charles Goerens (Renew Europe); Tilly Metz (Greens, EFA); Isabel Wiseler-Lima (EPP). Poland: Elzbieta
Katarzyna tukacijewska (EPP); Michat Szczerba (EPP); Anna Zalewska (ECR). Portugal: Marta Temido (S&D); Catarina Martins
(The Left). Romania: Vlad Vasile-Voiculescu (Renew Europe). Slovenia: Matjaz Nemec (S&D); Irena Joveva (Renew Europe);
Vladimir Prebili¢ (Greens/EFA); Marjan Sarec (Renew); Romana Tomc (EPP); Milan Zver (EPP). Spain: Rosa Estaras Ferragut
(EPP); Juan Fernando Lopez Aguilar (S&D); Idoia Mendia (S&D); Diana Riba i Giner (Greens-EFA); Ana Miranda Paz
(Greens/EFA). Sweden: Par Holmgren (Greens-EFA); Jonas Sjostedt (S&D).

EU DEVELOPMENTS

13 MAY: transparency, collaboration, limited depth of data collection

. - d restricted long-term monitoring.
Alzheimer Europe joins INRAD call to an
Pe) As such, the signatories propose that the EMA and EU require

European Medicines Agency on Alzheimer’s companies to use common infrastructure in the field, capable
registries of supporting multiple treatments, ensuring alignment with
. ) healthcare professionals' needs, as well as allowing for the in-
Alzheimer Europe has signed . . .
] tegration of patient-reported outcomes, avoiding redundant ef-
a statement coordinated by the

. i forts, facilitating comparisons between treatments, and provid-
I n RAD INRAD (International Registry . . .

for Alzheimer's Di q ing high-quality data.
Data for Care or Alzheimers Lisease an Additionally, they advocate for international collaboration in
Other Dementias) Foundation,

: collecting meaningful data for Alzheimer’s disease (AD) and
welcoming the approval of . . . L
» ) other dementias, noting that aligned post-authorisation data
lecanemab and recognising the need to address questions

o . . o . collection would enable effective management and monitoring
surrounding its clinical use, including its safety and effective- . . . . .
) of therapies, as well as continuous improvement in clinical
ness in the real world.

) practice.
The Iettgr notes that the approval of lecanemab comes with The note that recent discussions at the AD/PD 2025 Confer-
the requirement for Controlled Access Programs (CAP) and

o . R ) ence highlighted the need for a coordinated, disease-focused
Post Authorization Studies (PASS), highlighting the risk of .

. ) o ' . registry approach at the European level, rather than separate
pharmaceutical companies acting independently in relation to
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registries for specific medications. It is explained that no cur-
rent AD registry meets the scale or safety standards required
for regulatory decision-making. The case is made that a sin-

POLICY WATCH

gle, well-designed foundation will be more efficient and scala-
ble than multiple fragmented efforts, with INRAD being well-
placed to develop such infrastructure.

23 MAY:
Austria publishes Dementia Report 2025

On 23 May, the Austrian
R Dementia Report 2025
was published, providing a
detailed analysis of
healthcare provision, so-
cial support, as well as ex-
amining the living condi-
tions of people with de-
mentia and informal care-
givers. The report was de-
veloped by Gesunheidt
Osterreich on behalf of the
Federal Ministry of Labour,
Social Affairs, Health,
Care and Consumer Pro-
tection. The report consists of articles by experts from various
backgrounds, including academia, science, professional prac-
tice and policy.
The report covers a wide range of topics, including epidemio-
logical trends, national and international approaches, preven-
tion and health promotion, early detection and diagnosis, and
pharmacological and non-pharmacological interventions.
Care models, inclusion in society, the situation of informal
caregivers, technological support, and the legal and structural
framework are also examined. The report further considers the
specific needs of vulnerable and marginalised population
groups.
The identified areas include reflections on their potential fur-
ther development, however, it is noted that doing so will re-
quire appropriate structural conditions to be met. Overall, the
findings reaffirm the necessity of a nationally coordinated,
cross-sectoral pubic health approach in order to effectively
and sustainably address demographic challenges posed by
dementia.
The report is intended as a foundation for planning, implemen-
tation and research in the field of dementia care in Austria. The
full report (in German) is available at: https://www.sozialminis-
terium.gv.at/demenzber-
icht2025&ved=2ahUKEwiX54iVOMON-
AxV39QIHHfztKooQFnoECCAQAQ&usg=AOv-
Vaw1PLZDoECqEIlibYptssXudF

23 MAY:

World Health Assembly approves six-year
extension to the Global Action Plan on the
Public Health Response to Dementia

On 23 May 2025, during
the 78" World Health As-
sembly in Geneva (Swit-
zerland), a six-year ex-
tension to the Global Ac-
tion Plan on the Public
Health Response to De-
mentia was adopted.
This followed a recom-
mendation adopted by
the Executive Board of
the World Health Organi-
zation (WHO) in February of this year. This extension will see
the Global Action Plan, which originally ran from 2017-2025,
continue until 2031. The WHO recommendation noted that
none of the targets within the Global Action Plan were on
course to be met, whilst highlighting the continued relevance
of the subject, particularly in the context of ageing de-
mographics in many countries and regions.
https://www.who.int/publications/i/item/global-action-plan-on-
the-public-health-response-to-dementia-2017---2025



https://www.sozialministerium.gv.at/demenzbericht2025&ved=2ahUKEwiX54iV0MONAxV39QIHHfztKooQFnoECCAQAQ&usg=AOvVaw1PLZDoECqElibYptssXudF
https://www.sozialministerium.gv.at/demenzbericht2025&ved=2ahUKEwiX54iV0MONAxV39QIHHfztKooQFnoECCAQAQ&usg=AOvVaw1PLZDoECqElibYptssXudF
https://www.sozialministerium.gv.at/demenzbericht2025&ved=2ahUKEwiX54iV0MONAxV39QIHHfztKooQFnoECCAQAQ&usg=AOvVaw1PLZDoECqElibYptssXudF
https://www.sozialministerium.gv.at/demenzbericht2025&ved=2ahUKEwiX54iV0MONAxV39QIHHfztKooQFnoECCAQAQ&usg=AOvVaw1PLZDoECqElibYptssXudF
https://www.sozialministerium.gv.at/demenzbericht2025&ved=2ahUKEwiX54iV0MONAxV39QIHHfztKooQFnoECCAQAQ&usg=AOvVaw1PLZDoECqElibYptssXudF
https://www.who.int/publications/i/item/global-action-plan-on-the-public-health-response-to-dementia-2017---2025
https://www.who.int/publications/i/item/global-action-plan-on-the-public-health-response-to-dementia-2017---2025
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SCIENCE WATCH

1 MAY:

A recent study suggests that exercise
improves brain health even when energy
production is impaired

Extensive  research  has
demonstrated that exercise is
good for the body and also for
the brain. In particular, and in
healthy and neurodegenera-
tive rodent models, endurance
exercise (i.e. activities that in-
crease the heart rate and
breathing) stimulates the pro-
duction of biomolecules that
play a critical role in the growth and survival of neurons, re-
duces the imbalance of antioxidants in the body and improves
the function of the cell organelles in charge of producing en-
ergy.

Ketone bodies, which are produced by the liver, represent a
source of energy when glucose is not available. They can
cross the blood-brain barrier and have similar neuroprotective
effects (i.e. support cognitive memory, contribute to learning
and the overall brain health) similar to those of exercise. How-
ever, it is still unclear what happens when the liver cannot pro-
duce them and whether or not exercise can compensate this
impairment in ketone production.

In a recent study published in The Journal of Physiology, a
team of researchers led by Dr Taylor J. Kelty and Dr R. Scott
Rector from the University of Missouri-Columbia (Missouri,
USA) investigated the role of hepatic ketone production on
brain health in healthy 344 six-month-old female rats. Re-
searchers knocked down the expression of a molecule in
charge of the production of ketone bodies. Then, they sub-
jected the rats to either a bout of acute exercise or four weeks
of chronic treadmill running (five days/week) followed by cog-
nitive behavioural testing.

When ketone production (i.e. ketogenesis) is limited in the
liver, there is a noticeable decline in memory and brain func-
tion. However, endurance exercise can reverse some of this
cognitive decline even when the production of ketone bodies
is impaired. These findings emphasise that exercise protects
against cognitive decline when hepatic ketogenesis is compro-
mised, establishing a link between liver and brain function. Alt-
hough more studies are needed in this emerging field of liver-
brain research, these findings help raise awareness of the im-
portance of ketone production for brain health and exercise in
mitigating liver impairments.
https://physoc.onlinelibrary.wiley.com/doi/10.1113/JP287573

8 MAY:

Study links HIV drug class to reduced
Alzheimer’s disease risk

On 8 May, re-
searchers  from
the United States
published a study
in Alzheimer’s &
Dementia report-
ing that nucleo-
side reverse tran-
scriptase inhibi-
tors (NRTIs)
which are a class of drugs used to treat HIV and hepatitis,
were associated with a reduced risk of developing Alzheimer’s
disease (AD).

Analysing data from 24 years of records in the US Veterans
Health Administration and 14 years of the MarketScan data-
base, the study found that people exposed to NRTIs had a
significantly lower incidence of AD. These associations re-
mained after adjusting for comorbidities and using propensity
score-matched multivariate Cox regression and Kaplan—Meier
analyses. Other classes of HIV drugs, including non-NRTIs,
protease inhibitors and integrase strand transfer inhibitors, did
not show a similar association.

The authors suggest that the observed link between NRTI ex-
posure and reduced Alzheimer's disease risk supports the po-
tential benefit of inflammasome inhibition in AD, providing a
rationale for testing inflammasome inhibitors like NRTIs in clin-
ical trials. It remains unknown whether this association is
causal. Prospective clinical trials are needed to determine
whether NRTIs or related compounds can safely and effec-
tively modify AD risk.

The paper has been published open access and can be read
here: https://doi.org/10.1002/alz.70180

12 MAY:

Insights into why memory test results matter
when using Alzheimer’s disease blood tests

As blood biomarkers be-
come increasingly common
and accessible in research
and clinical settings due to
their non-invasive nature
and cost-effectiveness, it is
crucial to understand their
full range of use cases. A
deeper understanding of their scope will help determine if their



https://physoc.onlinelibrary.wiley.com/doi/10.1113/JP287573
https://doi.org/10.1002/alz.70180
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interpretation should be considered alongside cognitive as-
sessments.

A recent study by a French research team led by Vincent
Bouteloup, used data from two large French cohorts, ME-
MENTO and BALTAZAR, to investigate whether the predictive
value of Alzheimer’s disease blood biomarkers (e.g. p-tau217
protein) varies depending on a person’s cognitive profile. The
aim was to determine if cognitive phenotyping enhances diag-
nostic accuracy.

The study included 969 participants recruited from two French
memory clinics. Participants without dementia were classified
into three groups: 1) those with Subjective Cognitive Impair-
ment, 2) those with Mild Cognitive Impairment with a common
Alzheimer’s disease phenotype and 3) those with Mild Cogni-
tive Impairment with uncommon Alzheimer’s disease pheno-
types or other phenotypes.

Significant differences were observed in the accuracy of p-
tau217 blood tests in predicting Alzheimer’s disease-related
brain changes (i.e. brain amyloidosis), as well as in its positive
predictive value. This was true for both published and inter-
nally developed diagnostic cut-off points. The study’s results
suggest that cognitive phenotyping is crucial for interpreting
blood p-tau217 concentrations in member clinics, as it deter-
mines the pre-test probability of being amyloid positive.

12 MAY:

New study evaluates feasibility and safety of
lecanemab treatment in specialty memory

clinic
A‘? 2
e “\ !" ’ﬂ
ciated with risks such as amy-
loid-related imaging abnormali-
ties (ARIA), which can present as brain swelling (ARIA-E) or
small brain bleeds (ARIA-H).
A recent study published on 12 May in the journal JAMA Neu-
rology assessed the feasibility and safety of administering
lecanemab in a real-world memory clinic setting. Conducted
by researchers at Washington University in St. Louis, Mis-
souri, the retrospective analysis included 234 patients with
early symptomatic AD who received intravenous lecanemab
at a dose of 10 mg/kg every two weeks between August 1,
2023, and October 1, 2024.
Overall, the study found that it is possible to treat patients with
anti-amyloid antibodies with a relatively low rate of significant
complications. Infusion-related reactions were common (37%)
and typically mild. Among the 194 patients at risk for ARIA,

Lecanemab, an anti-amyloid
monoclonal antibody, received
traditional approval from the
US Food and Drug Administra-
tion (FDA) in July 2023 as the
first disease-modifying treat-
ment for Alzheimer's disease
(AD). However, its use is asso-

44 had at least one microhemorrhage and/or superficial sider-
osis before initiating lecanemab (23%). Over an average treat-
ment period of 6.5 months, 42 patients (22%) developed
ARIA; 29 developed ARIA-E with or without ARIA-H (15%),
and 13 developed isolated ARIA-H (6.7%). Eleven patients
(5.7%) experienced symptomatic ARIA, with two cases (1.0%)
being clinically severe. No patients developed macrohemor-
rhages or died. Patients with mild dementia had a 27% rate of
symptomatic ARIA; those with mild cognitive impairment or
very mild dementia had a 1.8% rate.
https://jamanetwork.com/journals/jamaneurology/fullarti-

cle/2833457
13 MAY:
New study investigates the association
between sedentary behaviour and cognition

A recent study published on 13
May in Alzheimer's & Demen-

tia: The Journal of the Alz- r
heimer's Association exam- i

*
ined how sedentary behaviour I-l.‘ji';

relates to longitudinal brain !-.._’— & -
structure  and  cognitive | . g
changes in older adults. Sed- ,

entary behaviour is gaining at- ‘

tention as an important modifi-

able risk factor in aging and recent studies suggest increased
sedentary time may also be associated with cognitive decline
and Alzheimer's disease (AD).

This study examined cross-sectional and longitudinal associ-
ations of sedentary time with cognition and structural brain
changes using comprehensive neuropsychological testing
with 404 participants from the Legacy and Expansion Cohorts
of the Vanderbilt Memory and Aging Project (VMAP), a longi-
tudinal observational study of older adults without dementia at
study entry. Participants were followed up over a 7-year pe-
riod, combining actigraphy, neuropsychological assessments
and 3T brain MRI scans.

Results showed that greater sedentary behaviour was associ-
ated with worse neurodegeneration and cognition cross-sec-
tionally and longitudinally despite high levels of physical activ-
ity among the cohort. Findings also indicated that cross-sec-
tional associations varied by APOE-¢4 status in several brain
regions.

https://doi.org/10.1002/alz.70157


https://jamanetwork.com/journals/jamaneurology/fullarticle/2833457
https://jamanetwork.com/journals/jamaneurology/fullarticle/2833457
https://doi.org/10.1002/alz.70157
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24 MAY:

Clinical and research experts respond to the
EMA refusal of donanemab in a letter to the
Lancet editors

On 24 May, a group of clinical and research experts led by
Bart De Strooper (University College London, United King-
dom) and Henrik Zetterberg (University of Gothenburg, Swe-
den) published a letter in The Lancet journal, entitled “The reg-
ulatory rollercoaster continues—EMA refuses donanemab”.
In the article, the authors review the recent decision by the
European Medicines Agency (EMA) not to approve
donanemab, an anti-amyloid monoclonal antibody for the
treatment of early Alzheimer’s disease. This decision follows
the EMA’s earlier approval of lecanemab, a similar therapy, in
early 2025 after a prolonged regulatory review. The authors
note that donanemab has already been approved in several
countries outside Europe, based on evidence from trials such
as TRAILBLAZER-ALZ 2 and TRAILBLAZER-ALZ 6. The au-
thors state that these trials demonstrated cognitive benefits
comparable to those seen with lecanemab, as well as swift
amyloid clearance.

They also cite similar safety profiles between the two drugs,
including rates of amyloid-related imaging abnormalities
(ARIA) and related adverse events. They note the need for
further clarification on the impact of cerebrovascular vulnera-
bility on ARIA risk for patients receiving donanemab, suggest-
ing that a contraindication for individuals with superficial sider-
osis (indicative of cerebrovascular vulnerability), improved
safety monitoring and adapted dosing regimens could help
minimise risk. Given the contrasting regulatory outcomes, the
authors question the rationale for the EMA’s decision to reject
donanemab, warning of potential consequences for access to
innovation and future investment in Alzheimer’'s research
within Europe.

Read the letter in the Lancet: https://www.thelancet.com/jour-
nals/lancet/article/P11S0140-6736(25)00833-5/fulltext

30 MAY:

Sex and gender are key factors for
Alzheimer’s research and care, recent
Women’s Brain Foundation study shows

Last month, a publication in Nature Reviews Neurology ad-
dressed persistent shortcomings in current Alzheimer’s re-
search and care. Led by the Women’s Brain Foundation
(WBF) in Basel (Switzerland), the article outlines long-occur-
ring research disparities while studying Alzheimer’s disease,
which disproportionately affects women. Despite the risk of
Alzheimer’s disease being higher in women, current studies
do not account for biological and social gender differences that
may be crucial for improved research and clinical care.

The study was carried out by a
multidisciplinary team from in-
ternational healthcare, aca-
demic and policy institutions. *’Vﬁ WOMEN'’s
Their comprehensive review h J BRAIN
analysed multiple studies with >

underrepresented factors in
Alzheimer’'s research regard-
ing sex and gender. Their find-
ings stress the importance of
integrating sex and gender variables into every stage of Alz-
heimer’'s care and scientific study. Biological sex influences
brain pathology and response to treatment, while gender roles
affect diagnosis, care experiences, and access to support—
factors critical to developing effective, personalised interven-
tions. Gender-influenced factors—such as hormones, cogni-
tive reserve, caregiving roles, and mental health—play a cen-
tral role in how the condition progresses across populations.
To advance clinical practice and research, the key recommen-
dations include:

e Integrating sex and gender into all aspects of re-
search, including brain pathology

o |dentifying potential differences in disease progres-
sion and treatment responses related to sex and gen-
der

e Investigating sex-specific biomarkers for more accu-
rate diagnosis and monitoring.

e Developing tailored treatments reflecting sex and
gender differences in pharmacodynamics and phar-
macokinetics.

e Embracing precision medicine using individual sex
and gender profiles for prevention and treatment
strategies.

e Leveraging digital health tools attuned to sex and
gender for cognitive monitoring

e Ensuring diverse participant recruitment across sex,
gender, ethnicity, and socioeconomic status.

Improving the quality of sex-specific research could signifi-
cantly enhance treatment outcomes. By understanding how
sex and gender factors significantly influence how Alzheimer’s
is diagnosed and treated, there is potential for developing
emerging treatments with different efficacies for men and
women. It could also improve early detection and diagnosis,
support caregivers and families more effectively and help cre-
ate a fairer, more comprehensive healthcare systems world-
wide.

Ultimately, the study calls for a shift in public health policy, re-
search funding, and clinical training to ensure that sex and
gender are not overlooked. This approach aims to enhance
prevention, diagnosis, and treatment of Alzheimer's disease
for all individuals, leading to more effective and inclusive care
globally. For the full list of WBF collaborators and to learn more
about this study, please visit: https://www.nature.com/arti-
cles/s41582-025-01071-0

Foundation


https://www.nature.com/articles/s41582-025-01071-0
https://www.nature.com/articles/s41582-025-01071-0
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MEMBERS’ NEWS

3 APRIL:

The National Library of the Czech Republic
organised a visit at Klementinum in Prague
for the members of the “Memory walks group”

On 3 April, an exceptional
tour took place in Prague's
Klementinum, organised by
the National Library of the
Czech Republic for mem-
bers of the "Memory Walks"
group and clients of the res-
pite care service of the
Czech Alzheimer Society
(CAS). Participants had a
unique opportunity to ex-
plore the historical areas of
this complex, which are not
; i usually open to the public.
The guide led them through the Courtyard of the Jesuit Col-
lege, the Vine Garden Courtyard, the Baroque Corridor, the
General Study Room, and the service hall, where they learned
about the rich history and architecture of these places. The
tour concluded in the Mirror Chapel, where a knowledge quiz
awaited the visitors, which they worked on together with their
companions.
In addition to the fascinating history, participants also learned
many interesting facts about the functioning of the National Li-
brary and how the Klementinum has transformed over the cen-
turies. One of the clients of the CAS respite service, who was
able to participate in the tour thanks to the support of her as-
sistant, stated that it was one of her most beautiful days. Many
thanks go to the employees of the National Library, who en-
sured the smooth running of the entire event and provided bar-
rier-free access to all areas. Their professionalism and help-
fulness contributed to the fact that all participants lived an un-
forgettable experience.

23 MAY:

The Alzheimer Society of Ireland is supporting
the next generation by embedding PPl in
dementia research

The Alzheimer Society of Ireland (The ASI) has a strong and
longstanding commitment to sustaining knowledge through re-
search. This is particularly evident in the organisation’s sup-
port for early career researchers, who build on the insights of
established experts while incorporating new priorities and

methodologles ThIS approach ensures continuity and pro-
motes intergenerational knowledge transfer across dementia
and health research.

A cornerstone of The ASI’'s research ethos is the meaningful
integration of lived experience through Patient Public Involve-
ment (PPI). Embedding PPl improves the relevance, quality,
and real-world applicability of research. As part of this commit-
ment, The ASI, in partnership with PPI Ignite and cross-sector
stakeholders, co-developed the Postgraduate Introduction to
PPl module. This interactive, workshop-based programme in-
troduces postgraduate students to the principles and practice
of authentic PPI in health and social care research.

Now delivered at University College Cork and the Royal Col-
lege of Surgeons in Ireland, members of The ASI’'s Dementia
Research Advisory Team (DRAT), Brenda Buckley, Kevin Cul-
len, Nuala Paley, and Kevin Quaid, recently co-led the work-
shop PPI: Partnering with individuals. Sharing their experi-
ences as PPI contributors, they discussed motivations for in-
volvement, expectations when working with researchers, and
the building blocks of good (and bad) PPI practice. They em-
phasised the importance of open, respectful communication
as the foundation of successful partnerships.

The ASI's Research Project Officer, Ciara O'Reilly, also co-
delivered Partnering with organisations for PPl in Research,
highlighting the organisational perspective, and outlining how
charities can support researchers through collaboration, re-
sources, and shared values. The session also explored how
strong partnerships can boost public trust and research liter-
acy through transparent, inclusive communication. DRAT
members look forward to the final workshop, where students
will present their reflections and learnings. For more on the
work of DRAT, visit alzheimer.ie or follow @DRAT_ASI on X.


https://alzheimer.ie/creating-change/research/ppi/
https://x.com/DRAT_ASI
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24 MAY:

Alzheimer Hellas organises public awareness
and information activities in April and May

On 28 April, Alzheimer Hellas and psychologlsts of the care-
givers team of “Agios loannis” Day Care Center participated in
the scientific event of “Epioni” on caregivers and depression,
highlighting the importance of self-care and ways to
strengthen the resilience of caregivers. The discussion on de-
pression that caregivers of people with dementia often face
showed the need to seek help and support from mental health
specialists at an early stage.

From 10 to 11 May, the Municipality of Thessaloniki held their
first Festival of people with disabilities "A city for all" and on 24
May, Psychosocial Rehabilitation Units in Northern Greece or-
ganised the 5th Mental Health Festival, with the aim of inform-
ing and raising awareness among citizens on mental health
and social issues. Health professionals of Alzheimer Hellas
participated in both events presenting our associations’ work
and services, informing the public about issues related to de-
mentia, distributing information material and fighting social
stigma.

The participation of Alzheimer’s Associations in a festival ded-
icated to disability and mental health represents an excellent
opportunity to raise awareness and inform the public on pre-
vention, diagnosis and available treatments and support ser-
vices. Also, it's a great way to collaborate with other organisa-
tions, public institutions, and professionals in the field, to ex-
change ideas, share best practices, and explore potential fu-
ture partnerships, amplifying the voices and visibility of people
with dementia and their caregivers.

25 MAY:

First national dementia survey in Bulgaria
reveals worrying care gaps

'5‘.‘3 A,Zl’e,- In April 2025, the non-profit organisa-
/}’o tion Alzheimer Bulgaria together with
research agency Market LINKS con-

®  ducted the first-ever nationally repre-

S sentative survey in Bulgaria focused
3 on dementia. The study included
1,000 adults and aimed to assess

awareness, diagnosis, and care patterns related to dementia
across the country.

The findings reveal that only 0.2% of respondents reported
having dementia themselves, while 14.4% said they have a
close relative showing symptoms or diagnosed with the condi-
tion. Among affected individuals, 89% are aged 60 or over,
with an average age of 75. In over half of all cases (65%), care
is provided at home by family members without formal sup-
port. Just 7% of individuals with dementia are in specialised
facilities. Alarmingly, 39% of those affected receive no treat-
ment, and 32% have never received a formal diagnosis de-
spite evident symptoms. This highlights critical gaps in the
early detection and medical management of dementia in Bul-
garia.

Alzheimer Bulgaria emphasises that there is currently no
structured national policy or support system for people with
dementia or their caregivers. The organisation is calling on
policymakers to develop a comprehensive national dementia
strategy that includes early diagnosis, accessible treatment,
caregiver training, and appropriate residential and community-
based support services. Such measures are essential to im-
proving quality of life and dignity for people living with demen-
tia and their families in Bulgaria. The survey marks a vital step
toward recognising dementia as a public health priority in the
country.

25 MAY:
Alzheimer Switzerland held its 2025
conference titled “The future of dementia:
new horizons, new hope?” focused on
dementia research

A,

Mehr Engagement

fiir die Anliegen
von Menschen
mit Demenz! §

Since 2021, the National Dementia Conference (NDC) has
been organised by Alzheimer Switzerland in cooperation with
Public Health Switzerland. It has since developed into a key
platform for information and professional exchange in Switzer-
land. The 2025 edition, titled “The future of dementia: new ho-
rizons, new hope?”, focused on recent advances in dementia
research, particularly antibody therapies (AAT) and blood-
based biomarkers (BBB). The opportunities, risks and real-life
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applications of these developments were discussed in a differ-
entiated and practical way. Ethical issues, economic implica-
tions and the personal meaning of such innovations for those
affected were addressed with equal weight.

A strong emphasis was placed on holistic treatment ap-
proaches that combine medical and psychosocial support.
The conference highlighted that quality of life depends not only
on medication but also on good care, social inclusion and un-
derstanding. Ethical questions took centre stage: Who should
have access to new treatments? What does “hope” mean in
the context of an incurable disease? And how do we deal with
medical and emotional uncertainties? People with dementia
and their families were actively involved. A panel discussion
featured individuals who had taken part in clinical AAT trials
and someone currently undergoing treatment, offering unique
personal insights.

The 2025 conference attracted around 420 participants, spe-
cialists, people with dementia, and carers, onsite in Bern and
online. This strong turnout reflects the high level of interest in
well-founded knowledge and open dialogue. Once again, the
NDC demonstrated that meaningful progress in dementia care
depends on knowledge-sharing, reflection, and openness to
new ideas. Alzheimer Switzerland is pleased with the great in-
terest and is already preparing the next edition:
The National Dementia Conference 2026 will explore “Demen-

tia and diversity — diversity and equal opportunities in care”

and will take place on 28 April 2026 (again in a hybrid version).
More information and recordings from the 2025 conference
are available on the conference website (in German and
French).

27 MAY:
Choir and memory: A pilot music intervention
for people with early-stage dementia was
organised at the Arta Day Center of the
Athens Alzheimer’s Association

Dementia is increasingly recognised as a global epidemiolog-
ical condition, placing it among the foremost contemporary

challenges in geriatric care. It causes multifaceted impair-
ments in cognitive function, daily functioning, personal identity,
and individual’s social standing. In response to the urgent
need for effective non-pharmacological interventions that pro-
vide comprehensive support, particularly in the early stages of
the disease, music has emerged as a vital therapeutic tool. It
facilitates the reconnection of individuals with dementia to their
personal identity and serves as a reliable, non-invasive
method for fostering social inclusion.

Recognising the effectiveness of such interventions, the Ath-
ens Alzheimer’s Association initiated a significant collabora-
tion with the Department of music studies at the University of
loannina. This partnership led to the formation of a choir at the
Day Center for people with dementia in Arta. Participants are
diagnosed with mild cognitive impairment and early-to mid-
stage dementia. The choir meets weekly, with each session
lasting approximately 60 minutes. The programme includes
vocal warm-up and breathing exercises, open discussions on
the origins and meanings of selected songs, and group sing-
ing. What distinguishes this initiative is the way music is ap-
proached and experienced. Participants do not follow a prede-
termined repertoire; instead, they play an active and decisive
role in selecting songs from their youth and adolescence.
Numerous studies show that music, both through listening and
active participation, acts as a powerful tool for neurocognitive
activation and stimulation. In addition, this initiative aims to
foster social connection among participants, encouraging
them to build relationships in a safe environment defined by
acceptance, respect, and individual dignity. The choir thus be-
comes a safe space for self-expression, cognitive stimulation,
and emotional empowerment.

Preliminary qualitative data from the first three months of the
choir's operation is highly encouraging. Participants reported
increased social interaction and improvements in mood and
healthcare professionals participating in the initiative also re-
ported improved mood and reduced stress. This initiative lays
the foundation for an innovative, creative model of care and
cognitive empowerment for individuals with dementia. This
emerging model is grounded in empathy, creativity, social en-
gagement, self-expression, and experiential memory. The
positive initial findings advocate for the programme’s continu-
ation, expansion, and future evaluation with the goal of estab-
lishing a replicable music intervention framework applicable in
diverse care settings.
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DEMENTIA IN SOCIETY

1 15 MAY:

Davide Mangani takes
on Swiss Man Extreme
Triathlon to raise
awareness and honour
memory of his father
and uncle who passed
away with Dominantly
Inherited Alzheimer's
Disease

Next month, Italian scientist
Davide Mangani will take on one of the toughest extreme tri-
athlons in the world, to honour the memory of his father and
uncle, both of whom passed away almost a decade ago, due
to Dominantly Inherited Alzheimer's Disease (DIAD). DIAD is

AE CALENDAR 2025

a genetically predictable form of young-onset Alzheimer's dis-
ease (AD) where individuals inherit a mutation that almost
guarantees they will develop AD, often at a younger age.

Dr Mangani, who lives and works in Switzerland, will take part
in the Swiss Man Extreme Triathlon on 21 June 2025, which
involves a 3.8km swim, a 180km bike ride (with almost 4km of
elevation gain), and a marathon run, i.e. 42km (with almost
2km of elevation gain).

He is doing this to find meaning, challenge himself, overcome
pain and loss, and to find the strength to honour his father and
uncle every day, by "being best version of himself", he says,
in a video introducing his journey:
https://youtu.be/N_DJ1cwa1Nw?si=f63KsX-RjSQnppFy

He is sharing his training journey on social media (Instagram
and YouTube), using the hashtags #Swissman #Alzheimer
#lmmunoMan

Follow his journey on
gram.com/dr_immunoman/
We wish him every success in this impressive endeavour!

Instagram:  https://www.insta-

DATE MEETING AE REPRESENTATIVE
2 June Alzheimer Europe Board meeting (Brussels, Belgium) AE Board and staff
3 June Company Round Table (Brussels, Belgium) AE members, staff and
sponsors
3 June Alzheimer Europe’s European Parliament Lunch Debate on “Preparing AE members, staff and
for new Alzheimer’s treatments in Europe” (Brussels, Belgium) members of the
European  Alzheimer's
Alliance
3 June Public Affairs meeting (Brussels, Belgium) AE members and staff
3-4 June Meeting of the European Dementia Carers Working Group (EDCWG) AE staff and EDCWG
(Brussels, Belgium)
4 June Alzheimer Europe’s Annual General Meeting (Brussels, Belgium) AE Board, members and
staff
4 June Launch of MEP interest group on continence health (Brussels, Belgium) Dianne
5 June Consultation with the members of the DORIAN GRAY Public Soraya
Involvement Board
9 June Meeting of Sustainability Working Group for EPND (London, UK) Angela
10-11 June AD-RIDDLE General Assembly Meeting (London, UK) Cindy, Lukas, Ana,

Dianne and Angela



https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fyoutu.be%2FN_DJ1cwa1Nw%3Fsi%3Df63KsX-RjSQnppFy&data=05%7C02%7CKatherine.Ellis%40alzheimer-europe.org%7Cf79ec692a84d407f853908dd93a8b3d5%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638829075181053879%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=WrzCxzbdfQvl%2BItMvPve4ILlbjAeP%2BVGNqdh%2FJ6dt%2BQ%3D&reserved=0
https://www.instagram.com/dr_immunoman/
https://www.instagram.com/dr_immunoman/
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12 June European Working Group People with Dementia (EWGPWD) online Pl team
meeting
12 June Annual meeting of EMA’s Patients’ and Consumers’ Working Party and Angela

FDA Patient Engagement Collaborative

16 June European Pillar of Social Rights Action Plan launch — DG EMPL Owen

16-17 June Euro-PAD Scientific symposium Cindy

18 June Long-term care workforce webinar — DG EMPL Owen

19 June Public Ambassador group PAG online meeting Sarah

20-22 June General Assembly of the European Disability Forum (Vilnius, Lithuania) Dianne

25-26 June ADIS final symposium (Sankt Augustin, Germany) Chris and Soraya
26 June EPHA Policy and Advocacy Meeting Owen

CONFERENCES

DATE MEETING PLACE
3-6 June 15" edition of the National Alzheimer Conference, http://www.alzcongres.ro Bucharest, Romania
21-24 June 11t Congress of the European Academy of Neurology, Neurology within Helsinki, Finland

society, https://www.ean.org/

25-26 June Final ADIS project symposium, Sankt Augustin
https://adis-project.eu/final-symposium/ (Germany)

24-26 September 218t EuGMS Congress, https://eugms2025.com/ Reykjavik, Iceland

6-8 October 35t Alzheimer Europe Conference, “Connecting science and communities: The Bologna, Italy

future of dementia care”, https://www.alzheimer-europe.org/conferences

12-15 October XXVII World Congress of Neurology, https://wcn-neurology.com/ Seoul, South Korea

4-5 February 2026 24 International Conference on the Prevention of Alzheimer's Disease Geneva, Switzerland
(ICOPAD 2026), https://www.hug.ch/en/evenement/2nd-international-
conference-prevention-alzheimers-disease-icopad-2026

14-16 April 2026 Lyon, France

Alzheimer’s Disease International Conference, https://www.alzint.org/what-we-
do/adi-conference/

T Views and opinions expressed are however those of the author(s) only and do not necessarily reflect those of the European
ot Union or European Commission. Neither the European Union nor the granting authority can be held responsible for them.

Co-funded by
the European Union


https://eur06.safelinks.protection.outlook.com/?url=http%3A%2F%2Fwww.alzcongres.ro%2F&data=05%7C02%7CGrazia.Tomasini%40alzheimer-europe.org%7Ccb69eb4b963e495e21eb08dd0a44b4c2%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638678015751956468%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=waKxVxr12znVTdSXo2cW5Sfx7m0J1iEFfx3f2gFM5Ps%3D&reserved=0
https://www.ean.org/
https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fadis-project.eu%2Ffinal-symposium%2F&data=05%7C02%7CGrazia.Tomasini%40alzheimer-europe.org%7Cb03cc85d6a9040eb8d4308dd623833b4%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638774715696631181%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=qXrQjP9yozZSZj7lWIwm0vkmxN3jxQo4UoA1rwrCaEU%3D&reserved=0
https://eugms2025.com/
https://www.alzheimer-europe.org/conferences
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