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(Switzerland), René Friederici (Luxembourg), Andy Heffeman (Ireland),
Martina Méatlova (Czech Repubilic), Mary-Frances Morris (United Kingdom),
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).

Alzheimer Europe Staff

Executive Director: Jean Georges; Communications Officer: Kate Boor Ellis;
Conference Coordinator: Isabelle Collot; Policy Officer: Owen Miller; Events
Coordinator: Cristina Pencea; Finance Officer: Stefanie Peulen; Communi-
cations Officer: Margarita Reyes; Communications Assistant: Grazia To-
masini; Director for Research: Angela Bradshaw; Project Officers: Chris-
tophe Bintener; Cindy Birck and Lukas Duffner; Director for Public Involve-
ment and Ethics: Dianne Gove; Public Involvement Lead: Ana Diaz; Public
Involvement Officers: Sarah Campill, Sébastien Libert and Soraya Moradi-
Bachiller.

WELCOME

I would like
to start off by
extending a
warm  wel-
come to two
new arrivals
who joined the Alzheimer Europe
team in April: Isabelle Collot, who is
our new Conference Coordinator
and Margarita Reyes, who joins the
team as a Communications Officer.
We are all delighted to be working
with them both!

They have joined us during a very
busy few month, in which we sent
out a number of communications
urging people to submit their ab-
stracts for the 35" Alzheimer Eu-
rope Conference (#35AEC) in time
for the end-of-April deadline. The
call was a huge success and | am
very proud to say that we smashed
our previous record, with a whop-
ping 926 abstracts submitted this
year (our previous record, last year,
was 575)! The Scientific Committee
has its work cut out for it, reviewing
all of these abstracts during the
month of May. We shall endeavour
to respond to all applicants swiftly,
once the Committee has finished its
review and to get the detailed pro-
gramme online as soon as possible,
thereafter. Watch this space!

With such a wealth of abstracts to
choose from, it promises to be an
exciting, engaging and diverse
event, so please make sure you reg-
ister now, so as not to miss out on
our Early Bird fees. These reduced
fees are available until end of June.

Jean Georges, Executive Director
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We were pleased to host yet an-
other successful session of our pop-
ular online Alzheimer’s Association
Academy on 22 April, this time with
a focus on “Technology in dementia
care: challenges and opportunities”.
The Academy is a series of online
capacity-building workshops bring-
ing together representatives of na-
tional Alzheimer’s associations with
members of the European Working
Group of People with Dementia and
European Dementia Carers Work-
ing Group, to learn about the latest
advances in dementia research,
policy, care and treatment from ex-
perts in these fields. This was the
second Academy session of 2025.
Finally, we were pleased to receive
the news that the European Com-
mission has granted EU authorisa-
tion for lecanemab to treat mild cog-
nitive impairment (MCI) in the early
stages of Alzheimer’s disease. This
authorisation comes under strict
conditions, with the drug being for
use in people who have only one or
no copy of the ApoE4 gene and who
have amyloid beta plaques in the
brain. This approval came after
somewhat of a saga, with a number
of unexpected twists and turns, but
the end result has been positive,
which is a huge relief for many who
were waiting for this approval.
Lecanemab is the first such medi-
cine to be authorised in the EU,
marking a watershed moment for
the dementia community, but this is
also just the beginning of a much
longer journey to build the neces-
sary infrastructure, ensure equity in
access, and support patients and
their families in making choices that
reflect their values and needs.

| hope you enjoy our newsletter!



https://alzheimereurope.sharepoint.com/sites/Common/Documents%20partages/AE%20UPDATES/Newsletters/2025%20Newsletter/04-April/Newsletter%20April%202025.docx#_Toc197356307
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25-27 MARCH:

European Working Group of People with
Dementia EWGPWD and supporters meet in
Senningerberg

From 25 to 27 March, members of the European Worklng
Group of People with Dementia (EWGPWD) and their support-
ers gathered in Senningerberg (Luxembourg) for three days of
in-person meetings. The Public Involvement team was repre-
sented by Dianne Gove, Ana Diaz, Soraya Moradi-Bachiller,
Sarah Campill and Sébastien Libert during the meeting. Di-
anne, Ana and Sébastien facilitated the discussions.

On the first day, the Chairperson of the EWGPWD, Kevin
Quaid, opened the meetings with a few welcoming words to
the group members and their supporters. He then gave the
floor to Chris Roberts and Jayne Goodrick who paid tribute to
the late Nigel Hullah. Nigel, who was an active and cherished
member of the EWGPWD, as well as a dear friend, left a big
hole behind with his sudden and untimely passing.

The meeting resumed with Dianne and Ana sharing updates
regarding administrative matters and addressing the upcom-
ing nominations. They then proceeded to discuss Alzheimer
Europe’s Annual Conference in Bologna in October. Members
discussed the key messages they wanted to include during the
plenary session, addressing the policy makers, researchers
and other key stakeholders in the room. In the second half of
the meeting, Policy Officer Owen Miller joined the group to ex-
plore the topics for Alzheimer Europe’s 2025 Yearbook on cul-
ture, leisure and transport. The feedback Owen received was
insightful and will help guide the content of the publication.
On the second day, the group was joined by Anna-Katherine
(Katy) Brem (PREDICTOM) and Ruth Stephen (AD-RIDDLE)
for a discussion about the terminology surrounding Alzhei-
mer's disease (AD). The discussions were fruitful, highlighting
challenges to address around the terminology used as well as
the risks connected to labelling a person as having Alz-
heimer’s disease as opposed to merely being at risk of devel-

oping AD dementia. After the break, the group provided feed-
back on the content and structure of a palliative care infor-
mation sheet for healthcare professionals previously devel-
oped with the help of the EWGPWD and the European De-
mentia Carers Working Group (EDCWG), for the Al4Hope pro-
ject. The last consultation session of the day was dedicated to
the topic of technology used by/for people with dementia
which is the topic of this year’s work for the EWGPWD and the
EDCWG.

The meetings concluded with a consultation on the eBRAIN-
Health project, a Horizon Europe-funded research project
launched in July 2022. Three researchers working for Eodyne,
a company that is part of the eBRAIN-Health project and is
based in Spain, joined the meeting: Aarushi Sharma, Gézde
Tater and Héctor Lépez Carral. Members and supporters of
the EWGPWD, as well as three members of the eBRAIN-
Health Public and Patient Advisory Group, shared their expe-
riences, views and opinions on a rehabilitation gaming app
and Al chatbot providing information about dementia. They
also discussed their opinions on the potential use cases from
their perspective as people with lived experience of dementia.
The session was interactive and dynamic, with participants of-
fering valuable feedback for further development of the work.

Alzheimer Europe would like to thank all members for joining
the EWGWPD meetings in Senningerberg and for actively par-
ticipating over three highly productive and enlightening days.

https://www.eanpages.org/2025/03/24/watch-on-demand-eu-
ropean-brain-health-summit-2025/
2 APRIL:

Alzheimer Europe becomes a member of the
European Public Health Alliance

european public health alliance

Alzheimer Europe is delighted to be a new member of the Eu-
ropean Public Health Alliance (EPHA) as of April 2025. EPHA
is an international not-for-profit association established in Bel-
gium in 1993 whose mission is to advocate for the protection
and improvement of public health in Europe, both via health
policies and across all other relevant policy areas that have an


https://www.eanpages.org/2025/03/24/watch-on-demand-european-brain-health-summit-2025/
https://www.eanpages.org/2025/03/24/watch-on-demand-european-brain-health-summit-2025/
file://Users/albert/Desktop/AE%20Newsletter%20Albert%203.docx#_Toc136073089
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impact on health. Both Alzheimer Europe and EPHA share
many common goals and have worked together on a number
of policy campaigns. They have also supported joint state-
ments together, through the EU4Health Civil Society Alliance.
On 2 April, Alzheimer Europe's Executive Director Jean
Georges, Policy Officer Owen Miller and Communications Of-
ficer Kate Boor Ellis joined an informative induction meeting
with EPHA representatives Raymond Gemen and Brigid Tan-
son. Alzheimer Europe looks forward to a fruitful collaboration.

3 APRIL:

Alzheimer Europe writes to European
Commission urging it to affirm European
Medicines Agency’s positive opinion on
lecanemab

On 3 April, following de-
velopments regarding
the marketing authori-
sation approval of
lecanemab, Alzheimer
Europe wrote to Oliver
Varhelyi, the European
Commissioner for
Health and Animal Wel-
fare, to express grave
concern about the ongoing delays in the approval process.
On 1 April, Eisai and Biogen announced that the European
Commission had decided to refer the marketing authorisation
approval decision of lecanemab in the EU to the Appeal Com-
mittee. Lecanemab, which is the first disease-modifying ther-
apy for Alzheimer’s disease to be approved in Europe, re-
ceived a positive opinion from the European Medicines
Agency’s (EMA) Committee for Medicinal Products for Human
Use (CHMP) in November 2024. This decision was subse-
quently reaffirmed during the CHMP meeting of February
2025.

At its March meeting, the European Commission’s Standing
Committee on Medicinal Products for Human Use (SCMP) dis-
cussed the approval of lecanemab, following reaffirmation of
the positive opinion by the EMA. The Standing Committee was
not able to reach consensus based on a qualified majority, vot-
ing a ‘no opinion’ outcome. In view of that vote, the European
Commission convened an Appeal Committee meeting. The
Appeal Committee comprises representatives from each EU
Member State and was scheduled to make a final decision on
the marketing authorisation for lecanemab.*

Escalation of lecanemab approval to the Appeal Committee
was almost unprecedented, occurring fewer than 10 times
from over 3,500 procedures since 2013. In our letter to Com-
missioner Varhelyi, we expressed our grave concerns about
the ongoing delays in the review process, emphasising Alz-
heimer Europe’s support for the independent assessment of

medicines and the rigorous scientific evaluation conducted by
the CHMP. We endorsed the considered approach of the
CHMP to manage risks associated with lecanemab, by nar-
rowing the indication and imposing additional measures that
enable access for individuals most likely to benefit from treat-
ment, whilst excluding those at greatest risk of severe side ef-
fects. At a time when the European Commission highlights the
importance of competitiveness and innovation, Alzheimer Eu-
rope believes that it would be the wrong signal to close Europe
to innovative treatments that have been assessed as having a
positive risk/benefit ratio by Europe's own regulatory agency.

Alzheimer Europe expressed its hope that the Appeal Com-
mittee would affirm the positive opinion of the CHMP by a qual-
ified majority, enabling Europeans to access this first disease
modifying treatment for early Alzheimer’s disease.

*NB: Updated news on the subsequent approval by the Euro-
pean Commission can be found at the end of our “EU Devel-
opments” section.

14 APRIL:

Alzheimer Europe welcomes two new
colleagues

H

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

Isabelle Collot (pictured, left) is our new Conference Coordi-
nator. Isabelle joined Alzheimer Europe on 1 April and will be
responsible for the organisation of the Annual Conference tak-
ing place somewhere in Europe every year. This year’s edition
will be from 6 to 8 October in Bologna (ltaly).

Margarita Reyes (pictured, right) joined Alzheimer Europe on
14 April as a Communications Officer. Before joining the or-
ganisation, she worked as a Communications and Project Of-
ficer for the Programme for Dementia Prevention in Luxem-
bourg. Her background also includes experience in science
communication training, grant writing, and consultancy for Eu-
ropean-funded projects. Additionally, she has worked as a Bi-
lingual Reimbursement Specialist, helping patients navigate
national and private insurance coverage options in Canada.
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/about-us/who-we-are/staff
https://www.alzheimer-europe.org/about-us/who-we-are/staff
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22 APRIL:

Alzheimer Europe hosts a session of its
popular online Alzheimer’s Association
Academy, focusing on the topic of
“Technology in dementia care: challenges and
opportunities”

On 22 April 2025, Alzheimer Europe hosted a session of its
popular online Alzheimer’s Association Academy, with a focus
on “Technology in dementia care: challenges and opportuni-
ties”. The Academy is a series of online capacity-building
workshops bringing together representatives of national Alz-
heimer’s associations with members of the European Working
Group of People with Dementia (EWGPWD) and European
Dementia Carers Working Group (EDCWG), to learn about the
latest advances in dementia research, policy, care and treat-
ment from experts in those fields. The session on 22 April was
the second Academy session of 2025 and was hosted by Di-
anne Gove, Director for Public Involvement and Ethics. She
welcomed 36 participants, from 15 countries across Europe,
to the session and then invited Lieselotte (Lilo) Klotz, Vice-
Chairperson of the EWGPWD to deliver an opening statement
about how technology can help improve the lives of people
with dementia.

Next to speak at the Academy was Thomas Engelsma (Am-
sterdam UMC, Netherlands), who shared INTERDEM'’s rec-
ommendations for policy, research and practice on Atrtificial
Intelligence (Al) and assistive technologies for good social
health.

The third speaker was Kathy Wiles (Alzheimer Scotland,
United Kingdom), whose presentation deals with “Digital tech-
nologies supporting people with dementia: from Every day to
Innovation”. She shared information about Alzheimer Scot-
land’s online platform ADAM (About Digital and Me) which has
been designed to support individuals living with dementia by
connecting them with the right technology tools at the right mo-
ment. ADAM has been co-designed with the invaluable input
of members from the Scottish Dementia Working Group
(SDWG) and National Dementia Carers’ Action Network
(NDCAN) groups. They have been involved since its inception

to ensure the platform is dementia-friendly, accessible for eve-
ryone, and features products that are tailored to the needs of
both those living with dementia and their carers. She also in-
troduced an immersive Al tool which has been co-designed
with people with lived experience.

The fourth and final presentation was delivered by Stefan J.
Teipel (DZNE, Germany) and covered the work Stefan and his
colleague Stefanie Koéhler have done around “Ethical and
practical considerations related to the use of digital assistive
technologies by people with dementia”.

Thank you to all speakers and participants at the Academy
session and a huge thank you, also, to our Gold and Silver
sponsors, (Bristol Myers Squibb, Lilly, Novo Nordisk and
Roche) and the European Commission’s CERV programme
(which provides our Operating Grant funding) for making this
session possible. The next session of the Alzheimer’'s Associ-
ation Academy is scheduled for 27 May.

30 APRIL:

Record number of abstracts submitted for this
year's Alzheimer Europe Conference!

Alzheimer Europe, Alz-
heimer Uniti Italia and
Federazione Alzheimer
Italia would like to
thank everyone who
submitted abstracts for
the 35" Alzheimer Eu-
rope Conference
(#35AEC), taking place
from 6-8 October 2025,
in Bologna (ltaly). A
record number of 926
abstracts was received this year, which will be reviewed by our
Scientific Committee during May, after which notifications will
be sent to all applicants. The detailed programme for the con-
ference will be made available to view on our website shortly
thereafter, so watch this space!

We would also like to remind you that you can take advantage
of our special early bird registration fees until 30 June 2025,
to attend in Bologna.

Find out more about registration fees: https://www.alzheimer-
europe.org/conferences/2025-bologna/registration-fees

Click here to register: https://www.alzheimer-europe.org/con-
ferences/2025-bologna/conference-registration-portal



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
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AE NETWORKING

1 APRIL Jean attended an InRad Board meeting

1-2 APRIL Angela participated in a joint meeting of the European Medicines Agency’s Patients’ and Consumers’
Working Party and Healthcare Professionals’ Working Party (Amsterdam, Netherlands)

2 APRIL Jean had a meeting with Johnson & Johnson

2 APRIL Jean, Kate and Owen attended an onboarding meeting with the European Public Health Alliance

3 APRIL Ana and Ange participated in a hybrid meeting of the AD-RIDDLE Steering Committee

3 APRIL Owen attended a Strategic Dialogue meeting on the future of the ESF+ organised by the European
Commission

3 APRIL Owen attended the Policy and Advocacy Meeting organised by the European Public Health Alliance (EPHA)

4 APRIL Jean had a meeting with Lilly

4 APRIL Jean had a meeting with Anavex

9-10 APRIL Jean made a study visit to Belgrade for the 2027 Alzheimer Europe Conference (Belgrade, Serbia)

10 APRIL Soraya facilitated a PREDICTFTD Public Involvement Board meeting

10-11 APRIL Jean had a meeting with the European Alzheimer’s Disease Consortium (Belgrade, Serbia)

11 APRIL Owen attended an online training on good practices on disability campaigning, organised by the European
Disability Forum

15-16 APRIL Jean, Cristina and Isabelle made a site visit to Bologna for the 2025 Alzheimer Europe Conference
(Bologna, Italy)

22 APRIL Alzheimer Europe hosted a session of its Alzheimer's Association Academy for its membership called
“Technology in dementia care: challenges and opportunities”

29 APRIL Cindy and Soraya attended the DORIAN GRAY General Assembly meeting

30 APRIL Jean had a meeting with Bristol Myers Squibb

SPONSORS OF THE MONTH

Alzheimer Europe would like to express its gratitude to two new sponsors in 2025:

novo nordisk

Read more about sponsorship opportunities here:

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


https://www.alzheimer-europe.org/about-us/governance/finances/2024-sponsorship-opportunities
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https://www.alzheimer-europe.org/product/donation
https://scanbalt.org/events/seminar-new-modalities-in-neurodegenerative-disease-management-is-europe-ready-to-innovate/
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
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EU PROJECTS

12 MARCH:
PREDICTOM Public Ambassador Group met
online in March

On 12 March, five members from of
the Public Ambassador Group (PAG)
met online for the IHI-funded PREDIC-
TOM research project. PREDICTOM
is an international cross-sector re-
search project dedicated to early dementia detection using an
Al-driven screening platform, making early dementia screen-
ing more accessible through simple home-based tests.

The session’s focus was on the period between the first and
second stage of the participant journey and the expectations
as well as potential needs around feedback for participants.
During the meeting, the PAG members discussed the need for
transparency, clarity and differentiation between personal and
general feedback. Moreover, they highlighted that feedback
needs to be meaningful as well as in a lay-friendly format.

To quote one member of the PAG: “Any feedback has to mean
something. [...] You have to give feedback that people can un-
derstand and can judge their own position from.”

The members' input and perspectives were invaluable to the
project partners and shed light on aspects relevant well be-
yond the scope of the PREDICTOM research project.

The session was facilitated by Sarah Campill, Public Involve-
ment Officer at Alzheimer Europe, who was joined by project
partners from Stavanger University Hospital (Norway), King’s
College London (United Kingdom) and the University of Exeter
(United Kingdom). The insights shared were of great im-
portance and very timely, considering the speed at which the
field of dementia risk detection is developing.

For further information about PREDICTOM, please visit the
project’'s website: www.predictom.eu

PREDICTOM

EARLY DEMENTIA DETECTION

28 MARCH:

First qualitative evaluation of the Chinese arm
of the PRODEMOS intervention out in the
journal of global health

A new paper from the PRODEMOS

consortium has recently been pub-

‘ lished in the journal of global health.

This first qualitative study of the Chi-

nese arm of the PRODEMOS intervention demonstrates that

it is an acceptable and implementable approach for promoting
lifestyle changes in people at increased risk of dementia.

The PRODEMOS study was a multinational, prospective, ran-
domised and open-label blinded endpoint clinical trial with a

12—-18-month intervention and follow-up period. It was de-
signed to investigate the effectiveness and implementation of
a coach-supported mHealth intervention to optimise self-man-
agement of dementia risk factors in people aged 55-75 years
atincreased risk of dementia. It focused on low socioeconomic
status (SES) in the UK and the general population in greater
Beijing, China, with the aim to reduce overall dementia risk.
This new paper explored the implementability of the PRODE-
MOS intervention in China through qualitative interviews with
intervention participants and their coaches. Participants found
the PRODEMOS app easy to use and remote coaching con-
venient, although coach responses were sometimes per-
ceived as slow due to not logging into the mHealth platform
simultaneously, thus delaying text chat communication. The
intervention's appropriateness was shaped by its effective-
ness in enhancing health awareness and meeting participants’
needs. Feasibility depended on integration into daily routines,
participant progress, partner support, coach attention,
smartphone literacy, and time availability.
https://pubmed.ncbi.nim.nih.gov/40151902/

31 MARCH:

Multi-MeMo members gather for the General
Assembly meeting ahead of AD/PD2025

On 31 March 2025, the members of the Multi-MeMo project,
focused on studying multimodal interventions for the preven-
tion of dementia, convened in Bratislava, Slovakia, for the sec-
ond General Assembly (GA) meeting. Hosted by the Slovak
Academy of Sciences’ Institute of Neuroimmunology, the
event was held in a hybrid format, allowing both in-person and


http://www.predictom.eu/
https://pubmed.ncbi.nlm.nih.gov/40151902/

Alzhelmer 7
& &

Europe
up* **

Newsletter APRIL 2025

online participation. The meeting provided an opportunity for
partners to discuss the latest project developments and outline
future plans.

Project coordinator Alina Solomon opened the meeting and
emphasised the importance of collective efforts in advancing
research and innovation in the field of dementia prevention.
Following her remarks, leaders of the various work packages
presented updates on their ongoing contributions to the pro-
ject. Alzheimer Europe Project Officer Cindy Birck and Public
Involvement Officer Sarah Campill, took part in the meeting
and shared updates on the Public Involvement and communi-
cation/dissemination activities, two key areas led by Alzheimer
Europe.

Following the General Assembly, several Multi-MeMo partners
travelled to Vienna for the AD/PD™ International Conference
on Alzheimer’s and Parkinson’s Diseases and Related Neuro-
logical Disorders, taking place from 1-5 April 2025. At the con-
ference, they contributed to discussions and shared insights
from their ongoing work. The meeting and subsequent confer-
ence participation underscored the project's commitment to
advancing dementia research through collaboration and inno-
vation.
https://www.multi-memo.eu/multi-memo-members-meet-for-
the-general-assembly-ahead-of-ad-pd2025/

31 MARCH:

Webinar recording on how Public Involvement
supports research on dementia risk reduction
is available online

Pattern-Cog

How can public Involvement
support research on dementia
risk reduction?

Fiitliy 148tk of Mareh 2025, 10.2091.30 CET

On 14 March, the Lethe project team, in collaboration with the
AD-RIDDLE and Pattern-Cog projects, organised a webinar
on “How can public involvement support research on dementia
risk reduction?” The session brought together researchers and
a member of the public to discuss how Public Involvement
contributes to research on brain health and dementia risk re-
duction.

Moderated by Cindy Birck (Alzheimer Europe), the session
opened with a welcome and introduction. Ana Diaz (Alzheimer
Europe) began with “Involving members of the public in re-
search: what does this mean, why and how?”, outlining the

foundations of Public Involvement and the role of people with
lived experience in shaping research priorities and design.
She was followed by Francesca Mangialasche (Karolinska In-
stitutet), who presented “Dementia risk reduction: how Public
Involvement benefits research”, highlighting examples from
EU-funded projects such as Lethe and Multi-Memo.

Soraya Moradi Bachiller (Alzheimer Europe) continued with
“Involving the public in disclosing the risk for dementia”, ad-
dressing the ethical and practical considerations around com-
munication of risk in dementia research.

Next, Jeroen Bruinsma (Maastricht University) presented
“Joining Forces with the Public: Changing Behaviour for De-
mentia Risk is ‘Easier Said Than Done”, reflecting on the im-
portance and challenges of engaging the public in behaviour
change research.

The final presentation, “Voices of Experience: Advisory Board
Involvement in LETHE”, was delivered by Miriam Pannone, a
member of the LETHE Advisory Board, who shared her expe-
rience as a public contributor and the personal value of being
involved in dementia research.

The webinar concluded with a panel discussion and a Q & A
with the audience. Speakers also referred to the involvement
of members of the European Working Group of People with
Dementia (EWGPWD), the European Dementia Carers Work-
ing Group (EDCWG) as well as various project advisory
boards.

The full recording is available at:
https://www.youtube.com/watch?v=j83NSRn-NEE

1 APRIL:

Sign up for the LETHE webinar on federated
learning in neurodegenerative disease
research

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

@ 1!2{: swinooser [} HEREDITARY
Friday 16th of May, 10.30-11.30am CET

On Friday 16 May, the LETHE project will host a webinar titled
“Federated learning for neurodegenerative disease research:
A new path to risk reduction and better care”. Organised jointly
with the Brainteaser and HEREDITARY projects, the webinar
will introduce the concept of federated learning and present
examples of its application across the three projects. The ses-
sion will explore how this approach is contributing to research


https://www.multi-memo.eu/multi-memo-members-meet-for-the-general-assembly-ahead-of-ad-pd2025/
https://www.multi-memo.eu/multi-memo-members-meet-for-the-general-assembly-ahead-of-ad-pd2025/
https://www.youtube.com/watch?v=j83NSRn-NEE
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and care in the field of neurodegenerative diseases. The webi-
nar will conclude with an open Q&A session, giving partici-
pants the opportunity to engage with the panellists.
Registration is now open.
Click here to register for the webinar
Date and time: Friday 16 May, 10.30-11.30 am CEST
Agenda:

Welcome and introduction - Natalia Allegretti

Introduction to federated learning and the Lethe example
- Hannes Hilberger

e Bridging Projects: How Federated Learning in HEREDI-
TARY project can advance Brainteaser Al models - Um-
berto Manera

e Questions from the audience.

10 APRIL:

Members of the PREDICTFTD Public
Involvement Board gather online for the first
time to discuss different aspects of a
Frontotemporal dementia diagnosis

On 10 April, the
members of the
newly-set-up
PREDICTFTD
Public  Involve-
ment Board
(PREDICTFTD-
PIB) gathered
online. This con-
sultation was at-
tended and facil-
5 itated by Soraya
Moradi-Bachiller, Public Involvement Officer at Alzheimer Eu-
rope.
During the consultation, members of the PREDICTFTD-PIB
were asked about the barriers and challenges they faced get-
ting the diagnosis of Frontotemporal dementia and how this
situation could be improved in their own country. There were
also discussions about the post-diagnostic stage, which fo-
cused on understanding the consequences of receiving a di-
agnosis of Frontotemporal dementia and the kind of infor-
mation and resources to which people have access immedi-
ately after the diagnosis. Although the situation has improved
in the past ten years and varies depending on the country,
members explained that there is still a widespread lack of
knowledge and awareness about this specific type of demen-
tia.

15 APRIL:

Making diagnosis fit for purpose: Preparing
for safe and timely access to new Alzheimer’s
treatments

With the EU authorisation of
lecanemab for the treatment of Mild
Cognitive Impairment (MCI) due to
Alzheimer’'s disease, health systems
are faced with a new challenge: ensuring that people who may
benefit from such treatments are identified early and safely.
Many current diagnostic tools are invasive, expensive, or not
widely available. This risks delaying diagnosis until symptoms
are more advanced, reducing the potential benefit of new dis-
ease-modifying therapies.

Launched in November 2024, the FluiDx-AD project is devel-
oping a set of minimally invasive, cost-effective tests using sa-
liva and blood samples. These are intended to support earlier
diagnosis, confirmatory testing, and safety monitoring, partic-
ularly around the risk of ARIA (amyloid-related imaging abnor-
malities), which must be carefully managed with anti-amyloid
treatments.

The project’s aim is to make accurate testing more accessible
in real-world settings, beyond specialist memory clinics. As
new therapies like lecanemab begin to enter clinical practice,
this type of diagnostic support will become increasingly im-
portant. The project involves hospitals, universities, SMEs and
Alzheimer Europe, working together to improve diagnosis and
help health systems adapt to a changing treatment landscape.

FluiDx.BAD

15 APRIL:

The PROMINENT project supports healthcare
systems prepare for the implementation of
lecanemab

The recent EU authorisation of
lecanemab for the treatment of peo-
ple with Mild Cognitive Impairment
(MCI) in the early stages of Alz-
heimer’s disease marks a major ad-
vance in Alzheimer’s research and treatment. While this au-
thorisation opens new therapeutic possibilities, its implemen-
tation in clinical practice presents several challenges.
Identifying eligible individuals, those with amyloid beta
plaques in the brain and carrying one or no copies of the
ApoE4 gene, requires improved diagnostic pathways, use of
validated biomarkers and access to specialist services. The
introduction of disease-modifying therapies like lecanemab
also raises questions around clinical capacity, cost-effective-
ness and equitable access.

The PROMINENT project is responding to these challenges.
It is developing a digital platform to support clinicians with Al-

T
ill
Prominent

PRECISION MEDICINE
IN NEURODEGENERATION


https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fforms.gle%2FePQC18wfmNMp6Z989&data=05%7C02%7Cchristophe.bintener%40alzheimer-europe.org%7C953f4ec7e42044752f4808dd705de6d8%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638790270811078238%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=HMrnwiXuRHdVs0Oq%2Fw6C0MbLazO37uDlzkJM54tp1A0%3D&reserved=0
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powered decision tools that integrate genetic, imaging and
clinical data. This platform will provide personalised diagnostic
and prognostic support, and offer patients and care partners
tailored information on brain health.

Validation and implementation studies involving clinicians, pa-
tients and care partners are underway. These will assess the
platform’s clinical accuracy, ease of use and impact on care.
PROMINENT also aims to support real-world adoption
through collaboration with HTA bodies, regulators and payers.

EU project acknowledgements

innovative
medicines
initiative

PROMINENT is coordinated by Karolinska Institutet and
brings together clinical, academic and industry partners, in-
cluding BioArctic and Combinostics, as well as Alzheimer Eu-
rope, representing 41 national Alzheimer’s associations
across 36 countries.

Find out more about our work: https://www.ihi-promi-
nent.eu/work-plan/

Read the European Commission’s announcement on the au-
thorisation  of lecanemab:  https://ec.europa.eu/news-
room/sante/items/879055/en

innovative
health
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/)

® innovative

L]
; Co-funded by ™ health
K. vecevisiEiiops - ] b

“iEs Combinostics

cocir”  efpia
L e

EuropaBio® BIOARCTIC

=N ’(%f/JPND

research

Luxembourg
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
TER/PerMed21/15748787/Pattern-Cog), under the frame of ERA PerMed.

National Research Fund (IN-


https://www.ihi-prominent.eu/work-plan/
https://www.ihi-prominent.eu/work-plan/
https://ec.europa.eu/newsroom/sante/items/879055/en
https://ec.europa.eu/newsroom/sante/items/879055/en
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 EUFOPEUH

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 MEP (Ireland, EPP), Tilly Metz MEP (Lux-

embourg, Greens/EFA), Romana Jerkovi¢ MEP (Croatia, S&D), Sirpa Pietikainen

MEP (EPP, Finland); Vladimir Prebili¢ (Greens/EFA); Hilde Vautmans MEP (Belgium, Renew Europe) and Dainius Zalimas (Re-
new Europe, Lithuania) 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 MEP (EPP).
France: Francgois-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
Morano (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); Enikd Gyéri (PFE); Kinga Gal (PFE); Gydrgy Hol-
vényi (EPP), Andras 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). Italy:
Brando Benifei (S&D); Caterine Chinnici (EPP); Carlo Fidanza (ECR); Aldo Patriciello (PFE). Lithuania: Vytenis Andriukaitis
(S&D); Petras Austrevitius (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). Po-
land: 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

26 MARCH:

European Economic and Social Committee e Notes that it is crucial to include persons with disabilities
L . . throughout the process of designing, developing, as-

adopts opinion on disability and technology sessing and implementing new technologies and Al-

based applications

e Invites Member States and the EU to audit and evaluate
to what extent Al applications are inclusive in critical fields

The European Economic and Social
Committee (EESC) has issued an ex-

ploratory opinion on the impact of new e Underlines the importance of ensuring the general acces-
o B 8 technologies and Avrtificial Intelligence sibility of services and goods that apply new technologies
and Social Committee (Al) for persons with disabilities. The and Al based solutions

opinion aims to assess the effects of o Believes that Member States must ensure that the oppor-

tunities generated by new technological developments
and Al applications are translated by employers into ac-
cessibility improvements and reasonable accommodation

these developments, both in terms of facilitating the inclusion
of people with disabilities, but also as a potential source of dis-

crimination, for example through the use of Al algorithms in for employees with disabilities
the area of employee assessment and recruitment. In the e Recommends increased public expenditure on research
opinion, the EESC: and development of Al based solutions for accessibility

and technological assistance
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e Urges Member States to implement and increase the ex-
isting programmes on digital skilling for persons with dis-
abilities

e Highlights the need to promote reasonable accommoda-
tion for employees with disabilities in the workplace, in-
cluding in public and private recruitment processes.

The full text of the opinion is available at: https://www.eesc.eu-
ropa.eu/en/our-work/opinions-information-reports/opinions/in-
cluding-persons-disabilities-development-new-technologies-
and-ai-possibilities-challenges-risks-and-opportunities

1 APRIL:

The European Commission refers lecanemab
decision to Appeal Committee

On 1 April, Eisai and Biogen announced that the European
Commission had decided to refer the marketing authorisation
approval decision of lecanemab in the EU to the Appeal Com-
mittee.

Lecanemab received a positive opinion from the European
Medicines Agency (EMA) Committee for Medicinal Products
for Human Use (CHMP) in November 2024 and was then
awaiting its Marketing Authorisation Application (MAA) by the
European Commission. The EMA positive opinion on
lecanemab was recently reaffirmed following discussions at
the February CHMP meeting. Lecanemab had also been ap-
proved by regulatory authorities in China, Hong Kong, Israel,
Japan, Mexico, South Korea, the United Arab Emirates, the
UK and the US.

At its latest meeting, the Standing Committee on Medicinal
Products for Human Use of the European Commission, dis-
cussed the approval of lecanemab, based on the same scien-
tific opinion of the CHMP recommending the marketing author-
isation of lecanemab. The committee voted with a ‘no opinion’
outcome. In view of that vote, the European Commission in-
formed the companies that it would convene an Appeal Com-
mittee within four weeks, to make a final decision* on the mar-
keting authorisation for lecanemab. You can read the press
release of Biogen here:
https://investors.biogen.com/news-releases/news-release-
details/update-regulatory-review-lecanemab-early-alz-
heimers-disease-2

*NB: Updated news on the subsequent approval by the Euro-
pean Commission can be found at the end of our “EU Devel-
opments” section.

1 APRIL:

European Academy of Neurology hosts the
2025 European Brain Summit in Brussels

Brcun HeoItH
_fo‘r a Resilient Europe

Last month, the European Academy of Neurology (EAN),
through its Brain Health Mission (BHM), hosted the European
Brain Health Summit in Brussels and online. The event,
themed "Brain Health for a Resilient Europe," brought together
a wide range of perspectives from healthcare, industry and
non-governmental organisations to discuss strategies to build
brain health across Europe. Our Director for Research, An-
gela Bradshaw, joined the meeting for Alzheimer Europe,
which is a Strategic partner of the Brain Health Mission. The
Brain Health Mission, launched by EAN in 2022, aims to posi-
tion brain health as a shared European priority. The collabo-
rative initiative promotes prevention, early detection, and ef-
fective interventions for neurological conditions, so people af-
fected by these diseases receive the care and support they
need.

The summit, which was moderated by Katrina Sichel, com-
menced with a welcome address by Paul Boon, Past Presi-
dent of EAN and Co-Chair of the Brain Health Mission. He em-
phasised the critical role of brain health in ensuring societal
resilience and the need for collaborative efforts to address
neurological challenges. The summit featured a series of
presentations and panel discussions. Elena Moro, current
President of EAN, opened the first roundtable session on
“Building a Resilient Europe through Brain Health Promotion”,
highlighting the importance of integrating brain health into
broader health policies. Jan Schadrack from Roche discussed
advancements in neuroscience and rare diseases, while
Robin Lemmens, a Fellow of the European Stroke Organisa-
tion, addressed stroke prevention and management. Andreas
Demetriades, Past President of the European Association of
Neurosurgical Societies, provided insights into neurosurgical
interventions. Tomas Ryan, Chair of the Federation of Euro-
pean Neuroscience Societies Advocacy Committee, shared
how research innovations can translate to interventions that
can support brain health.


https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/including-persons-disabilities-development-new-technologies-and-ai-possibilities-challenges-risks-and-opportunities
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/including-persons-disabilities-development-new-technologies-and-ai-possibilities-challenges-risks-and-opportunities
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/including-persons-disabilities-development-new-technologies-and-ai-possibilities-challenges-risks-and-opportunities
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/including-persons-disabilities-development-new-technologies-and-ai-possibilities-challenges-risks-and-opportunities
https://investors.biogen.com/news-releases/news-release-details/update-regulatory-review-lecanemab-early-alzheimers-disease-2
https://investors.biogen.com/news-releases/news-release-details/update-regulatory-review-lecanemab-early-alzheimers-disease-2
https://investors.biogen.com/news-releases/news-release-details/update-regulatory-review-lecanemab-early-alzheimers-disease-2
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A significant portion of the summit was dedicated to the imple-
mentation of the World Health Organisation's (WHO) Intersec-
toral Global Action Plan (iGAP) on epilepsy and other neuro-
logical disorders. Tarun Dua, Head of the Brain Health Unit at
WHO, provided a keynote address that gave an overview of
iGAP's objectives and progress. A second roundtable discus-
sion on iGAP implementation was opened by Claudio Bassetti,
Vice-President of the European Brain Council, who shared his
experiences of developing the Swiss Brain Health Plan. Paul
Boon discussed strategies for achieving iGAP goals in Eu-
rope, emphasising the need for education of neurologists on
brain health. Donna Walsh, CEO of the International Bureau
for Epilepsy, and Konrad Rejdak, Past President of the Polish
Neurological Society, shared perspectives on national imple-
mentation efforts. DAgnese Cattaneo, Chief Medical Officer at
Angelini Pharma, highlighted the role of industry in supporting
brain health initiatives.

The summit concluded with remarks from Johan Van
Overtveldt, Member of the European Parliament, and a mem-
ber of the European Alzheimer’s Alliance. Johan reflected on
the urgent need for public health commitments to promote
brain health and the value of collaboration and cooperation
across sectors and stakeholders.

A recording of the full programme is available for viewing on
the EAN website:

1 APRIL:

European Disability Forum publishes position
paper on rehabilitation and disabilities

The European Disability Forum (EDF) has
published a position paper on “Health, Re-
habilitation and Habilitation of People Liv-
ing with Disabilities”, advocating for im-
proved access to high-quality services
across the EU. The paper outlines the cur-
rent context of international legal frame-
works and existing challenges, as well as
including recommendations for EU and national authorities.

The key points within the documents include:

o Defining Rehabilitation and Habilitation: Rehabilitation
helps individuals regain lost functions, while habilitation
supports those with early-life disabilities in developing
skills for independence both including medical, non-med-
ical, and assistive technology interventions

e Legal Frameworks: The UNCRPD guarantees the right to
rehabilitation, stressing early, voluntary, and community-
based approaches. The World Health Organization’s
(WHO) Rehabilitation 2030 initiative further underscores
its global importance

e Barriers: Challenges include inaccessible facilities and
transport, high costs, service shortages, lack of qualified
professionals and issues of informed consent

e  Current EU Actions: While the EU lacks a dedicated re-
habilitation policy, various social inclusion programs ad-
dress related issues, however, access remains incon-
sistent across Member States

EUROPEAN

DISABILITY
FORUM

3

e Recommendations: The EU and Member States must
take decisive action to ensure equal, affordable and qual-
ity rehabilitation and habilitation services for all persons
with disabilities.

The position paper is available at: https://www.edf-
feph.org/publications/health-rehabilitation-and-habilitation-of-
persons-with-disabilities/

1-2 APRIL:

European Medicines Agency convenes a joint
meeting of its Working Parties for patients,
consumers and healthcare professionals

On 1-2 April 2025, the European Medicines Agency (EMA)
convened the first joint meeting of the Patients’ and Consum-
ers’ Working Party (PCWP) and the Healthcare Professionals’
Working Party (HCPWP) for 2024. Held in a hybrid format in
Amsterdam and online, the meeting was co-chaired by Juan
Garcia-Burgos (EMA), Rosa Giuliani (European Society for
Medical Oncology), and Marko Korenjak (European Liver Pa-
tients’ Association). The event welcomed over 70 participants,
including our Director for Research, Angela Bradshaw, to-
gether with representatives from other patient organisations,
medical societies, and EMA scientific committees.

Opening the meeting, EMA Executive Director Emer Cooke
welcomed participants and outlined key activities for EMA'’s
30t anniversary year. She emphasised the Agency’s ongoing
commitment to stakeholder collaboration, transparency, and
patient engagement. The first session focused on innovation
in regulatory science and support for clinical trials under the
Accelerating Clinical Trials in the EU (ACT EU) initiative. Up-
dates were presented on the ACT EU 2025-2026 workplan,
including the launch of the EU Clinical Trials Map. Participants
provided feedback on the tool, discussing how it might help
patients and healthcare professionals access and enrol in clin-
ical studies. The meeting also reviewed the latest develop-
ments from the recent ACT EU workshop on ICH E6(R3) and
received an update on the Multistakeholder Platform Advisory
Group (MSP-AG), with the EMA committing to provide greater
preparatory support for patient and HCP representatives in ad-
vance of future MSP meetings.

In the area of pharmacovigilance, Priya Bahri (EMA) provided
an overview of recent research and engagement on risk mini-
misation in healthcare, outlining plans to develop new educa-
tional materials. Attention was also given to the upcoming im-
plementation of the revised EMA policy on competing inter-
ests, which will take effect from 1 May 2025. Monica Dias
(EMA) then introduced the next focus area for the meeting:
medicine shortages. She provided a brief overview of ongoing
activities on shortages across the EU, highlighting transitions
in how shortage management and mitigation is coordinated.
EMA announced a public report on the shortage taskforce’s


https://www.edf-feph.org/publications/health-rehabilitation-and-habilitation-of-persons-with-disabilities/
https://www.edf-feph.org/publications/health-rehabilitation-and-habilitation-of-persons-with-disabilities/
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eight-year legacy and shared updates on the European Short-
ages Monitoring Platform (ESMP). A webinar on shortages for
patients and HCPs is planned for 4 November 2025.

Product information was another key agenda item. Elisabeth
Scanlon (EMA) presented the results of the electronic product
information (ePl) pilot and encouraged contributions to the
open consultation on linking ePl to EU medicine packages.
The European Patients’ Forum and the Standing Committee
of European Doctors also presented their respective state-
ments on improving the accessibility and clarity of patient in-
formation.

On day two, digitalisation and data innovation were in focus,
with EMA staff including Peter Arlett and Andrej Segec provid-
ing an update on the Data Analysis and Real World Interroga-
tion Network (DARWIN EU). The network, now three years
into its operation, has delivered several studies supporting
regulatory decision-making through real-world evidence.
Kaisa Immonen (EMA) then informed members about the up-
coming consultation on a reflection paper on patient experi-
ence data and discussed how to facilitate public and stake-
holder interventions during the evaluation of medicines.

As the current mandate (2022—-2025) draws to a close, co-
chairs Rosa Giuliani and Marko Korenjak reflected on the
working parties’ accomplishments and their own experiences
in co-chairing the HCPWP and PCWP, respectively, thanking
members for their contributions and EMA colleagues for their
support. Day two concluded with the “Member’s Voice” sec-
tion, where members of the two working parties can share on-
going initiatives and activities of relevance for the EMA. Elisa-
beth Vroom and Dimitrios Athanasiou of the World Duchenne
Organisation presented insights from a decade of engage-
ment with the EMA, highlighting key achievements but also
identifying ongoing challenges in ensuring meaningful involve-
ment. This opened up several discussion topics, with other or-
ganisations also sharing their experiences of involvement in
regulatory processes, identifying potential areas where the
EMA and Working Parties could work together to enhance pa-
tient engagement. Finally, the Pharmaceutical Group of the
European Union (PGEU) raised important concerns about the
misuse of medicines, underlining the need for enhanced phar-
macovigilance and public education to protect patient safety.
Read more about the Joint meeting: https://www.ema.eu-
ropa.eu/en/events/european-medicines-agency-ema-pa-
tients-consumers-pcwp-healthcare-professionals-hcpwp-
working-parties-joint-meeting-3

7 APRIL:

Alzheimer Europe signs joint statement
calling for an end to attacks on civil society

NGOS UNDER ATTACK

WE CALL ON MEPs TO ACT NOW
AND DEFEND CIVIL SOCIETY!

Alzheimer Europe has Jomed more than 570+ organlsatlons
from across the EU and beyond, in a joint call coordinated by
Civil Society Europe, calling for an end to attacks on civil soci-
ety organisations in the EU.

The letter notes that a number of MEPs from different political
groups have espoused misleading arguments to undermine
and weaken civil society organisations, particularly around
funding and support of these organisations by the EU. The
statement highlights that whilst attacks against civil society are
not new, for-profit corporate lobbying is at an all-time high and
is significantly higher compared to non-profit advocacy.
Furthermore, the letter reiterates that European civil society
organisations are crucial to ensure that the voices of citizens
from different parts of Europe are heard in the EU institutions.
It notes that democracy is about the right of citizens to be col-
lectively heard for building an inclusive society and a shared
European future; properly funded independent CSOs are a
crucial tool for that.

The letter closes by We call on decision-makers to ensure civil
society organisations can thrive and play their role in interact-
ing with policy-makers in order to have a more fully informed
decision-making process.

The full open letter is available at: https:/tbinter-
net.ohchr.org/_layouts/15/treatybodyexternal/Down-
load.aspx?symbolno=CRPD%2FC%2FEUR%2FCO%2F2-
3&Lang=en

10 APRIL:

Alzheimer Europe signs joint letter to
President von der Leyen on health civil
society funding

On 10 April, Alzheimer Europe signed
an open letter, along with other mem-
bers of the EU4Health Civil Society Al-

liance, urging European Commission
President Ursula von der Leyen to ensure immediate adoption

EUdealth

Civil Society Alliance
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https://tbinternet.ohchr.org/_layouts/15/treatybodyexternal/Download.aspx?symbolno=CRPD%2FC%2FEUR%2FCO%2F2-3&Lang=en
https://tbinternet.ohchr.org/_layouts/15/treatybodyexternal/Download.aspx?symbolno=CRPD%2FC%2FEUR%2FCO%2F2-3&Lang=en
https://tbinternet.ohchr.org/_layouts/15/treatybodyexternal/Download.aspx?symbolno=CRPD%2FC%2FEUR%2FCO%2F2-3&Lang=en
https://tbinternet.ohchr.org/_layouts/15/treatybodyexternal/Download.aspx?symbolno=CRPD%2FC%2FEUR%2FCO%2F2-3&Lang=en
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of the 2025 EU4Health Work Plan and approve full-year fund-
ing for civil society organisations under existing Framework
Partnership Agreements.

The letter notes that health civil society organisations are key
partners to European and national institutions in shaping and
delivering public health policies, highlighting their work as
bridges between policymaking and communities. The signato-
ries express alarm at the delay in publishing the EU4Health
2025 work programme, highlighting that it creates a direct
threat to implementation of public health policies and to reach-
ing the objectives of the EU4Health programme. Furthermore,
it is highlighted that the delay impacts significantly on the sta-
bility and function of civil society actors who rely on annual
grants to operate.

The letter notes that in addition to the operational disruption
for civil society organisations, the delay risks undermining trust
between the European Commission and long-standing part-
ners in civil society, as well a setting a negative precedent for
future multi-annual programmes, raising concerns about the
reliability and predictability of EU funding mechanisms.

The letter concludes by asking President von der Leyen to act
with urgency to adopt the 2025 Workplan for EU4Health and
guarantee full-year operational funding for civil society under
the Framework Partnership. The open letter is available at:
https://eudhealth.eu/the-importance-of-operating-grants-for-
csos-in-health

14 APRIL:

After Appeal Committee “no opinion” on
lecanemab for the treatment of Alzheimer’s
disease, final decision reverts to European
Commission

On 14 April, the minutes of the Appeal Committee of 7 April
were published (https://ec.europa.eu/transparency/comitol-
ogy-register/screen/documents/106785/1/consult?lang=en)
which showed that the Committee returned a “no opinion” out-
come on the marketing authorisation application of lecanemab
for the treatment of early Alzheimer’s disease. This meant that
the Committee made up of representatives of Member States
was not able to reach a “qualified majority” of 55% of Member
States representing at least 65% of the total EU population.
As a result, the decision then reverted to the European Com-
mission, which retains the authority to adopt or reject the draft
implementing act granting the marketing authorisation for
lecanemab in the EU, Iceland, Liechtenstein and Norway.

In advance of the Appeal Committee meeting, Alzheimer Eu-
rope had already addressed a letter to Commissioner Varhelyi
on 3 April (see our article on page 3), expressing serious con-
cerns about the approval process delaying the access of Eu-

ropeans to the first disease-modifying treatment already avail-
able for people with early Alzheimer’s disease in China, Israel,
Japan, Hong Kong, Macao, Mexico, Oman, South Korea, Tai-
wan, the United Arab Emirates, the United Kingdom and the
Us.

The letter reaffirmed Alzheimer Europe’s support for the com-
prehensive scientific assessment undertaken by the EMA’s
Committee for Medicinal Products for Human Use (CHMP),
which delivered a positive opinion on 11 November, subse-
quently re-confirmed on 24 February. The organisation com-
mended the CHMP for its considered approach in managing
potential risks by recommending additional safety measures
and narrowing lecanemab’s indication by excluding popula-
tions at higher risk of severe side effects, such as people car-
rying two copies of the ApoE4 gene.

Alzheimer Europe urged the European Commission to confirm
the positive scientific assessment of the CHMP, by granting a
marketing authorisation for lecanemab. Such a decision would
allow individual patients to make their own informed decisions
with their treating doctors on risks and benefits, thereby pre-
serving patient choice and autonomy, whilst allowing individ-
ual countries to make their decisions on the pricing, reim-
bursement and access to these medicines according to na-
tional priorities.

NB: Updated news on the subsequent approval by the Euro-
pean Commission can be found at the end of our “EU Devel-
opments” section.

15 APRIL:

European Commission authorises lecanemab
for treatment of early Alzheimer’s disease

On 15 April, the European Commission granted EU authorisa-
tion for lecanemab to treat mild cognitive impairment (MCI) in
the early stages of Alzheimer’s disease, under strict condi-
tions.

It is for use in people who have only one or no copy of the
ApoE4 gene and who have amyloid beta plaques in the brain.
It is the first such medicine to be authorised in the EU.

The authorisation is based on the positive scientific assess-
ment of the European Medicines Agency (EMA), which con-
cluded that the benefits of this medicine outweighed the risks
for this specific population, as long as risk minimisation
measures are applied. More information will soon be available
in the Union Register of Medicinal Products.

Read the Commission’s full announcement: https://ec.eu-
ropa.eu/newsroom/sante/items/879055/en


https://eu4health.eu/the-importance-of-operating-grants-for-csos-in-health
https://eu4health.eu/the-importance-of-operating-grants-for-csos-in-health
https://ec.europa.eu/transparency/comitology-register/screen/documents/106785/1/consult?lang=en
https://ec.europa.eu/transparency/comitology-register/screen/documents/106785/1/consult?lang=en
https://ec.europa.eu/health/documents/community-register/html/index_en.htm
https://ec.europa.eu/newsroom/sante/items/879055/en
https://ec.europa.eu/newsroom/sante/items/879055/en
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POLICY WATCH

3 APRIL:

UN Committee on the Rights of Persons with
Disabilities publishes findings of EU

compliance
Persons with Disabilities, which re-

CIR|
A
views the adherence of States Parties

CONVENTION
ON GHTS

miﬂ , _
wiHDisasLTES  tg the UN Convention on the Rights of

Persons with Disabilities (UNCRPD), has published its con-
cluding observations, following its review of the EU’s compli-
ance.

The report highlights the Committee’s concerns in a number
of policy areas relating to EU’s current policies and legislative
files, including the withdrawal of the Equal Treatment Directive,
the need to strengthen and clarifying policies relating to dein-
stitutionalisation and a recommendation not to proceed with
the Regulation on the protection of adults in cross-border situa-

The UN Committee on the Rights of

tions.

The Committee specifically noted the lack of actions related to
dementia within the EU’s key policies, specifically the EU
Strategy for the Rights of People with Disabilities, recom-
mending that the EU address this:

“The Committee observes with concern that the

specific actions and measures contained in the

Strategy for the Rights of Persons with

Disabilities 2021-2030 (“Disability Rights

SCIENCE WATCH

Strategy”) ended in 2024, and that concrete
plans for the next term have yet to be adopted,
and that it contains only limited actions to
address the situation of autistic persons,
persons with cerebral palsy and persons with
dementia.

The Committee recommends that the European
Union establish a process to adopt new specific
actions, measures and time frames for the
implementation of the Disability Rights Strategy
for the period 2025-2030, in close consultation
and active involvement of persons with
disabilities  through their representative
organizations, and to extend the new specific
actions, measures and time frames to all
persons with disabilities, including persons with
cerebral palsy, autistic persons and persons
with dementia. “The full text of the concluding
observations is available at:
https://tbinternet.ohchr.org/_layouts/15/treatyb
odyexternal/Download.aspx?symbolno=CRPD
%2FC%2FEUR%2FCO%2F2-3&Lang=en

18 MARCH:

Can a mural positively change the way we
think about dementia?

Can a dementia-friendly mural positively impact societal per-
ceptions of dementia? Researchers Laura Garcia Diaz and
colleagues sought to answer this question in their 2025 re-
search published in the scientific journal Dementia.

To answer this question, Laura Garcia Diaz and colleagues
conducted participatory evaluation research looking at reac-
tions to a Canadian dementia-friendly community mural rais-
ing awareness about dementia. The mural was developed by
the collective Memory Inclusive Communities Everywhere
comprising four people living with dementia. This participatory
evaluation research used observations, interviews, focus
groups with passers-by and stakeholders involved in setting
up the mural, and social media tracking of access to the web-
site associated with the mural.

From their analysis of the data collected, they noticed that
some members of the public were encouraged to act positively
towards dementia. The mural captured the attention of some
community members walking and/or driving by it. Some com-
munity members also engaged conversations on the topic with
relatives following visioning the mural. Others consulted the
website linked via the QR code attached to the mural.
However, the researchers noted that benefits of the commu-
nity mural were modest. They triggered little to no interaction
on social media, and did not lead to much interest in the work
of the collective who developed the mural. According to the
researchers, benefits were more akin to ‘planting a seed for
increased dementia awareness and inclusion of people living
with dementia’. They also noted that the process of creating
the mural as a community was as beneficial as the finished
mural itself.

Researchers noted that a way to mitigate this limited social
impact was to set up parallel community activities which com-
plement the mural. For instance, they noted that the online


https://tbinternet.ohchr.org/_layouts/15/treatybodyexternal/Download.aspx?symbolno=CRPD%2FC%2FEUR%2FCO%2F2-3&Lang=en
https://tbinternet.ohchr.org/_layouts/15/treatybodyexternal/Download.aspx?symbolno=CRPD%2FC%2FEUR%2FCO%2F2-3&Lang=en
https://tbinternet.ohchr.org/_layouts/15/treatybodyexternal/Download.aspx?symbolno=CRPD%2FC%2FEUR%2FCO%2F2-3&Lang=en

Alzhelmer 7
& &

Europe
up* **

Newsletter APRIL 2025

community boards set up by the researchers and launched at
the same time as the mural, where members of the public
could write comments about their contribution to a more de-
mentia-friendly society were a pertinent way to stimulate inter-
est in the mural and the topic of dementia-friendly societies.
For instance, contributors to the online boards indicated that
they would do at least one positive action to render their com-
munity more dementia-friendly.

Therefore, to the question of whether a mural about dementia
can generate positive social change, this research concludes
that it depends. Essentially, the researchers explain, such a
mural improves its chance of creating positive change when it
is combined with other community interventions as part of a
broader, holistic and multidisciplinary intervention. To create
social change, they advise that a mural should be combined
for instance with complementary awareness raising initiatives
and community education workshops. As part of a broader
community engagement strategy, such art interventions can
therefore make a meaningful contribution to improving the
lives of people with dementia living in the community. If you
would like to know more about this research, the full scientific
paper is available at:
https://journals.sagepub.com/doi/epub/10.1177/14713012251333864

25 MARCH:

GSK, UK DRI and HDR UK collaborate on
first-of-its-kind dementia research initiative

On 25 March, the global biopharma company GSK announced
a major new research collaboration with the UK Dementia Re-
search Institute (UK DRI) and Health Data Research UK (HDR
UK) to advance understanding of neurodegeneration using the
UK’s health data ecosystem.

The innovative project aims to explore a potential association
between GSK’s shingles vaccine (Recombinant Zoster Vac-
cine) and a reduced risk of dementia, building on evidence
from observational and retrospective studies. Health data of
around 1.4 million people, aged 65 to 66, will be used. Follow-
ing a feasibility assessment, deidentified electronic health rec-
ords will be securely analysed for around four years until the
66-year-olds turn 70 and become eligible for the vaccine.

If successful, this study could serve as a blueprint for popula-
tion level health data research models, reinforcing the UK’s
position as a leading destination for scientific research.
https://www.gsk.com/en-gb/media/press-releases/gsk-uk-de-
mentia-research-institute-uk-dri-and-health-data-research-uk-
hdr-uk-to-collaborate-on-first-of-its-kind-dementia-research-
initiative/

31 MARCH:

New blood test shows potential for improved
identification of tau pathology in Alzheimer’s
disease

On 31 March 2025, an international team of researchers from
the USA, Sweden & the Netherlands published findings in Na-
ture Medicine supporting the use of a new blood biomarker to
detect tau pathology in Alzheimer’s disease (AD).

The study, titled “Plasma MTBR-tau243 biomarker identifies
tau tangle pathology in Alzheimer’s disease”, evaluated a form
of tau protein in blood plasma known as eMTBR-tau243. This
biomarker reflects the presence of tau tangles—abnormal ac-
cumulations of tau protein that are a core feature of AD and
closely linked to symptoms.

Across three independent cohorts (n=108, 55 and 739), the
researchers found that plasma levels of eMTBR-tau243 were
significantly elevated in people with mild cognitive impairment
and even higher in those with dementia. The marker strongly
correlated with both tau positron emission tomography (PET)
imaging (B =0.72) as well as cognitive performance ( = 0.60)
and outperformed existing plasma tau biomarkers (p-tau217
and p-tau205).

The results suggest that eMTBR-tau243 could offer a simple,
cost-effective alternative to PET scans for detecting tau pa-
thology, supporting diagnosis, prognosis & treatment monitor-
ing in both research and clinical settings. This is a relevant


https://journals.sagepub.com/doi/epub/10.1177/14713012251333864
https://www.gsk.com/en-gb/media/press-releases/gsk-uk-dementia-research-institute-uk-dri-and-health-data-research-uk-hdr-uk-to-collaborate-on-first-of-its-kind-dementia-research-initiative/
https://www.gsk.com/en-gb/media/press-releases/gsk-uk-dementia-research-institute-uk-dri-and-health-data-research-uk-hdr-uk-to-collaborate-on-first-of-its-kind-dementia-research-initiative/
https://www.gsk.com/en-gb/media/press-releases/gsk-uk-dementia-research-institute-uk-dri-and-health-data-research-uk-hdr-uk-to-collaborate-on-first-of-its-kind-dementia-research-initiative/
https://www.gsk.com/en-gb/media/press-releases/gsk-uk-dementia-research-institute-uk-dri-and-health-data-research-uk-hdr-uk-to-collaborate-on-first-of-its-kind-dementia-research-initiative/
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advance, as tau imaging is currently expensive & not widely
accessible. A blood-based biomarker that reliably reflects tau
pathology could improve early detection and support efforts to
evaluate therapies targeting tau in AD.

The article has been published open access and can be read
here: https://doi.org/10.1038/s41591-025-03617-7

1 APRIL:

An innovative prevention programme helps
older adults manage stress and anxiety

\ -

Stress, a biological response that happens when we are under
pressure or in a challenging situation, influences health, dis-
ease and well-being. Although it is a natural response, it may
become chronic under certain circumstances, in which case,
long-term adverse health outcomes may occur (e.g. chronic
stress, stressful life events and perceived stress have been
associated with cognitive decline and an increased risk of de-
mentia, as well as depressive and anxiety symptoms). As we
get older, we face more challenges and are more vulnerable
to the consequences of chronic stress which highlights the im-
portance of stress management interventions in older people.
Despite the importance of stress management, there are few
studies evaluating the effectiveness of stress management
training interventions specifically in older adults.

In a recent study published in the journal Frontiers in Psychol-
ogy, a team of researchers led by Marie-Josée Richer, Dr
Sébastien Grenier and Prof. Dr Pierrich Plusquellec from the
University of Montreal (Canada) examined the effects of an
innovative programme in older people, initially developed from
the DeStress for Success programme aiming at helping teens
deal with the stress of transitioning to high school.

The study involved 170 older adults. of whom 85.6% were fe-
male, 59% lived alone and one-fifth were receiving some type
of psychological care during the course of the study. Partici-
pants, with a mean age of 76, were recruited at private retire-
ment homes and through community organisations. They fol-
lowed a six-week stress management programme called
O’stress. Of these 170 participants, 90 were in the stress man-
agement training intervention group and the other 80 were in

the ‘waitlist’ group (i.e. participants who weren’t receiving the
treatment but who were on a waiting list to receive the inter-
vention after the active group).

The O’stress programme provided knowledge about stress,
stress triggers, recognising physiological reactions in stressful
situations, identifying symptoms of stress, and releasing or
dealing with that energy in different ways (e.g. emotion-fo-
cused or problem-solving strategies). The effect of the inter-
vention was measured three weeks and three months after
completing the programme.

Three weeks after the intervention, researchers found a sig-
nificant increase in the use of problem-solving coping strate-
gies among the participants who received the six-week stress
management training programme compared to the partici-
pants in the waitlist group. Although participants reported us-
ing more strategies to prevent or minimise the impact of the
future stressors at the three-week post-test, these effects did
not persist at the three-month follow-up, which suggests that
the effects of the intervention diminished over time. Besides
these effects, the team of researchers also found that partici-
pation in the programme resulted in decreased feelings of anx-
iety three weeks after the intervention and decreased per-
ceived stress at the three-month follow-up.

Although some of these gains were not maintained over time,
the O’stress programme highlights the potential of these inter-
ventions to demystify stress and teach techniques to help
older adults to cope with it. More studies are needed to evalu-
ate the effectiveness of the O’stress programme in other con-
texts and populations.

https://www.frontiersin.org/journals/psychology/arti-
cles/10.3389/fpsyg.2024.1499609/full

1 APRIL:

Alzheon presents topline results for early AD
in APOE4 homozygotes

On 1 April, Alzheon, a clinical-stage biopharmaceutical com-
pany developing a broad portfolio of investigational therapies
and diagnostic assays for people with Alzheimer’'s disease
(AD) and other neurodegenerative disorders, announced top-
line results from its pivotal APOLLOE4 Phase 3 trial of oral
valiltramiprosate in people with early AD. Findings were pre-
sented at a symposium during the International Conference on
Alzheimer’'s and Parkinson’s Disease and Related Neurologi-
cal Disorders (AD/PD) in Vienna, Austria.

The APOLLOE4 study was designed to evaluate the efficacy,
safety, biomarker and imaging effects of 265 mg twice daily
oral dose of valiltramiprosate (ALZ-801) in people with early
AD with two copies of the apolipoprotein €4 allele (APOE4/4
homozygotes), who constitute approximately 15% of AD pa-
tients. The trial enrolled 325 participants, from North America
and Europe, who received either valiltramiprosate or placebo
for 78 weeks.


https://doi.org/10.1038/s41591-025-03617-7
https://loop.frontiersin.org/people/2929070
https://loop.frontiersin.org/people/714239
https://www.frontiersin.org/journals/psychology/articles/10.3389/fpsyg.2024.1499609/full
https://www.frontiersin.org/journals/psychology/articles/10.3389/fpsyg.2024.1499609/full
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Findings showed that the APOLLOEZ4 trial did not meet its pri-
mary endpoint, change from baseline in Alzheimer’s Disease
Assessment Scale-Cognitive Subscale 13 (ADAS-Cog13).
However, a prespecified analysis of the population with Mild
Cognitive Impairment (MCI), which accounted for a quarter of
the overall trial population, showed that treatment with valiltra-
miprosate was found to be significantly effective over 78
weeks. Compared with placebo, treatment with valiltramipro-
sate resulted in a 52% benefit on the ADAS-Cog13 scale, with
differences between the treatment group and placebo group
seen from 13 weeks. In the MCI population, valiltramiprosate
treatment also resulted in improvements, while not statistically
significant, in the Clinical Dementia Rating — Sum of Boxes
(CDR-SB) scores, mini-mental state examination (MMSE)
scores, and Amsterdam — Instrumental Activities of Daily Liv-
ing (A-IADL) scores.

An ongoing long-term extension of the trial, APOLLOE4-LTE,
evaluates valiltramiprosate in people who complete the core
APOLLOE4 study for an additional 52 weeks of treatment for
a total of 130 weeks. This long-term extension study is cur-
rently ongoing in the US, UK and Canada.
https://www.neurologylive.com/view/valiltramiprosate-demon-
strates-greater-promise-milder-forms-alzheimer-disease-
phase-3-apolloe4-study-shows

1 APRIL:

Co-Authored study on biomarkers in EMA
procedures is published in Alzheimer’s and
Dementia: Translational Research and
Clinical Interventions

Last month, colleagues at the Dutch Medicines Evaluation
Board (CBG-MEB) published an article in Alzheimer's & De-
mentia: Translational Research & Clinical Interventions, enti-
tled “Biomarkers for neurodegenerative diseases in regulatory
decision-making”. Led by Audrey Hermans and Marjon Pas-

mooij (CBG-MEB) and co-authored by our Director for Re-
search, Angela Bradshaw, the article provides a systematic
overview of how biomarkers for neurodegenerative diseases
(NDDs) are currently utilised in regulatory procedures at the
European Medicines Agency (EMA).

The analysis encompassed 105 EMA procedures between
1995 and 2023, including 57 scientific advice (SA) procedures,
29 marketing authorisation applications (MAAs), and 19 qual-
ification procedures (QAs/QOs), focusing on biomarker-re-
lated content across neurodegenerative disease areas and
procedural contexts. The goal of the analysis was to identify
how and to what extent biomarkers are integrated into EMA
assessments for NDDs such as Alzheimer’s disease (AD),
Parkinson’s disease (PD), and multiple sclerosis (MS).
Amongst the analysed procedures, AD and MS featured most
frequently, with 30 and 33 relevant procedures respectively,
while 9 procedures addressed PD. The authors also observed
that biomarker maturity varied significantly between diseases.
In MS, biomarkers were more commonly referenced, in partic-
ular imaging biomarkers that detect MS lesions in the brain. In
contrast, AD biomarkers were more frequently discussed in
the context of early-phase clinical development, as diagnos-
tics guiding participant selection. Imaging and cerebrospinal
fluid (CSF) biomarkers were the most frequently addressed,
although emerging blood-based biomarkers were also noted,
particularly in AD. Across the procedures, the majority of bi-
omarkers were used in exploratory or supportive roles rather
than as primary endpoints or regulatory surrogates.

The authors conclude by stating that, despite the established
role of certain biomarkers for MS, there remains a major need
for more precise and reliable biomarkers to improve diagnostic
accuracy and treatment monitoring for NDDs.

https://www.ncbi.nIm.nih.gov/pmc/articles/PMC11947766/

5 APRIL:

Anavex presents results from Phase 2b/3
open-label extension trial in early AD

On 5 April, Anavex Life Sciences Corp, a clinical-stage bio-
pharmaceutical company focused on developing innovative
treatments for central nervous system disorders including Alz-
heimer’s disease (AD), presented data from its ATTENTION-
AD ftrial at the AD/PD 2025 Conference in Vienna, Austria.
The ATTENTION-AD Phase 2b/3 study is a global, multicentre
open-label extension trial of oral blarcamesine for early AD
with a duration of 96 weeks for participants in Canada and
Europe and up to 144 weeks for participants in Australia, aim-
ing to evaluate the safety and tolerability of blarcamesine and
long-term effects of blarcamesine on cognition and function.
Findings demonstrated that over 3 years of continuous treat-
ment with blarcamesine a significant amelioration on clinical
decline showing continued clinically and meaningful benefit for
people with early AD. Prespecified delayed-start analysis also
suggested disease-modifying effect of oral blarcamesine and


https://www.neurologylive.com/view/valiltramiprosate-demonstrates-greater-promise-milder-forms-alzheimer-disease-phase-3-apolloe4-study-shows
https://www.neurologylive.com/view/valiltramiprosate-demonstrates-greater-promise-milder-forms-alzheimer-disease-phase-3-apolloe4-study-shows
https://www.neurologylive.com/view/valiltramiprosate-demonstrates-greater-promise-milder-forms-alzheimer-disease-phase-3-apolloe4-study-shows
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC11947766/
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a continued blarcamesine treatment, without interruption, for a
more favourable clinical outcome. Additionally, blarcamesine
exhibited a favourable safety profile with the majority of ad-
verse events mild to moderate in severity. There were no
deaths related to the study drug.

Currently, 74 participants are receiving blarcamesine through
the Compassionate Use Program, with some participants on
treatment once daily for over 9 years. No severe or life-threat-
ening adverse events were attributed to blarcamesine.
https://www.anavex.com/post/anavex-life-sciences-an-
nounces-positive-up-to-4-years-oral-blarcamesine-results-
from-phase-iib-iii-o

7 APRIL:
Roche presents new data at #ADPD2025

This year, the AD/PD international conference on Alzheimer’s
and Parkinson’s diseases and related neurological disorders
took place from 1-5 April in Vienna, Austria. This conference
remains at the forefront of unravelling the mechanisms and
improving the treatment of Alzheimer’s, Parkinson’s and other
related neurodegenerative diseases.

Among the highlights were the presentations from Roche, a
leading biotechnology company, showcasing novel advance-
ments in both therapeutic and diagnostic approaches for Alz-
heimer’s disease (AD).

First, the company shared new data on trontinemab, a drug
currently being studied in the ongoing Phase Ib/lla Brainshut-
tle AD study. The preliminary results showed that trontinemab
demonstrated dose-dependent rapid amyloid depletion from
the brain, as measured by amyloid positron emission tomog-
raphy (PET). These data were reinforced by early and signifi-
cant reductions in fluid biomarkers of AD, including total tau,
phosphorylated Tau (pTau)181, pTau217 and neurogranin
measured in cerebrospinal fluid (CSF) and plasma. The safety
and tolerability profile of trontinemab remains favourable. Am-
yloid-related imaging abnormalities-oedemal/effusion (ARIA-
E) were observed in <56% of participants, which were radio-
graphically mild.

In addition to the trontinemab update, Roche presented data
on the Elecsys pTau181 plasma test, a minimally invasive
blood test that measures pTau181 protein in plasma. Data on
the plasma test demonstrated its potential to accurately rule
out amyloid pathology in people with cognitive impairment. Fi-
nally, Roche announced the initiation of a Phase lll pro-
gramme for trontinemab, which is expected later this year.
https://www.roche.com/media/releases/med-cor-2025-04-03

22 APRIL:
Recent study examines longitudinal
associations between lifestyle, brain changes
and cognition

A brain-healthy lifestyle has been associated with better cog-
nitive functioning and a lower risk of dementia in longitudinal
studies, but the underlying mechanisms remain unclear. In
particular, associations with neuropathological markers and
cerebral volumes have not been well established. A recent ar-
ticle published in Alzheimer’s and Dementia assessed longitu-
dinal associations between lifestyle, biomarker trajectories,
and cognitive outcomes, using data from 324 participants from
the Wisconsin Registry for Alzheimer's Prevention.

Lifestyle was quantified using the Lifestyle for BRAin Health
(LIBRA) index, a multicomponent score that summarizes mod-
ifiable risk and protective factors for dementia. Information on
various brain biomarkers (levels of tau protein, white matter
hyperintensities, and brain volumes) was collected at multiple
timepoints, alongside data on cognitive performance across
several domains. This information was used to assess trajec-
tories in all measures over time. The researchers then exam-
ined associations between LIBRA scores and these trajecto-
ries, both in the full sample and stratifying by amyloid status
(positive vs. negative).

The study found no associations between lifestyle and any of
the brain changes assessed. Associations with cognitive out-
comes were inconsistent. Specifically, modest links were ob-
served with executive functioning, but not with memory or a
composite cognitive measure. By contrast, higher tau burden
in the temporal lobe was consistently associated with poorer
performance across all three cognitive measures.

The authors suggest that the absence of strong associations
between lifestyle and either brain changes or cognition may
reflect the preclinical stage of Alzheimer’s disease in the co-
hort. They note that the potential effects of lifestyle on disease
pathology and cognitive decline may take longer to become
apparent, underlining the need for continued longitudinal in-
vestigation.


https://www.anavex.com/post/anavex-life-sciences-announces-positive-up-to-4-years-oral-blarcamesine-results-from-phase-iib-iii-o
https://www.anavex.com/post/anavex-life-sciences-announces-positive-up-to-4-years-oral-blarcamesine-results-from-phase-iib-iii-o
https://www.anavex.com/post/anavex-life-sciences-announces-positive-up-to-4-years-oral-blarcamesine-results-from-phase-iib-iii-o
https://www.roche.com/media/releases/med-cor-2025-04-03
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22 APRIL:

A recent study demonstrates resistance
training preserves white brain matter for
adults with MCI

With physical exercise
already known as a risk
factor for dementia, in-
corporating a targeted
training programme
could offer even greater
benefits by protecting
the brain’s anatomy and
slowing cognitive de-
cline. Earlier this year,
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] :’
J \
/ \ v
\tﬁ L | y
AN
researchers from the

lf ‘ Universidade Estadual

de Campinas in Brazil published a new study which demon-
strated that resistance training (also called strength or weight
training) has a powerful impact on cognitive function and could
improve memory-related symptoms typically associated with
dementia.

The six-month study involved 44 adults aged 55 and older who
were diagnosed with Mild Cognitive Impairment (MCI), a con-
dition which significantly increases the risk of developing de-
mentia. Participants were split into two groups: 22 followed a
supervised resistance training programme twice a week, per-
forming 10 exercises which targeted major muscle groups; the
other 22 formed a control group, continuing with their usual

MEMBERS’ NEWS

daily routines. Researchers used neuropsychological tests
and MRI scans before and after the study, noting any struc-
tural brain or cognitive changes in the participants.

Following the intervention, researchers found clear differences
between the two groups. Participants who engaged in re-
sistance training performed better in verbal episodic memory
and maintained volume in the key brain regions related to Alz-
heimer’s disease, such as the hippocampus (which plays a
key role in memory) and precuneus (linked to attention and
self-awareness). Meanwhile, the control group experienced
brain volume shrinkage and showed no improvement during
the cognitive and memory tests after the study. One of the key
findings underscores the role of white matter—the brain’s
communication network—in maintaining cognitive function.
The combination of resistance training and preserved white
matter integrity appears to help sustain memory performance
and overall brain health.

The results of their work highlight the vital role which physical
activity, especially resistance training plays on preserving cog-
nitive function in older adults. Researchers suggest that re-
sistance training at moderate to high intensity could be used
as a therapeutic tool to help protect against atrophy of key re-
gions in the brain essential for cognitive function. Physical ac-
tivity, especially resistance training, continues to be an effec-
tive measure for dementia prevention but can also improve
memory for those already in the early stages of cognitive de-
cline.

More information on this study s
https://doi.org/10.1007/s11357-024-01483-8

available here:

11 MARCH:

Empowering future speech and language
therapists in Scotland: An interactive
engagement event with students

Members of the National Dementia Carers Action Network
(NDCAN) and the Scottish Dementia Working Group (SDWG)

recently engaged with an enthusiastic group of 37 Speech and
Language students from Queen Margaret University, Edin-
burgh (United Kingdom). Organised by Elaine Hunter, Alz-
heimer Scotland’s National Allied Health Professions Consult-
ant, this annual event is designed not only to share insights
about dementia, but also to empower the next generation of
Speech and Language therapy professionals through shared
experiences.

Understanding dementia through lived experience

The day kicked off with a presentation by Norie Williamson,
Active Voice Development Officer. Norie's passion for the Ac-
tive Voice ethos set the tone, emphasising how important it is
to incorporate lived experiences into the decision-making pro-
cesses that shape our approaches to dementia care.
Following this introduction, students were treated to two in-
sightful and inspiring presentations. Margaret McCallion
(SDWG), who is also a member of the European Working
Group of People with Dementia, and Frank O’'Hagan (NDCAN)
shared their personal stories, shedding light on their experi-
ences and involvement with their respective groups. They also
shared some invaluable advice by asking the students to carry


https://doi.org/10.1007/s11357-024-01483-8
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forward the principles of person-centred care into their future
careers.

Interactive discussion: Bridging the gap between theory
and practice

Following the opening presentations, and with the added pres-
ence of ten other SDWG and NDCAN members, the event
transitioned into engaging small group discussions. Each
group was guided by NDCAN and SDWG members who in-
vited the students to pose questions. The smaller group format
provided opportunity for the students to delve deeper into the
complexities of dementia, ensuring that their learning was not
only meaningful but based on real-life scenarios.

As the event came to a close, students had the opportunity to
reflect on their experiences. The feedback collected was ex-
tremely positive and included insightful quotes that echoed the
success of the learning event.

In conclusion, both SDWG and NDCAN recognise the im-
portance of workforce development in their efforts to raise
awareness and promote positive change. The members of
both groups are always grateful for an opportunity to connect
with aspiring healthcare professionals. They hope that this en-
gagement will make a lasting impact on attendees, inspiring
future speech and language therapists to recognise the signif-
icance of inclusivity and the invaluable role that lived experi-
ences can play in understanding and supporting those af-
fected by dementia.

Want to know more about the Active Voice at Alzheimer Scot-
land? The Active Voice of people living with dementia and their
carers is about upholding rights and driving change. They sup-
port people with lived experience to help influence and shape
policy and practice. If you would like further information or an
informal chat with a member of the Active Team, please email
activevoice@alzscot.org

11 MARCH:

Scottish Dementia Working Group members
refresh the group’s “Top Tips” booklet

This booklet was originally compiled in 2015 by members of
the Scottish Dementia Working Group (SDWG). Nine years
later, it was felt essential to refresh the content to reflect ad-
vancements in technology and everyday living tools. This en-
sures it remains relevant and practical, whilst also recognising
that everyone’s needs are unique and finding what works best.
The aim is to help establish the best approach that fits the in-
dividual's specific situation. These advancements are im-
mensely valuable, offering vital support to individuals living
with dementia and their caregivers while promoting greater in-
dependence.

The starting point for the new edition was a message from
SDWG members: “We’re sharing tips that have proven effec-
tive for us and fellow individuals living with dementia. We rec-
ognise that everyone is unique, and our goal is to provide strat-
egies that resonate with you. It's about discovering what works

best for your spe-

cific situation. ”&\ Atzheimer | R
: , Scullund warking ooe

While there’s no o o Deirasi

‘one-size-fits-all’

solution, we en- Q

courage you to @ a

explore and find o+
what suits you 'I:]-“ 9‘. ‘@i .
best” Our Top Tips
Members of the i
for living well
with dementia

SDWG set up a
short-life working
group, with a clear

= &
plan over four 17 “i o=
. . W —
online meetings to -
. o
review and re- ° i)
&

fresh the “Top
Tips” booklet,
along with their al-
lied health professionals colleagues, as well as editors Fran
Hamilton and Elaine Hunter.

Members of the group leading this work were:

Keith Guy

Rynagh Flynn

Kenny Moffat

Margaret McCallion (who is also a member of the Euro-
pean Working Group of People with Dementia)

e  Stuart Dougall.

Members understand that some people embrace technology,
while others prefer alternative approaches. That's why they’'ve
included sections covering both perspectives. The booklet is
organised into sections for ease of use, providing practical tips
covering the following:

*  Around the home

* At home in the kitchen

*  Reminders around the home

*  Making changes to your home

*  Home safety and security

*  Technology

Managing medication

Travel tips

Engaging with companies and service providers
Where to get support when you need it.

This resource demonstrates the power of peer support, offer-
ing hope and practical strategies to individuals diagnosed with
dementia. By improving day-to-day wellbeing, it highlights the
importance of peer-to-peer initiatives. Members’ personal ex-
periences have produced these hints and tips. Now the book-
let is completed, designed and printed, Alzheimer Scotland’s
“Active Voice” is keen to share it with colleagues, partners and
most of all people diagnosed with dementia and their families.


mailto:activevoice@alzscot.org
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13 MARCH:

Spanish Senate Endorses CEAFA’s “Memory
Pact’

Alzheimer's dis-
ease is the lead-
ing cause of de-
mentia in Spain,
with a growing
prevalence and
a substantial so-
' cioeconomic im-
pact. Within this
context, The
Memory Pact, an initiative promoted by the Spanish Confed-
eration of Alzheimer's and other Dementias (CEAFA), was es-
tablished to advocate for concrete measures to address the
disease, focusing on three fundamental pillars: the creation of
an official registry of patients, the promotion of early diagnosis,
and equitable access to pharmacological and non-pharmaco-
logical treatments.

For this reason, on 13 March 2025, the Spanish Senate hosted
an institutional event in support of The Memory Pact, where
the president of the Senate, Pedro Rollan (pictured), read an
institutional declaration in favour of people with dementia and
their families, underscoring the Upper House’s commitment to
the cause. The declaration was recently approved by the Sen-
ate and marked a unified political stance on the need for im-
mediate action against Alzheimer's disease.

Jesus Rodrigo, Executive Director of CEAFA, presented the
three key points of the Pact, stressing the urgency of imple-
menting them. Marilé Almagro, President of CEAFA, under-
scored the necessity of immediate action, noting that every
day without progress represents a lost opportunity for patients
and their families.

The session was attended by numerous senators and spokes-
persons from the Senate’s Health Committee, including Maria
del Mar San Martin, President of the Committee, who empha-
sised that “Alzheimer’s does not only affect memory, but also
identity and autonomy,” and described the reading of the Pact
as “immensely useful for those tasked with legislating in this
area.” The presence of representatives from various political
groups underscored the cross-party consensus behind the in-
itiative.

Scientific societies affiliated to the Pact also participated in the
event, emphasising the need for a comprehensive approach
and the commitment of policy makers to improve diagnosis,
treatment, patient care and support for caregivers.

In conclusion, the Senate’s institutional endorsement of The
Memory Pact represents a significant step forward in raising
awareness of Alzheimer's disease and promoting concrete ac-
tions to address it. However, it will require political will, greater
investment in research and the strengthening of healthcare

services, for which collaboration between institutions, scien-
tific societies and patient organisations is necessary, CEAFA
stresses, in its executive summary of the event of 13 March.

Find out more about the Memory Pact, here: https://www.alz-
heimer-europe.org/news/ceafa-launches-pacto-por-el-
recuerdo-make-urgent-call-adopt-real-measures-fight-against

26 MARCH:

The Alzheimer Society of Ireland holds
dementia workshops at Ireland’s Parliament

T —
| !El\

T
|

On 26 March, The Alzheimer Society of Ireland (The ASI), and
the All-Party Oireachtas Group on Dementia, led Dementia
Workshops at Leinster House, the seat of Ireland's Parliament
in Dublin. The event brought together advocates, policymak-
ers, and ASI staff to explore the latest developments in de-
mentia support, including the role of Dementia Advisers, com-
munity-based services, and advancements in disease-modify-
ing therapies.

The ASI is grateful to Senator Fiona O’Loughlin, Chair of the
All-Party Oireachtas Group on Dementia, for her ongoing sup-
port. The event featured key insights from ASI staff and valu-
able video address and contribution from Global Dementia
Ambassador and ASI| Board Member, Helen Rochford-Bren-
nan. The workshop was also attended by members of the Irish
Dementia Working Group, the Dementia Carers Campaign
Network and the Dementia Research Advisory Team. The ASI
extends a heartfelt thank you to Gerry Paley, Nuala Paley,
Frank Golden, Jackie Golden, Kevin Cullen, Brenda Buckley,
Susan Crampton and Aisling Harmon for their contributions on
the day.

The workshop saw strong cross-party engagement, with over
80 attendees, including ministers, TDs (members of the Irish
Parliament), and senators. It highlighted the urgent need for
continued investment in dementia support services across Ire-
land— a priority that resonates across Europe as countries
strive to create more dementia-inclusive societies.

Since its formation in 2016, the All-Party Oireachtas Group on
Dementia has been a vital platform for raising awareness and
fostering cross-party collaboration. As new TDs and senators


https://www.alzheimer-europe.org/news/ceafa-launches-pacto-por-el-recuerdo-make-urgent-call-adopt-real-measures-fight-against
https://www.alzheimer-europe.org/news/ceafa-launches-pacto-por-el-recuerdo-make-urgent-call-adopt-real-measures-fight-against
https://www.alzheimer-europe.org/news/ceafa-launches-pacto-por-el-recuerdo-make-urgent-call-adopt-real-measures-fight-against
https://www.alzheimer-europe.org/news/ceafa-launches-pacto-por-el-recuerdo-make-urgent-call-adopt-real-measures-fight-against
https://www.alzheimer-europe.org/news/ceafa-launches-pacto-por-el-recuerdo-make-urgent-call-adopt-real-measures-fight-against
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join, the group’s role in shaping future policy and securing nec-
essary resources remains crucial. Looking ahead, The ASI is
committed to working alongside policymakers and its Euro-
pean colleagues to improve outcomes for people living with
dementia and their family carers.

3 APRIL:

Swedish Dementia Association organises
"Gathering of strength for younger people
with dementia" meeting
‘ ST On 3 April, the Swedish
Dementia Association (De-
mensforbundet), together
with several partners, or-
ganised the "Gathering of
strength for younger peo-
ple with dementia" day.
The purpose of the meeting
was to gather the experi-
ence and knowledge that
already exist and under-
stand how the Swedish
Government's new demen-
tia strategy will lead to con-
crete measures that make a difference for everyone living with
the condition.
The meeting started with a panel discussion with Kjell Ehn
(pictured, right), who is Sweden's representative in the Euro-
pean Working Group of People with Dementia; it also included
researchers, nurses, relatives, lawyers and the Minister for the
Elderly/Minister of Social Insurance Anna Bergkvist Tenje (pic-
tured, left). The panel discussion highlighted several areas
that need improvement, not only regarding care and welfare,
but also identity and the opportunity to continue living a mean-
ingful life. What emerged during the panel discussion and dur-
ing the roundtable discussions that followed is specific to
younger people with dementia, but much of it also applies to
everyone, regardless of age.
Examples of improvement suggestions:

e Introducing a starter package at diagnosis containing in-
formation, coaching contact, legal advice and contact
person.

e Offering continuous psychosocial support not just in
times of crisis.

e Introducing pilot or case manager functions to coordinate
care and support.

e Building care relationships on trust and accessibility, cre-
ating space for spontaneity in conversations

e Restructuring care structures around need as well as age
(information and activities should be accessible and rel-
evant for different ages).

e  Strengthening the possibility of maintaining identity and
role, for example through adapted activities and support-
ing working life.

e Offering forms of accommodation for young people with
dementia that are based on normal needs for their age.

e Developing support for relatives, especially for young
people, both emotional, practical and social.

e Clarifying the child perspective in routines, care planning
and collaboration.

e Connecting school health care to children and young
people as relatives.

All'in all, it was a particularly good and important day, where
Kjell Ehn’s experiences and views made a great impression
on everyone, not least on the Minister.

6 APRIL:

The Panhellenic Federation of Alzheimer’s
Disease and Related Disorders organises
“‘Run2stopAlzheimer” event

On 6 April, a spomng celebratlon took place in Thessalonlkl
(Greece) in the form of the 19" Alexander the Great marathon,
providing unique moments to the 15,000 runners, as well as
to thousands more people who experienced the event as
spectators.

The Panhellenic Federation of Alzheimer’'s Disease and Re-
lated Disorders participated in this event with a lively running
team in the 5 km and 10 km races. This race was the forerun-
ner of the 1%t International Alzheimer's Disease Prevention
Race, which will take place in Thessaloniki in September, dur-
ing World Alzheimer’'s Month. The race will be dedicated not
only to all those living with neurodegenerative diseases and to
their carers, but also to the continuous purpose of raising
awareness throughout the world.

The battle of awareness raising, prevention and care for peo-
ple with Alzheimer’s disease and other neurodegenerative dis-
eases is unceasing. Exercise is one of the most important pre-
ventative factors for dementia and the Panhellenic Federation
has decided to shed more light on dementia prevention by cre-
ating an international event of unique importance. The idea is
to host an event with people racing to spread the message that
“we have the power to prevent dementia!”

The proceeds of these events will be given to Greek PhD can-
didates who are working in the field of prevention of dementia
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to support dementia research. All of Alzheimer Europe’s mem-
bers are invited to participate in this great mission, by taking
part in the September race, helping strengthen the dementia
movement and raise awareness about brain health and pre-
vention!

Watch the TV spot created by famous Greek actors, four of
them are also caregivers, regarding the forerunner race in
April and the 14 dementia risk factors:
https://youtu.be/XLPLgm5-RNw (with English subtitles).

6 APRIL:

Heraklion Association for Alzheimer’s disease
and Healthy Ageing ALLILENGII deploys
educational programme in Crete to help
students understand more about dementia

The educational pro-
gramme “I'm learning
about Alzheimer’s dis-
ease” was held in the
region of Heraklion
(Crete) by the Heraklion
Association for Alz-
heimer's disease and
Healthy Ageing (ALLI-
LENGII), to raise
awareness and inform
- : children about issues
that concern our society. The presentations were attended by
primary students from 5" and 6™ grade from schools within the
city of Heraklion, as well as from nearby cities and villages.
The programme was implemented by psychologists from AL-
LILENGII. It was interactive and based on the participation of
the children, who watched it attentively, answered questions
and played games.
This programme aims to fill the gap that exists in information
materials for children, regarding dementia. The necessity for
such an activity arises from the fact that, at the moment, in
Greece, there are about 200,000 people with Alzheimer's dis-
ease, with this number expected to increase dramatically in
the future. Additionally, there are 58 million people living with
dementia worldwide. The main objective of the programme is
to explain to children, through simple activities and games, the
special characteristics of dementia and how it affects those
living with the condition, It is hoped this will help strengthen
family ties, for example with grandparents, as well as teaching
children how about dementia prevention. The educational pro-
gramme took place in 23 primary schools between January
and March 2025, and will continue in high schools from Sep-
tember 2025.

15 APRIL:

The Alzheimer Society of Ireland discusses
recent Alzheimer’s drug developments in
national media

Recent weeks have seen nota-
ble developments in the area of
disease-modifying therapies for
Alzheimer's disease. On 15
April, the European Commission
approved lecanemab, the first
treatment authorised by the Eu-
ropean Medicines  Agency
(EMA) to slow progression in
early-stage Alzheimer’s. The ap-
proval followed a complex regu-
latory process, including an ap-
peal. It comes shortly after the EMA declined to authorise
donanemab, due to concerns about its risks.

The Alzheimer Society of Ireland (ASI)’s response was fea-
tured in national media. Dr Laura O'Philbin (pictured), The
ASI's Research & Policy Manager, contributed to the discus-
sion, appearing on “Newstalk” radio and writing a letter to the
editor of The Irish Times which was published. In her letter,
she emphasised the need to prioritise the perspectives of peo-
ple living with dementia and their families in the risk-benefit
debate. A longer version of her letter was published as an
opinion piece in The Irish Examiner. Itis available to read here:
https://www.irishexaminer.com/opinion/commentanaly-
sis/arid-41614852.html

22 APRIL:

Turkish Alzheimer Association launched the
“Alz-Tag project” to empower Alzheimer’s
caregivers with technology and support

The Turkish Alzheimer
Association, in collabora-
tion with its 21 member
organisations, has
launched the “Alz-Tag
project” to enhance the
quality of life for individu-
als living with Alz-
heimer's disease and
their caregivers. Sup-
ported by AGESA and
the Civil Society Support
Foundation (STDV), the
project aims to directly
benefit 575 patients.

The Alz-Tag initiative uses Apple’s AirTag as a springboard for
broader discussions on Alzheimer’s disease management and



https://youtu.be/XLPLgm5-RNw
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caregiver empowerment. In-person meetings are being held
with patients and caregivers across seven cities: Istanbul,
Adana, Antalya, Kayseri, Bursa and Denizli thank to the par-
ticipation from all 21 member organisations across Turkey.
The first session was held on 22 March in Bursa, followed by
a second session scheduled on 26 April in Istanbul. The pro-
gramme centres on three core components designed to sup-
port both patients and caregivers:

1.Risk analysis & Educational workshops

One-day workshops are organised in each city, bringing to-
gether 25 family caregivers per session. These sessions cover
vital topics such as creating safe home environments, han-
dling emergencies, and effectively communicating with individ-
uals with dementia. The workshops are led by expert trainers
specialised in neurology, geriatric care, and dementia commu-
nication.

2. Ongoing mentorship & Informational resources

For six months, participants receive personalised mentorship
through email and phone consultations. The project also pro-
vides informative guides and instructional videos on using
technology, such as smart trackers, to prevent wandering and
ensure patient safety.

3. Evaluation & Impact assessment

At the end of the mentorship phase, caregivers offer feedback
on their experiences, focusing on knowledge retention, the ef-
fectiveness of support received, and the role of technology in
their caregiving journey. Additionally, a stress scale is used to
measure emotional strain before and after the programme.
What sets Alz-Tag apart is its unique blend of technological
innovation and psychosocial support. By integrating smart
tools with targeted training, the programme equips caregivers
with practical strategies to reduce stress and enhance care.
Alz-Tag aspires to become a model for dementia care
throughout Turkey, the project also aims to promote research
partnerships and contribute to shaping national dementia care
policies.

22 APRIL:

Spomincica - Alzheimer Slovenia continues
expanding the network of dementia-friendly
points and building inclusive communities
throughout Slovenia

In 2025, the network of dementia-friendly points (Demenci pri-
jazne tocke) in Slovenia continues to grow at an impressive
pace, bringing support to individuals living with dementia and
their families. Driven by the increasing needs of an ageing
population, local communities across the country are stepping
up their efforts to create inclusive environments where every-
one feels “seen, supported, and understood.”

Spomincica - Alzheimer Slovenia is at the heart of these activ-
ities, to raise awareness and improve the quality of life for peo-
ple with dementia. Spomincica has been strengthening con-
nections within municipalities in collaboration with mayors of
many cities, of what are now known as dementia-friendly local
communities and cities. These communities unite local actors,
such as healthcare institutions, cultural centres, pharmacies,
libraries, and senior associations, to provide information, raise
public awareness, and offer practical assistance to those af-
fected by dementia.

In the first four months of 2025, Spomincica successfully
opened 11 new dementia-friendly points. These new loca-
tions, established in libraries, pharmacies, hospitals, cultural
centres, and retirement associations, serve as safe spaces
where trained staff can offer guidance and support to individ-
uals with dementia and their caregivers. Each point is a small
but powerful step toward fostering dignity, understanding and
social inclusion.

This year’s expansion reflects a broader shift in how Slovenian
communities approach dementia, not as a private burden, but
as a collective responsibility. By embedding dementia aware-
ness into everyday places and services, Slovenia is creating a
national safety net woven from compassion, education, and
local collaboration. As more municipalities join this initiative,
the message is clear: to ensure that every person facing de-
mentia, no matter where they live, can find empathy, assis-
tance, and community close to home.
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LIVING WITH DEMENTIA

4 APRIL:

Trevor Salomon, Chairperson of the European Dementia Carers Working Group, shares his
experience of presenting at a Novo Nordisk session at this year's AD/PD Conference

“Are you sure you've got the right person?” | asked when | was told that the
Danish multinational pharmaceutical company, Novo Nordisk A/S, wanted me
to be part of their presenting team at the 2025 AD/PD Conference in Vienna.
According to the AD/PD website https://adpd.kenes.com/ the Conference is
where the brightest minds gather to explore the latest research, clinical trials,
and treatments for Alzheimer's and Parkinson's. This surely couldn’t be for
me?

T. Salomo“ But wrong | was. Novo Nordisk were looking for someone to not only present
United Kingdom the reality of a carer’s life but, in the absence of any cure or truly significant
I ) treatment for Alzheimer’s disease (monoclonal antibody drugs excepted), also

eaniTo Earlclpae & demonstrate that someone with dementia can to a certain extent thrive when

even their declining capabilities are maximised.

In a huge 2500-seater auditorium (ok it wasn’t full !) and in my capacity as
Chair of the European Dementia Carers Working Group, | shared the stage
with some very eminent experts in the field of dementia. | thought | might be
TP o overawed by the occasion, by the audience and simply by being a fish out of
water but my fears were unfounded It was clear from the Conference agenda that | was the only lived experience, non-medi-
cal/research speaker across the five days of the event but the positive response and reaction of those present in the room made
me realize why it was relevant that | spoke. Such relevance probably hinged on two key aspects of my messaging — one real and
one implied. In real terms | introduced the audience to the lives of dementia carers and in implied terms | hope | reinforced the
need for them to continue and accelerate their work until the same progress is made with this baffling neurological disorder as
has been seen with cancer treatments over the past number of decades.

| congratulate Novo Nordisk for their innovative thinking when they invited me to be in Vienna. They took a risk but hopefully they,
like me, perceive it paid off.

5 APRIL:

Lieselotte “Lilo” Klotz, Vice-Chairperson of the European Working Group of People with
Dementia, shares her opinion on the importance of properly qualified Occupational Therapists
with an understanding of dementia

This is an appeal from the perspective of someone with Lewy Body Dementia and a daugh-
ter and former carer to my late mother, who had Alzheimer’s disease. | would like to ad-
dress something that is of utmost importance to me: the need for occupational therapists
to be properly qualified and to have an understanding of dementia. | would also like to note
the importance of the recipients of Occupational Therapy to be involved in its planning.
There are days when | feel so overwhelmed by dementia that | feel like I'm losing control
of my life. But | know | am more than my illness. | am still here — with my thoughts, my
feelings and my desires. And that is why it is so important that we, as people living with
dementia, are actively involved in the treatment process, rather than just being passive
recipients.

| remember the time when my mother had Alzheimer's. Her Occupational Therapy was
often helpful, but unfortunately, it wasn’t always tailored to her actual needs. There were
moments when | wished the therapists had involved both of us more in the process: me,
as her caregiver and her, as the recipient. We, as caregiving family members and as those
affected, need to be heard so that our real needs and wishes can be incorporated into the therapy.
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For better Occupational Therapy to be possible, we need occupational therapists who not only have a general knowledge and
understanding of the area, but who are also specifically trained to understand the unique needs of people with dementia. Occu-
pational Therapy must not only be based on expertise but also on empathy, compassion, and a true understanding of us as
individuals affected by dementia. It's not just about the “what,” but about the “how.” How can we, as affected individuals, be actively
involved in the therapy process? How can we ensure that our perspectives are considered in the therapy?

There is still no legal regulation in Germany requiring occupational therapists to hold specific qualifications to work with people
with dementia. Although there are recommendations from professional organisations, without a legal obligation, these remain
suggestions rather than binding requirements. This needs to change. | call for mandatory continuing education for all occupational
therapists working with people like me to ensure that we receive the support we truly need.

My appeal to professionals and decision-makers

Let’s create Occupational Therapy that is not only based on expertise but also on empathy and compassion. Occupational Therapy
that includes us, people with dementia, as active participants in our own treatment. Give us the opportunity to co-create, so that
we can live a life of dignity and self-determination.

18 APRIL:

Liv Thorsen, member of the European Dementia Carers Working Group writes about
“Community, Connection, and Care: Local Dementia Initiatives in Gjavik, Norway”

Each March, annual meetings take place across local Dementia Associations and
county branches throughout Norway. These gatherings serve as a key moment
to reflect on the year gone by, presenting reports that highlight activities, financial
status, and the election of new board members.

In Gjavik, our local branch of the National Association for Public Health’s Demen-
tia Association welcomed specialist physician and researcher Dr Bjarn Lichtwarck
to this year’s meeting. Dr Lichtwarck, who was awarded the National Associa-
tion’s 2024 Dementia Award for his outstanding work in dementia care, gave an
engaging presentation on capacity to consent—a deeply relevant and important
topic for individuals, families, and care professionals alike.

At this same meeting, | had the honour of being elected Chair of the Board for the
next two years. Our association currently has 145 members and is actively in-
volved in building a more dementia-friendly society. Among our regular initiatives
are educational courses, the operation of the Gjgvik Dementia Choir, and the co-
ordination of two weekly walking groups specifically for men living with cognitive
impairment. These groups, supported by dedicated volunteers, meet every Mon-
day for two-hour walks, followed by coffee at the Town Hall—a routine that has
quickly become a cherished tradition.

My husband, Kjell Schlytter, has been living with Alzheimer’s for 12 years and is
an active participant in both the choir and walking groups. He also attends every

meeting arranged by the association, and it’s clear how much joy and meaning these activities bring to his life. This year, both
Kjell and | were proud to represent our local association as delegates at the county annual meeting (see photo).

For us, staying engaged with society—whether through cultural events, regular meetings, or choir rehearsals—is not just an
interest, it's a way of life. We strongly believe that meaningful stimulation through physical activity, social connection, and shared
experiences can help slow the progression of dementia and, just as importantly, support a high quality of life.

In Gjevik, we are not just building a support network—we’re building a community where people with dementia, and those who
care for them, can thrive with dignity and joy.
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22 APRIL:

Trevor Salomon, Chairperson of the European Dementia Carers Working Group, shares his
experience of giving a talk to Eisai’'s European human health care (hhc) team

Earlier this year, and very much unexpectedly, | was contacted by Alzheimer Europe who
had been approached by Eisai, the Japanese pharmaceutical company, to give a talk to
their European human health care (hhc) team. Eisai is globally known for its research and
development in neurology and oncology and is dedicated to a philosophy of prioritising pa-
tient care.

Having been briefed by their Senior Director, Communications EMEA, | drove to their Hat-
field location, about an hour from where | live in the UK, on 18 February to present to the
hhc team the reality of my life as a carer to my wife Yvonne who was diagnosed with young
onset Alzheimer’s disease in 2013 when she was 57. | was advised that some of the team
had experience of dementia in their family whilst others had none. My presentation style is
not to hide behind any aspects of the disease but to tell it how it is and to encourage ques-
tions, however difficult or probing they might be. | expected the session to last an hour, tops,
but such was the genuine interest and flow of questions that we had to wind up after an hour and a half if only not to miss lunch !
After lunch, and as part of my commitment to Eisai, | had agreed to record a podcast with their VP, Head of Medical Affairs, EMEA
covering much of the ground from the morning session but for consumption across the entire Eisai business. | believe the current
plan is that the podcast will be released in early June, during Carers Week.

Eisai is an enlightened company, keen to ensure its employees are well informed about the needs and challenges of those who
may benefit from their research and development and | was therefore delighted to play a small partin supporting this commendable
philosophy.

JADE Health WORKSHOP

Optimising Outreach: Communication
and Dissemination Strategies for
Dementia-related Projects

20 May 2025
9:00 — 11:00h CET

REGISTRATION OPEN

©
Co-funded by
- the European Union JADE Health

Joint Action addressing Dementia and Health



https://jadementia.eu/news/newsdetail.php?id=102
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DEMENTIA IN SOCIETY

10 APRIL:

Golnaz Atefi successfully defends her PhD
thesis "Enhancing Social Health in Dementia
Care: Insights from Acceptance and
Commitment Therapy and Technology Use"

Enhancing Social Health in Dementia Care

Snagighty from acegptance and commitment therapy and
technology mee

Alzheimer Europe would
like to congratulate Golnaz
Atefi on successfully de-
fending her PhD thesis, on
10 April 2025. At its core,
Dr Atefi’s thesis, "Enhanc-
ing Social Health in De-
mentia Care: Insights from
Acceptance and Commit-
ment Therapy and Tech-
nology Use" emphasises

Golnaz Atefi

the importance of strengthening connections between re-
search and the community and highlights the need to bridge
the gap between evidence and practice to promote inclusive
and supportive dementia care for those who are, or will be,
affected by dementia.

Alzheimer Europe has had the pleasure of supporting Dr
Atefi’s “Rolling For Dementia” campaign, which formed part of
her doctoral work and we were delighted to welcome her to
Luxembourg on World Alzheimer's Day in September 2024,
and to our 34" Annual Conference in Geneva the following
month, where she was able to showcase her excellent work.

NEW PUBLICATIONS AND RESOURCES

31 MARCH:

World Health Organization (WHO) launches
report on dementia and migrant populations

The World Health Organization
(WHO) has published a report en-
titted “Dementia in refugees and
migrants: epidemiology, public
health implications and global re-
sponses.”

The Evidence Review on Health
and Migration (GEHM) undertook
a scoping review to identify and
synthesise scientific and grey liter-
ature in the field in order to explore
the magnitude of the challenge of
dementia in refugees and migrants, to focus on the provision
of care and support for these population groups and to high-
light existing evidence gaps.

The report notes that the number of older refugees and mi-
grants is rapidly increasing worldwide and that these individu-
als face a number of specific challenges, including difficulties
in the continued management of chronic conditions, chal-
lenges in providing care to other family members, as well as
barriers in access to services.

Dementia in refugees
and migrants

Additionally, it highlights that barriers such as the low aware-
ness of dementia in migrant population groups, limited adop-
tion of cross-cultural cognitive assessment tools, disruptions
in the continuity of care and the lack of specific training for
health care professionals, which can all influence the accurate
and timely detection of dementia. The condition is therefore
often underdiagnosed and undertreated in this population
group.

The report identified knowledge gaps regarding migration and
dementia, particularly on refugees and migrants living with de-
mentia in emergency settings and in low- and middle-income
countries (LMICs), as the available information is largely for
international migrants in high-income settings.

The full report is available at: https://www.who.int/publica-
tions/i/item/dementia-in-refugees-and-migrants--epidemiol-
ogy--public-health-implications-and-global-responses


https://www.who.int/publications/i/item/dementia-in-refugees-and-migrants--epidemiology--public-health-implications-and-global-responses
https://www.who.int/publications/i/item/dementia-in-refugees-and-migrants--epidemiology--public-health-implications-and-global-responses
https://www.who.int/publications/i/item/dementia-in-refugees-and-migrants--epidemiology--public-health-implications-and-global-responses

Alzhelmer 7
& &

Europe it Newsletter APRIL 2025

AE CALENDAR 2025

DATE MEETING AE REPRESENTATIVE
2 May Network Advisory Group Meeting on Raw Data Angela

5 May Meeting with Otsuka Jean

5-7 May Al-Mind General Assembly meeting (Bodg, Norway) Cindy

6 May Board Meeting of Fondation Alzheimer Luxembourg (Luxembourg) Jean

7 May Visit of Association Luxembourg Alzheimer to the offices of Alzheimer Jean

Europe (Senningerberg, Luxembourg)

8 May EFPIA Patient Think Tank Owen

9 May EAN Dementia Guideline Taskforce Angela, Dianne

12 May Alzheimer Europe Board meeting AE Board and staff
13 May Pattern-Cog General Assembly meeting Cindy, Soraya

13 May Meeting with Alzheon Jean

13 May Seminar “New modalities in neurodegenerative disease management — Angela

is Europe ready to innovate?” organised by the Estonian Research
Council (Brussels, Belgium)

14 May Meeting with European Alzheimer’s Disease Consortium Jean

15 May EU4Health Civil Society Alliance meeting Owen

15-16 May Study visit for 2026 Alzheimer Europe Conference (Dublin, Ireland) Jean, Cristina, Isabelle
20 May JADE Health WORKSHOP - Optimising Outreach: Communication and Kate

Dissemination Strategies for Dementia-related projects

21 May Innovative Health Initiative Reception in European Parliament (Brussels, Jean
Belgium)
22 May Al-Mind review meeting Cindy
27 May Alzheimer’s Association Academy AE members and staff

CONFERENCES

DATE MEETING PLACE

15-17 May The 8" Venusberg meeting on Neuroinflammation, Belval, Luxembourg
https://neuroinflammation.uni.lu/

3-6 June 15! edition of the National Alzheimer Conference, http://www.alzcongres.ro Bucharest, Romania



https://neuroinflammation.uni.lu/
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
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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 2" |nternational 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 Alzheimer’s Disease International Conference Lyon, France

Registration now open!
https://adis-project.eu/final-
symposium/

©DALL-E

ADIS Symposium:
Towards Earlier Diagnosis of

Alzheimer’'s Disease 2 CId[S

June 25-26, 2025 bt
b murs Peing of Oyoos tmphocyies
Schloss Birlinghoven, Sankt Augustin o Racoing of Sous Dererems

8th Venusberg Meeting on Neuroinflammation

Cerebral Inmune Activation at the
Crossroads of Healthy Aging, Senescence
and Neurodegeneration

15-17 May 2025 | Campus Belval

Views and opinions expressed are however those of the author(s) only and do not necessarily reflect those of the European
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://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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35" Alzheimer Europe Conference

Bologna, ltaly
6 - 8 October 2025 #35AEC

www.alzheimer-europe.org/conferences
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	WELCOME
	ALZHEIMER EUROPE
	25-27 March:
	European Working Group of People with Dementia EWGPWD and supporters meet in Senningerberg
	2 April:

	Alzheimer Europe becomes a member of the European Public Health Alliance
	3 April:

	Alzheimer Europe writes to European Commission urging it to affirm European Medicines Agency’s positive opinion on lecanemab
	14 April:

	Alzheimer Europe welcomes two new colleagues
	22 April:

	Alzheimer Europe hosts a session of its popular online Alzheimer’s Association Academy, focusing on the topic of “Technology in dementia care: challenges and opportunities”
	30 April:

	Record number of abstracts submitted for this year's Alzheimer Europe Conference!
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	Webinar recording on how Public Involvement supports research on dementia risk reduction is available online
	1 April:

	Sign up for the LETHE webinar on federated learning in neurodegenerative disease research
	10 April:

	Members of the PREDICTFTD Public Involvement Board gather online for the first time to discuss different aspects of a Frontotemporal dementia diagnosis
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	Making diagnosis fit for purpose: Preparing for safe and timely access to new Alzheimer’s treatments
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	European Medicines Agency convenes a joint meeting of its Working Parties for patients, consumers and healthcare professionals
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	Alzheimer Europe signs joint statement calling for an end to attacks on civil society
	10 April:

	Alzheimer Europe signs joint letter to President von der Leyen on health civil society funding
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	After Appeal Committee “no opinion” on lecanemab for the treatment of Alzheimer’s disease, final decision reverts to European Commission
	15 April:

	European Commission authorises lecanemab for treatment of early Alzheimer’s disease

	POLICY WATCH
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	UN Committee on the Rights of Persons with Disabilities publishes findings of EU compliance

	SCIENCE WATCH
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	Can a mural positively change the way we think about dementia?
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	GSK, UK DRI and HDR UK collaborate on first-of-its-kind dementia research initiative
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	New blood test shows potential for improved identification of tau pathology in Alzheimer’s disease
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	An innovative prevention programme helps older adults manage stress and anxiety
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	Alzheon presents topline results for early AD in APOE4 homozygotes
	1 April:

	Co-Authored study on biomarkers in EMA procedures is published in Alzheimer’s and Dementia: Translational Research and Clinical Interventions
	5 April:

	Anavex presents results from Phase 2b/3 open-label extension trial in early AD
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	Roche presents new data at #ADPD2025
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	Recent study examines longitudinal associations between lifestyle, brain changes and cognition
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	A recent study demonstrates resistance training preserves white brain matter for adults with MCI
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	Empowering future speech and language therapists in Scotland: An interactive engagement event with students
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	Heraklion Association for Alzheimer’s disease and Healthy Ageing ALLILENGII deploys educational programme in Crete to help students understand more about dementia
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	The Alzheimer Society of Ireland discusses recent Alzheimer’s drug developments in national media
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	Turkish Alzheimer Association launched the “Alz-Tag project” to empower Alzheimer’s caregivers with technology and support
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