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WELCOME

| am pleased
to share the
news that,
following a
re-examina-
tion of its ini-
tial, negative opinion, the Commit-
tee for Medicinal Products for Hu-
man use (CHMP) of the European
Medicines Agency (EMA) has now
issued a positive opinion on
lecanemab for the treatment of early
Alzheimer's disease (AD). The
CHMP found that the benefits for a
restricted population outweighed
the risks, and therefore recom-
mended approval of Eisai’s market-
ing authorisation application. We
welcome this news, enabling pa-
tients to make informed decisions
based on their own circumstances,
preferences and values, including
the acceptability of risk and antici-
pated benefits, and | was personally
delighted to be invited by Luxem-
bourg radio station 100,7 to discuss
what this news means for people
with early AD in Europe.
In other important research news,
revised diagnostic criteria for AD
were presented on behalf of the In-
ternational Working Group (IWG)
during the 17 annual Clinical Trials
on Alzheimer's Disease (CTAD)
Conference. The IWG is led by
Bruno Dubois, Nicolas Villain, How-
ard Feldman and Giovanni Frisoni,
and comprises 46 international ex-
perts from 17 countries, including
myself on behalf of Alzheimer Eu-
rope. The group reviewed the avail-
able evidence on the role and influ-
ence of biomarkers on the diagnosis
and definition of AD, proposing a
number of recommendations, which
were published in the journal JAMA

Jean Georges, Executive Director
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Neurology, in parallel to CTAD.
Other highlights from CTAD can be
found in our special “CTAD watch”
section.

Another new scientific paper to
which Alzheimer Europe contributed
has been published by researchers
from the LETHE project, in the jour-
nal of Alzheimer's Research & Ther-
apy. It describes the LETHE study
design, progress and first results.
Congratulations to the authors, in-
cluding our Public Involvement Lead
Ana Diaz.

| am also pleased to announce that
we continue to make great headway
in our work engaging with Members
of the European Parliament (MEPs)
and working with them to prioritise
dementia at a European level.
Three more MEPs joined the Euro-
pean Alzheimer's Alliance (EAA)
this month, bringing the total to 79
members and | would like to extend
a warm welcome to Vytenis Andri-
ukaitis MEP (Lithuania), Ondfej
Dostal MEP (Czechia) and Dimitris
Tsiodras MEP (Greece). We very
much look forward to working with
them and to meeting members of
the EAA in Brussels on “European
Parliament Dementia Day”, which
we are organising on 10 December.
Photos from the 34" Alzheimer Eu-
rope Conference (#34AEC) are now
available online, as are videos of the
plenary presentations. | invite you to
access the photos via our website
and watch the videos (available in
English, French and German), on
our YouTube channel.

In closing, | would like to say con-
gratulations on behalf of all of us at
Alzheimer Europe, to Sabine Henry,
who has received the title of Baron-
ess from King Philippe of the Bel-
gians, for her outstanding work for
people affected by dementia as
President of the Belgian Ligue Alz-
heimer.



https://alzheimereurope.sharepoint.com/sites/Common/Documents%20partages/AE%20UPDATES/Newsletters/2024%20Newsletter/11%20November%202024/2024-11%20Alzheimer%20Europe%20Newsletter.docx#_Toc184223294
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4 NOVEMBER:

Access videos and photos from our
conference in Geneva!

We are pleased to share the professional photographs from
the 34" Alzheimer Europe Conference (#34AEC), as well as
the videos of the plenary presentations from the event, all of
which have now been published online.

You can access the photos via our website, here (scroll to the
bottom, below the list of media and social media links, to see

the full gallery): https://www.alzheimer-europe.org/confer-

ences/past-conferences/2024-geneva/news-and-media-

34aec

You can watch the plenary videos in a specially-created

playlist (available in English, German and French), on Alz-

heimer Europe's YouTube channel:

e English:
https://www.youtube.com/watch?v=EqoBJv3copE&list=P
LO-PgQHITWQW|8qdGJSymWwmAuBj7ooev

e German:
https://www.youtube.com/watch?v=rZWMC5SA4S0&list
=PLO-PgQHIMWQUQP9taeGYGzgbcQLQND7UU

e French:
https://www.youtube.com/watch?v=WhOrExOzspl&list=P
LO-PgQHIMWQU-amLKJJE_aQPWA4bX_fch

12 NOVEMBER:

Alzheimer Europe writes to WHO Europe
Regional Director

Following the re-election of Hans Kluge as Regional Director
for the World Health Organization’s Regional Office for Europe
(WHO Europe), Alzheimer Europe has written to the Regional
Director asking for dementia to be prioritised in WHO Europe’s
policies.

In the letter, Alzheimer Europe highlights the that the number
of people affected by these conditions is expected to rise dras-
tically in the coming decades, including our estimates that that
the number of people living with dementia across Europe will
nearly double by 2050 compared to 2018.

The letter also expresses concern that the current approach
to noncommunicable diseases (NCDs) does not providing suf-
ficient attention to dementia. Specifically, “we highlight that
while cardiovascular diseases and cancer are appropriately
highlighted in the ‘Race to the Finish’ within the WHO's Special
Initiative on NCDs and Innovation, there is a lack of a similar
focus on neurodegenerative diseases.

We therefore urge the WHO Regional Office for Europe to en-
sure that neurodegenerative diseases receive the attention
they deserve in its policy recommendations and ask for neu-
rodegenerative diseases, including dementia, to be included
as priority topics for the upcoming 4" High-level Meeting of the
United Nations General Assembly on the Prevention and Con-
trol of NCDs.”

12 NOVEMBER:

Jan Runar Eliassen from the European
Working Group of People with Dementia is
interviewed by EURACTIV for special report
on “Alzheimer’s Disease: detection,
diagnosis, treatment”

Jan Runar Eliassen
was interviewed by
EURACTIV for an
article forming part of a
special  report on
“Alzheimer's Disease:
detection, diagnosis,
treatment”. Jan Runar
is from Norway and is a
member of our
European Working
Group of People with =
Dementia. The article for which he was interviewed by
journalist Christoph Schwaiger is titled "It's a very individual
disease’, Alzheimer’s activist urges policymakers to boost un-
derstanding" and was published online on 12 November 2024.
It can be read in English, here:
https://www.euractiv.com/section/health-consum-
ers/news/its-a-very-individual-disease-alzheimers-ac-
tivist-urges-policymakers-to-boost-understanding/



https://www.alzheimer-europe.org/conferences/past-conferences/2024-geneva/news-and-media-34aec
https://www.alzheimer-europe.org/conferences/past-conferences/2024-geneva/news-and-media-34aec
https://www.alzheimer-europe.org/conferences/past-conferences/2024-geneva/news-and-media-34aec
https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.youtube.com%2Fwatch%3Fv%3DEqoBJv3copE%26list%3DPLO-PgQHI1WQWj8qdGJSymWwmAuBj7ooev&data=05%7C02%7CKatherine.Ellis%40alzheimer-europe.org%7C5285135224384f5d360108dcfcaf2bb8%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638663076525364699%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=DiCpB2LcnG6fwRg%2BalUhW57OUyhCw%2BDd5cnxioF6FkA%3D&reserved=0
https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.youtube.com%2Fwatch%3Fv%3DEqoBJv3copE%26list%3DPLO-PgQHI1WQWj8qdGJSymWwmAuBj7ooev&data=05%7C02%7CKatherine.Ellis%40alzheimer-europe.org%7C5285135224384f5d360108dcfcaf2bb8%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638663076525364699%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=DiCpB2LcnG6fwRg%2BalUhW57OUyhCw%2BDd5cnxioF6FkA%3D&reserved=0
https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.youtube.com%2Fwatch%3Fv%3DrZWMC5SA4S0%26list%3DPLO-PgQHI1WQUQP9taeGYGzqbcQLQND7UU&data=05%7C02%7CKatherine.Ellis%40alzheimer-europe.org%7C5285135224384f5d360108dcfcaf2bb8%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638663076525390113%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=tupSmkhqVlUKEGs1zRLzGXDiXSPbpS%2BydLaooxInraM%3D&reserved=0
https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.youtube.com%2Fwatch%3Fv%3DrZWMC5SA4S0%26list%3DPLO-PgQHI1WQUQP9taeGYGzqbcQLQND7UU&data=05%7C02%7CKatherine.Ellis%40alzheimer-europe.org%7C5285135224384f5d360108dcfcaf2bb8%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638663076525390113%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=tupSmkhqVlUKEGs1zRLzGXDiXSPbpS%2BydLaooxInraM%3D&reserved=0
https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.youtube.com%2Fwatch%3Fv%3DWh0rExOzspI%26list%3DPLO-PgQHI1WQU-amLKJjE_aQPWA4bX_fch&data=05%7C02%7CKatherine.Ellis%40alzheimer-europe.org%7C5285135224384f5d360108dcfcaf2bb8%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638663076525413822%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=ohInwgUh1w0rlw92XA511dtAMaE9cAeiA%2B8htALfIk4%3D&reserved=0
https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.youtube.com%2Fwatch%3Fv%3DWh0rExOzspI%26list%3DPLO-PgQHI1WQU-amLKJjE_aQPWA4bX_fch&data=05%7C02%7CKatherine.Ellis%40alzheimer-europe.org%7C5285135224384f5d360108dcfcaf2bb8%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638663076525413822%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=ohInwgUh1w0rlw92XA511dtAMaE9cAeiA%2B8htALfIk4%3D&reserved=0
https://www.euractiv.com/authors/christoph-schwaiger/
https://www.euractiv.com/section/health-consumers/news/its-a-very-individual-disease-alzheimers-activist-urges-policymakers-to-boost-understanding/
https://www.euractiv.com/section/health-consumers/news/its-a-very-individual-disease-alzheimers-activist-urges-policymakers-to-boost-understanding/
https://www.euractiv.com/section/health-consumers/news/its-a-very-individual-disease-alzheimers-activist-urges-policymakers-to-boost-understanding/
file://Users/albert/Desktop/AE%20Newsletter%20Albert%203.docx#_Toc136073089
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22 NOVEMBER:

Luxembourg radio station 100,7 invites
Alzheimer Europe Director Jean Georges on
air to discuss lecanemab after drug receives
positive opinion from European Medicines
Agency

On 22 November 2024,
Jean Georges, the
Executive Director at

| Alzheimer Europe, was
interviewed on

/4

l]i! ] ) Luxembourg radio

" N station 100,7. He was

invited to discuss the

\ news that the Commit-

e . tee for Medicinal Prod-

' ucts for Human use

(CHMP) of the Euro-

pean Medicines Agency has re-evaluated its negative opinion

on the treatment and gave a positive opinion on the drug, on
14 November 2024.

You can listen to the full interview (in Luxembourgish) here :
https://www.100komma7.lu/show/Moiesstu-
dio/202411220822/episode/Hellef-bei-Alzheimer-am-
Ufankstadium?pd=radio

AE NETWORKING

SPONSOR OF THE MONTH

Alzheimer Europe would like to express its
gratitude to a new silver sponsor for its
2025 activities:

dl Bristol Myers
Squibb’

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

5 NOVEMBER Jean met with Andras Kulja, MEP (Hungary) and Romana Jerkovi¢, MEP (Croatia) (Brussels, Belgium)
6 NOVEMBER Sarah attended the Fundamental Rights Platform webinar on EU LGBTIQ Survey lll

7 NOVEMBER Ana and Sarah met with the Swedish AD-RIDDLE project Advisory Board

8 NOVEMBER Jean met with representatives of Johnson & Johnson

12 NOVEMBER

Angela participated in the 2024 IHI Brokerage event (Brussels, Belgium)

12 NOVEMBER

Dianne and Ana attended a meeting to discuss involvement in the INTERDEM working group on technology
and White Paper

13 NOVEMBER

Angela participated in a panel for the PRIME project at Brain Innovation Days 2024 (Brussels, Belgium)

13 NOVEMBER

Jean met with representatives of Fourtold

15 NOVEMBER

Angela and Lukas visited the study site of the Luxembourg Programme for Dementia Prevention (pdp)
(Luxembourg, Luxembourg)

18 NOVEMBER

Jean met with Boris Brzezinski, assistant of Adam Jarubas, MEP (Poland)

19 NOVEMBER

Sarah and Dianne met with the Public Ambassador Group for the PREDICTOM project

19 NOVEMBER

Ana and Angela organised a meeting with Evidera and representatives of the EWGPWD and EDCWG



https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.100komma7.lu%2Fshow%2FMoiesstudio%2F202411220822%2Fepisode%2FHellef-bei-Alzheimer-am-Ufankstadium%3Fpd%3Dradio&data=05%7C02%7CKatherine.Ellis%40alzheimer-europe.org%7C05809310d705461f43f208dd0ef25d27%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638683156282495143%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=zixql2S8xOtcF64PNrJ4ZGRHSOFDz8SqbSOhhq2ia8M%3D&reserved=0
https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.100komma7.lu%2Fshow%2FMoiesstudio%2F202411220822%2Fepisode%2FHellef-bei-Alzheimer-am-Ufankstadium%3Fpd%3Dradio&data=05%7C02%7CKatherine.Ellis%40alzheimer-europe.org%7C05809310d705461f43f208dd0ef25d27%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638683156282495143%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=zixql2S8xOtcF64PNrJ4ZGRHSOFDz8SqbSOhhq2ia8M%3D&reserved=0
https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.100komma7.lu%2Fshow%2FMoiesstudio%2F202411220822%2Fepisode%2FHellef-bei-Alzheimer-am-Ufankstadium%3Fpd%3Dradio&data=05%7C02%7CKatherine.Ellis%40alzheimer-europe.org%7C05809310d705461f43f208dd0ef25d27%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638683156282495143%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=zixql2S8xOtcF64PNrJ4ZGRHSOFDz8SqbSOhhq2ia8M%3D&reserved=0
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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20 NOVEMBER Angela joined a meeting of the EMA’s Patients’ and Consumers’ Working Party

21 NOVEMBER Owen attended a World Health Organization webinar on Science-Based Policymaking: Actions with Impact

21 NOVEMBER Lukas spoke at the dementia prevention conference of the Alzheimer Liga Vlaanderen (Antwerp, Belgium)

21 NOVEMBER Cindy attended an EFPIA Patient Think Tank meeting

21-22 NOVEMBER  Jean, Chris and Sébastien attended the 2" PROMINENT Consortium meeting (Barcelona, Spain)

22 NOVEMBER Owen attended a DG EMPL civil dialogue on access to quality social and essential services

22 NOVEMBER Kate attended a European Disability Forum (EDF) event on “Influencing the media”

25 NOVEMBER Jean met with the EFPIA AD Platform

26-27 NOVEMBER  Angela attended the 5™ anniversary meeting of the DataSavesLives initiative (Brussels, Belgium)

28 NOVEMBER Angela participated in a panel of the HMA/EMA Big Data Stakeholder Forum (Amsterdam, Netherlands)

28 NOVEMBER Owen and Jean attended the EU4Health Civil Society Alliance meeting

28 NOVEMBER Ana attended an INTEREST project meeting (Amsterdam, Netherlands)

28-29 NOVEMBER  Sarah and Sébastien participated in the European Day of Persons with Disabilities together with the Chair
and Vice-Chair of the EWGPWD (Brussels, Belgium)

29 NOVEMBER Angela attended a General Assembly meeting of the eBRAIN-Health project

S Alzheimer
Europe

(@AlzheimerEurope @
@alzheimer-europe @
AlzheimerEurope @
(@alzheimereurope @
(@AlzheimerEurope @

Help us give a voice to people
with dementia

000009 A



https://www.alzheimer-europe.org/product/donation
https://www.alzheimer-europe.org/
https://twitter.com/alzheimereurope
https://www.linkedin.com/company/alzheimer-europe/
https://www.instagram.com/alzheimereurope/
https://www.youtube.com/user/AlzheimerEurope
https://www.facebook.com/alzheimer.europe/
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EU PROJECTS

16 OCTOBER:

ABOARD Fall Meeting 2024 takes place in
Leiden

On 16 October, nearly 100 colleagues from the ABOARD con-
sortium gathered at Zilveren Kruis in Leiden (Netherlands) for
the ABOARD Fall Meeting 2024. The theme of the meeting
was "The perspective of the health insurer".

The day started with a warm welcome from Jeroen Kemper-
man of Zilveren Kruis. Then, Wout Adema, director of Zorgver-
zekeraars Nederland, gave an inspiring keynote. He spoke
about the challenges faced in healthcare, such as ensuring
sustainable care for elderly people.

After this opening from the perspective of health insurers, sev-
eral ABOARD partners discussed their projects. For instance,
Argonde van Harten (Alzheimer Centrum Amsterdam) and
Koen Dewaele (ADx NeuroSciences) talked about their work
with new blood tests for dementia. Harry Post (Vektis) shared
how data from health insurers provides insight into care use
and costs in dementia. Marjolein de Vugt (Alzheimer Centrum
Limburg) talked about healthy lifestyle interventions, and Jort
Vijverberg (Alzheimer Centre Amsterdam) shared the latest
developments in medication.

In the afternoon, four sessions took place under the heading
"Public-private in practice". In each session, a young re-
searcher spoke from a scientific perspective with an expert
from the public or private sector. Together with the audience,
a discussion ensued about how research results find their way
into education, healthcare, or business. Many new ideas
emerged and it was clear that there are more possibilities than
it might seem at first glance. During a panel discussion, led by
Sven van der Lee (Alzheimercentrum Amsterdam), experts
from different backgrounds discussed how living and care are
connected and can contribute to better care for people with
dementia.

As a traditional finale, the "ABOARD shorts" shared news and
plans from the breadth of the consortium. For instance, there
were ideas about organising a bus tour of the country with the
junior researchers, to share results with the public, whilst
Janna Dijkstra, together with patient representative Robert
Loose, talked about the successful "Eb and Tide" sailing week-

end they organised for young people with a parent with de-
mentia. Alzheimer Europe Director Jean Georges is a member
of the ABOARD project Advisory Board.

You can read the full meeting report (in Dutch) here:
https://www.alzheimer-nederland.nl/onderzoek/pro-
jecten/aboard/nieuws/aboard-fall-meeting-samen-werken-
aan-de-zorg-van-morgen

You can find more information about the ABOARD project
here:

https://www.alzheimer-nederland.nl/onderzoek/pro-
jecten/aboard/

28 OCTOBER:

The Al-Mind 9" General Assembly gathers
experts in Madrid

9th General Assembly

2 Mind ‘é = 28-29 October, Madrid

!

On 28-29 October, partners from the Al-Mind project con-
vened in Madrid, Spain, for the 9" General Assembly, hosted
by the Complutense University of Madrid (UCM). The event
brought together over 50 in-person participants and around 20
online attendees, offering an invaluable platform to review pro-
ject progress, tackle challenges, and outline the next steps to-
ward bringing Atrtificial Intelligence (Al)-based dementia risk
prediction tools into clinical practice.

Work package leaders presented updates on recent achieve-
ments including preliminary analysis of data collected within
the study. The assembly also served as an excellent platform
for a workshop on the Collective Evaluation of Experience, Ex-
plainability, and Practices in Al-Mind, facilitating collaborative
discussions on refining Al-Mind tools to meet real-world clini-

cal needs.


https://www.alzheimer-nederland.nl/onderzoek/projecten/aboard/nieuws/aboard-fall-meeting-samen-werken-aan-de-zorg-van-morgen
https://www.alzheimer-nederland.nl/onderzoek/projecten/aboard/nieuws/aboard-fall-meeting-samen-werken-aan-de-zorg-van-morgen
https://www.alzheimer-nederland.nl/onderzoek/projecten/aboard/nieuws/aboard-fall-meeting-samen-werken-aan-de-zorg-van-morgen
https://www.alzheimer-nederland.nl/onderzoek/projecten/aboard/
https://www.alzheimer-nederland.nl/onderzoek/projecten/aboard/
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Discussions of the 91" GA focused on:

e  Collaboration with European and global projects that
is vital for the sustainability and future adoption of our
comprehensive project data.

e Stakeholder involvement and preparing European
health systems and legislation for the integration of
Al-based dementia tools as well as dementia risk
management.

e Clinical relevance and positioning Al-Mind in demen-
tia and mild cognitive impairment (MCI) diagnostic
pathways.

e Diversity within Al-Mind harnesses the project’s het-
erogeneity to strengthen outcomes and broaden im-
pact.

The assembly also featured insightful guest lectures from
leading experts. Paolo Maria Rossini (IRCCS San Raffaele)
delivered an insightful talk on “Why and where neurophysio-
logical approaches are more informative than ‘traditional’ neu-
roimaging,” emphasising the diagnostic potential of advanced
neurophysiological methods. Giovanni Frisoni (Hépitaux Uni-
versitaires de Genéve) discussed the evolving landscape of
Alzheimer’s disease treatment and prevention, including the
current practices of the memory clinics and the need to focus
on risk assessment, communication and reduction.

https://www.ai-mind.eu/blog/reporting-from-ai-mind-9th-gen-

eral-assembly/

28-29 OCTOBER:

The European Platform for
Neurodegenerative Diseases project
convenes its third Annual Meeting in Madrid

On 28-29 October, the
3 Annual Meeting of
the European Platform
for Neurodegenerative
Diseases (EPND) con-
vened in Madrid, gath-
ering over 70 repre-
sentatives from 29 pri-
vate and public part-
ners. Led by Pieter
Jelle Visser (University
| of Maastricht), Niranjan
Bose (Gates Ventures) Tony Brookes (University of Leices-
ter), and Phil Scordis (UCB), the meeting reviewed significant
milestones and outlined strategies for the platform's next
phase. Dianne Gove (Director for Public Involvement and Eth-
ics) and Angela Bradshaw (Director for Research) repre-
sented Alzheimer Europe at the meeting.

Highlights from EPND’s third year included the expanded
EPND Catalogue, which now encompasses 85 neurodegen-
eration research studies. This resource offers comprehensive

metadata on clinical variables, biosamples, and datasets, em-
powering researchers to accelerate biomarker discovery. Up-
dates on biomarker analyses revealed novel insights into
mixed pathologies underlying Alzheimer’s, Parkinson’s, and
related diseases.

Platform development updates from Gates Ventures intro-
duced planned enhancements to the EPND Hub, including ad-
vanced biobank discovery tools and catalogue syndication, set
to launch in December. These functionalities aim to streamline
access to biosample and dataset information. Discussions
emphasised biosample quality standards, with cohorts like
gMAD-COSCODE achieving ISO certification for biobanking
processes, ensuring data reliability. Looking ahead, sustaina-
bility and cross-sector collaboration remain priorities. Strategic
planning efforts, led by Gates Ventures and Synapse, aim to
secure EPND’s long-term role in advancing neurodegenera-
tion research.

Learn more about EPND: https://epnd.org/

29 OCTOBER:

AD-RIDDLE project brings clinical and
workstream leads together for a Steering
Committee meeting

On 29 October, our Director for
Research, Angela Bradshaw,
participated in a Steering
Committee meeting for the In-
novative Health Initiative-
funded AD-RIDDLE project in
Madrid, Spain. On the margins of the Clinical Trials in Alz-
heimer’s Disease conference, project and workstream leads
met to share updates on progress and plan upcoming activi-
ties in the project.

Following a warm welcome by project co-Leads Miia Kivipelto
and Niranjan Bose, partners and Pls of clinical sites discussed
the design and initiation of the AD-RIDDLE study. Involving
eight sites in six European countries, the study will test and
refine the AD-RIDDLE modular toolbox platform, which com-
prises an array of tools including digital cognitive assessments
and blood-based biomarkers. Running alongside, the AD-RID-
DLE implementation study will assess the adoption and use of
these innovative tests in the real-world setting. Workstream
leads have been organising clinical site visits, to understand
the context for implementation and establish an evaluation
plan for 2025 onwards. We also heard about advances in de-
signing predictive algorithms for early risk and disease detec-
tion, supported by data mapping work to facilitate the provision
of analysis-ready datasets - enabled by the European Platform
for Neurodegenerative Diseases (EPND). Angela presented
an update for the two work packages that AE is leading, which
are addressing communications, public involvement, stake-
holder engagement, ethics and policy.

Learn more about AD-RIDDLE: https://www.ad-riddle.org/

| : RIDDLEI A&ranerstisesse ™



https://www.ai-mind.eu/blog/reporting-from-ai-mind-9th-general-assembly/
https://www.ai-mind.eu/blog/reporting-from-ai-mind-9th-general-assembly/
https://discover.epnd.org/catalogue/studies
https://epnd.org/
https://www.linkedin.com/company/epnd/
https://www.linkedin.com/company/epnd/
https://www.ad-riddle.org/
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29 OCTOBER:

AMYPAD researchers demonstrate the
reliability of the centiloid metric as a reliable
measure of AD-related amyloid plaques

On 29 October, the Bar-
celonafeta Brain Re-
search Center (BBRC),
the research centre of
the Pasqual Maragall
Foundation, issued a
press release, an-
nouncing a significant
milestone in  Alzhei-
mer's disease (AD) re-
search.

The Neuroimaging Re-
search Group of the BBRC in collaboration with the AMYPAD
(Amyloid Imaging to Prevent Alzheimer’s Disease) Consor-
tium, has demonstrated the reliability of the Centiloid metric for
measuring amyloid plaques, one of the main hallmarks of AD.
The work, published in Alzheimer's and Dementia and con-
ducted across multiple clinical sites, improves diagnostic ac-
curacy, particularly when assessing equivocal cases. The
study has provided the basis for the European Medicines
Agency (EMA) to consider this scale as a valid and robust bi-
omarker of the accumulation of amyloid protein in the brain.
The BBRC team has played a key role in this evaluation. Dr
Mahnaz Shekari, first author of the publication and researcher
at the Neuroimaging Research Group at the centre, explains
that “we have demonstrated the precision of the Centiloid met-
ric in memory clinic patients, establishing it as a reliable bi-
omarker for diagnosing and tracking Alzheimer’s disease. Fur-
thermore, we offer a comprehensive, easy-to-follow guideline
for using the Centiloid metric in amyloid PET quantification,
making it accessible to both clinicians and researchers.”

The EMA’s Committee for Medicinal Products for Human Use
(CHMP) has recognized the Centiloid Unit as a sensitive and
robust universal measure for global amyloid load in the brain
when used in clinical trials, provided that appropriate quality
control procedures are followed. This allows for consistent
comparisons of amyloid-PET scans across different tracers
and procedures, supporting AD clinical trials.

With the anticipated rise in anti-amyloid drugs and their
broader clinical use, the Centiloid metric will be crucial for eval-
uating drug efficacy and managing dosing effectively. Accord-
ing to EMA’s Qualified Opinion, “the use of the Centiloid scale
can provide a potential baseline measure for future therapy
monitoring/follow up scanning”.
https://amypad.eu/news/recent-news/validation-of-centiloid-
metric-as-a-reliable-measure-of-alzheimers-related-amyloid-
plaques/

14 NOVEMBER:

PROMINENT project supports Alzheimer’s
disease diagnosis amid recommendation of
first disease-modifying treatment

The recommen-
dation of
lecanemab, the
first disease-
modifying ther-
apy (DMT) for
Alzheimer’s dis-
ease (AD), by
the  European
Medicines
Agency consti-
tutes a major breakthrough for the dementia community. How-
ever, several steps still remain before patients can access
these new treatments, which are bound to challenge Euro-
pean healthcare systems. A major remaining hurdle is over-
coming pricing and reimbursement discussions which will take
place within each individual country. Further, health care sys-
tems will need to address limited capacity of specialist ser-
vices for diagnosis and treatment. Supporting clinicians with
tools to help them identify the patients most likely to benefit
from these new therapies is therefore vital to improve health
systems readiness and ensure quality care for people with AD.
Diagnosis and management of AD are challenging due to the
high incidence of comorbidities, such as cardiovascular and
psychiatric conditions. By considering individual differences in
patients’ genetic makeup, lifestyles and clinical parameters,
precision medicine has the potential to dramatically improve
diagnosis, prognosis and treatment of AD. Considering these
individual differences may help identify patients who may en-
counter adverse effects.

Last year, PROMINENT partners asked members of the Eu-
ropean Alzheimer’'s Disease Consortium (EADC) of memory
clinics about challenges in determining a diagnosis and man-
aging patient care. Their responses underscored the need for
decision support systems in clinical practice. Only 5% of re-
spondents had previously used such a system, but 60% be-
lieved they will use it in the future, and 80% thought support
with assessing eligibility for DMTs would be useful or very use-
ful.

The PROMINENT project, a collaborative, pan-European pub-
lic-private partnership funded through the Innovative Health
Initiative (IHI) for five years, sets out to address challenges
around diagnosis and treatment pathways. Find out more:
https://www.ihi-prominent.eu/prominent-project-supports-alz-
heimers-disease-diagnosis-amid-recommendation-of-first-
disease-modifying-treatment/



https://amypad.eu/news/recent-news/validation-of-centiloid-metric-as-a-reliable-measure-of-alzheimers-related-amyloid-plaques/
https://amypad.eu/news/recent-news/validation-of-centiloid-metric-as-a-reliable-measure-of-alzheimers-related-amyloid-plaques/
https://amypad.eu/news/recent-news/validation-of-centiloid-metric-as-a-reliable-measure-of-alzheimers-related-amyloid-plaques/
https://www.ihi-prominent.eu/prominent-project-supports-alzheimers-disease-diagnosis-amid-recommendation-of-first-disease-modifying-treatment/
https://www.ihi-prominent.eu/prominent-project-supports-alzheimers-disease-diagnosis-amid-recommendation-of-first-disease-modifying-treatment/
https://www.ihi-prominent.eu/prominent-project-supports-alzheimers-disease-diagnosis-amid-recommendation-of-first-disease-modifying-treatment/
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And listen to Hanneke Rhodius-Meester, clinical Geriatrician
at Amsterdam UMC & Oslo University Hospital about the de-
velopment and use of our clinical decision support tool to im-
prove diagnosis, communication, and shared decision-making
for patients with memory-related issues.
https://vimeo.com/1029939059

19 NOVEMBER:

PREDICTOM Public Ambassador Group
meets online

" On Tuesday, 19 No-
- vember several of the
~ members of the Public
Ambassador Group
(PAG) for the PREDIC-
TOM project met online
together with research
partners from the Uni-
versity of Exeter (UK)
and Kings College Lon-
don (UK) to discuss the
first part of the partici-
pant journey on the PREDICTOM platform. The meeting
started with a presentation by Jack Lewis from the University
of Exeter, followed by a very fruitful discussion about the user-
friendliness of the PREDICTOM platform so far. This discus-
sion was led by Sarah Campill, Public Involvement Officer at
Alzheimer Europe.

The meeting ended with a preview of the topic of the next
meeting, given by Zunera Khan, and with praise from the PAG
members for the joint efforts of the PREDICTOM partners and
their goal to make early detection of dementia more accessi-
ble. They highlighted how this use of technology and bi-
omarkers, accessible from the comfort of your own home, is
almost futuristic. "This is fantastic! This is like science-fiction.”,
they commented.

21 NOVEMBER:

PROMINENT consortium meets in Barcelona
for second annual meeting

On 20-21 November, the PROMINENT consortium held its
second annual meeting in Barcelona, hosted by Fundacion
Pasqual Maragall. Representatives from all 18 partner organ-
isations reviewed progress and planned next steps for ad-
vancing precision medicine in neurodegenerative diseases.
Project co-coordinator Linus Jonsson (Karolinska Institutet)
opened with highlights from the past year, including the Euro-
pean Medicines Agency’s recommendation for Lecanemab
and the addition of three partners, who followed with presen-
tations on their contributions.

Xin Xia (Karolinska Institutet) and Ferran Lugo (Barcelona-
Beta Brain Research Center) shared updates on prediction

PROMINENT partners at
2024 Annual Meeting, Barcelona

models and diagnostic algorithms. Jyrki L6tjonen (Combinos-
tics) showcased progress on PROMINENT’s digital platform,
incorporating feedback from the Advisory Board to align with
clinician and patient needs.

Day one concluded with presentations by Frank Jessen
(Uniklinik KoéIn) on anti-amyloid therapies and Sandar Aye
(Karolinska Institutet) on a dashboard to visualise the number
of eligible patients for amyloid-targeting therapies across Eu-
rope.

Day two featured Sofie Persson (IHE) on real-world evidence
in health technology evaluation and Lena Sannemann
(Uniklinik KéIn) on validating the digital platform for specialists
and patients. Lennart Thurfjell (Combinostics) outlined private
sector contributions, while Christophe Bintener (Alzheimer Eu-
rope) and Sébastien Libert (Alzheimer Europe) presented on
communication activities and Public Involvement, respec-
tively.

Andrea Marti del Rio (SYNAPSE) and Anna Hansson (Karolin-
ska Institutet) concluded with updates on project manage-
ment, confirming milestones are on track. Linus Jonsson for-
mally closed the meeting, thanking attendees and wishing
them safe travels.

Find out more about the project: www.ihi-prominent.eu

21 NOVEMBER:
A new article about the Lethe study published

Researchers from the Lethe project
have published a new article in the
journal of Alzheimer's Research &
Therapy. The article is entitled “A dig-
itally supported multimodal lifestyle
program to promote brain health
among older adults (the LETHE ran-
domized controlled feasibility trial)” and describes the Lethe



https://vimeo.com/1029939059
https://www.predictom.eu/public-involvement-user-impact-in-predictom/the-public-ambassador-group-pag
https://www.predictom.eu/public-involvement-user-impact-in-predictom/the-public-ambassador-group-pag
https://www.predictom.eu/public-involvement-user-impact-in-predictom/the-public-ambassador-group-pag
https://www.predictom.eu/
https://www.predictom.eu/
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study design, progress and first results. The Lethe study will
last two years and will evaluate the feasibility of a digitally sup-
ported, adapted FINGER intervention among older adults at-
risk, in four European countries (Austria, Finland, Italy, Swe-
den). In the ftrial, technology will be used to complement in-
person activities, personalise recommendations, and collect
digital biomarkers. The trial started in September 2022 and af-
ter the first six months, its first results show a good retention
rate (over 98%). The article also includes a section about the
Public Involvement activities which have been organised in
this project by Alzheimer Europe. Ana Diaz, Public Involve-
ment Lead at Alzheimer Europe is one of the co-authors of the
article. The article is open access and can be accessed here:
https://link.springer.com/article/10.1186/s13195-024-01615-
47utm_source=rct_congratemailt&utm_me-
dium=email&utm_campaign=oa_20241121&utm_con-
tent=10.1186%2Fs13195-024-01615-4

22 NOVEMBER:

New PREDICTOM project website and Data
Catalogue launched

The PREDICTOM project recently an-
nounced the launch of their Data Cat-
alogue, accessible on the new project
website  (www.predictom.eu). The
website offers a wide range of infor-

EARLY DEMENTIA DETECTION

EU project acknowledgements

innovative
medicines
initiative

mation and resources, which are interesting for people from
the general public as well as for members of the research com-
munity.

A particular section that may be of interest for members of the
public might be the "Public and Participant" section, which pro-
vides essential information on Public Involvement and Partici-
pant Recruitment. This includes details about various Public
Involvement groups, such as Alzheimer Europe’s Public In-
volvement Pool (Pl Pool). The Pl Pool is an online community
of individuals from across Europe and by joining the mailing
list, members can get informed about opportunities for involve-
ment in European research projects focused on dementia and
brain health. Moreover, people with a keen interest in joining
the PREDICTOM study as participants can check their eligibil-
ity by reviewing the participation criteria on the website and
finding out more about how to become a participant.

The Data Catalogue (https://www.predictom.eu/resources)
will be especially useful for researchers. The catalogue was
designed based on the FAIR principles:

Findable
Accessible
Interoperable
Reusable.

The PREDICTOM team aims to ensure that everyone who
could benefit from this open resource can easily find it, explore
the datasets, and build upon the research. Collaborative re-
search environments like this one hold great value, as they
can lead to discoveries that might otherwise go unnoticed.

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 or-
ganisations, federations and funders providing support for individual projects.

The projects in this newsletter are:

AD-RIDDLE - grant agreement 101132933 (https://ad-riddle.org/)
Al-Mind - grant agreement 964220 (https://www.ai-mind.eu/)
EPND - grant agreement 101034344 (https://epnd.org/)

LETHE - grant agreement 101017405 (https://www.lethe-project.eu/)
PREDICTOM - grant agreement 101132356 (https://www.predictom.eu/)
Prominent - grant agreement 101112145 (https://www.ihi-prominent.eu/)


https://link.springer.com/article/10.1186/s13195-024-01615-4?utm_source=rct_congratemailt&utm_medium=email&utm_campaign=oa_20241121&utm_content=10.1186%2Fs13195-024-01615-4
https://link.springer.com/article/10.1186/s13195-024-01615-4?utm_source=rct_congratemailt&utm_medium=email&utm_campaign=oa_20241121&utm_content=10.1186%2Fs13195-024-01615-4
https://link.springer.com/article/10.1186/s13195-024-01615-4?utm_source=rct_congratemailt&utm_medium=email&utm_campaign=oa_20241121&utm_content=10.1186%2Fs13195-024-01615-4
https://link.springer.com/article/10.1186/s13195-024-01615-4?utm_source=rct_congratemailt&utm_medium=email&utm_campaign=oa_20241121&utm_content=10.1186%2Fs13195-024-01615-4
http://www.predictom.eu/
https://www.predictom.eu/resources
https://ad-riddle.org/
https://www.ai-mind.eu/
https://epnd.org/
https://www.lethe-project.eu/
https://www.predictom.eu/
https://www.ihi-prominent.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 79, representing 21 Member States of the European Union and seven out L 4 EUfOPEGﬂ

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

the Co-Chairs of the EAA: Nina Carberry MEP (Ireland, EPP), Tilly Metz MEP (Lux-

embourg, Greens/EFA), Romana Jerkovi¢c MEP (Croatia, S&D), Hilde Vautmans

MEP (Belgium, Renew Europe) and Dainius Zalimas (Renew Europe, Lithuania) for their leadership and for hosting the organisa-
tion’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); 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). Cyprus: Costas Mavrides (S&D). Czechia: Ondrej Dostal (NI); Tomas$ Zdechovsky (EPP). Denmark: Kira
Marie Peter-Hansen (Greens/EFA); Christel Schaldemose (S&D). Estonia: Urmas Paet (Renew Europe). Finland: Merja Kyllbnen
(The Left). France: Francois-Xavier Bellamy (EPP); Mélissa Camara (Greens/EFA); Laurent Castillo (EPP); David Cormand
(Greens/EFA); Marie Dauchy (PFE); Christophe Gomart (EPP); Catherine Griset (PFE); Céline Imart (EPP); Isabelle Le Callennec
(EPP); Nadine Morano (EPP); Philippe Olivier (PFE); Mounir Satouri (Greens/EFA); Majdouline Shai (Greens/EFA); Marie Tous-
saint (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); Elissavet Vo-
zemberg-Vrionidi (EPP). Hungary: Tamas Deutsch (PFE); Enikd Gyéri (PFE); Kinga Gal (PFE); Gyérgy Holvényi (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 AustreviCius
(Renew Europe); Vilija Blinkevigiate (S&D); Dainius Zalimas (Renew Europe). Luxembourg: Marc Angel (S&D); Charles Goerens
(Renew Europe); Christophe Hansen (EPP); Tilly Metz (Greens, EFA); Isabel Wiseler-Lima (EPP). Poland: Elzbieta Katarzyna
tukacijewska (EPP); Anna Zalewska (ECR). Portugal: Marta Temido (S&D); Catarina Martins (The Left). Slovenia: Matjaz
Nemec (S&D); Irena Joveva (Renew Europe); Vladimir Prebili& (Greens/EFA); Marjan Sarec (Renew); Milan Zver (EPP). Spain:
Rosa Estards Ferragut (EPP); Juan Fernando Lopez Aguilar (S&D); Diana Riba i Giner (Greens-EFA); Ana Miranda Paz
(Greens/EFA). Sweden: Par Holmgren (Greens-EFA); Jonas Sjostedt (S&D).

EUROPEAN ALZHEIMER’S ALLIANCE

11 NOVEMBER:

European Commission responds to Hilde 1. Inlight of this, is there a commitment to developing a
. . European action plan on dementia?
Vautmans MEP written question 2. How will the Commission ensure that this action plan

addresses the full spectrum of dementia, including

The European Commission prevention, diagnosis, treatment, and care?

has responded to a written 3. What steps does the Commission plan to take to co-
question from Hilde Vautmans ordinate efforts with national governments and moti-
MEP (Renew, Belgium), who vate Member States to develop and implement their
asked: national dementia strategies?”
“According to WHO estimates,
2 dementia will become the third In its response, the European Commission does not commit
",{l most common cause of mortal- to developing a European Action Plan on Dementia, whilst re-
‘ ity in Europe next year. How- ferring to existing work, for example the current Join Action on
( | ever. the mission letter from Dementia and the existing Steering Group on Health Promo-
/: Com’mission President von der tion, Disease Prevention and Management of Non-Communi-
k LN Leyen does not mention de- cable Diseases.
mentia. Beyond the impact on patients and their families and The written question and answer are available at:
friends, we must also consider the significant societal cost of https://www.europarl.europa.eu/doceo/document/E-10-2024-
inaction. 001905-ASW_EN.html


https://www.europarl.europa.eu/doceo/document/E-10-2024-001905-ASW_EN.html
https://www.europarl.europa.eu/doceo/document/E-10-2024-001905-ASW_EN.html
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30 NOVEMBER

Three MEPs join the European Alzheimer’s
Alliance

Alzheimer Europe is delighted to announce that three Mem-
bers of the European Parliament (MEPs) have joined the Eu-
ropean Alzheimer’s Alliance (EAA). The EAA is a non-exclu-
sive, multinational and cross-party group, with two key objec-
tives:

EU DEVELOPMENTS

e Send out the political message that concerted action
is needed in the field of prevention, diagnosis and
treatment of Alzheimer’s disease, as well as research
and social policies.

e Promote actions to give dementia priority at Euro-
pean and national level.

We are delighted to welcome new EAA members:

o Vytenis Andriukaitis MEP (S&D, Lithuania)

e  Ondfej Dostal MEP (NI, Czech Republic)

e  Dimitris Tsiodras MEP (EPP, Greece)

We very much look forward to working with them to prioritise
dementia as a policy priority at a European level.

A full list of Co-Chairs and all 79 current members of the EAA
is available at:
https://www.alzheimer-europe.org/policy/european-alz-
heimers-alliance/members

Pictured (left to right): Dimitris Tsiodras MEP, Ondfej Dostal
MEP, Vytenis Andriukaitis MEP

4 NOVEMBER:

European Economic and Social Committee
adopts opinion on health

The European Economic and
Social Committee (EESC) has
issued an opinion “Devising a
European flagship initiative for
health”, calling for a pro-
gramme based on the princi-
ples of universality, quality, ac-
cessibility, solidarity and inclu-
sivity. The Opinion sets out strategic pillar for such in initiative
which would, amongst other things:
e Establish a European care and healthcare guarantee
e Implementing the integrated One Health approach
e Harness the potential of digitalisation and artificial in-
telligence (Al) to modernise health systems
e Uphold European financial instruments to support
national health initiatives and funding
e  Prioritise social and health investments
e Promote an integrated scoreboard of socio-eco-
nomic, health and environmental reforms, with a view
to a strategy that goes beyond growth
o Develop a targeted investment plan to strengthen ca-
pacity and promote care professions and healthcare
workers
e Undertake collaborations between the EU and WHO
Europe to retain, attract and support care workers,
including nursing staff

European Economic
and Social Committee

o Embed institutionalised involvement of civil society in
defining, evaluating and monitoring health priorities.
The full opinion is available at: https://www.eesc.eu-
ropa.eu/en/our-work/opinions-information-reports/opin-
ions/devising-european-flagship-initiative-
health#msdynttrid=A-DYL89WbP-
bUzqfiwn21VDRVIT_tlUzZ9e57tik5kfE

12 NOVEMBER:

World Health Organization (WHO) Europe
publishes care toolkit

The WHO Regional Office for Europe has launched “State of
Long-term Care (LTC) Toolkit”, which aims to support policy-
makers at regional, national and local level to reshape LTC
systems to be more responsive, inclusive and sustainable.
The toolkit has three main components:
e A conceptual framework that defines the broader
components of LTC systems and mechanisms for
LTC reform
e An implementation guide
e A detailed data-collection template.
The toolkit proposes a holistic approach to LTC system devel-
opment, underpinned by a “results chain” structure. This ap-
proach brings together five key components: population care
needs; system inputs; system outputs, system outcomes, and
population-level impacts.
This model urges policy-makers to consider the resources
available within the LTC system, both tangible (such as infra-
structure and workforce) and intangible (such as funding
mechanisms), and to evaluate how effectively these resources


https://www.alzheimer-europe.org/policy/european-alzheimers-alliance/members
https://www.alzheimer-europe.org/policy/european-alzheimers-alliance/members
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/devising-european-flagship-initiative-health#msdynttrid=A-DYL89WbPbUzqfiwn21VDRvlT_tIUzZ9e57tik5kfE
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/devising-european-flagship-initiative-health#msdynttrid=A-DYL89WbPbUzqfiwn21VDRvlT_tIUzZ9e57tik5kfE
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/devising-european-flagship-initiative-health#msdynttrid=A-DYL89WbPbUzqfiwn21VDRvlT_tIUzZ9e57tik5kfE
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/devising-european-flagship-initiative-health#msdynttrid=A-DYL89WbPbUzqfiwn21VDRvlT_tIUzZ9e57tik5kfE
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/devising-european-flagship-initiative-health#msdynttrid=A-DYL89WbPbUzqfiwn21VDRvlT_tIUzZ9e57tik5kfE
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The State of Long-term
Care Toolkit

A conceptual framewaork for
assessment and continuous learning
in long-term care systems

Read more: bitlyLTCToolkit  [IRoas

are being used to deliver care services and meet the goals
formulated in national policies.

As part of this work, three country-specific studies for Greece,
Ireland and Lithuania, were launched, identifying challenges
and priorities for progress in transforming their systems in line
with national goals.

The work was supported with financial support from the Euro-
pean Commission’s Directorate-General for Employment, So-
cial Affairs and Inclusion, and is part of the European Care
Strategy, contributing to the Council Recommendation on ac-
cess to affordable high-quality LTC.

The toolkit and other resources, including the country-specific
studies, are available at: https://www.who.int/eu-
rope/news/item/12-11-2024-who-europe-launches-a-new-
toolkit-to-help-countries-to-transform-long-term-care-systems

14 NOVEMBER:

Discover the Citizen, Equality, Rights and
Values (CERV) programme

£

m N The CERV Programme - 'Citi-

zens, Equality, Rights and Val-
ues' - is funded by the Euro-
pean Commission's DG Justice
and Consumers and has as its
overall objective to protect and
promote the rights and values
enshrined in the EU Treaties
4 and in the Charter of Funda-

mental Rights and international
human rights conventions, in order to support and contribute
to the further development of open, democratic, fair and inclu-
sive societies based on the rule of law.

Citizens, Equality, Rights
and Values programme

New funding
opportunities

The CERV programme invests over EUR 1.5 billion available
for entities that make Europe stronger by improving the quality
of life of its citizens. Projects funded by the CERV programme
are developed on four thematic strands:
e Union Values to safeguard and promote the values
of the European Union.
o Equality, rights and gender equality that promote
rights, non-discrimination and equality.
o Citizens' engagement and participation to pro-
mote citizens' involvement and participation.
o Daphne to combat violence, including gender-
based violence.

Who can apply:

e Civil society organisations active at local, regional,
national and transnational levels

e  European networks

e  Public authorities (including equality and human
rights bodies)

e National, regional and local authorities

e Towns and municipalities

e Academial/research institutes

e  Think tanks

e The judiciary

e International organisations and other stakeholders
active in promoting EU values and rights.

Campaign web page:
https://citizens-equality-rights-values.campaign.europa.eu/in-
dex_en

Alzheimer Europe is hugely grateful to the CERV programme
for supporting our work by providing us with vital funding in the
shape of an Operating Grant.

18 NOVEMBER:
EU Health at a Glance report published

A A
aftermath of the COVID-19 pandemic. OECD
The report focuses on two linked piv-

otal themes: addressing health workforce shortages and pro-
moting healthy longevity. Five key messages were identified
in the report:
e Urgent action is needed to address health workforce
shortages in Europe
e Promoting healthy longevity can reduce the burden
on health and long-term care systems
o Significant life expectancy gaps persist across
countries and the health of young people is an en-
during concern
e Progress in addressing lifestyle risk factors has
stalled, with persistent socio-economic disparities

The Organisation for Economic Coop-
eration and Development (OECD) has
published Health at a Glance: Europe
2024, outlining the major challenges
facing European health systems in the



https://www.who.int/europe/news/item/12-11-2024-who-europe-launches-a-new-toolkit-to-help-countries-to-transform-long-term-care-systems
https://www.who.int/europe/news/item/12-11-2024-who-europe-launches-a-new-toolkit-to-help-countries-to-transform-long-term-care-systems
https://www.who.int/europe/news/item/12-11-2024-who-europe-launches-a-new-toolkit-to-help-countries-to-transform-long-term-care-systems
https://citizens-equality-rights-values.campaign.europa.eu/index_en
https://citizens-equality-rights-values.campaign.europa.eu/index_en
https://www.who.int/europe/news/item/12-11-2024-who-europe-launches-a-new-toolkit-to-help-countries-to-transform-long-term-care-systems
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e EU countries have made gradual improvements in
health crisis preparedness, but significant chal-
lenges remain in building public trust and combat-
ting anti-microbial resistance.

The report notes that across the EU, nearly 8 million people
have Alzheimer’'s disease or another dementia in 2021, ac-
cording to the Global Burden of Disease study. It further high-
lights that for people aged over 70, over 9% of people have
Alzheimer’s disease or another dementia, being 3% among
people aged 70-74 to 18% for people aged over 80.

The report notes that up to 45% of dementia cases could be
avoided by addressing 14 modifiable risk factors, citing the
2024 Lancet Commission and its recommendations for actions
to promote prevention.

Additionally, the report notes that dementia (including Alz-
heimer’s disease) is the most important cause of healthy life
years lost due to disability among older people in the EU. In
addition, it notes that accidental falls account for a large num-
ber of years of life lost due to disability among older people.
The biennial Health at a Glance: Europe report is the first part
of the European Commission’s “State of Health in the EU”. The
second part is the Country Health Profiles, which is next ex-
pected in 2025. The full EU Health at a Glance report is avail-
able at:
https://www.oecd.org/en/publications/health-at-a-glance-eu-
rope-2024 b3704e14-en/full-report.html

20 NOVEMBER:

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

On November 20, the European Medicines Agency (EMA)
hosted its annual meeting for all members of the Patients’ and
Consumers’ (PCWP) and Healthcare Professionals’ Working
Parties (HCPWP). The meeting began with an introduction by
Juan Garcia Burgos (EMA), who welcomed the participants
and the co-chairs of the Working Parties, Marko Korenjak
(PCWP) and Rosa Giuliani (HCPWP). The meeting covered a
variety of important topics related to medicines and medical
devices, including regulatory science, digitalisation and Al,
shortages, and communications, and kicked off with a recap
of some 2024 patient and healthcare professional engage-
ment highlights, delivered by the Head of EMA’s Stakeholders
and Communication Division, Melanie Carr.

After an update from Ana Zanoletty (EMA) on ongoing clinical
trial activities in the EU, Denis Lacombe (EMA) shared key
takeaways from the ACT (Accelerating Clinical Trials) EU
Multi-stakeholder Platform Annual Meeting, which focused on
fostering collaboration between different organisations. Partic-
ipants were also encouraged to explore the Clinical Trial Infor-

mation System (CTIS) public portal, which has undergone re-
cent improvements. Francesca Scotti (EMA) presented the
updated portal, which features advanced search functionali-
ties, a more user-friendly interface, and the ability to download
search results and information on clinical trials. This update
aims to make it easier for patients and healthcare profession-
als to access and navigate clinical trial information.

A new tool designed to help patients and healthcare profes-
sionals find clinical trials in the EU was also demonstrated by
lisbrand van Rooijen (EMA). The tool, a trial map under devel-
opment, was introduced in response to feedback from patient
organisations seeking better access to trial data. The demo
aimed to gather feedback before the tool's public launch in
2025. Participants were also informed about the planned 2025
relaunch of clinical data publication on the Clinical Data Portal,
which will increase transparency and access to clinical data
for research and regulatory purposes.

In the area of medical devices, attendees were updated on
EMA’s ongoing activities, including expert panel support for
orphan medical devices. The meeting also covered the activi-
ties of the Big Data Steering Group and the progress of the Al
multi-annual workplan (2023-2028), which focuses on the role
of artificial intelligence in the medicinal product lifecycle. Luis
Pinheiro (EMA) discussed the flexible nature of the workplan,
which allows for annual revisions based on feedback and the
rapid evolution of Al technologies.

Participants were also briefed on the progress of the Union
List of Critical Medicines (ULCM), which will be published in
December 2024. The list is vital for tracking the availability of
critical medicines such as cancer treatments, antibiotics, and
vaccines across the EU. Jodo Ferreira provided an update on
the ongoing work to assess the criticality of additional medi-
cines and substances. The meeting also included discussions
on medicine shortages and the new communication process
for shortages unrelated to safety or efficacy issues. Jodo Fer-
reira presented the streamlined Medicine Shortages Commu-
nication (MSC) template, which will help ensure better com-
munication with healthcare professionals during critical supply
shortages. The new MSC process will be piloted starting in
October 2024 and is expected to be fully implemented by April-
May 2025. EMA’s communication efforts were also highlighted
in the final section of the meeting, with Giulia Gabrielli and
Laure Herold providing an overview of their work on communi-
cating about medicine shortages. They introduced a new co-
created campaign focused on shortage management, as well
as a pilot project on Respiratory Syncytial Virus (RSV) that
aims to involve more patient and healthcare professional or-
ganisations.
https://www.ema.europa.eu/en/events/european-medicines-
agency-ema-patients-consumers-pcwp-healthcare-profes-
sionals-hcpwp-working-parties-meeting-all-eligible-organisa-
tions-2024


https://www.oecd.org/en/publications/health-at-a-glance-europe-2024_b3704e14-en/full-report.html
https://www.oecd.org/en/publications/health-at-a-glance-europe-2024_b3704e14-en/full-report.html
https://www.ema.europa.eu/en/events/european-medicines-agency-ema-patients-consumers-pcwp-healthcare-professionals-hcpwp-working-parties-meeting-all-eligible-organisations-2024
https://www.ema.europa.eu/en/events/european-medicines-agency-ema-patients-consumers-pcwp-healthcare-professionals-hcpwp-working-parties-meeting-all-eligible-organisations-2024
https://www.ema.europa.eu/en/events/european-medicines-agency-ema-patients-consumers-pcwp-healthcare-professionals-hcpwp-working-parties-meeting-all-eligible-organisations-2024
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22 NOVEMBER:
European Commission publishes
independent living guidance

On 20 November 2024, the Eu-
ropean Commission published

A a Notice on “Guidance on inde-
* * .. . . .
K pendent living and inclusion in
European the community of persons with
Commission

disabilities in the context of EU
funding”.
This fulfils the European Commission’s “flagship initiatives
within the European Strategy on Rights of Persons with Disa-
bilities” 201-2030.
The guidance provides recommendations to Member States
on the use of EU funding to support the transition from institu-
tional care to community-based services and independent liv-
ing for people with disabilities. As well as highlighting the ex-
isting policy context for independent living, the Notice provides
practical guidance on the use of EU funding to promote the
realisation of the right of people with disabilities to live inde-
pendently and be included within their communities.
The guidance also highlights examples of measures funded
by the EU in Member States, which have fostered the devel-
opment of community and family-based services, as well as
support for independent living and the implementation of dein-
stitutionalisation strategies. Additionally, the Annex to the No-
tice provides a self-assessment tool for operations and pro-
jects, in the context of both the Charter of Fundamental Rights
and the UNCRPD. The Notice can be is available at:
https://ec.europa.eu/social/main.jsp?lan-
gld=en&catld=89&furtherNews=yes&newsld=10919

POLICY WATCH

27 NOVEMBER:

European Parliament approves College of
Commissioners

On 27 November, the Euro-
pean Parliament approved the
College of Commissioners for ((((__geaan European Parliament
the forthcoming term of the Eu- -m
ropean Commission. The Col-
lege passed with 370 number in favour, 282 against, and 36
abstentions. Of particular interest for dementia policy are the
following Commissioners and portfolios:
e Executive Vice-President for People, Skills and Pre-
paredness — Roxana Minzatu
e  Commissioner for Preparedness and Crisis Man-
agement; Equality — Hadja Lahbib
e  Commissioner for Health and Animal Welfare -
Olivér Varhelyi
e  Commissioner for Startups, Research and Innova-
tion - Ekaterina Zaharieva.

The new term of the European Commission will formally com-
mence on 1 December 2024. Further information on the Com-
missioners and their portfolios are available at: https://com-
mission.europa.eu/towards-new-european-commission-
2024-2029_en

8 OCTOBER:

European Academy of Neurology organises
G7 Health Ministers' Meeting Side Event on
“Prioritising Brain Health: A Global Imperative
for Public Health”

On 8 October, the Euro-
pean Academy of Neu-
rology (EAN) organised
a G7 Health Ministers'
Meeting Side Event on
“Prioritising Brain
Health: A Global Imper-
ative for Public Health”,
in collaboration with Ital-
ian Brain Health Strat-
egy Partners and ltalian
Society of Neurology.

This event, held in Ancona (Italy) alongside the G7 Meeting of
Health Ministers, aimed to spotlight the critical importance of
brain health as a central component of public health strategies
for all countries.

The event shone a spotlight on the critical importance of brain
health as a central component of public health strategies for
all countries, convening leading experts and policymakers to
discuss innovative approaches, share best practices, and out-
line strategic frameworks for integrating brain health into na-
tional and global health policies.

Speakers included:

e  Marco Battino, Ancona City Council

e  Manuela Caucci, Ancona City Council

e Nicola Baiocchi, President Regional Commission on
Health and Welfare of Regione Marche

e Elena Moro, President European Academy of Neu-
rology

e Alessandro Padovani, President Italian Society of

Neurology


https://ec.europa.eu/social/main.jsp?langId=en&catId=89&furtherNews=yes&newsId=10919
https://ec.europa.eu/social/main.jsp?langId=en&catId=89&furtherNews=yes&newsId=10919
https://commission.europa.eu/towards-new-european-commission-2024-2029_en
https://commission.europa.eu/towards-new-european-commission-2024-2029_en
https://commission.europa.eu/towards-new-european-commission-2024-2029_en
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e  Giovanni Leonardi, Italian Ministry of Health, Italy

e Vladimir Hachiniski, Robarts Research Institute;
Western University, Canada

e Paul Boon, EAN Brain Health Mission Coordinator

e Daniele Silvetti, Mayor of Ancona

e Beatrice Lorenzin, Former Minister of Health (ltaly).

For more information, the full programme, and to view a re-
cording of this special event on “Prioritising Brain Health: A
Global Imperative for Public Health”, please visit the EAN web-
site:
https://www.ean.org/ean/advocacy/brain-health/g7-health-
ministers-meeting-side-event

24 OCTOBER:

New “Dementia Trials Accelerator” launched
in the UK with the aim of dramatically
increasing the number of dementia trial
participants

. UK Dementia Search Q
7 Research Institute

Dementia Trials Accelerator
Working to increase the number of
people participating in late-stage
clinical trials for dementia.

A new “Dementia Trials Accelerator”, backed by GBP 20
million (EUR 24 million) of UK Government funding, has been
launched to increase the number of people participating in
dementia clinical trials in the UK from just 61 in 2021-22 to
“tens of thousands”. Spearheaded by two national research
institutes, the UK Dementia Research Institute and the Health
Data Research UK, the Dementia Trials Accelerator will tackle
the historically low numbers of people enrolled into dementia
trials in the UK.

The initiative, which is supported by the Government’s Dame
Barbara Windsor Dementia Goals programme (formerly
known as the Dame Barbara Windsor Dementia Mission),
aims to rapidly identify a large group of people who are at risk
of or diagnosed with early-stage dementia. The Dementia
Trials Accelerator is still in development and is not yet
recruiting participants.

You can read the full news story, here:
https://ukdri.ac.uk/news-and-events/new-20m-dementia-tri-
als-accelerator-will-increase-number-of-dementia-trial-partici-
pants-to-tens-of-thousands

For updates about the Dementia Trials Accelerator, please
visit: https://ukdri.ac.uk/dementia-trials-accelerator

7 NOVEMBER:

The Alzheimer Society of Ireland welcomes
Ireland’s accession to the Optional Protocol to
the UN Convention on the Rights of Persons
with Disabilities

The Alzheimer Society of Ire-
land (The ASI) welcomes lIre-
land’s long-awaited accession
to the Optional Protocol to the
UN Convention on the Rights g{l ve Alzheimer
of Persons with Disabilities ﬂ, ﬂ# SOCIETY OF IRELAND
(UNCRPD). Ireland signed the
UNCRPD in 2007 but did not
ratify it until 2018. The ratifica-
tion places Ireland on par with
international standards, ending its status as an outlier since
2018, when it ratified the UNCRPD but initially excluded the
Optional Protocol.

This decision is a vital step forward for people with disabilities,
including those living with dementia, in aligning Ireland’s
standards with international human rights commitments, says
The ASI, noting that for people with dementia in Ireland, this
development strengthens their pathways to justice and ac-
countability on fundamental issues of dignity, equality, and au-
tonomy. The Optional Protocol offers an independent UN
mechanism that enables individuals to lodge complaints when
their rights under the UNCRPD are violated and no effective
remedy is available within Ireland. This is a significant step
forward in ensuring accountability and underscores the urgent
need for dementia-inclusive policies to be fully realised.
“Much remains to be done by the state towards the full imple-
mentation of the CRPD and we urge the government to con-
tinue building on this progress and make Ireland a place where
every person with dementia is valued, empowered, and pro-
tected”, said Cormac Cahill, Head of Advocacy, Research &
Public Affairs at The ASI.

The ASI and the Irish Dementia Working Group published a
Charter of Rights for People with Dementia in 2016. This char-
ter outlines the rights of people living with dementia in relation
to participation, accountability, non-discrimination, empower-
ment and equality.



https://www.ean.org/ean/advocacy/brain-health/g7-health-ministers-meeting-side-event
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CTAD WATCH

The 17" annual Clinical Trials on Alzheimer’s Disease (CTAD)
conference took place from 29 October to 1 November 2024,
in Madrid (Spain). Here are some research highlights from the
event:

29 OCTOBER:

Eli Lilly announces positive results from
TRAILBLAZER-ALZ 6 Phase llIb study

On 29 October, Eli Lilly and Company presented new results
from the TRAILBLAZER-ALZ 6 Phase lllb study, highlighting
the use of a modified titration regimen for donanemab, a mon-
oclonal antibody targeting amyloid plaques in early sympto-
matic Alzheimer's disease (AD). The results, presented at the
17t Clinical Trials on Alzheimer’s Disease (CTAD) conference
in Madrid (Spain), demonstrated that this modified titration not
only achieved similar levels of amyloid plaque removal but
also reduced the incidence of amyloid-related imaging abnor-
malities with oedemal/effusion (ARIA-E).

The TRAILBLAZER-ALZ 6 trial is a multicentre, randomised
and double-blind study designed to evaluate different dosing
regimens of donanemab and their effect on ARIA-E in people
with early symptomatic AD, including mild cognitive impair-
ment (MCI) and the mild dementia stage of disease. The trial
enrolled 843 participants aged 60-85, selected based on cog-
nitive assessments in conjunction with amyloid plaque imag-
ing by PET scan.

The study included four treatment arms, with one arm receiv-
ing the once-monthly standard dosing regimen used in the
Phase Ill TRAILBLAZER-ALZ 2 trial, and the remaining three
arms receiving modified dosing regimens that administered
the same total dose of donanemab but with adjusted infusion
schedules.

he modified titration regimen, which involved shifting one vial
from the first to the third infusion, showed that the incidence of
ARIA-E was 14% in participants receiving the modified titration
compared with 24% for those receiving the standard dosing
regimen, at 24 weeks. The largest ARIA-E reduction with this
modified titration was seen in apolipoprotein E (APOE4) ho-

mozygotes, carriers of a known genetic risk factor for develop-
ing Alzheimer's disease. Both the modified titration and stand-
ard dosing regimens of donanemab led to comparable reduc-
tions in amyloid plaques and P-tau217 levels.

The TRAILBLAZER-ALZ 6 study is ongoing with additional
data investigating the potential reduction of ARIA-E in people
with early symptomatic AD at week 52 expected early 2025.
The company is currently discussing with global regulators re-
garding the results from the TRAILBLAZER-ALZ 6 trial, with
the aim of seeking an update to the label for Kisunla (the brand
name for donanemab), which is already approved in the US,
Japan, Great Britain and other countries.

https://investor.lilly.com/news-releases/news-release-de-
tails/modified-titration-donanemab-demonstrated-reduction-
aria-e-early

30 OCTOBER:

Roche presents interim data from its
Brainshuttle AD study

On 30 October, the biotechnology company Roche presented
the latest results from its ongoing Phase Ib/lla Brainshuttle
study at the Clinical Trials in Alzheimer’s Disease congress
(CTAD) in Madrid, Spain.

The Brainshuttle trial is designed to assess the safety, tolera-
bility, pharmacokinetics and pharmacodynamics  of
trontinemab in people with Mild Cognitive Impairment or mild
to moderate Alzheimer's disease (AD), who are amyloid posi-
tive. The drug is administered via intravenous infusion every
four 4 weeks.

The interim analysis presented at CTAD included data from
160 participants. The first part of the study, which is complete,
enrolled 60 participants across four cohorts. These partici-
pants received either escalating doses of trontinemab or pla-
cebo. The second part of the study is ongoing and involved
100 participants who are being treated with either 1.8 mg/kg
or 3.6 mg/kg of trontinemab or placebo.

Results from the completed Part 1 study demonstrated rapid
and robust amyloid plaque depletion, after 12 to 28 weeks, in
participants receiving 1.8 mg/kg and 3.6 mg/kg of trontinemab.
After 28 weeks of treatment, most participants in the highest
two dose groups were amyloid negative. In addition to amyloid
plaque reduction, preliminary Part 1 data indicated that amy-
loid removal is accompanied by large magnitude changes in
relevant AD biomarkers such as total tau, ptau181 and Neu-
rogranin in cerebrospinal fluid (CSF).

Trontinemab had an overall favourable safety profile. Accord-
ing to Roche, a “very limited” number of amyloid-related imag-
ing abnormalities-oedemal/effusion (ARIA-E) cases was ob-
served. However, Roche disclosed one participant (78 years-
old) receiving treatment who experienced a brain bleed in her
right front lobe and died on day 44 of the study. The company
said this participant had a superficial siderosis, as well as ad-


https://investor.lilly.com/news-releases/news-release-details/modified-titration-donanemab-demonstrated-reduction-aria-e-early
https://investor.lilly.com/news-releases/news-release-details/modified-titration-donanemab-demonstrated-reduction-aria-e-early
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ditional lesions, signifying a probable cerebral amyloid angiop-
athy. As a result, Roche implemented protocol amendments,
excluding participants with superficial siderosis from the study
going forward.

You can find the oral presentation on the Roche website:
https://medically.roche.com/global/en/neuroscience/ctad-
2024/medical-material/CTAD-2024-presentation-kulic-latest-
interim-results-from-brainshuttle-ad-study-pdf.html

31 OCTOBER:

UCB presents phase |l data on bepranemab
in early AD

On 31 October, the global biopharmaceutical company UCB
presented data from its Phase lla TOGETHER study, evaluat-
ing bepranemab in people with prodromal to mild Alzheimer’s
disease (AD). The findings were shared during a late-breaking
symposium at the 2024 Clinical Trials on Alzheimer’s Disease
(CTAD) meeting in Madrid, Spain.

The TOGETHER study enrolled 466 participants, who were
treated with either a low or high dose of bepranemab, or pla-
cebo, over a period of 80 weeks. The study aimed to assess
the safety, efficacy and tolerability of bepranemab, an investi-
gational anti-tau antibody targeting the mid-region of the tau
protein. The majority of participants have now entered the 48-
week open-label extension (OLE) period, where they receive
bepranemab for 44 weeks, followed by a safety follow-up visit
scheduled 20 weeks after the final infusion.

Findings demonstrated that the trial did not meet its primary
endpoint, showing no beneficial effect of bepranemab com-
pared to placebo on the Clinical Dementia Rating Scale Sum
of Boxes (CDR-SB) total score at Week 80. However in key
secondary endpoints, bepranemab slowed cognitive decline
(ADAS-Cog14) and rate of tau accumulation versus placebo.
In a deeper analysis of predefined subgroups, low tau burden
at baseline and APOe¢4 non-carriers, consistent high-dose
treatment benefit was shown across multiple primary and sec-
ondary outcome measures, including cognition and function.
In contrast, in the subgroup comprising participants with high
tau at baseline who were also APQOg4 carriers, no significant
benefit from high-dose bepranemab across almost all clinical
endpoints was observed.

Bepranemab was generally well tolerated. Both the placebo
and bepranemab treatment arms reported similar incidences
of brain haemorrhagic events and inflammatory changes.
https://www.ucbh.com/stories-media/Press-Releases/arti-
cle/UCB-Presents-Encouraging-Data-on-Bepranemab-in-
Early-Alzheimer-s-Disease-in-Phase-2a-Study-at-CTAD-
2024

1 NOVEMBER:

International Working Group publishes
revised diagnostic criteria for Alzheimer’s
disease
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On 1 November, Prof. Howard Feldman presented revised di-
agnostic criteria for Alzheimer’s disease at the Clinical Trials
on Alzheimer’s Disease (CTAD) Conference in Madrid on be-
half of the International Working Group (IWG).

The IWG, led by Professor Bruno Dubois and Dr Nicolas Vil-
lain (Hépital Universitaire Pitié-Salpétriere-Sorbonne Univer-
sité, Paris, France), Professor Howard Feldman (University of
California, San Diego, USA) and Professor Giovanni Frisoni
(Hopitaux universitaires de Geneve, Geneva, Switzerland)
and comprised of 46 International experts from 17 countries,
including a representative of Alzheimer Europe, reviewed the
available evidence on the role and influence of biomarkers on
the diagnosis and definition of Alzheimer’s disease.

The IWG proposed a number of important recommendations
which were published today in parallel to this presentation in
the Journal of the American Medical Association — Neurology
(JAMA Neurology):

e Alzheimer’s disease should be defined as a clinical-
biological entity where diagnosis is made in consid-
eration of both a clinical disorder and the support of
positive amyloid and tau biomarkers.

e This definition supports a diagnosis of Alzheimer’s
disease at an early prodromal stage once mild but
definite clinical features are in place.

e For people who are cognitively normal with positive
amyloid related biomarkers only, the IWG proposes
the term “Asymptomatic at risk of Alzheimer’s dis-
ease’, since these individuals have an increased
lifetime risk of developing symptomatic Alzheimer’s
disease.

e The IWG also proposes the category of “Presympto-
matic Alzheimer’s disease” for those people with au-
tosomal dominant genetic mutations, with Down
syndrome and with other distinct biomarker profiles


https://medically.roche.com/global/en/neuroscience/ctad-2024/medical-material/CTAD-2024-presentation-kulic-latest-interim-results-from-brainshuttle-ad-study-pdf.html
https://medically.roche.com/global/en/neuroscience/ctad-2024/medical-material/CTAD-2024-presentation-kulic-latest-interim-results-from-brainshuttle-ad-study-pdf.html
https://medically.roche.com/global/en/neuroscience/ctad-2024/medical-material/CTAD-2024-presentation-kulic-latest-interim-results-from-brainshuttle-ad-study-pdf.html
https://www.ucb.com/stories-media/Press-Releases/article/UCB-Presents-Encouraging-Data-on-Bepranemab-in-Early-Alzheimer-s-Disease-in-Phase-2a-Study-at-CTAD-2024
https://www.ucb.com/stories-media/Press-Releases/article/UCB-Presents-Encouraging-Data-on-Bepranemab-in-Early-Alzheimer-s-Disease-in-Phase-2a-Study-at-CTAD-2024
https://www.ucb.com/stories-media/Press-Releases/article/UCB-Presents-Encouraging-Data-on-Bepranemab-in-Early-Alzheimer-s-Disease-in-Phase-2a-Study-at-CTAD-2024
https://www.ucb.com/stories-media/Press-Releases/article/UCB-Presents-Encouraging-Data-on-Bepranemab-in-Early-Alzheimer-s-Disease-in-Phase-2a-Study-at-CTAD-2024
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that put them at extremely high lifetime risk of ex-
pressing the clinical disorder (f.ex. combining amy-
loid positivity with tau accumulations in the neocorti-
cal regions).

When presenting these recommendations, Professor Feld-
man highlighted: “The recommendations of the IWG that are
published today advocate for the diagnosis of Alzheimer’s dis-
ease as being one that is established clinically with support
from biomarkers which reflect disease pathology. We consider
that on their own these biomarkers reflect varying levels of risk
of developing disease in people without clinical symptoms.”
In its recommendations, the IWG also takes a position on the
recently published “Revised criteria for diagnosis and staging
of Alzheimer's disease” of the Alzheimer's Association
Workgroup. The IWG highlights that a purely biological defini-
tion of Alzheimer’s disease, which extends a diagnosis of Alz-
heimer’s disease to cognitively normal people with one core
biomarker, could lead to false positives and people potentially
living with a label of Alzheimer’s disease without ever devel-
oping any symptoms (patients-in-waiting) with large societal
ramifications. Dr Nicolas Villain commented: “As our under-
standing of Alzheimer's disease evolves, the advancements in
biomarkers are allowing for earlier diagnosis, even before
symptoms appear. However, it’s crucial to emphasise that our
main focus should be on the potential future risks of cognitive
decline associated with these biomarkers, rather than just the
biological changes themselves.”

Professor Dubois added: “These recommendations are the
collaborative effort of 46 international experts who emphasise
that diagnosing Alzheimer’s disease should primarily rely on

SCIENCE WATCH

clinical evaluation supported by biomarkers. Importantly, we
are distinguishing between two groups: those who show typi-
cal Alzheimer's symptoms and have positive biomarkers are
diagnosed with the disease, while those who have positive bi-
omarkers but no typical Alzheimer’s symptoms are considered
at risk. This distinction is crucial as it paves the way for more
targeted research, risk assessment, and the development of
personalised treatments for those at risk.”

The IWG also stressed the importance of continued research
on asymptomatic people at risk of AD to better understand and
measure individual risks. Professor Frisoni commented: “Fur-
ther developing brain health services for the prevention of de-
mentia could lead to better evaluation of risk, communication
of risk and risk reduction strategies targeting modifiable risk
factors.”

Jean Georges, the Executive Director of Alzheimer Europe
and one of the co-authors welcomed the recommendations:
“The IWG recommendations are in line with Alzheimer Eu-
rope’s current position against routine biomarker testing for di-
agnostic purposes in individuals without any cognitive symp-
toms. Labelling people who test positive for amyloid as having
preclinical Alzheimer’'s disease may have significant negative
psychological consequences. Instead, we would recommend
disclosing an individual’s risk, ensuring that appropriate sup-
port, counselling and tailored risk reduction plans are provided
to help them process and manage this information.” Read the
JAMA Neurology article:
https://jamanetwork.com/journals/jamaneurology/fullarti-
cle/2825806

22 OCTOBER:

Sex-specific dementia risk linked to
obstructive sleep apnea in older adults:
Findings from a 10-year study

On 22 October, re-
searchers from USA
published a study in the
journal SLEEP Ad-
vances examining how
obstructive sleep ap-
‘h noea (OSA) may con-
74 tribute to dementia risk,
focusing on sex-specific differences over a 10-year period.
They analysed data from 18,815 adults aged 50 and older in
the Health and Retirement Study (HRS) in the United States,
all dementia-free at the study's start.

The findings revealed that OSA was more common in men
(68%) than in women (31%). However, by age 80, women with
OSA showed a 4.7% higher cumulative incidence of dementia

9%

compared to those without OSA. For men, the increase was
2.5%. Even after adjusting for age-related factors, OSA was
still significantly linked to dementia risk in both sexes, with the
effect remaining stronger in women.

This study suggests that OSA, a potentially modifiable condi-
tion, could be an overlooked factor in dementia prevention,
particularly in women. The study can be accessed here:
https://doi.org/10.1093/sleepadvances/zpae077


https://jamanetwork.com/journals/jamaneurology/fullarticle/2825806
https://jamanetwork.com/journals/jamaneurology/fullarticle/2825806
https://doi.org/10.1093/sleepadvances/zpae077
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23 OCTOBER:

World Health Organisation launches its
Preferred Product Characteristics of Blood-
Based Biomarker Diagnostics for Alzheimer’s
Disease

On 23 October, the
World Health Organi-
sation (WHO) organ-
ised a webinar to cel-
ebrate the launch of
its Preferred Product
Characteristics (PPC)
for Blood-Based Bi-
omarker Diagnostics
for Alzheimer's Dis-
ease. Chaired by Ta-
run Dua, Head of the
Brain Health Unit at the WHO, the webinar included short talks
by expert panellists Oskar Hansson (Lund University, Swe-
den), Charlotte Teunissen (Amsterdam UMC, Netherlands),
Momodou Cham (Richard Novati Catholic Hospital, Kenya),
Suzanne Schindler (Washington University School of Medi-
cine, USA) and Pedro Rosa-Neto (McGill University and Uni-
versity of Rio Grande Do Sul, Brazil). Together, they outlined
the intended use of the PPC, the types of samples and tests
that are covered, as well as key points of technical guidance
and clinical performance.

PPCs are technical documents that define the preferred attrib-
utes of diagnostic products for regulatory purposes, policy,
and implementation in healthcare systems worldwide. This
PPC defines the preferred parameters of blood-based bi-
omarker diagnostics for Alzheimer disease to ensure that
these products will not only exhibit optimal clinical perfor-
mance but are also relevant and accessible to different popu-
lations. During the webinar, panellists emphasised the im-
portance of providing guidance on how to interpret results,
which must consider factors such as age, sex, genetic muta-
tions, medications, comorbidities, local/regional conditions
and disease stage. Additionally, they highlighted key aspects
that need to be considered, including accessibility, affordabil-
ity, workforce capacity and training, requirements of technical
support and equipment maintenance. Considerations for im-
plementation included global access, post-diagnostic support
and perspectives of people with lived experience.

Download the PPC: https://www.who.int/publica-
tions/i/item/9789240099067

Preferred product
characteristics

of blood-based ‘
biomarker diagnostics
for Alzheimer diseased

13 NOVEMBER:

A new study suggests that age at diagnosis of
type 2 diabetes is linked to dementia risk

Type 2 Diabetes Mellitus (T2DM) is a significant risk factor for
developing dementia which has become incredibly prevalent
among younger individuals. Obesity, on the other hand, is not
a primary risk factor for impaired cognitive functioning, but it
can exacerbate the effects of cardiovascular risk factors on
cognition. However, the association between the age a person
receives a T2DM diagnosis with their risk of developing de-
mentia and whether obesity moderates that association is still
unknown.

In a new study published in the journal PLOS ONE, a team of
researchers led by Dr Bei Wu from New York University (US)
investigated the link between age at T2DM diagnosis and de-
mentia risk, and whether obesity moderates this relationship
among adults aged 50 or over with previously diagnosed
T2DM.

This research involved 1,213 Black and Hispanic adults re-
cruited from the Health and Retirement Study. All of them were
aged 50 and over without dementia upon joining the study and
with T2DM confirmed by blood tests. The participants were
followed for up to 14 years, after which the development of
dementia was checked based on cognitive tests.

A total of 17.8% of the participants (216) developed dementia
during a medium 10-year follow-up period. The researchers
also found that adults diagnosed with T2DM at a younger age
were at increased risk for developing dementia compared to
those diagnosed at 70 or older. Specifically, individuals diag-
nosed with diabetes before the age of 50 were 1.9 times more
likely to develop dementia, while those diagnosed between 50
and 59 were 1.72 times as likely, and those receiving the di-
agnosis between 60 and 69 years were 1.7 times as likely. In
addition to these findings, the research team found that obe-
sity influences the link between T2DM and dementia. Individ-
uals with obesity who were diagnosed with T2DM before the
age of 50 had the highest risk of dementia among all the par-
ticipants.

Although this study has some limitations (e.g. measurement
of dementia was based on cognitive tests only, T2DM was
self-reported at baseline, etc.), it shows the link between the
age of T2DM diagnosis and the risk for dementia, as well as
the influence that obesity has on this association. More studies
are needed to explore the mechanisms of the diabetes-de-
mentia relationship, and interventions targeting obesity in de-
mentia prevention for adults with T2DM, particularly for those
receiving the diagnosis before the age of 50.
https://journals.plos.org/plosone/article?id=10.1371/jour-
nal.pone.0310964


https://www.who.int/publications/i/item/9789240099067
https://www.who.int/publications/i/item/9789240099067
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14 NOVEMBER:
Alzheimer Europe welcomes the positive
European Medicines Agency opinion on
lecanemab

On 14 November 2024, following a re-examination of its initial,
negative opinion, the Committee for Medicinal Products for
Human use (CHMP) of the European Medicines Agency
(EMA) issued a positive opinion on Eisai’'s marketing authori-
sation application for lecanemab for the treatment of early Alz-
heimer’s disease (mild cognitive impairment and mild demen-
tia due to Alzheimer's disease). In its opinion, the CHMP found
that the benefits of lecanemab for a restricted population out-
weighed its risks, and therefore recommended approving the
marketing authorisation application.

Alzheimer Europe welcomes the positive decision by the
CHMP, which addresses many of the concerns highlighted in
Alzheimer Europe’s official response to the initial CHMP deci-
sion, enabling patients to engage in discussions with their phy-
sicians and make informed decisions based on their individual
circumstances, preferences and values, including the accept-
ability of risk and anticipated benefits.

Alzheimer Europe appreciates and supports the considered
approach that the EMA has taken to identify patients likely to
benefit from treatment and exclude those at greatest risk of
harmful side-effects. During the re-examination, the CHMP fo-
cused on participants with only one or no copies of the ApoE4
gene, assessing data from a subgroup of 1,521 individuals out
of the 1,795 participants in the Clarity-AD trial of lecanemab.
In this group, the risk of amyloid-related imaging abnormalities
(ARIA) was generally lower than in the full trial population,
which included people with two copies of the ApoE4 gene.

As a result, the indication for lecanemab has been narrowed,
to exclude people carrying two copies of the ApoE4 gene, as
well as individuals receiving anticoagulant therapy. The CHMP
has also mandated additional measures to reduce risk, includ-
ing a controlled access programme, regular MRI scans for
safety monitoring, and a post-authorisation study to assess
the effectiveness of these risk minimisation measures. These
measures have improved the benefit-risk balance for
lecanemab, protecting people at greatest risk of harmful side
effects such as ARIA.

Alzheimer Europe also welcomes the commitment from Eisai
and Biogen to increase awareness of ARIA and ensure early
management of side-effects, by providing guidance and train-
ing for healthcare professionals, as well as an alert card for
patients. The companies will also set up an EU-wide registry
study to estimate the incidence and severity of side effects and
collect information about patients’ progression to the next
stages of Alzheimer’s disease.

Jean Georges, the Executive Director of Alzheimer Europe,
stated: “As with many other conditions, this first drug with a
new mode of action constitutes an important advance for the
Alzheimer’s disease community in Europe. We therefore wel-
come the positive outcome from the CHMP’s re-examination
of lecanemab. In our position paper on anti-amyloid therapies,
we called for timely, safe and equitable access to these med-
icines. We now look to companies to adopt reasonable and
sustainable pricing policies and to payers to ensure
lecanemab is covered by national reimbursement systems.
Healthcare systems must also be adapted, so that people can
receive an accurate, timely diagnosis with access to treatment
and effective monitoring for potential side effects. The side ef-
fects and benefits of lecanemab will need to be communicated
to people with early Alzheimer’s disease in realistic terms, in
order to allow informed decision-making.”

Approval of the lecanemab marketing authorisation applica-
tion by the EMA is a major step forward for Europeans affected
by Alzheimer's disease. At the same time, Alzheimer Europe
recognises that lecanemab will only benefit a small fraction of
people with the disease. The organisation therefore reiterates
its call for continued research into other treatment options, in-
cluding symptomatic therapies, treatments for people in more
advanced stages of the disease and with other types of de-
mentia. In addition Alzheimer Europe remains committed to a
holistic approach where treatments are included alongside
counselling, support and care of people with dementia and
their carers throughout the disease process. The full press re-
lease from the EMA can be accessed here:
https://www.ema.europa.eu/en/news/leqgembi-recommended-
treatment-early-alzheimers-disease

14 NOVEMBER:

Systematic review of decision-making
processes for pain assessment and
management for people living with dementia
is published online

The recently published systematic review conducted by the re-
search team around Lihui Pu Madushika highlights the deci-
sion-making process involved in pain assessment and man-
agement for people living with dementia. The team focused on
the different steps to decision-making and the key decisions
by people with dementia, and their informal and formal carers,


https://www.alzheimer-europe.org/policy/positions/alzheimer-europe-responds-negative-opinion-lecanemab-european-medicines-agency
https://www.ema.europa.eu/en/news/leqembi-recommended-treatment-early-alzheimers-disease
https://www.ema.europa.eu/en/news/leqembi-recommended-treatment-early-alzheimers-disease
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to create a model based on these results. Within the publica-
tion, the various steps of decision-making and the key choices
made by both individuals with dementia and their formal and
informal caregivers to develop a model based on their findings
were examined.

The research team’s main take-home message was the differ-
ence between pain assessment and pain management. While
both represent complex, collaborative and dynamic decision-
making processes between the person with dementia and
their formal/informal carers, pain assessment seems to in-
volve a certain degree of guesswork, while pain management
is more a trial-and-error procedure of pain-relieving interven-
tions. In both cases, decisions are based on the understanding
of the person with dementia and go along with high uncer-
tainty.

According to the authors, their findings emphasise the need
for a pragmatic approach to overcome the challenges of effec-
tive pain management in people with dementia. Based on their
findings, a model was developed to help guide future imple-
mentations of decision-making in pain assessment and man-
agement. Lihui Pu Madushika and colleagues concluded that
more pragmatic approaches are required to overcome chal-
lenges, especially uncertainty and decisional conflicts.

Please follow the link to read the full paper:
https://doi.org/10.1016/j.gerinurse.2024.10.047

25 NOVEMBER:

Alector announces results from INVOKE-2
Phase 2 trial in early AD

On 25 November, Alector, a clinical-stage biotechnology com-
pany focused on developing therapies for the treatment of
neurodegenerative diseases, announced results from its IN-
VOKE-2 Phase 2 clinical trial, which evaluated the safety and
efficacy of AL002 in people with early Alzheimer’'s disease
(AD).

INVOKE-2 was a randomised, double-blind, placebo-con-
trolled, dose-ranging and multi-centre trial conducted across
11 countries including several EU countries. The trial aimed to
assess whether AL002 could slow disease progression in
early AD, with participants receiving either ALO02 or a placebo
intravenously for up to 96 weeks.

The trial did not meet its primary endpoint of slowing disease
progression, as measured by the Clinical Dementia Rating
Sum of Boxes (CDR-SB). AL002 also showed no significant
effects on secondary endpoints or biomarkers. Despite this,
the treatment with AL002 demonstrated sustained target en-
gagement and evidence of microglial activation. MRI scans in-
dicated amyloid-related imaging abnormalities (ARIA) in some
participants, particularly those treated with AL002. Addition-
ally, infusion-related reactions were observed.

Following these results, Alector announced the termination of
the long-term extension study for AL0O02. The company will

now focus its efforts on other clinical trials, including the IN-
FRONT-3 Phase 3 trial of latozinemab in frontotemporal de-
mentia and the PROGRESS-AD Phase 2 trial of
AL101/GSK4527226 in early AD. Topline data from IN-
FRONT-3 is expected in late 2025 or early 2026.

https://investors.alector.com/news-releases/news-release-
details/alector-announces-results-al002-invoke-2-phase-2-
trial

26 NOVEMBER:

Anavex Life Sciences submits a marketing
authorisation approval for Alzheimer’s drug
blarcamesine to the EMA

Anavex Life Sciences Corp.,
a clinical-stage biopharma-
ceutical company, has an-

nounced the submission of a bt
Marketing Authorization Ap-
plication (MAA) for its lead -
drug candidate, blarcame- - \:\w
sine, to the European Medi- ‘*
i

cines Agency (EMA) for the
treatment of Alzheimer’s dis-
ease (AD).

Blarcamesine is a small molecule administered orally once
daily. It exerts its effects by targeting the Sigma-1 receptor
(SIGMART1) and muscarinic receptors in the brain. Results
from the Phase 2/3 trial of blarcamesine were presented at the
2024 Clinical Trials in Alzheimer’s Disease conference, outlin-
ing the findings from over 500 participants enrolled at sites in
Australia, Canada and the UK. Participants received a daily
dose of 30mg or 50mg blarcamesine, or a placebo, for a period
of 48 weeks.

While no significant changes were observed on the functional
ADCS-ADL scale, results presented at CTAD showed that
participants receiving a 50mg daily dose of blarcamesine ex-
hibited 38.5% slower clinical decline as measured on the
ADAS-Cog13 scale of cognitive function. The drug also had a
tolerable safety profile (mild dizziness and fatigue was re-
ported by 13% of participants receiving the 30mg dose) and
does not require routine MRI monitoring.

Read the company press release:
https://www.anavex.com/post/anavex-life-sciences-an-
nounces-submission-of-blarcamesine-maa-for-treatment-of-
alzheimer-s-disease-t


https://doi.org/10.1016/j.gerinurse.2024.10.047
https://investors.alector.com/news-releases/news-release-details/alector-announces-results-al002-invoke-2-phase-2-trial
https://investors.alector.com/news-releases/news-release-details/alector-announces-results-al002-invoke-2-phase-2-trial
https://investors.alector.com/news-releases/news-release-details/alector-announces-results-al002-invoke-2-phase-2-trial
https://www.anavex.com/post/anavex-life-sciences-announces-submission-of-blarcamesine-maa-for-treatment-of-alzheimer-s-disease-t
https://www.anavex.com/post/anavex-life-sciences-announces-submission-of-blarcamesine-maa-for-treatment-of-alzheimer-s-disease-t
https://www.anavex.com/post/anavex-life-sciences-announces-submission-of-blarcamesine-maa-for-treatment-of-alzheimer-s-disease-t
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26 NOVEMBER:

Cassava Sciences’s experimental AD drug
fails in Phase 3 study

On 26 November, Cassava Sciences, a clinical-stage biotech-
nology company focused on developing treatments for Alz-
heimer’s disease (AD), announced that its experimental drug,
simufilam, did not meet its pre-specified co-primary, second-
ary and exploratory endpoints in the Phase 3 ReThink-ALZ
study.

The trial, which aimed to evaluate the safety and efficacy of
simufilam in people with mild-to-moderate AD, was conducted
across over 75 clinical sites in the US, Canada and Australia.
The double-blind and placebo-controlled trial randomised 804
participants to receive either simufilam or a placebo twice daily
for 52 weeks.

The results revealed that simufilam did not show a significant
reduction in cognitive or functional decline compared to the
placebo group. The co-primary endpoints were the change in
cognition and function from baseline to the end of the double-
blind treatment period at week 52, assessed by the ADAS-
COG12 and ADCS-ADL scales. Additionally, secondary end-
points, which included well-established measures of neuro-
psychiatric symptoms and caregiver burden, also did not
demonstrate significant improvements. Safety was evaluated
through multiple measures, including adverse event monitor-
ing.

In response to these findings, Cassava Sciences also an-
nounced the discontinuation of the open label extension study
and another Phase 3 trial, ReFocus-ALZ, both evaluating
simufilam in mild-to-moderate AD.

https://www.cassavasciences.com/news-releases/news-re-
lease-details/cassava-sciences-topline-phase-3-data-did-not-
meet-co-primary

MEMBERS’ NEWS

27 NOVEMBER:

MHRA approves new AD diagnostic imaging
agent

On 27 November, the UK Med-
icines and Healthcare prod-
ucts  Regulatory  Agency
(MHRA) announced the ap-
proval of flortaucipir, a diag-
nostic agent for adults with
cognitive impairment who are
being evaluated for Alz-
heimer's disease (AD). This
radiopharmaceutical product is used during a type of brain
scan called positron-emission tomography (PET) to help de-
tect abnormal forms of the tau protein, a key feature of AD.
Developed by Eli Lilly subsidiary Avid Radiopharmaceuticals,
flortaucipir received approval from the US Food and Drug Ad-
ministration (FDA) in 2020 and the European Medicines
Agency (EMA) in 2024. Flortaucipir is given by injection into a
vein about 80 minutes before obtaining an image from a PET
scan. The MHRA approval was based on a diagnostic perfor-
mance study showing that flortaucipir PET scans had a sensi-
tivity of 92% in the ability to detect significant build-up of ab-
normal tau protein in the brain. Flortaucipir PET had a speci-
ficity of 76% (76% of patients without significant tau protein
build-up were correctly rated as negative). MHRA added that
flortaucipir PET scan results alone cannot confirm or refute a
diagnosis of AD in people with cognitive impairment and that
doctors must use the scans alongside other available clinical
evaluation and diagnostic tools. Full safety details are availa-
ble through the MHRA.

For more details, you can read the press release:
https://www.gov.uk/government/news/mhra-approves-new-
diagnostic-agent-for-adult-patients-showing-signs-of-cogni-
tive-impairment-for-alzheimers-disease

BTGl 24 OCTOBER:
e Alzheimer

Association of
Larissa (Greece)
organises exhibition
visit called “Gratis
from the Front”

On 24 October, the scien-
tific director of the Alz-
heimer Association of La-

\‘ rissa in Greece

(E.E.N.A.L.), Artemisia-Phoebe Niflis, along with a group of
friends of the Association, visited the exhibition “Gratis from
the Front”, at the Guard Officers’ Club in Larissa. The purpose
of the visit was to inform the public about the Postal Corps’
role during the Hellenic-Italian war of 1940. The tour was con-
ducted by captain Lambrini Terzoudis, who vividly narrated the
history andcontribution of the Postal Corps during the war. In
particular, what was highlighted was their role on embold-
ening the troops through letters, as well as on transporting
food and clothing. At the same time, the equipment of the post
offices was presented, and the methodology of managing let-
ters and parcels.

Participants were excited, moved and travelled (metaphori-
cally speaking) to the ‘ front line’, while recalling their parents’


https://www.cassavasciences.com/news-releases/news-release-details/cassava-sciences-topline-phase-3-data-did-not-meet-co-primary
https://www.cassavasciences.com/news-releases/news-release-details/cassava-sciences-topline-phase-3-data-did-not-meet-co-primary
https://www.cassavasciences.com/news-releases/news-release-details/cassava-sciences-topline-phase-3-data-did-not-meet-co-primary
https://www.gov.uk/government/news/mhra-approves-new-diagnostic-agent-for-adult-patients-showing-signs-of-cognitive-impairment-for-alzheimers-disease
https://www.gov.uk/government/news/mhra-approves-new-diagnostic-agent-for-adult-patients-showing-signs-of-cognitive-impairment-for-alzheimers-disease
https://www.gov.uk/government/news/mhra-approves-new-diagnostic-agent-for-adult-patients-showing-signs-of-cognitive-impairment-for-alzheimers-disease
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and relatives’ stories. A discussion followed, about the brief
information the soldiers had about the ways of writing and
reading the letters, to keep their morale high. In addition, peo-
ple admired the way the letters were written, as well as their
content, which was full of hope, optimism, and love. Then, an
experiential workshopwas given “gratis”, by the women’s team
who wrote letters to the troops, relatives and friends, on cards
chosen among the various Hellenic Army Corps. The visit
ended with a photo shoot and with one wish: “we will never for-
get those who died fighting for national ideals.”

24-27 OCTOBER:

Serbian Alzheimer's Society and Pasqual
Maragall Foundation from Spain establish a
valuable collaboration and organise “Days of
Catalan Film” together

NOPTHOIN

On 24-27 October, an event called “Days of Catalan Film” was
held in Belgrade. It was an opportunity for members of the
Serbian Alzheimer's Society (SUAB) to watch a screening of
the feature-length documentary “Bicycle, Spoon, Apple”
(2010) by Charles Bosch, which was shown at the Museum of
the Yugoslav Film Archive. This important film succeeded in
uniting science and art into one informative, educational, and
artistically cathartic symbiosis. While well-known scientists in-
troduce the viewer to the world of proteins and dying brain
cells, the human face from the screen smiles at the audience,
at the beginning of the diagnosis. The viewer experiences and
sees before their eyes the irrefutable transformation of a hu-
man being and the regression, despite the enormous family
support and the vigour of a well-known politician to fight and
be an active subject in his illness, becoming painful and un-
stoppable.

The day after the screening of the film, SUAB had the oppor-
tunity to meet and talk in more detail with Eva Nebot, Director
of the area of advocacy and institutional relations, and Nina
Gramunt, a Neuropsychologist leader for training and out-
reach at the Pasqual Maragall Foundation. Their presenta-
tions were on "Understanding Alzheimer’s Disease: The ex-
ample of Pasqual Maragall“. On behalf of SUAB, the present-
ers were Nadezda Satari¢, President of the association, and

Zeljka Cvjetan Gortinski, actress and drama therapy facilitator,
who gives her time to the realisation of weekly Thursday day-
care workshops for people living with dementia.

This event was a great opportunity to exchange useful infor-
mation about the work of both organisations. Although the
Pasqual Maragall Foundation is primarily focused on scientific
research related to Alzheimer's disease, the common thread
with SUAB is a commitment to the prevention of this disease,
and a focus on the importance of increasing public awareness.
“Days of Catalan Film*“ and other events are organised under
the auspices of the Representation of the Government of Cat-
alonia in Southeastern Europe, in cooperation with the Cata-
lan Cinematheque and with the support of the Spanish Em-
bassy in Serbia.

7 NOVEMBER:

Four dementia associations in Sweden
recently did a survey to "take the
temperature" regarding lecanemab for the
treatment of early Alzheimer’s disease in their
country

Four associations in
Sweden, Alzheimer-
fonden, Alzheimer-
guiden, Demensférbun-
det, and Hjarnfonden
carried out a survey to
"take the temperature"
regarding people's
thoughts on lecanemab
for the treatment of early Alzheimer’s disease in their country,
as well as more generally about how people with dementia and
their relatives viewed taking part in drug treatment research or
taking treatments despite side effects. They carried out this
survey because they had so many call in connection with the
news during the summer that the Committee for Medicinal
Products for Human use (CHMP) of the European Medicines
Agency (EMA) had given a negative opinion on lecanemab.
This survey was completed prior to the recent news that the
CHMP at the EMA had re-evaluated its negative opinion on
the treatment and has now given a positive opinion on
lecanemab, on 14 November 2024.

Alzheimer Europe's member association Demensférbundet,
which was one of the four survey organisers, has shared some
information about the survey and its results:

The Swedish survey was a self-recruited web form, including
both quantitative summaries and open-ended responses. It
was open between 12 September and 2 October 2024 and the
number of respondents totalled 295.

When respondents were asked to consider the risk-benefit
profile of the treatment, more than 8 out of 10 (85 percent) said
they believed the treatment should be approved. Nearly as



https://www.alzheimer-europe.org/news/26-july-alzheimer-europe-regrets-negative-european-medicines-agency-opinion-lecanemab-may
https://www.alzheimer-europe.org/news/alzheimer-europe-welcomes-positive-european-medicines-agency-opinion-lecanemab
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many (81 percent) said they would choose to undergo the
treatment themselves if recommended by their doctor.
Some of the key themes from open-ended responses were:

e Greater autonomy: Patients and their families
wanted more opportunities to make informed deci-
sions about whether to undergo treatment for Alz-
heimer’s disease. Many wanted to choose for them-
selves whether to pursue a treatment, even with the
potential risks of side effects.

e More time with better quality of life is worth the
risk: Many were willing to take risks to slow the pro-
gression of the disease and gain more time with a
better quality of life, even if the risks are known and
the side effects potentially serious.

e Frustration over inequality: There was frustration
among respondents over the EMA’s restrictive judg-
ment in this case, compared to other markets and
therapeutic areas. Many believed the system should
be more flexible, especially for fatal diseases like
Alzheimer’s.

e Support for research and development: Patients
and their families emphasised the importance of
continued research and the implementation of new
treatments, which also form the foundation for future
research. Many called for more opportunities to par-
ticipate in clinical trials to help advance the develop-
ment of future medications.

11 NOVEMBER:

The Alzheimer Society of Ireland expands
dementia services with new activity lodge

On 11 November, The Alzheimer Society of Ireland (The ASI)
continued to strengthen its efforts in supporting people with
young-onset dementia. Following the opening of an activity
lodge in County Cork in May, the ASI officially opened its new
activity lodge in County Wexford. This new lodge provides a
safe, engaging, and inclusive space where people living with
young-onset and early-stage dementia can participate in a va-
riety of therapeutic activities designed to enhance their quality
of life.

The lodge offers a range of programmes including art therapy,
music sessions, cognitive exercises, gardening, and social
events tailored specifically for individuals with dementia. It also
provides a space for carers to connect with each other and
access support, ensuring a holistic approach to dementia
care.

Siobhan O'Connor, Head of Operations and Community En-
gagement at The ASI, said: “Our goal with the activity lodge is
to create a space where people living with dementia can thrive.
This is not just about care; it's about providing meaningful op-
portunities for social engagement, creativity, and joy.” The
opening of this lodge comes at a critical time, as the number
of people living with dementia in Ireland is expected to rise
significantly in the coming years.

15 NOVEMBER:

Agnes Egervari, President of Hungary’s
Social Cluster Association, receives “Families
Award” at Generations Working Together for a
Competitive Future” conference in Budapest

The “Generations Working Together for a Competitive Future”
conference was held in Budapest, this year as part of the ro-
tating EU Presidency. The event brought together high-rank-
ing representatives from multiple countries, focusing on topics
such as demographic challenges and the situation of the el-
derly.

On 15 November during the awards ceremony, the 2024 Age-
Friendly Municipality Award, the Award for the Protection of
Human Dignity, the Families Award, and the Sarolta Monspart
Award for the elderly were presented. It was heart-warming to
hear the commendations. This year, special emphasis was
placed on recognising initiatives supporting people living with
dementia, fostering dementia-friendly attitudes, building com-
munities, and supporting caregiving families.

Dr Agnes Egervari (pictured, centre), President of Alzheimer
Europe’s member in Hungary, the Social Cluster Association,
received the Families Award. Huge congratulations to her and
to the Social Cluster Association!
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19 NOVEMBER:

Alzheimer Poland discusses the country’s
upcoming Dementia Plan with Deputy
Minister of Health Wojciech Konieczny

n 19 Noverhber: “E-d_'yta E'I?winska,m Vice President of Alz-
heimer Poland, met with Deputy Minister of Health Wojciech
Konieczny at the Polish Ministry of Health. The meeting took
place as part of the newly established Brain Health Team op-
erating at the Patient Rights Ombudsman. The topic of the
conversation was, among others, the Dementia Plan currently
being developed at the Ministry of Health.

21 NOVEMBER:

Sabine Henry, President of Belgium’s
Alzheimer League, ennobled by King Philippe

On 21 November 2024, Sabine Henry, the President of Bel-
gium’s Alzheimer League, received the title of Baroness for
her “nobility of heart and an exceptional career serving the

Belgian population affected by dementia”. The title was
awarded to her by His Majesty, King Philippe of the Belgians.
Congratulations to Baroness Sabine Henry, from all of us at
Alzheimer Europe!

22 NOVEMBER:
The Alzheimer Society of Ireland launches its
general election manifesto “Make a pledge to
keep dementia a priority”

With the general election in Ireland due to take place on 29
November, The Alzheimer Society of Ireland (The ASI) has
launched its election campaign “Deliver on Dementia — Make
a Pledge to Keep Dementia a Priority.” The campaign urges
election candidates and parties to sign the pledge at www.de-
mentiapledge.ie

The initiative was officially unveiled with a photo-call in Dublin,
attended by ASI staff, members of the Irish Dementia Working
Group, and the Dementia Carers Campaign Network. With the
growing need for dementia supports and services, it is crucial
that the next Government builds on recent investments and
continues to address the challenges faced by individuals af-
fected by dementia across Ireland, particularly in rural areas.

The actions outlined in The ASI’'s manifesto can make a sig-
nificant difference in communities nationwide. The manifesto
includes six key asks, such as: resourcing the model of care
for dementia, making brain health a public health priority, and
developing a national dementia registry. The ASI's Head of
Advocacy, Research and Public Affairs, Cormac Cahill said:
“In recent years, Ireland has made significant progress in sup-
porting people with dementia and their carers. However, mo-
mentum is essential for the next Government to continue and
expand these gains. The Alzheimer Society of Ireland is am-
bitious for the lives of those with dementia and those who care
for and support them. We urge all candidates to recognise de-
mentia care as a priority and integrate it into their election is-
sues, manifestos and future Government programmes.”

The ASI’s ‘dementia pledge’ campaign is a collective effort,
with staff, advocates, volunteers and supporters actively lob-
bying election candidates to ensure dementia remains a top
priority. For more details, visit www.dementiapledge.ie


https://www.dementiapledge.ie/
https://www.dementiapledge.ie/
https://www.dementiapledge.ie/
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27 NOVEMBER:

The results of the project 'Erasmus+
CURATE-D: A game-based methodology for
empowering dementia-friendly communities
and equal access to culture for people with
dementia' are freely accessible online

[ Co-funded by
— the European Union

The European project 'Erasmus+' CURATE-D, aiming to pro-
mote equal opportunities, accessibility and social inclusion for
people with dementia in cultural experiences and training pro-
fessionals using game-based learning, ends in December
2024 and presents its results.

The results were developed with the collaboration of all project
partners: Challedu, coordinator; the Panhellenic Federation of
Alzheimer's Disease and Related Disorders of Thessaloniki
and the Herakleidon Museum of Athens (Greece); the Gaiety
School of Acting - The National Theatre School of Dublin (Ire-
land) and the Association of Relatives of Alzheimer's of Valen-
cia (AFAV, Spain).

The first result is the “CURATE-D Methodological Guide”: the
first part of the guide includes the definition of dementia, its
main symptoms and tips on how to treat it. The second part is
dedicated to mixed-methods research: literature research on
dementia-friendly policy and cultural activities at international
level as well as interviews with people working in dementia
care or cultural settings about their needs. The third part in-
cludes the theoretical background on game-based learning
and best practices for dementia caregivers using game-based
approaches, as well as the presentation of the methodology of
the CURATE-D project.

The second result is the “Educational Guide” for cultural staff,
a detailed guide that can be used as an educational tool for
cultural staff in various types of museums, art spaces and cul-
tural organisations, in order to create spaces, exhibitions,
events that are in line with the needs of people with dementia
and their carers.

The third output is the “Educational Guide for dementia pro-
fessionals”, a detailed guide that can be used as an education
tool for dementia professionals to support people with demen-
tia in cultural activities to create and augment dementia-
friendly environments and communities.

The fourth result is the “CURATE-D Educational serious
game” which main purpose is to train staff of cultural organi-
sations and dementia professionals on how to create demen-
tia-friendly cultural experiences. While playing, learners can
enrich their skills and develop knowledge in the field of acces-
sibility and dementia-friendliness. The game is also a way of
raising awareness on dementia.

The fifth output is the “Training of professionals and the CU-
RATE-D conclusions report”. After the implementation of pilot
workshops using the tools produced during the project to 50
professionals in all countries, their feedback was collected and
a report was developed on the final conclusions of the CU-
RATE-D project methodology. This will be useful material for
other organisations that want to implement the CURATE-D
methodology and tools. All results are freely accessible and
can be found on the CURATE-D project website: www.curate-
d.eu E E
Stay tuned for project news on the website: cu- .
rate-d.eu, Facebook, which you can find via

the QR code: E

27 NOVEMBER:

Alzheimer Athens recently hosted the 2™
Alzheimer Festival under the banner “Let’s
Give the Right Stigma to Dementia”

In September 2024, Alz-
heimer Athens hosted the 2"
Alzheimer Festival at the
Stavros Niarchos Cultural
Center (SNFCC) Lighthouse,
drawing more than 7,000 par-
ticipants. Held on 14 and 15
September, under the theme
“Let’s Give the Right Stigma
to Dementia,” the festival
aimed to inspire understand-
ing and inclusivity.

Prominent figures, including
Minister of Health Adonis
Georgiadis, attended the event. In a landmark moment, the
Minister pledged to pass legislation on the rights of dementia
patients and caregivers by the end of the year, signalling pro-
gress toward a more supportive framework.

The festival's programme included lectures by leading ex-
perts, such as Dr Paraskevi Sakka, President of Alzheimer
Athens, who shared the latest advancements in dementia care
and emphasised the importance of implementing the National
Action Plan for Dementia. Engaging discussions allowed at-
tendees to voice their concerns, while hands-on workshops
covered essential topics like nutrition, physical activity, and in-
novative technologies for dementia diagnosis and manage-
ment.

AINOYME
TOIOITO



https://drive.google.com/file/d/1ecN8gWth21__kGmDrmsmUzMebkuD4eK0/view
https://drive.google.com/file/d/1ecN8gWth21__kGmDrmsmUzMebkuD4eK0/view
https://curate-d.eu/
https://curate-d.eu/
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27 NOVEMBER: aimed at enhancing well-being and promoting community en-

Alzheimer Athens recently Organised the 1st gagement among older citizens. With support from local cul-
tural clubs and authorities, the event attracted approximately

Elderly Festival “A Celebration of the Elderly 2,000 participants.

Community” The Elderly Festival fostered a strong sense of belonging, en-
couraging active citizenship and intergenerational connection.
It served as a reminder of the importance of valuing and em-
powering older members of the community.

Alzheimer Athens remains steadfast in its mission to address
the challenges of dementia and foster a more inclusive soci-
ety. Through year-round events, the organisation works tire-
lessly to promote awareness, advocate for policy changes,
and provide support for patients and caregivers.

Building on the momentum of
raising awareness, Alz-
heimer Athens, in partner-
ship with the Region of Epi-
rus and the Municipality of
Arta, organised the 1St El-
derly Festival from 4 to 6 Oc-
tober 2024. This three-day
event celebrated older adults
and their contributions to so-
ciety.

Held in Arta, the festival fea-
tured cultural, educational,
and entertainment activities

LIVING WITH DEMENTIA

28 OCTOBER:

Pia Knudsen, former member of the European Working Group of People with Dementia, shares
her experience of having coffee with Queen Silvia of Sweden

| have never received so many likes on Facebook... or so much
interest from so many people, as when | shared this experience.
Now, here it is, for you.

My name is Pia Knudsen, | am 61 years old and live in Aarhus,
Denmark. | have had an Alzheimer's dementia diagnosis since
2019. | am still in the early stages of the disease and | use my
fairly healthy brain to spread knowledge about my life with demen-
tia, for better or for worse. This story is absolutely for the better.
In September of this year, | was invited to a large Nordic health
conference in Stockholm, Sweden, to share the knowledge | have
about living with dementia. | contribute in many contexts with this
knowledge, both nationally and internationally... but this was
something special, because | noticed in the programme that Swe-
den's Queen Silvia would be giving the opening speech. She had
eight minutes, | had 30. Wow!

So, when the organisers of the conference asked if there was an-
ything | needed or would like during the day, | mentioned, mostly
as a joke, that | would like to have a cup of coffee with the Queen,
and thought no more of it, not really believing for a second that it
was possible. | went on stage and delivered my speech, with the
Queen sitting in the front row, both smiling and with tears in her eyes, just like the other members of the audience.

When the speech was delivered and the applause had stopped, two large men approached and escorted me off the stage and
into another room next to the conference hall. There was Silvia, Queen of Sweden... | took a deep breath... Then she came over
to me with a smile, and from that moment on, | felt at ease. We shook hands, sat down together, and then the conversation
started... nonstop for half an hour. It felt so natural and cosy because we had so much in common to talk about. You might not
think of a meeting like that because she is a queen, and | am a person with dementia, but believe me, she is a compassionate




Alzhelmer "
¥ &

Europes,  + Newsletter NOVEMBER 2024

and loving person. Silvia's mother died of dementia, and therefore she spends much of her life promoting knowledge and under-
standing of the disease, just like | do. Throughout our conversation, she kept her hand on top of mine on the table in front of us.
When our time together was up, and her security people asked us to wrap up the meeting, | decided to ask her something | would
never have done before | got a terminal illness, but | have nothing to lose anymore. | said: “Thank you so much for this wonderful
conversation, Silvia”, completely forgetting how to address a queen, but then she smiled, and | was sure she was okay with it.
Then | told her that | wanted to give her a hug, but others had told me that you don't give hugs to royals. Then she smiled even
more and said, "Then | would like to give you a hug," and boy, is she good at it!

So the fairy-tale ended happily, with me receiving a loving and long hug from Silvia, who is the Queen of Sweden. This is one
reason why | describe my life with dementia, for better and for worse, mostly for the better.

PS. | gave her my homemade business card, so I’'m waiting for her to text me.

29 OCTOBER:

Trevor Salomon, Chairperson of the European Dementia Carers Working Group, shares his
experience of meeting the UK Prime Minister Sir Keir Starmer

In October 2024, the UK Government launched a consultation and engagement NS e
process with members of the public, staff and patients to determine how it will _‘-“—__:{_
set about delivering a modern National Health Service (NHS) fit for the future, to
meet the changing needs of the UK’s changing population.

| was lucky enough to be invited by Alzheimer’s Society to attend the launch
event in London. The invitation came in the form of a phone call, on a Friday §=:
morning, asking me if | was available the following Monday to represent dementia 3
and dementia carers at the meeting. What puzzled me was that the venue was
unknown and would not be communicated to me until all arrangements were in
place. | should have put two and two together and figured out for myself that this
was for security reasons, though | had no expectation that the Secretary of State
for Health and Social Care, Wes Streeting, would attend and it absolutely did not
occur to me the importance of this event was such that the Prime Minister, Sir
Keir Starmer, would fit an appearance into his busy schedule.

| eventually received the logistics and made my way on the Monday morning to
the ‘secret venue’ where | found myself amongst 100 specially invited attendees,
mostly doctors, nurses, paramedics and staff working in Accident and
Emergency departments at London hospitals. In addition to me representing
dementia, others were there to speak for diabetes, multiple sclerosis, stroke, etc.
The structured, facilitated discussion fell broadly into three main categories:

e moving more care from hospitals to communities

e making better use of technology in health and care

e focusing on preventing sickness, not just treating it.

It was fascinating and a privilege to be part of the conversation which all of a sudden came to a halt when the Secretary of State
and the Prime Minister arrived to address the gathering. | found myself standing immediately behind the Prime Minister for his
short speech until he swivelled round to meet and informally chat to us, at which point | took advantage of the time he gave me to
talk about the clear need to increase dementia diagnosis rates, support the integration of health and social care systems with
appropriate dementia training, and address the inequalities of care.

The UK Government has taken the view that this is a once in a generation opportunity to set the NHS on a path for the future and
| was delighted that my voice was requested to be part of the fixing process.
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7 NOVEMBER:

European Working Group of People with Dementia Chairperson Kevin Quaid shares his joy as
Irish Government ratifies Optional Protocol to the UN Convention on the Rights of Persons with
Disabilities

\

The Irish Government finally approved the accession by Ireland to the Optional Proto-
col to the United Nations Convention on the Rights of Persons with Disabilities
(UNCRPD), on 8 October 2024. This is news that Irish people who have being given a
diagnosis of dementia and are under the age of 65 will welcome, after waiting years for
it. The Optional Protocol is an international agreement that complements the UNCRPD,
which aims to promote, protect, and ensure that all persons with disabilities fully and
equally enjoy all human rights and fundamental freedoms. Ireland ratified the Conven-
tion in March 2018, but had not ratified the Optional Protocol, until now.

The Optional Protocol itself introduces two key procedures. The first allows individuals
or groups to file a complaint to the Committee on the Rights of Persons with Disabilities
regarding violations of their rights, while the second empowers the Committee to in-
vestigate serious or systematic breaches of the Convention. By taking this step, Ireland
has reaffirmed its dedication to creating an inclusive society where the voices of per-
sons with disabilities are valued and respected. It not only strengthens our national
framework for disability rights but also sends a clear message internationally of our
commitment to justice and equality for all.

It has taken quite a while and a lot of advocacy work to get to this stage but we finally
got there, with the help of some wonderful people and the voices of lived experience!
There is nothing that people with dementia cannot achieve and hopefully for the people
| who are getting diagnosed each and every day and are under the age of 65, their
financial worries are a burden that can be eased a little. You can read the Alzheimer Society of Ireland's response to the news
about the Optional Protocol, here:
https://www.alzheimer-europe.org/news/alzheimer-society-ireland-welcomes-irelands-accession-optional-protocol-un-conven-
tion-rights

You can read the Irish Government announcement about the Optional Protocol, here:
https://lwww.gov.ie/en/press-release/aa312-government-announces-decision-to-accede-to-the-optional-protocol-to-the-un-con-
vention-on-the-rights-of-persons-with-disabilities/

PUBLICATIONS AND RESOURCES

28 OCTOBER: “room for improvement” incentivising lifestyle changes con-
cerning twelve modifiable risk and protective factors. Based
on scientific evidence, the following risk factors, if well ad-

dressed, can prevent a substantial proportion of dementia

Luxembourg’s Programme for Dementia
Prevention launches “pdp Braincoach”

On 28 October cases:
pdp ﬁ;‘;ﬁ;?e’"e . 2024, the “pdp e Cardiovascular disease
ey %& Braincoach” app e  High blood pressure

was launched as e High cholesterol

an addition to Luxembourg’s national Programme for Demen- e Diabetes

tia Prevention (pdp). With the introduction of the app, this ini- e Chronic kidney disease

tiative targets primary prevention, raising awareness about de- e Obesity

mentia risk reduction to Luxembourg’s population and encour- e Diet

aging residents to take early and proactive steps toward brain
health. pdp Braincoach is an adaptation of the Dutch
MijnBreincoach app and is specifically tailored to Luxem-
bourg’s population. The app gives users insights into their per-
sonal risk profile for dementia and offers tailored feedback on

e  Physical inactivity

e  Mental stimulation

e Smoking

e  High alcohol consumption
e Depression.


https://www.alzheimer-europe.org/news/alzheimer-society-ireland-welcomes-irelands-accession-optional-protocol-un-convention-rights
https://www.alzheimer-europe.org/news/alzheimer-society-ireland-welcomes-irelands-accession-optional-protocol-un-convention-rights
https://www.gov.ie/en/press-release/aa312-government-announces-decision-to-accede-to-the-optional-protocol-to-the-un-convention-on-the-rights-of-persons-with-disabilities/
https://www.gov.ie/en/press-release/aa312-government-announces-decision-to-accede-to-the-optional-protocol-to-the-un-convention-on-the-rights-of-persons-with-disabilities/
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With the help of the pdp Braincoach app, users receive prac-
tical feedback on where they can make changes to support
long-term brain health. Once a user selects one or more risk
factor themes, the app sends notifications, offering tips, quiz-
zes and challenges to help them work steadily toward these
goals for only a few minutes daily. By addressing multiple as-
pects of lifestyle and health, the app provides a comprehen-
sive approach with local resources to support users in lower-
ing dementia risk, empowering individuals to take manageable
steps to protect their cognitive health.

The Programme for Dementia Prevention is a collaborative ef-
fort between the Luxembourg Institute of Health, the Univer-
sity’s Luxembourg Centre for Systems Biomedicine, and the
Centre Hospitalier de Luxembourg. Initiated in 2018, the pro-
gram’s goal is to reduce dementia risk among individuals with
subjective cognitive complaints or mild cognitive impairment
living in Luxembourg. By offering in-depth neuropsychological
assessments and receiving personalized health advice from
‘memory coaches’, the program provides specialized guid-
ance to personalised reduction of dementia risk.

With the launch of pdp Braincoach, this initiative extends to a
wider adult audience, including those aged 40 to 75 who may
not have specific cognitive complaints but are interested in
maintaining cognitive health. The app opens up preventive re-
sources to a broader demographic, aiming to embed dementia
prevention habits into everyday life.

pdp Braincoach is available for free on the Luxembourg An-
droid and Apple app stores in English, French, and German.
To access a web-based version or learn more about the app,
visit www.pdp-app.lu. For more information regarding the Pro-
gramme for Dementia Prevention, visit: www.pdp.lu

2 12 NOVEMBER:
~ TouchNEUROLOGY

¢ publishes new edition of
its journal
touchREVIEWS in
Neurology

touchREVIEWS
eurolog

The latest edition of touchRE-
VIEWS in Neurology is full of topi-
cal content that highlights the
current landscape and future di-
rections in neurological research and treatment.

Explore touchREVIEWS in Neurology Volume 20, Issue 2,
2024, here:
https://touchneurology.com/journals/touchreviews-neurol-
ogy/touchreviews-in-neurology-volume-20-issue-2-2024/

There is some specific content related to Alzheimer's disease,
which may be of interest to our readers: “Psychosis in Alz-
heimer’s Disease: A Review of Current and Prospective Ther-
apeutic Strategies”, which can be accessed, here:
https://touchneurology.com/alzheimers-disease-demen-
tia/journal-articles/psychosis-in-alzheimers-disease-a-review-
of-current-and-prospective-therapeutic-strategies/

13 NOVEMBER:

“DEMOTIC” dementia cartoon videos are now
available to view online

At the recent 34" Alz-
heimer Europe Con-
ference in Geneva, as
part of the parallel ses-
sion “P39. Campaign-
ing for change”, the
concept of “DE-
MOTIC” was pre-
sented by Filippo Ber-
gamo (Italy). “DE-
MOTIC” dementia car-
toon videos were cre-
ated un ltaly, with the
aim of providing con-
tent that is accessible to all ages, to help the public better un-
derstand dementia.

Two DEMOTIC cartoons have now been published online,
created with the help of the same people living with dementia
who voice the characters. People living with dementia were
invited to be involved in the project, helping to write the scripts
and doing voice recordings of the dialogues, leading to the
creation of these two cartoons by a graphics studio.

With the cartoons now online, a study on the impact of the
cartoons will be made after one year, by the Psychology fac-
ulty of the University of Bologna.

You can view the cartoons, here:

First episode: https://youtu.be/DSNmTb27uDI

Second episode: https://youtu.be/Si2c5u9_GzI

Pictured: Filippo Bergamo (centre) together with co-authors
Andrea Fabbo and Rabih Chattat



https://www.pdp-app.lu/
https://www.pdp.lu/
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AE CALENDAR 2024

DATE MEETING AE REPRESENTATIVE

3 December Alzheimer's Association Academy: Independent living and dementia AE team

4 December PREDICTOM project Task 5.1 online meeting Sarah/Dianne

4 December PREDICTOM project PAG meeting Sarah/Dianne

5 December EuroPCom EU communications conference Chris/Kate

5 December LuxInnovation HealthTech Cluster and Horizon Europe day (Belval, Angela, Lukas, Soraya
Luxembourg)

5 December Support role in EMA consultation Dianne and Sarah

6 December European Regional Disability Summit Owen

9 December Alzheimer Europe Board meeting (Brussels, Belgium) AE Board and staff

10 December Association of Association Executives “Building inclusive events” Gwladys

10 December Company round table meeting (Brussels, Belgium) AE Board, members,

sponsors and staff

10 December European Parliament Lunch Debate “Inequalities in dementia care and AE supporters, members
treatment in Europe” (Brussels, Belgium) and staff
10 December Alzheimer Europe Public Affairs Meeting (Brussels, Belgium) AE members and staff
10 December Alzheimer Europe Anti-Stigma Award Ceremony (Brussels, Belgium) AE Foundation, AE
supporters, members
and staff
10-11 December EWGPWD and EDCWG meeting (Brussels, Belgium) Pl team
11 December Alzheimer Europe workshop on “Advocating with Impact” (Brussels, AE members and staff
Belgium)
12 December Meeting with Biogen (Amsterdam, Netherlands) Jean
12 December Feedback session for HOMEDEM students Dianne and Sébastien
12-13 December Final General Assembly meeting of the PRIME project (Cologne, Angela
Germany)
13 December Multi-MeMo project AB meeting Ana, Cindy, Sarah
19 December Brain Health Mission meeting Jean
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CONFERENCES 2025

DATE

13-16 February 2025

MEETING

14th Panhellenic Conference on Alzheimer's Disease and
6th Mediterranean Conference  on Neurodegenerative  Diseases,
https://www.alzheimer-conference.gr/index.php/en/

PLACE

Thessaloniki, Greece

20-22 March 19"  World Congress on Controversies in Neurology (CONy), Prague, Czechia
https://cony2025.comtecmed.com/

1-5 April International Conference on Alzheimer’s and Parkinson’s Diseases and Related Vienna, Austria
Neurological Disorders (AD/PD™ 2025)
https://adpd.kenes.com/partners-related-events/

15-17 May The gth 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

21-24 June 11t Congress of the European Academy of Neurology, Neurology within Helsinki, Finland
society, https://www.ean.org/

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
(ICOPAD 2026), https://www.hug.ch/en/evenement/2nd-international-
conference-prevention-alzheimers-disease-icopad-2026

Geneva, Switzerland

Co-funded by
the European Union

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


https://eur06.safelinks.protection.outlook.com/?url=https%3A%2F%2Fcony2025.comtecmed.com%2F&data=05%7C02%7CGrazia.Tomasini%40alzheimer-europe.org%7Ceafc29292d5a4ed0de8a08dca18b3e6e%7Cc3d8e25472e240748eb257cbf2e0b45c%7C1%7C0%7C638562866638143176%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=r61acRLiLLH79KKigj68lWUJFZUb%2FjCgn1rWbq1f3e0%3D&reserved=0
https://adpd.kenes.com/partners-related-events/
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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35" Alzheimer Europe Conference

Bologna, Italy
6 - 8 October 2025 #35AEC

www.alzheimer-europe.org/conferences
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	WELCOME
	ALZHEIMER EUROPE
	4 November:
	Access videos and photos from our conference in Geneva!
	12 November:

	Alzheimer Europe writes to WHO Europe Regional Director
	12 November:

	Jan Runar Eliassen from the European Working Group of People with Dementia is interviewed by EURACTIV for special report on “Alzheimer’s Disease: detection, diagnosis, treatment”
	22 November:

	Luxembourg radio station 100,7 invites Alzheimer Europe Director Jean Georges on air to discuss lecanemab after drug receives positive opinion from European Medicines Agency

	AE NETWORKING
	SPONSOR OF THE MONTH
	Alzheimer Europe would like to express its gratitude to a new silver sponsor for its 2025 activities:

	5 NOVEMBER
	6 NOVEMBER
	7 NOVEMBER
	8 NOVEMBER
	12 NOVEMBER
	12 NOVEMBER
	13 NOVEMBER
	13 NOVEMBER
	15 NOVEMBER
	18 NOVEMBER
	19 NOVEMBER
	19 NOVEMBER
	20 NOVEMBER
	21 NOVEMBER
	21 NOVEMBER
	21 NOVEMBER
	21-22 NOVEMBER
	22 NOVEMBER
	22 NOVEMBER
	25 NOVEMBER
	26-27 NOVEMBER
	28 NOVEMBER
	28 NOVEMBER
	28 NOVEMBER
	28-29 NOVEMBER
	29 NOVEMBER
	EU PROJECTS
	16 October:
	ABOARD Fall Meeting 2024 takes place in Leiden
	28 October:

	The AI-Mind 9th General Assembly gathers experts in Madrid
	28-29 October:

	The European Platform for Neurodegenerative Diseases project convenes its third Annual Meeting in Madrid
	29 October:

	AD-RIDDLE project brings clinical and workstream leads together for a Steering Committee meeting
	29 October:

	AMYPAD researchers demonstrate the reliability of the centiloid metric as a reliable measure of AD-related amyloid plaques
	14 November:

	PROMINENT project supports Alzheimer’s disease diagnosis amid recommendation of first disease-modifying treatment
	19 November:

	PREDICTOM Public Ambassador Group meets online
	21 November:

	PROMINENT consortium meets in Barcelona for second annual meeting
	21 November:

	A new article about the Lethe study published
	22 November:

	New PREDICTOM project website and Data Catalogue launched

	EU project acknowledgements
	MEMBERS OF THE EUROPEAN ALZHEIMER’S ALLIANCE
	EUROPEAN ALZHEIMER’S ALLIANCE
	11 November:
	European Commission responds to Hilde Vautmans MEP written question
	30 November

	Three MEPs join the European Alzheimer’s Alliance

	EU DEVELOPMENTS
	4 November:
	European Economic and Social Committee adopts opinion on health
	12 November:

	World Health Organization (WHO) Europe publishes care toolkit
	14 November:

	Discover the Citizen, Equality, Rights and Values (CERV) programme
	18 November:

	EU Health at a Glance report published
	20 November:

	European Medicines Agency convenes an online meeting of its Working Parties for patients, consumers and healthcare professionals
	22 November:

	European Commission publishes independent living guidance
	27 November:

	European Parliament approves College of Commissioners

	POLICY WATCH
	8 October:
	European Academy of Neurology organises G7 Health Ministers' Meeting Side Event on “Prioritising Brain Health: A Global Imperative for Public Health”
	24 October:

	New “Dementia Trials Accelerator” launched in the UK with the aim of dramatically increasing the number of dementia trial participants
	7 November:

	The Alzheimer Society of Ireland welcomes Ireland’s accession to the Optional Protocol to the UN Convention on the Rights of Persons with Disabilities

	CTAD WATCH
	29 October:
	Eli Lilly announces positive results from TRAILBLAZER-ALZ 6 Phase IIIb study
	30 October:

	Roche presents interim data from its Brainshuttle AD study
	31 October:

	UCB presents phase II data on bepranemab in early AD
	1 November:

	International Working Group publishes revised diagnostic criteria for Alzheimer’s disease

	SCIENCE WATCH
	22 October:
	Sex-specific dementia risk linked to obstructive sleep apnea in older adults: Findings from a 10-year study
	23 October:

	World Health Organisation launches its Preferred Product Characteristics of Blood-Based Biomarker Diagnostics for Alzheimer’s Disease
	13 November:

	A new study suggests that age at diagnosis of type 2 diabetes is linked to dementia risk
	14 November:

	Alzheimer Europe welcomes the positive European Medicines Agency opinion on lecanemab
	14 November:

	Systematic review of decision-making processes for pain assessment and management for people living with dementia is published online
	25 November:

	Alector announces results from INVOKE-2 Phase 2 trial in early AD
	26 November:

	Anavex Life Sciences submits a marketing authorisation approval for Alzheimer’s drug blarcamesine to the EMA
	26 November:

	Cassava Sciences’s experimental AD drug fails in Phase 3 study
	27 November:

	MHRA approves new AD diagnostic imaging agent

	MEMBERS’ NEWS
	24 October:
	Alzheimer Association of Larissa (Greece) organises exhibition visit called “Gratis from the Front”
	24-27 October:

	Serbian Alzheimer's Society and Pasqual Maragall Foundation from Spain establish a valuable collaboration and organise “Days of Catalan Film” together
	7 November:

	Four dementia associations in Sweden recently did a survey to "take the temperature" regarding lecanemab for the treatment of early Alzheimer’s disease in their country
	11 November:

	The Alzheimer Society of Ireland expands dementia services with new activity lodge
	15 November:

	Ágnes Egervári, President of Hungary’s Social Cluster Association, receives “Families Award” at Generations Working Together for a Competitive Future” conference in Budapest
	19 November:

	Alzheimer Poland discusses the country’s upcoming Dementia Plan with Deputy Minister of Health Wojciech Konieczny
	21 November:

	Sabine Henry, President of Belgium’s Alzheimer League, ennobled by King Philippe
	22 November:

	The Alzheimer Society of Ireland launches its general election manifesto “Make a pledge to keep dementia a priority”
	27 November:

	The results of the project 'Erasmus+ CURATE-D: A game-based methodology for empowering dementia-friendly communities and equal access to culture for people with dementia' are freely accessible online
	27 November:

	Alzheimer Athens recently hosted the 2nd Alzheimer Festival under the banner “Let’s Give the Right Stigma to Dementia”
	27 November:

	Alzheimer Athens recently organised the 1st Elderly Festival “A Celebration of the Elderly Community”

	LIVING WITH DEMENTIA
	28 October:
	Pia Knudsen, former member of the European Working Group of People with Dementia, shares her experience of having coffee with Queen Silvia of Sweden
	29 October:

	Trevor Salomon, Chairperson of the European Dementia Carers Working Group, shares his experience of meeting the UK Prime Minister Sir Keir Starmer
	7 November:

	European Working Group of People with Dementia Chairperson Kevin Quaid shares his joy as Irish Government ratifies Optional Protocol to the UN Convention on the Rights of Persons with Disabilities

	PUBLICATIONS AND RESOURCES
	28 October:
	Luxembourg’s Programme for Dementia Prevention launches “pdp Braincoach”
	12 November:

	TouchNEUROLOGY publishes new edition of its journal touchREVIEWS in Neurology
	13 November:

	“DEMOTIC” dementia cartoon videos are now available to view online
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