OCTOBER
2022

ALZHEIMER EUROPE
TABLE OF
CONTENTS

01
Welcome
02
COVID-19 situation
02
Alzheimer Europe
09
Alzheimer Europe
networking
09
EU projects
13
European Alzheimer’s
Alliance
14
EU developments
16
Policy watch
18
Science watch
23
Members’ news
27
Living with dementia
29
New publications and
resources
31
Education
27
AE calendar
27
Conferences

NEWSLETTER
HIGHLIGHTS IN THIS ISSUE
4 October: WHO publishes blueprint for dementia research
17 October: New Dementia in Europe magazine published
17 October: Welcome to our new Board and new members!
17-19 October: Our Bucharest Conference was a big success
19 October: Dutch “Adoptionproject” wins Anti-Stigma Award

17
2
4
4
7

WELCOME
I am delighted to say that
our Annual Conference in
Bucharest was a big
success! It was a pleasure
to see so many faces,
after a two-year gap of
online-only conferences.
We decided to hold the
event in a hybrid format,
to make the event as accessible as possible.
Despite this being our first large hybrid
event, things went very smoothly, for which I
am hugely grateful to my team, to our
conference partners, venue and sponsors,
who made the event possible. The
programme included many excellent
sessions, not least of which was a hugely
popular special symposium organised by the
European Working Group of People with
Dementia.
Warm congratulations to the winners of our
new Anti-Stigma Award. At the closing
ceremony of the Conference, the
“Adoptieproject: Jong adopteert Oud”
(Adoption project, young adopts old) of the
Alzheimer Centrum Limburg was announced
as the winner, with second place going to the
campaign “Non ti scordare di volermi bene”
(Don’t forget to love me) by Federazione
Alzheimer Italia, and third place to “Changing
perceptions of dementia in the Punjabi
community” by Alzheimer’s Society, UK.
Prior to the conference, we launched the 40th
edition of Dementia in Europe magazine,
which was given to all delegates as well as
being sent to our mailing list contacts. If you
would like to download or to order the
magazine, please see our website. You can

also find our 2021 Annual Report on the
website, as it was launched at the same time.
Our Annual Meeting took place in Bucharest,
with members voting to welcome existing
provisional member MTÜ Elu Dementsusega
(Estonia) as a full member, while Alzheimer
Polska and Demenz Selbsthilfe Austria were
welcomed as new full members. Alzheimer’s
Care
Armenia,
Demencija
Lietuvoje
(Lithuania), Institute for Alzheimer’s disease
and neuroscience (North Macedonia), O
Srpskom udruženju za Alchajmerovu bolest
(Serbia) and Nezabutni (Ukraine) were voted
in as provisional members and going
forward, we have 41 members from 37
European countries.
Our new Board for 2022-2024 was elected at
the AGM and we are delighted to welcome
all of them, including new Chairperson,
Rosário Zincke dos Reis (Portugal). A huge
thank you to Iva Holmerová for her many
years of excellent service, both as a Board
member and as Chairperson. Thank you, also,
to all departing Board members for their
support and contributions.
The INTERDEM network, of which Alzheimer
Europe is proud to be a key partner, also held
its Annual Meeting in Bucharest, with an
excellent turnout of 99 participants.
In other news, the WHO has published a
dementia research blueprint, the first of its
kind for noncommunicable diseases and
designed to provide guidance to policymakers, funders and the research
community.
Wishing you all, an excellent month ahead!
Jean Georges
Executive Director
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Sponsor of the month
Alzheimer Europe would like to express its gratitude to a
new sponsor for its 2023 activities.
Read more about sponsorship opportunities here:
https://www.alzheimer-europe.org/aboutus/governance/finances/2022-sponsorship-opportunities

COVID 19 SITUATION
5 October: National Task Group on ID and
Dementia Practices releases advice on longCOVID cognitive symptoms in people with
intellectual disabilities
On 5 October, the National
Task Group on Intellectual
Disabilities and Dementia
Practices (NTG) met and
released advice regarding
long-COVID
related
symptoms in people with
intellectual disabilities.
The NTG defines a postCOVID
condition,
as
appearing 4 to 12 weeks
after
infection,
and
characterised by a combination of fatigue and cognitive
symptoms such as slow thinking, difficulty in focusing,
forgetfulness, and haziness in thought processes. Long-COVID
can be an independent source of impairment in cognition and
an additional burden for people that already have Mild
Cognitive Impairment, dementia or another form of cognitive
impairment such as intellectual disability. Currently, evidence
lacks regarding the implications of the emergence of such longCOVID-related cognitive symptoms in people with intellectual
disabilities (ID).
In this advisory, the NTG provides information about longCOVID related cognitive problems and puts forward
information and recommendations on how to correctly
recognise such symptoms in the intellectual disability
population. The NTG advisory advises that sufficient attention
is paid to the issue of long-COVID and related cognitive
symptoms in people with intellectual disabilities. In particular,
individuals who have COVID-19 must be checked for significant

alterations in their performance on daily-life activities or
cognition compared to before their contraction of the virus.
Regarding people with long-COVID, the NTG advises against the
use of off-label medication for people with ID while
recommending periodic physical and cognitive health checks,
providing support and post-COVID care advice, and putting in
place a dementia care plan. New brain fog symptoms in adults
with ID can be indicative of a form of dementia, irrespective of
history of COVID-19 contraction and the assessment process
must be used carefully to differentiate between these two
pathologies. A final point emphasised by the Task Group is that
adults with ID who have contracted long COVID should be
entitled to claim disability protection and benefits, in addition
to the ones guaranteed by their ID.
Primary author of the paper, Matthew Janicki, from the NTG,
held a roundtable session on intellectual disability and
dementia during the 32nd Alzheimer Europe Conference in
Bucharest, together with Karen Watchman from the University
of Stirling, Scotland.
https://www.thentg.org/_files/ugd/8c1d0a_6a6d394287464556af2d534c0d13e743.pd
f

ALZHEIMER EUROPE
17 October: 40th edition of Dementia in Europe
magazine launched to coincide with Alzheimer
Europe Conference
It is with great pleasure that we
introduce the 40th edition of
our Dementia in Europe
magazine,
filled
with
interesting
updates
on
European and national policy
developments in the dementia
field, as well as European
research projects and other
research news. We also include
interviews with people at the
forefront of care, research,
policy and advocacy, and
articles about some of the
issues currently faced by people living with dementia in Europe.
This edition has been published both electronically and in paper
format, and its launch coincides with the first day of the 32nd
Alzheimer Europe Conference, taking place in Bucharest, where
all delegates will also receive a copy of the magazine.
The first section looks at some of the key work our organisation
has been involved in. The opening article recounts the European
Parliament lunch debate held in June 2022, with delegates able
to attend in person for the first time since the start of the
pandemic. This hybrid session in our series of debates looked at
neurological conditions and mental health in EU and WHO
Europe programmes, and was hosted by Deidre Clune MEP
(Ireland). Many thanks to Ms Clune and her colleagues who
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were able to participate. After many years working with
Alzheimer Europe, our Chairperson, Iva Holmerová, has decided
to step down from her position. The second article in this
magazine is an interview in which she discusses her time in the
role. In recent decades, a lot of research has been dedicated to
gaining a better understanding of brain health and about how
to reduce the risk of dementia – in this section we examine two
examples of EU-funded projects working in this area. We also
speak to the leaders of another EU-funded project in which
Alzheimer Europe is partner, AMYPAD, as it draws to a close.
A recent session of our popular Alzheimer’s Association
Academy series, which focused on dementia as a disability, is
the topic of the next article, whilst the final article in this section
looks at another important European initiative in which we are
involved: Data Saves Lives, led by the European Patients’
Forum, which aims to inform people about the benefits of
responsible health data sharing and to improve health data
literacy among patient communities.
In the Policy Watch section, we hear first about plans for a
European Care Strategy, which have recently taken an
important step forward. In June, the European Parliament
passed a report setting out its priorities for this strategy. Corapporteurs, Sirpa Pietikäinen MEP and Milan Brglez MEP tell us
more.
The topic of our next article is the “Healthier Together” noncommunicable diseases initiative launched by the European
Commission, aiming to address the challenges posed by the
rising numbers of people living with non-communicable
diseases in the EU, including neurological conditions. Pierre
Meulien, outgoing Director of the Innovative Health Initiative,
then reflects on how research partnerships have transformed
neurodegenerative research and the future of research in the
field. It has been a pleasure to work with Mr Meulien over the
years and Alzheimer Europe wishes him all the best. The
European Group of Governmental Experts on Dementia,
convened by Alzheimer Europe, held a meeting in June 2022,
which is the subject of our next article. At the meeting, a range
of dementia policy developments matters were discussed,
including how Ukrainians with dementia are being affected by
the war, a German paper on the neurological implications of
COVID-19 and updates from the World Health Organization
(WHO). Staying with the WHO, the final article in our Policy
Watch section focuses on the upcoming “dementia research
blueprint” which aims to improve coordination of research
efforts globally.
The Dementia in Society section opens with two interviews with
people assuming leadership positions in the field of dementia in
Europe. Ragnheiður Ríkharsðsdóttir started as Chairperson of
Alzheimer Iceland in May 2021, while Andy Heffernan took up
his position as the CEO of The Alzheimer Society of Ireland this
year. Following this, we look at France’s recent ban on driving
with dementia, which was met with an outcry. France Alzheimer
tells us more, and members of the European Working Group of
People with Dementia (EWGPWD) share their views. We also

take a look at the phenomenon of “dementia dogs”. Dogs can
be a great companions and can also be tremendously helpful to
people with disabilities, including people with dementia.
Alzheimer Bulgaria and Alzheimer Scotland share initiatives
from their respective countries. Our three remaining articles
focus on aspects of research. One highlights the impact COVID19 has had on people living with, and caring for someone with,
dementia. Another, stresses that it has now been 20 years with
no new Alzheimer’s medications in Europe, while the third
examines the role of nutrition in dementia. We hope you enjoy
reading it!
Our magazine launch is accompanied by the publication of our
2021 Annual Report. Alzheimer Europe is grateful for the
support of its corporate sponsors, without whom the Dementia
in Europe magazine would not be possible.
You can download the 40th edition of our magazine, here:
https://www.alzheimer-europe.org/sites/default/files/202210/dementia_in_europe_magazine_october_2022.pdf

It is also possible to order paper copies of the magazine via the
publications section of our website:
https://www.alzheimer-europe.org/resources/publications

17 October: Alzheimer Europe launches its
Annual Report 2021 during AGM in Bucharest
Our 2021 Annual Report,
officially launched at our AGM
in Bucharest on 17 October
2022, looks back at our
activities and achievements last
year.
As in the past, our core
activities were funded by an
operating grant awarded by the
European Commission in the
framework of the European
Union’s health programme.
This support allowed Alzheimer
Europe and its national
member organisations to continue to give a voice to people
with dementia, make dementia a public health priority, support
dementia research and strengthen the European dementia
movement, all the while ensuring that these activities were
firmly rooted in a rights-based approach.
The European Union’s health programme funding came to an
end for Alzheimer Europe, at the end of 2021, but the
organisation was able to obtain a new operating grant from the
European Commission’s Citizens, Equality, Rights and Values
(CERV) programme for its activities in 2022. You can read our
Annual Report, here:
https://www.alzheimer-europe.org/resources/publications/annualand-financial-report-2021
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17 October: Alzheimer Europe elects a new Board
and
welcomes
new
national
member
organisations during its 2022 Annual Meeting

•
•

On 17 October 2022, Alzheimer Europe organised its Annual
General Meeting (AGM) with representatives of its national
member organisations. 33 out of 34 full members were in
attendance or were represented. Alzheimer Europe celebrated
its achievements in 2021 and shared its plans for 2023 and its
2021-2022 finances with meeting participants and observers.
The AGM also voted on new membership applications. Existing
provisional member MTÜ Elu Dementsusega (Estonia) was
welcomed as a full member of Alzheimer Europe, while
Alzheimer Polska (Poland) and Demenz Selbsthilfe Austria
(Austria) were welcomed as new full members.
Alzheimer’s Care Armenia (Armenia), Demencija Lietuvoje
(Lithuania), Institute for Alzheimer’s disease and neuroscience
(North Macedonia), O Srpskom udruženju za Alchajmerovu
bolest (Serbia) and Nezabutni (Ukraine) were voted in as
provisional members of Alzheimer Europe. Going forward,
Alzheimer Europe will represent 41 members from 37 European
countries.
At the meeting, the Statutes and Rules and Regulations of
Alzheimer Europe were amended to allow the organisation to
set up a European Dementia Carers Working Group.
The AGM then voted to elect the 2022-2024 Board:
Office bearers
• Chairperson: Rosário Zincke dos Reis (Portugal), newly
elected to this position
• Vice-Chairperson: Charles Scerri (Malta), re-elected
• Honorary Secretary: Mario Possenti (Italy), newly elected
• Honorary Treasurer: Marco Blom (Netherlands), re-elected
Members
• Stefanie Becker (Switzerland), re-elected
• René Friederici (Luxembourg), re-elected
• Lorène Gilly (France), newly elected
• Andy Heffernan (Ireland), newly elected
• Martina Mátlová (Czech Republic), newly elected

17-19 October: Alzheimer Europe holds its 32nd
Annual Conference #32AEC in Bucharest and
online

Mary-Frances Morris (Scotland, UK), newly elected
Chris Roberts, re-elected as Chairperson of the European
Working Group of People with Dementia (EWGPWD), exofficio Board member with full voting rights
• Katariina Suomu (Finland), newly elected
• Jochen René Thyrian (Germany), newly elected
Congratulations to all of them and a warm welcome to all new
Board members.
Outgoing Chairperson Iva Holmerová, outgoing Honorary
Secretary James Pearson and outgoing Board members Sabine
Jansen, Pat McLoughlin, Sirpa Pietikäinen, MEP and Karin
Westerlund did not stand for re-election. Alzheimer Europe and
its Board would like to thank all of them for their service and
important contributions and wish them all the very best.
Finally, the AGM unanimously adopted Alzheimer Europe’s
2023 Work Plan and Budget.

Pictured, at the opening ceremony: (left to right: Cătălina Tudose,
Diana-Loreta Păun, Iva Holmerová, Marjolein de Vugt, Chris Roberts)

The 32nd Alzheimer Europe Conference (#32AEC) “Building
bridges” was formally opened on 17 October 2022, at the JW
Marriot Hotel conference centre in Bucharest, Romania. The
conference was held as a hybrid event for the first time ever,
with delegates and presenters able to join either on site or
online, thus making it as accessible, inclusive and interactive as
possible. 544 participants from 42 countries attended the
conference, which took place over three days, ending on 19
October 2022. On the agenda were over 250 presenters (187
oral presentations, 38 quick oral presentations and 63 poster
presentations), who shared their research, knowledge and
experience in an atmosphere of true collaboration and
solidarity.
Iva Holmerová, outgoing Chairperson of Alzheimer Europe,
opened the conference. She extended a special welcome to the
22 people with dementia among the delegates, as well as to
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their supporters. Echoing the theme of the conference, she
said, “we hope to ‘build bridges’ across European borders, to
ensure that good practices in dementia care and innovations in
diagnosis and treatment are made equally available across the
whole European continent.” As our countries are slowly
emerging and recovering from the impact of the COVID-19
pandemic, our continent has unfortunately seen the return of
war. However disheartening, she stressed that she was
encouraged by neighbouring countries welcoming Ukrainians
fleeing the conflict and by organisations doing their best to
support refugees with dementia and their carers. She
highlighted the vital work of the European Working Group of
People with Dementia (EWGPWD), noting the 10th anniversary
of the group this year, singled out the fantastic collaboration
that Alzheimer Europe has developed with the INTERDEM
network, and expressed the organisation’s gratitude to its
corporate conference sponsors, Biogen, Lilly, PAVE and Roche.
In closing, she informed delegates of her decision to step down
from the position of Chairperson of Alzheimer Europe. “The
organisation has grown a lot in my time here and I am very
proud of our achievements, not least of which is our success in
truly giving a voice to and integrating people with dementia in
all our work”, she stated. She also warmly congratulated her
successor, Rosário Zincke dos Reis from Portugal, who was
elected as her successor, during Alzheimer Europe's Annual
Meeting, just prior to the conference. “
Following these opening words, delegates were also welcomed
by Diana-Loreta Păun, Presidential Advisor, Romania, who
noted that we are currently in the UN Decade of Healthy Ageing,
but that dementia is a leading cause of death as well as of
disability. She stressed the importance of working together to
improve the delivery of care for people with dementia.
Chris Roberts was next up to the lectern, addressing delegates
in his capacity as a person living with dementia and as the
Chairperson of the EWGPWD. He urged those present not to
make assumptions about him and other people with dementia.
“Speak to me, ask me, and understand me! I still have a voice
and opinions of my own”, he emphasised. “I am still a person
even though I am living with dementia”. He also highlighted the
importance of working together and of involving people with
dementia in all our work, calling to mind the slogan “Nothing
about us without ALL of us!” He continued by giving thanks to
everyone present, for the assistance, support, services,
information, research and understanding afforded to people
living with these “cruel and life changing brain diseases”.
Marjolein de Vugt spoke on behalf of INTERDEM (Early
detection and timely INTERvention in DEMentia). "Building
strong bridges between research and practice is key to
sustainable implementation of innovations, and there is much
to gain for both researchers and society”, she said. She also
stressed that “strengthening intergenerational connections in
dementia research and society will help to build a better future
for people with dementia".

Cătălina Tudose, Chairperson of Societatea Română Alzheimer
welcomed everyone warmly to the conference and to Romania.
She also thanked Alzheimer Europe for the guidance and
support over the years since her association joined, in 1994.
“Many things have changed throughout these years”, she said,
but one of the things she wanted to draw particular attention
to, in terms of evolution, was that she felt Alzheimer Europe has
been able to provide a “unique structure” and an example, due
to its involvement of people with dementia in all of its work.
The opening ceremony was followed by a keynote presentation
delivered by Alexander Kurz, Klinikum rechts der Isar, Technical
University of Munich, Germany, who began by pointing out that
many national health and social systems in South Eastern
Europe are not prepared to meet the challenge of the rapidly
rising number of people living with dementia which is predicted
over the coming decades. He also noted their limited ability to
provide a good standard of care, due to a lack of public
awareness of dementia, outward migration of skilled health
workers, insufficient knowledge and cooperation among
professional groups, and weakening traditional familial support.
He said, however, that European collaboration could make
significant contributions to improving dementia care in the
region, and listed several examples of EU-supported
collaborative projects. “Transnational collaboration can help to
overcome gaps and barriers in dementia by sharing a personcentred model of care, promoting comprehensive and proactive
forms of management, developing novel tools and services,
taking steps to put dementia higher on political agendas, and
advocating for national dementia strategies and plans”, he said.
He also pointed out, however, that while there is a wealth of
excellent ongoing collaborative projects, these projects do not,
in themselves, automatically improve dementia care. Indeed,
most do not survive the end of funding, he stressed, and
insisted that “more attention needs to be given to knowledge
translation from projects to practice, to dissemination,
implementation and sustainability. This requires careful
planning, smart delivery and intensive networking.” Bridges
need to be built from projects to peers, policy makers and other
stakeholders, he concluded.
The second day of the conference had two plenary sessions, one
focusing on the impact of the COVID-19 pandemic, chaired by
Alzheimer Europe Vice-Chairperson Charles Scerri, and one on
brain health and prevention, chaired by Marjolein de Vugt from
Alzheimer Center Limburg, Netherlands. The plenary session on
“Moving beyond the COVID-19 pandemic” opened with a
presentation by Bernd Heise, Vice-Chairperson of the European
Working Group of People with Dementia (EWGPWD), who
shared his lived experience of adapting to the COVID-19
pandemic as a person with dementia. Clarissa Giebel from the
University of Liverpool highlighted the extent to which carers
have been neglected, not only during the pandemic but also
before it and since. The last speaker, Brigitte Juraszovich, Senior
Health Expert at the Austrian Public Health Institute, spoke
about implementing the Austrian dementia strategy during the
COVID-19 pandemic.
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The plenary session on brain health and prevention, began with
a presentation on “Increasing awareness of dementia
prevention through public campaigns”, delivered by Jan
Steyaert, Scientific Officer at the Flemish centre of expertise on
dementia and Professor in the department of social sciences at
the University of Antwerp, Belgium. He explained that research
over the past decade has clearly shown that there are
modifiable risk factors for dementia and that it is possible to
slow down the future increase of dementia by focusing on
these. In addition to developing good dementia care and
looking for pharmaceutical solutions, it is also clear that it is
necessary to work on primary prevention, he said. Primary
prevention of dementia was also the focus of the next speaker,
Edo Richard from the Radboud University Medical Centre,
Nijmegen, Netherlands. The final presentation in this plenary
session was given by Wiesje van der Flier, Scientific Director of
the Alzheimer Center Amsterdam, who emphasised that risk
and probabilities can be difficult for patients to understand, and
equally difficult for clinicians to explain. Yet, she noted, patients
increasingly want information, so clinicians need tools and
training to support them in communicating risk. She also noted
the importance of learning from other fields that have
experience with communicating risk and the inherent
uncertainty that comes with it, such as oncology or cardiology.
The agenda on the third and final day focused on European
collaboration and on making dementia a care, policy and
research priority. Plenary four comprised four presentations
revolving around the theme “Building bridges across Europe”.
The session was chaired by Iva Holmerová and started with a
presentation by Cătălina Tudose, President of Societatea
Română Alzheimer (Romanian Alzheimer Society), who
discussed “Progress of Dementia Care System in Romania as a
Consequence of European Integration and Support”. Up next,
Iryna Shevchenko, Founder and Director of Nezabutni
charitable foundation, Ukraine, spoke about the impact that the
ongoing war in her country is having on people with dementia
and their families. She gave details of the incredible ongoing
efforts that her organisation, other organisations, and
individuals are making, to try to ensure that people have access
to medicine, to information, and to online care, at a time when
face-to-face care is not possible.
Adrianna Senczyszyn from Wroclaw Medical University, Poland,
took the floor next, to share her presentation with delegates,
which was called “Between frozen dementia care in Ukraine
and building bridges in Europe: the experience of Poland”.
Cassie Redlich, Technical Officer, Mental Health Flagship, WHO
Regional Office for Europe (Denmark) was the final speaker in
this plenary, and discussed “Opportunities for improving
dementia care and support through the Pan-European Mental
Health Coalition”. The Coalition mobilises key stakeholders –
including those living with dementia and their carers – to “drive
momentum for reducing stigma and ageism, improving care and
increasing investment”.
The fifth and final plenary session at the conference, took the
form of a roundtable discussion, chaired by Alzheimer Europe’s

Executive Director Jean Georges. The discussion revolved
around “Reprioritising dementia as a care, policy and research
priority” and panellists were: Charles Scerri, Chairperson of the
Malta Dementia Society, Vice-Chairperson of Alzheimer Europe
and National Focal Point on Dementia in Malta; Katrin Seeher,
Mental Health Specialist (Brain Health), World Health
Organization; Cătălina Tudose, President, Societatea Română
Alzheimer; Myrra Vernooij-Dassen, professor at the Radboud
University Medical Center; and Gunhild Waldemar, professor of
clinical neurology at the Faculty of Medicine and Health
Sciences, University of Copenhagen and chair of the Danish
Dementia Research Centre (DDRC) at Rigshospitalet in
Copenhagen, Denmark.
The closing ceremony of the conference included the
announcement of the winners of the Anti-Stigma Award.
Congratulations to the winning initiative, "Adoptieproject: Jong
adopteert Oud" and to the other two short-listed entries "Non
ti scordare di volermi bene" and "Changing perceptions of
dementia in the Punjabi community", which placed second and
third, respectively. The trophy and prizes were awarded by Iva
Holmerová. She also announced the winners of the poster
competition, which are awarded each year by the Alzheimer
Europe Foundation. This year, the top two virtual poster
presentations, as voted by conference participants, were:
• First place: VPOS-02 “Computer Technology: What do
people with lived experience of dementia think?” Main
Author: Abigail Rebecca Lee, University of Nottingham,
United Kingdom.
• Runner up: VPOS-10 “The Experiences of Post Diagnostic
Support for people who have Dementia with Lewy Bodies
and their unpaid carers: A Qualitative Systematic Review
using meta-ethnography” Main Author: Claire Rischmiller,
Norfolk and Suffolk NHS Foundation Trust, United
Kingdom.
The top two posters at the conference venue in Bucharest, as
voted by conference participants, were:
• First place: POS1-03 “Staying socially connected through
the design of a bespoke virtual environment for older
adults living with dementia” Main Author: Aisling Flynn,
NUI Galway, Ireland.
• Runner up: POS3-16 “Towards a dementia friendly
hospital” Main Author: Alain Bérard, Fondation Médéric
Alzheimer, France.
The winners will be awarded EUR 750 each and the runners-up
EUR 250 each.
Closing comments were made by Cătălina Tudose, President,
Societatea Română Alzheimer and Rosário Zincke dos Reis,
Chairperson-elect, Alzheimer Europe, who then invited
Katariina Suomu, Executive Director of Muistiliitto, the
Alzheimer Society of Finland, who welcomed attendees to the
33rd Alzheimer Europe Conference in Helsinki, in October 2023.
Alzheimer Europe is trying to be as socially responsible as
possible and is delighted to have worked with volunteer
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movement "Serve the City" in Bucharest, to ensure no food
went to waste. They re-distributed unused food from our coffee
breaks and lunches to those in need, across the city.

18 October: European Working Group of People
with Dementia holds special symposium at 32nd
Alzheimer Europe Conference, called “Building
bridges, our voices, our lives”

Chris Roberts said: “Our symposium at the Alzheimer Europe
Conference was an hour long and was organised and written by
ourselves, members of the EWGPWD. Using our collective
knowledge and personal experiences to speak about the
‘bridges’ we have built during our diagnosis, whether it be:
accepting our diagnosis and learning/adapting to live with it;
building bridges with families and professionals to help them
understand and work with us for better quality of life for all and
to further research/projects that might not help us directly, but
might help future generations; or building the bridges needed
to alleviate the stigma and assumptions that surround everyone
living with life-changing diagnoses which lead to dementia.”
“I’m very proud to be the Chair of a group of amazing individuals
who, through adversity, have not only become great friends but
inspirational members of the EWGPWD, working closely with
Alzheimer Europe.”

19 October: Dutch “Adoptionproject” wins
Alzheimer Europe’s Anti-Stigma Award at Annual
Conference in Bucharest

One of the highlights of the 32nd Alzheimer Europe Conference,
was a special symposium organised by the European Working
Group of People with Dementia (EWGPWD). The symposium
was chaired and facilitated by the current Chairperson of the
EWGPWD, Chris Roberts (United Kingdom - Wales). The four
speakers at the session discussed how different aspects of their
lives had been affected by dementia and how they are “building
new bridges” to try to improve their lives and those of others.
The speakers were:
• Vice-Chairperson Kevin Quaid (Ireland), who spoke about
the relevance of a proper and timely diagnosis of dementia.
He referred to his own experience of a diagnosis of a less
common type of dementia (Dementia Lewy Bodies)
• Erla Jόnsdόttir (Iceland), who shared her experiences
related to dementia and employment. In particular, she
told the audience how she experienced the transition from
being an active person in the working place to suddenly
lacking a specific role or purpose in everyday life
• Nigel Hullah (United Kingdom), who discussed the
contribution of people with dementia to different aspects
of research, policy- and service-development relevant to
them. He drew on the concept of “co-production”, and
• Angela Pototschnigg (Austria), who talked about the
importance of having a stable connection, “a bridge”,
between people with dementia and their relatives and
carers. She feels it is her task to maintain and create
connections, by informing others about her everyday life
with memory problems. Lieselotte Klotz (EWGPWD
member from Germany) supported Angela with the
translation from German to English.

On 19 October 2022, at the closing ceremony of the 32nd
Alzheimer Europe Conference (#32AEC), the “Adoptieproject:
Jong adopteert Oud” (Adoption project, young adopts old) of
the Alzheimer Centrum Limburg (Maastricht, Netherlands) was
announced as the winner of Alzheimer Europe’s new AntiStigma-Award. The award, together with a cash prize of EUR
5,000 was presented by Iva Holmerová, the Treasurer of the
Alzheimer Europe Foundation.
The second place award, with a cash prize of EUR 3,000, was
presented to the campaign “Non ti scordare di volermi bene”
(Don’t forget to love me), by Federazione Alzheimer Italia, while
the third place, with a cash prize of EUR 1,500, went to
“Changing perceptions of dementia in the Punjabi community”,
by Alzheimer’s Society, UK.
Alzheimer Europe, in collaboration with the Alzheimer Europe
Foundation, Biogen, Lilly and Roche had launched a call for
applications in June 2022, with the aim of recognising an
outstanding initiative combating stigma and promoting a
positive image of dementia and people living with dementia.
Applications were open to individuals and organisations
established in a member country of Alzheimer Europe, for
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projects, campaigns, films, videos, publications or books
developed and/or implemented in the past three years (20192022).
52 applications were received and reviewed by the Jury.
Promising and innovative campaigns were included on a special
page on the Alzheimer Europe website:
https://www.alzheimer-europe.org/our-work/anti-stigmaaward/Anti-Stigma-initiatives-2022

The three finalists were invited to present their initiatives
during the Alzheimer Europe Conference with the winner and
runners-up announced during the closing ceremony.
The winning initiative was presented by Niels Janssen, from
Alzheimer Centrum Limburg during the afternoon plenary on 18
October. The “Adoptieproject: Jong adopteert Oud” is an
initiative aiming to connect generations, by bringing together
children from a primary school with people in a nearby care
home, who have dementia. The three main goals of the project
are to reduce stigma and taboo by “opening up the
conversation”; to help children to “understand the world of
people with dementia”; and to enhance social participation and
increase wellbeing. The project began at a regional level and is
now being carried out nationally, in close collaboration with
Alzheimer Nederland. Niels Janssen thanked Alzheimer Europe
for the opportunity to present this project and expressed his
gratitude for the project being shortlisted. “We are creating
meaningful, sustainable, long-term connections, which we
hope will last for life”, he finished.
“Non ti scordare di volermi bene”, the initiative winning second
prize was presented by Alessia Rossetti, psychologist at
Federazione Alzheimer Italia during the morning plenary on 18
October. “Don't forget to love me” is a phrase that calls to mind
the situation of 1.4 million people living with dementia in Italy,
and their families, she began. They need love, care and
protection from all of us. "People with dementia can be a vital
and active part of our community and can give us valuable
insights on how to shape our cities and our countries", she said.
Now, more than ever, people with dementia need support and
inclusion, she stressed, and explained that the aim of the
initiative “Non ti scordare di volermi bene” is to give life to a
new more dementia-friendly, inclusive generation.
Ellie Jerman, Marketing Executive at Alzheimer’s Society, UK
introduced her organisation’s initiative "Changing perceptions
of dementia in the Punjabi community", during morning plenary
on 19 October. She highlighted that, within the Punjabi
community, the stigma associated with dementia means many
people do not access the vital support they need. “Through
these culturally bespoke resources, we want to bring help and
hope to those who need us most”, she said. “We’re honoured
to be shortlisted for this award. It wouldn’t have been possible
without the brave and honest sharing of stories from members
of the Punjabi community, who ensured our resources were
truthful and impactful”, she concluded.

More information about the Anti-Stigma Award, and about
some of the initiatives and campaigns which applied in 2022,
can be found at:
https://www.alzheimer-europe.org/our-work/anti-stigma-award

Alzheimer Europe gratefully acknowledges the support of the
sponsors of the Alzheimer Europe anti-stigma award: Alzheimer
Europe Foundation, Biogen, Lilly and Roche.
The Anti-Stigma Award Jury was comprised of the following
representatives:
• Alzheimer Europe: Iva Holmerová and Marco Blom
• European Working Group of People with Dementia: Chris
Roberts and Bernd Heise
• Alzheimer Europe Foundation: Heike von Lützau-Hohlbein
(Chairperson) and Maria do Rosário Zincke dos Reis
• Biogen: Katja Buller
• Lilly: Laura Campo
• Roche: Jannice Roeser.

19 October: Mandate of European Working Group
of People with Dementia for 2022-2024 begins
At the end of September, we
confirmed the new European
Working Group of People with
Dementia (EWGPWD) for the
2022-2024 term and are now
pleased to announce that the
group's mandate has officially
begun, as at 19 October, following
our Annual Conference in
Bucharest. Read the article announcing the new group:
https://www.alzheimer-europe.org/news/new-europeanworking-group-people-dementia-confirmed-2022-2024-term

8

OCTOBER
2022
2017

ALZHEIMER EUROPE NETWORKING
On 3 and 4 October, Ana and Chris attended the 3rd LETHE project consortium meeting.
From 3-5 October (Barcelona, Spain), Soraya attended the 2022 Patient Engagement Open Forum.
On 4 October, Ange, Jean and Owen attended the launch of the World Health Organization (WHO)’s blueprint for dementia
research.
On 6 October, Owen attended the European NGOs’ meeting organised by the European Disability Forum.
On 10 October, Jean attended the training on financial sustainability of the European Disability Forum.
On 10 October, Dianne met with the Executive Director of the European Federation of Neurological Associations: EFNA.
On 10 and 11 October (Prague, Czech Republic), Ange participated in a DataSavesLives Bootcamp.
On 11 October, Dianne attended a meeting of the About Me Global Steering Committee
On 11 October, Jean attended the World Wide Fingers Network Meeting.
On 12 October, Jean attended the “Defeating Alzheimer Conference” of the Dutch Ministry of Health.
On 13 October (Luxembourg, Luxembourg), a delegation of the Belgian “Ligue Nationale Alzheimer Liga” (LINAL) paid a visit to
the Alzheimer Europe offices.
On 13 October, Ange attended a Digital Health Society roundtable on a social compact for data sharing.
On 17 October (Bucharest, Romania), Alzheimer Europe organised its Annual General Meeting.
On 17 October (Bucharest, Romania), Ana and Dianne attended INTERDEM’s Annual Meeting.
From 17-19 October (Bucharest, Romania), Alzheimer Europe organised its 32nd Annual Conference “Building bridges”.
On 20 October, Jean joined a meeting of the EU4Heatlth Civil Society Alliance.
On 24 and 25 October, Jean co-chaired the FAST Council (Finding Alzheimer’s Solutions Together).
On 27 October, Daphne, Dianne and Ange participated in the General Assembly meeting of the eBRAIN-Health project.
On 28 October, Ange joined a PRIME project webinar on the long QT syndrome.
On 28 October, Jean met with a representative of the Translational Biomarker Group at the Luxembourg Institute of Health.

30 September: Third MIRIADE training week takes
place, in person for the first time!

EU PROJECTS
28-29 September: RADAR-AD members meet in
Amsterdam to discuss their activities and plans
for the last year of the project

The fourth RADAR-AD consortium meeting took place as a
hybrid event on 28 and 29 September in Amsterdam,
Netherlands. About 40 RADAR-AD members from different
work streams attended, alongside patient representatives and
scientific advisors. They presented their work, discussed
obstacles and brainstormed on solutions, while sharing ideas
for future collaboration and output. Read the full meeting
report here.

During September, the MIRIADE consortium held its annual
meeting and training week, together with its 15 PhD students
and their supervisors. Since the beginning of the pandemic, this
is the first time the entire consortium has had the opportunity
to meet in person. The training session consisted of research
update presentations from the PhD students and plenary
sessions from leading scientists and entrepreneurs in biomarker
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research. Most of the early stage researchers (ESRs) involved
have recently completed the second year of their PhD, and
several have already published their first scientific results in the
project.
The 15 ESRs presented their projects to the consortium
members and outlined their scientific progress and findings
over the past year. The consortium's scientific discussions
brought additional insights into the ESRs’ projects. Further, the
collaboration between the consortium members is fulfilling a
vital aim of MIRIADE, which is to maximise the availability of
resources, in a harmonised workflow, to accelerate the
dementia blood biomarkers’ development.
During the training week, the ESRs had the opportunity to visit
Alzheimer Nederland, where they participated in a workshop,
to understand the process of communicating about research to
people living with dementia. It was an exciting exercise in
science communication and in understanding disease from the
patient’s perspective. The training week also allowed the ESRs
to socialise and to participate in interactive team-building
events.
Lastly, the MIRIADE consortium is happy to present a video
filmed by the ESRs describing their work and their contributions
to biomarker research for dementia:
https://youtu.be/ZGIdBtIWV5g

3 October: EU-FINGERS features prominently at
the 9th Kuopio Alzheimer Symposium

The 9th Kuopio Alzheimer Symposium was organised this year as
a joint event together with the Nordic Memory Clinic
Conference on 23–25 August 2022 in Kuopio (Sweden).
Sirpa Pietikäinen, member of the European Parliament and
member of the board of Alzheimer Europe, gave the opening
words and welcomed all delegates to the event which attract
on average 300 participants annually, including clinicians,
nurses, psychologists, scientists, students or other professionals
who focus in their work on memory disorders.
The event continued the tradition of the previous symposia by
focusing on the existing and emerging concepts in

neurodegeneration and genetic and personalized medicine in
Alzheimer’s disease and other neurodegenerative diseases. In
addition, prediction of Alzheimer’s disease, update on
biomarker studies, new progresses in co-morbidities related to
Alzheimer’s disease and other neurodegenerative diseases,
clinical advances in prevention and therapy, and new insights
from clinical and intervention studies were covered.
A key theme of the event was Public Involvement. On the first
day, a satellite meeting on Patient and Public Involvement (PPI)
was organised. Anna Rosenberg (Finnish Institute of Health and
Welfare and Karolinska Institutet, Sweden) presented the EUFINGERS Advisory Board and its significant contribution to the
project. Coordinated by Alzheimer Europe, the EU-FINGERS
Advisory Board provides feedback and advice to the EUFINGERS researchers about various topics and issues linked to
the research activities conducted by the consortium. Then, Ana
Diaz (Alzheimer Europe, Luxembourg) gave tips and advices on
how to conduct PPI in the context of research projects related
to dementia. In addition to these presentations, two
testimonials were given by Chris Roberts and Jayne Goodrick,
both members of the EU-FINGERS Advisory Board.
“People with dementia have a right to be involved in research.
PPI needs to be a true productive collaboration. We need to
work together to make progress in the field”, said Chris Roberts.
The event concluded with an oral session entitled “New
advancements
in
prevention
and
therapies
of
neurodegenerative diseases”. Inspired by the positive results of
the Finnish Geriatric Intervention Study to Prevent Cognitive
Impairment and Disability (FINGER), a global initiative
called World-Wide FINGERS (WW-FINGERS) has been established
to expand the findings globally while optimizing the
intervention. EU-FINGERS is part of the global WWFINGERS network of multidomain trials for dementia risk
reduction and prevention. First, Miia Kivipelto (Karolinska
Institutet, Stockholm, Sweden and University of Eastern
Finland, Kuopio, Finland) gave an update on the WW-FINGERS
study, showing several beneficial effects of the multidomain
intervention, and its cost-effectiveness. Next, Francesca
Mangialasche (Karolinska Institutet, Stockholm, Sweden)
reported the impact of COVID-19 on dementia prevention
strategies, with multinational data from the WW-FINGERSSARS-CoV-2 initiative, which covers 20+ countries (21000+
participants).
Following the presentation on multidomain interventions and
their novel mechanisms by Tobias Hartmann (Saarland
University, Homburg, Germany), Ana Diaz presented the Public
Involvement work that Alzheimer Europe is doing in several EU
projects including the JPND-Europe funded project EU-FINGERS.
Finally, Wiesje van der Flier (Alzheimer Center Amsterdam,
Amsterdam UMC Netherlands) presented the FINGER-NL study,
which is a two-year long intervention study researching the
effect of a combination of lifestyle interventions plus medical
food on the cognitive abilities of elderly people in the
Netherlands.
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Miia Kivipelto then drew the meeting to a close, thanking all the
speakers and participants for their active contribution. The
programme of the conference can be seen here:
https://blogs2.uef.fi/kuopioadsymposium/
For more information about the EU-FINGERS project, please
visit: www.eufingers.com

Pathway easily accessible to people, and about potential followup. The link for the recorded symposium, as well as the I Can Do
Pathway workbook, will be online, shortly, on the project
website: www.idoservice.org and will be shared via its Twitter
account @idoservice4dem1. This project is building on the work
done in the MinD project, in which Alzheimer Europe was
involved.

7-8 October: LETHE consortium gathers in
Thessaloniki for third consortium meeting
6 October: Final symposium of IDoService
project takes place, focusing on active
participation in meaningful activities for people
living with mild dementia
A public symposium was
organised on 6 October 2022, at
Manchester
Metropolitan
University (UK), to report on the
IDoService project results regarding how to facilitate active
participation in meaningful activities, despite potential
challenges due to having mild dementia. It was an opportunity
to discuss the results with local stakeholders as well as
interested people, internationally.
To start, Sarah Fox from Dementia United gave insights into
health and dementia care strategy and innovation in Greater
Manchester, followed by Cath Barningham from Age UK Salford,
sharing knowledge about supporting needs after a dementia
diagnosis. This first part finished with Kristina Niedderer,
Manchester Metropolitan University, speaking about the
benefit and ways of designing for people living with dementia.
The second part of the symposium focused on the IDoService
project and its outcomes. Isabelle Tournier, Marie Curie
Research Fellow at Manchester Met 2020-2022, recalled that
the project involved a large variety of stakeholders in focus
groups, interviews and workshops to co-develop the service.
Their purpose is to make it easier for people with mild dementia
to connect with relevant groups and organisations to increase
opportunities for active participation in meaningful activities.
She introduced the service design and project outcomes, which
comprise a set of three coaching sessions to be delivered by a
“wellbeing mentor”, with and for people with early-stage
dementia. Then, Emma Gerrard, Age UK Salford, who endorsed
the role of wellbeing mentor during the service assessment (see
Alzheimer Europe newsletter, September 2022), highlighted
how the "I Can Do Pathway" can be used to support the
identification of opportunities for activities or volunteering. Her
user experience was reinforced by testimonies of one of the
participants who participated in the trail sessions, as well as
from the volunteer organisation staff who also took part in two
of the sessions.
Finally, the last part of this symposium was dedicated to
thinking about the next steps of how to make the I Can Do

On 7 and 8 October, partners of
the LETHE project gathered in
Thessaloniki (Greece) for their
third consortium meeting.
The event was hosted by FORTH
(Foundation for research and
technology - HELLAS) and
chaired by Sten Hanke (FH Joanneum), coordinator of the
project. The meeting focussed on summarising recent project
developments and discussing upcoming plans.
LETHE aims to provide a data-driven risk factor prediction
model for older individuals at risk of cognitive decline building
upon big data analysis of cross-sectional observational and
longitudinal intervention datasets from 4 clinical centres in
Europe including the 11- years analysis of the FINGER study.
Since its inception about 1,5 years ago, LETHE is about to launch
its mobile app for active collection of health data in the
prospective LETHE study. The first day revolved around the
current status of the project, integration of the app into the
study as well as the testing status but also recruitment of
participants. Furthermore, technical partners talked about roles
with the aim to rule out any blind spots with regards to
development issues. The first day closed with an overview of
the current planning for scientific publications.
On the second day, partners kicked off with an overview of the
last day of the meeting. This was followed by a presentation of
smart glasses that could be used by some of the study
participants. A conversation on how this could be implemented
followed including the overall time management for the
implementation of the study. In addition, partners discussed
different potential exploitation and business models for both
the mobile application as well as the health literacy platform.
The afternoon provided space for attendees to dive into the
current status of the different work packages (such as
retrospective data analysis based on Artificial Intelligence,
sensing sensors for study participants along with details on the
intervention, the Big Data Framework, Data Protection,
evaluation of the study, the Health Literacy platform and its
potential contents and finally dissemination and
communication) aspects of public involvement activities that
were conducted as part of the project were also presented.
https://www.lethe-project.eu/
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14 October: AI-Mind passes the mark of 500
research participants for its clinical study
The AI-Mind consortium
recently hit a significant
milestone as its clinical
study
has
already
included more than half
of
the
research
participants needed to
fulfil its goal. This clinical
study is a key part of the
AI-Mind project and will
help develop and validate
artificial intelligence (AI)based tools to predict who is likely to develop dementia. The AIMind Connector will identify dysfunctional brain networks in an
automated manner, and the AI-Mind Predictor will assess
dementia risk using data from the Connector, enriched with
information collected through advanced cognitive tests, and
genetic biomarkers.
Recruitment started in January 2022. Out of a total of 1,000
expected participants with mild cognitive impairment (MCI),
aged between 60 and 80 years, more than 550 research
participants have been enrolled so far in 5 European clinical
centres:
• Complutense University of Madrid (UCM, Madrid,
Spain)
• Helsinki University Hospital (HUS, Helsinki, Finland)
• Oslo University Hospital (OUS, Oslo, Norway)
• The Catholic University of Sacred Heart (UCSC, Roma,
Italy)
• San Raffaele Roma (IRCCS, Roma, Italy).
If you are interested to learn more about the study, please visit
the dedicated sections on the AI-Mind website, as well as watch
the explanatory video developed to inform potential
participants about the AI-Mind study procedures. With the goal
to distinguish people at risk and not at risk of dementia in a
group of mild cognitive impairment subjects, the AI-based
platform with both tools, AI-Mind Connector and AI-Mind
Predictor, will be tested and validated in the above European
clinical centres.
We also encourage you to follow the AI-Mind social campaign
dedicated to the AI-Mind clinical study on the project’s social
media accounts: Twitter, Facebook, or LinkedIn. The campaign will
explain in depth all the details about the enrolment process,
inclusion criteria as well as the screening methods used during
each clinical visit, such as the electroencephalogram (EEG),
magnetoencephalography (MEG), cognitive assessment with
tablets (CANTAB) and analysis of blood samples. The campaign
is planned to be launched on 24 October.

17 October: INTERDEM network hosts its Annual
Meeting in Bucharest

INTERDEM is a network of researchers interested in
psychosocial interventions. It is made up of 221 researchers and
academics with different professional disciplines, spread across
21 countries (19 of which are in Europe). The INTERDEM
network held its Annual Meeting in Bucharest, on 17 October
2022, just prior to the 32nd Alzheimer Europe Conference
(32AEC), with 99 researchers attending.
The meeting kicked off with a welcome from INTERDEM
Chairperson Marjolein de Vugt to all researchers present. The
“Interdem Manifesto: Future Perspectives” was also presented.
The first session of the meeting, following this introduction, was
a business meeting, which gave an introduction to new
members and looked back at some highlights from the past
year, and at the network’s website, as well as giving an update
on projects and an introduction to a new task force initiative.
Research collaboration and future calls were also discussed.
In the second part of the meeting, breakout rooms were used
for presentations and discussions by the participants, who
shared news of their ongoing research activities, and had the
opportunity to give and receive feedback, as well as exploring
opportunities for further collaboration. After a break, the
meeting continued with the task force sharing an update on its
activities and future actions and then the INTERDEM Academy
Award was presented, with a shared first place for Hannah
Christie and Jeroen Bruinsma and in second place, Cara Sass.
The INTERDEM Academy aims to promote the career
development and capacity building of dementia care
researchers and supports their pathway to senior academic
posts in the field. Chairperson Marjolein de Vugt congratulated
the winners, before ending the session.
Alzheimer Europe is proud to be a key partner of INTERDEM and
was represented at the INTERDEM Annual Meeting by Director
for Projects Dianne Gove and Project Officer Ana Diaz.
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EU project acknowledgements

A number of the projects in which Alzheimer Europe is a project partner receive funding from Horizon2020 or from the Innovative
Medicines Initiative, Innovative Medicines Initiative 2, and the Innovative Health Initiative Joint Undertakings. The Joint
Undertaking receives support from the European Union’s Horizon 2020 research and innovation programme and EFPIA. The
projects in this newsletter are:
AI-MIND– grant agreement 964220
RADAR-AD – grant agreement 806999
LETHE – grant agreement 101017405

EU-FINGERS is an EU Joint Programme - Neurodegenerative Disease Research (JPND) project. The project is supported through
the following funding organisations under the aegis of JPND www.jpnd.eu: Finland, Academy of Finland; Germany, Federal Ministry
of Education and Research; Spain, National Institute of Health Carlos III; Luxemburg, National Research Fund; Hungary, National
Research, Development and Innovation Office; The Netherlands, Netherlands Organisation for Health Research and Development;
Sweden, Swedish Research Council. Grant agreement: INTER/JPND/19/BM/14012609.

Members of the European Alzheimer’s Alliance
Currently, the total number of MEPs in the Alliance stands at 91, representing 26 Member States of
the European Union and six out of seven political groups in the European Parliament. Alzheimer
Europe would like to thank the following MEPs for their support of the European Alzheimer’s Alliance
(EAA):
Austria: Claudia Gamon (Renew Europe); Monika Vana (Greens/EFA). Belgium: Frédérique Ries (Renew Europe); Kathleen van
Brempt (S&D); Hilde Vautmans (Renew Europe). Bulgaria: Radan Kanev (EPP); Andrey Kovatchev (EPP); Ilhan Kyuchyuk (Renew
Europe); Tsvetelina Penkova (S&D); Sergei Stanichev (S&D). Croatia: Biljana Borzan (S&D); Tonino Picula (S&D); Ruža Tomašić
(ECR). Cyprus: Costas Mavrides (S&D). Czech Republic: Tomáš Zdechovský (EPP). Denmark: Margrete Auken (Greens/EFA); Christel
Schaldemose (S&D). Estonia: Urmas Paet (Renew Europe); Finland: Alviina Alametsä (Greens/EFA); Heidi Hautala (Greens/EFA);
Miapetra Kumpula-Natri (S&D); Sirpa Pietikäinen (EPP). France: François-Xavier Bellamy (EPP); Dominique Bilde (I&D); Nathalie
Colin-Oesterlé (EPP); Arnaud Danjean (EPP); Geoffroy Didier (EPP); Agnes Evren (EPP); Sylvie Guillaume (S&D); Brice Hortefeux
(EPP); Nadine Morano (EPP); Dominique Riquet (Renew Europe); Anne Sander (EPP). Germany: Alexandra Geese (Greens/EFA);
Erik Marquardt (Greens/EFA); Angelika Niebler (EPP); Terry Reintke (Greens/EFA). Greece: Manolis Kefalogiannis (EPP); Stelios
Kouloglou (GUE-NGL); Dimitrios Papadimoulis (GUE/NGL); Maria Spyraki (EPP); Elissavet Vozemberg-Vrionidi (EPP). Hungary:
Tamás Deutsch (EPP); Ádám Kósa (EPP). Ireland: Barry Andrews (ALDE); Deirdre Clune (NI); Ciarán Cuffe (Greens/EFA), Clare Daly
(GUE/NGL); Frances Fitzgerald (EPP); Luke 'Ming' Flanagan (GUE/NGL); Billy Kelleher (Renew Europe); Seán Kelly (EPP); Grace
O’Sullivan (Greens/EFA). Italy: Isabella Adinolfi (NI); Brando Benifei (S&D); Pierfrancesco Majorino (S&D); Aldo Patriciello (EPP);
Patrizia Toia (S&D). Lithuania: Vilija Blinkeviciute (S&D). Luxembourg: Marc Angel (S&D); Charles Goerens (Renew Europe);
Christophe Hansen (EPP); Tilly Metz (Greens, EFA); Isabel Wiseler-Lima (EPP). Malta: Roberta Metsola (EPP); Alfred Sant (S&D).
Netherlands: Jeroen Lenaers (EPP); Annie Schreijer-Pierik (EPP). Poland: Elzbieta Lukacijewska (EPP); Jan Olbrycht (EPP). Portugal:
Sara Cerdas (S&D); José Gusmão (GUE/NGL); Marisa Matias (GUE/NGL); Clàudia Monteiro de Aguiar (EPP); Manuel Pizarro (S&D).
Romania: Cristian-Silviu Busoi (EPP); Marian-Jean Marinescu (EPP). Slovakia: Ivan Stefanec (EPP). Slovenia: Franc Bogovič (EPP);
Milan Brglez (S&D); Klemen Grošelj (Renew Europe); Irena Joveva (ALDE); Romana Tomc (EPP); Milan Zver (EPP). Spain: Izaskun
Bilbao Barandica (Renew Europe); Rosa Estaräs Ferragut (EPP); Juan Fernando López Aguilar (S&D); Diana Riba i Giner (GreensEFA); Ernest Urtasun (Greens/EFA). Sweden: Jytte Guteland (S&D); Peter Lundgren (ECR).
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EU DEVELOPMENTS
3 October: DG SANTE undergoes reorganisation
The European Commission’s DG
SANTE has undergone a
significant
reorganisation,
reshaping the Directorate to
more closely align to the EU’s
flagship policies.
The new structure aims to respond to the headline ambitions of
European Commission President, Ursula von der Leyen,
including the green and the digital transitions, as well as policies
around the European Health Union and the European Health
Data Space). Furthermore, a new One Health Directorate has
been established, which includes a focus on Antimicrobial
Resistance (AMR). The new structure will also support the DG’s
role in relation to Europe’s Beating Cancer Plan, the revision of
the legislation on blood, tissues and cells, as well as the EU
Pharmaceutical Strategy. The restructure sees the specific
health-related directorates organised as follows:
• Directorate A – One health
• Directorate B – Public health, cancer and health security
• Directorate C – Digital, EU4Health and health systems
modernisation
• Directorate D – Medical products and division.
More information on the reorganisation is available at:

representatives from patient organisations, academia and
industry with an interest in the topic gathered together to work
towards a systematic implementation of PE and PI in healthcare
research.
During the three days of the PEOF, the sessions focused on
engagement of young patients in clinical trials, PE in pre-clinical
research and post-launch activities of product development,
collaboration platforms for PE, PI in health technology
assessment and methods to gather experiences of patients,
among others. The presentations around these topics
highlighted the work patient groups are doing and the
challenges that still need to be overcome. Soraya Moradi
Bachiller represented Alzheimer Europe at this event.

4
October:
European
Parliament
votes
overwhelmingly in favour of new AccessibleEU
Centre

https://ec.europa.eu/newsroom/sante/items/758726/en

3-5 October: PFMD, EUPATI and EPF organise a
forum on Patient Engagement and Patient
Involvement in different areas of clinical and
research practice

On 3–5 October (Barcelona, Spain), the Patient Focused
Medicines Development (PFMD), the European Patients’
Academy (EUPATI) and the European Patients' Forum (EPF)
organised the Patient Engagement Open Forum (PEOF) on the
topic of Patient Engagement (PE) and Patient Involvement (PI)
in different areas of clinical and research practice. Patients, and

On 4 October 2022, the European Parliament discussed and
approved MEP Langensiepen’s self-initiative report on the
AccessibleEU centre. The report was overwhelmingly approved
with 611 votes out of 623.
MEP Katrin Langensiepen (Germany) (pictured) opened the
debate by underlining that EU Commissioners should be
involved in this Centre – not only EU Commissioner for Equality
Helena Dalli but especially Commissioner Thierry Breton, in
charge of the internal market. She highlighted the need to
implement existing legislation on accessibility.
She added that the AccessibleEU Centre must:
• provide clear guidelines to authorities
• harmonise Member States’ policies and “speeds of
implementation”
• organise horizontal training programmes to increase
expertise on accessibility
• strengthen coordination and cooperation between all
actors.
EU Commissioner for Equality Helena Dalli took the podium
next. She thanked MEP Langensiepen for the report and
reminded everyone that accessibility provisions are obligations
for the EU and Member States, as parties to the UN Convention
on the Rights of Persons with Disabilities (UN CRPD).
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Several MEPs – including members of the European
Parliament’s Disability Intergroup and of the European
Alzheimer’s Alliance (Marc Angel, Brando Benifei, Rosa Estaràs
Ferragut, Seán Kelly, Ádám Kósa, Tilly Metz and Tsvetelina
Penkova) - intervened in the debate.
The main points they highlighted, were:
• the need for substantial financial and human resources to
be allocated to the Centre
• the involvement of persons with disabilities in the work of
the Centre
• a focus on supporting national governments and authority,
especially through establishing national accessibility hubs
• paving the way for an EU Agency on Accessibility.
In closing, Commissioner Dalli thanked members for their
contributions and recommendations, and shared her belief that
the Accessible EU Centre will be vital in advancing the rights of
persons with disabilities. She also recognised, however, that
other areas require further development.

5 October: Innovative Health Initiative publishes
draft topics for upcoming research funding calls
On 5 October, the Innovative
Health Initiative (IHI) published
draft information on future calls,
identifying their priorities for the
next round of IHI research
proposals. The draft topics are
currently under consultation
with
the
IHI
States
Representatives Group and Science and Innovation Panel,
which will further refine the draft topics prior to the official call
launch at the end of the year.
The draft topics, which are subject to change, include five topics
for single-stage calls, and two topics for two-stage calls:
IHI call 3: single-stage calls
• Topic 1: Screening platform and biomarkers for prediction
and prevention of diseases of unmet public health need
• Topic 2: Patient generated evidence to improve outcomes,
support decision making, and accelerate innovation
• Topic 3: Combining hospital interventional approaches to
improve patient outcomes and increase hospital efficiency.
• Topic 4: Strengthening the European ecosystem for
Advanced Therapy Medicinal Products (ATMPs) and other
innovative therapeutic modalities for rare diseases
• Topic 5: Digital health technologies for the prevention and
personalised management of mental disorders and their
long-term health consequences.
IHI call 4: two-stage calls
• Topic 1: Expanding translational knowledge in minipigs: a
path to reduce and replace non-human primates in nonclinical drug safety assessment

•

Topic 2: Patient-centric blood sample collection to enable
decentralised clinical trials and improve access to
healthcare.
The draft topics and further information on the IHI call can be
found here:
https://www.ihi.europa.eu/apply-funding/future-opportunities

6 October: European Disability Forum highlights
that increased cost of living is hitting people with
disabilities harder than most and appeals to the
EU for help
Prices are higher while
disability allowances and
salaries diminish or stay
the
same.
Assistive
technologies
have
become more expensive,
pushing people with
disabilities deeper into
poverty. Elevated energy
costs limit the use of heating, aggravating chronic pain and
health issues.
These were some of the issues raised during a meeting held by
the European Disability Forum (EDF) on 6 October 2022, at
which it met with other European NGOs to discuss the rising
cost of electricity (and goods and services in general). It is
especially worrying for people with disabilities, who already
experience higher poverty rates. Moreover, they also have to
face extra costs related to living in an inaccessible world.
Participants brought up the topic of diminishing income. Many
people relying on disability allowances will not have them
adjusted for the increased cost of living. Some governments are
reducing them and redirecting the money. This is sending
people deeper into poverty. The “benefits” trap compounds
this effect. The “benefits trap” refers to the fact that
governments often drastically reduce or eliminate disability
allowances when people get into employment. It means that
some persons with disabilities in employment may earn less
income than when receiving allowances, and, hence, they are
discouraged from joining the labour market.
In addition to diminishing revenues, the extra costs of living in
an inaccessible world are higher. Assistive technologies
(powered wheelchairs, breathing machines, hearing aids) are
becoming more expensive and these technologies also rely
heavily on electricity, so people with disabilities risk giving up
life-saving devices such as breathing machines, powered
wheelchairs, hearing aids, and others.
Reduced use of heating may also bring problems to persons
with disabilities. For some, it will aggravate chronic pain and
other health issues. For others, it will reduce mobility and
increase functional limitations. Reduced heating in schools,
workplaces and public services may stop persons with
disabilities from attending mainstream education, limit their
employment and make them avoid necessary services.
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Participants at the EDF meeting of 6 October formulated two
requests for the EU and its countries:
• Countries should create specific measures to support
persons with disabilities during this period – including
increasing allowances and access to discounted tariffs
• The EU should re-orient funds to support persons with
disabilities, and Member States should use these as soon as
possible.
Participants also committed themselves to work more on this
topic, which will be discussed at EDF's Board meeting. If you
wish to help, consider filling out the EDF survey:
https://forms.office.com/Pages/ResponsePage.aspx?id=x493RNXEo0
61m9g8AYWbzmoqd9X6M5Do3G9TnGInn5UQTk5V0Y3MkM5RVRIUzhJUVE3MTlaSVpYNC4u
&wdLOR=c2AEB2C16-349D-4576-A50C-7FBBEC5DF4C1

20 October: EU4Health Civil Society Alliance
welcomes European Parliament vote to increase
EU Health budget, reversing cuts proposed by
Member States
The EU4Health Civil Society
Alliance,
which
includes
Alzheimer Europe, welcomed
the vote by the European
Parliament to increase the EU
Health Budget and reverse cuts
decided by Member States in September. Members of the
European Parliament (MEPs) voted on 20 October 2022,
restoring the EUR 200 million cuts by the Council to the
EU4Health programme and adding a further EUR 25 million. The
COVID-19 pandemic is not yet over, resulting in a need to
support national health systems to become more resilient.
MEPs affirmed the importance of investing more in health
systems, and of ensuring the 2023 Budget can address health
system recovery from the war in Ukraine, as well as from the
pandemic, as effectively as possible. The EU4Health Civil Society
Alliance hopes that, over the coming months, the Parliament
and Council will agree to the continued need to invest in
protecting health, improving health equity and supporting the
resilience of health systems.
See full details of the results of the vote, here:
https://www.europarl.europa.eu/news/en/pressroom/20221014IPR43214/meps-want-eu-budget-for-2023-to-focuson-ukraine-energy-and-pandemic

27 October: European Disability Forum urges
people with disabilities to have their say on
European Passenger Rights
The European Commission is currently hosting a public
consultation to analyse and improve EU Passenger Rights
Regulations (Air, Rail, Road, Bus, Coach and Water Transport).
EU Passenger Rights can provide important protections for
passengers with disabilities and reduced mobility, but they
must be improved, stresses the European Disability Forum,
urging people to support their important advocacy work in this

area, by responding to the public consultation before the
deadline of 7 December 2022, by:
• Filling out the questionnaire in the accessible Word Document
and
sending
it
back
to
MOVE-B5-PR-REVIEWIA@ec.europa.eu or filling out the questionnaire directly at
Have your Say Portal

•
•

Participating in the joint Age-Platform and EDF online
meeting "Better protection for EU passengers and their rights"
on 7 November 2022 from 14h00 to 15h30 CET. For more
information and support, contact Daniel Casas, EDF
Accessibility Officer.

POLICY WATCH
21 September: Tamara van Ark appointed by
Alzheimer Nederland as dementia ombudsman
There are currently
290,000 people in
the Netherlands
with
dementia.
This figure is set to
double to half a
million over the
next 20 years.
Dementia has a
huge impact on
people with the condition, their families, and on society at
large. Various programmes and strategies focus on dementia,
including scientific research into dementia and dementia care
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and support for people with dementia and their family
caregivers. But how are these plans working in practice? Are we
on the right track? Alzheimer Nederland has appointed Tamara
van Ark as an independent dementia ombudsman to answer
these (and other) questions. She started her job on 21
September, World Alzheimer Day.
The urgency is not in question. The dementia ombudsman has
been brought in to speed things up by sharing best practices, by
unifying, and by removing possible obstacles. Tamara Van Ark
will spend a year travelling around the country, listening to
stories and experiences at grassroots level. She will talk to
people with dementia and their next-of-kin, healthcare
insurers, municipalities, and healthcare professionals. She will
report her findings transparently and in full, and publish her
report to help all parties involved to move forwards.
The number of care professionals and family caregivers is not
keeping pace with the rising number of people with dementia.
So it is up to us as a society to prepare for the near future by
improving the quality of dementia care, while keeping a close
eye on the costs, notes Alzheimer Nederland.
Gerjoke Wilmink, director of Alzheimer Nederland, said:
“We want to push forward, make haste, which is why Alzheimer
Nederland has appointed an independent dementia
ombudsman. She will take a long, hard look at what is really
going on, so that we can address points of concern and learn
from success stories.”
Programmes and strategies are already in place, about living
with dementia, using technology, quality assurance for
professional care and a dementia-friendly society. But what is
really going on, and what can we learn from it?
Tamara van Ark said: “There are plenty of societal agreements
and programmes focusing on dementia. Alzheimer Nederland
itself has a long-term strategy and is investing in research and
support. It’s time that parties such as government bodies,
healthcare insurers and housing corporations joined forces to
support these programmes. Dementia is a challenge to the
whole of society. We need each other. I think it’s high time we
found out whether the plans and programmes that we’ve put in
place are really working for people with dementia and their
families.”

4 October: World Health Organization (WHO)
publishes blueprint for dementia research
The World Health Organization
(WHO) has published a dementia
research blueprint, the first of its
kind for noncommunicable diseases.
The blueprint is designed to provide
guidance to policy-makers, funders
and the research community, in an
effort to make dementia research
more efficient, equitable and
impactful.

This blueprint for dementia research summarizes the current
state of dementia research across six broad themes, identifying
existing knowledge gaps, as well as outlining outlines 15
strategic goals with actions and timebound milestones to
address these gaps. The blueprint also outlines drivers of
research that together create an enabling research
environment that is essential for accelerating dementia
research globally. Specifically, the blueprint for dementia
research:
• Builds on and applies lessons learned from WHO efforts to
prioritise research and coordinate research activities for
infectious diseases
• Considers the entire dementia research spectrum,
incorporating diagnostics and therapeutics, as well as
emerging scientific and technological advances such as
artificial intelligence, multiomics and biomarkers
• Encompasses epidemiology, health economics, care and
carer research, risk reduction, and brain health across the
life course
• Provides insights on different drivers of research, such as
sustainable funding, diversity and equity, and the
involvement of people with lived experience of dementia
throughout the research development process.
The dementia research blueprint is available at:
https://www.who.int/publications/i/item/9789240058248

20 October: United Nations Committee on Rights
of Persons with Disabilities announces CRPD
review dates
The United Nations Committee
on the Rights of Persons with
Disabilities (CRPD Committee)
has published information on
the countries that will be
reviewed over the course of
2023.
In March 2023, Lithuania will be examined in relation to the
identified “list of issues”. In addition, across August and
September 2023, concluding observations will be made in
relation to Austria and Germany. In September 2023, the
Committee will discuss the list of issues relating to Finland,
whilst also considering the list of issues prior to reporting, in
relation to Slovenia.
Further European countries are identified for future sessions,
however, the dates for these sessions have not yet been shared.
Further information on the timescales and reviews, as well as
the relevant documentation is available at:
https://tbinternet.ohchr.org/_layouts/15/TreatyBodyExternal/Sessio
nsList.aspx?Treaty=CRPD
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21 October: New EuroHealthNet policy brief
highlights strategies to promote workplace
wellbeing and protect older workers from
psychosocial risks

EuroHealthNet has launched a new policy brief offering six
strategies for mitigating psychosocial risks to older workers’
(age 55-65+) health in the workplace. Promoting mental health
at work is key to ensuring healthy and active ageing for all,
stressed EuroHealthNet, as it can delay the need for care and
prevent premature retirement and disability,
Mounting evidence shows that workers’ health is affected by
psychosocial risks, such as conflicting work-family life
obligations, job insecurity and work-related stress. Those with
psychosocial challenges at work have higher rates of heart and
cardiovascular problems, and can have increased sleep
deprivation and depression.
Older workers tend to experience more psychosocial risks than
other age groups. Their skills may become outdated faster than
they are able to re- and up-skill, and precarious working
contracts can undermine their ability to build social and
economic resources. Older workers more often report workrelated health risks and have higher rates of sickness
absence. But, notes EuroHealthNet, it does not have to be this
way. When adequately supported and protected, older workers
are an asset to an organisation, economy, and society.
The six suggested strategies are, in broad strokes:
• Encourage lifelong learning and development of diverse
skillsets
• Offer options for flexible working
• Leverage "bidirectional" mentoring processes
• Offer flexible retirement structures
• Establish supportive policies and strengthen organisational
capacities for health benefits
• Identify (mental) "health promotors" and promising
programmes.
Read more, and download the policy brief, here:
https://eurohealthnet.eu/publication/protecting-older-workers-frompsychosocial-risks-new-policy-brief-highlights-strategies-to-promoteworkplace-wellbeing/

SCIENCE WATCH
19 September: Researchers publish data from
Phase III crenezumab trials
On 19 September, researchers
published the results of two
Phase III trials with crenezumab
in the JAMA Neurology journal.
The multicentre randomised
double-blind placebo-controlled
parallel-group
CREAD
and
CREAD2 clinical trials were
initiated in 2016 and 2017
respectively to evaluate the
efficacy and safety of crenezumab in people with early
Alzheimer’s disease (AD). Crenezumab is an investigational antibeta-amyloid drug.
Both trials enrolled people aged 50 to 85 years with early AD
with confirmed Aβ pathology, who received placebo or 60
mg/kg crenezumab intravenously every 4 weeks for up to 100
weeks. The CREAD study involved 94 sites in 30 countries and
CREAD2 209 sites in 27 countries. Both trials were halted early
based on results from a preplanned interim analysis of CREAD
indicated that the study was unlikely to meet the primary end
point. Overall, 173 participants completed CREAD before
discontinuation and CREAD2 was discontinued before any
participants completed the study. The primary outcome was
change from baseline to week 105 in the CDR-SB score.
Secondary efficacy measures included cognition, function and
activities of daily living assessed by ADAS-Cog, MMSE, ADCSADL among others. Biomarker assessments were also included.
Findings showed that crenezumab was well tolerated.
Compared with previous trials, no new safety signals were
identified, and amyloid-related imaging abnormalities were
rare, mild, and transient. Following early study termination,
crenezumab did not reduce clinical decline in people with early
AD. Both trials did not show a beneficial effect of crenezumab
on the primary and secondary endpoints. In addition, no
meaningful changes in AD biomarkers were observed.
https://pubmed.ncbi.nlm.nih.gov/36121669/

1 October: Luxembourg Institute of Health
launches Healthy Ageing study to optimise the
assessment of risk factors for neurodegenerative
diseases that can cause dementia
Neurodegenerative diseases are progressive disorders of the
brain that can lead to dementia, including highly-prevalent
conditions such as Alzheimer’s and Parkinson’s disease. A better
understanding of the risk factors for these conditions could
allow individuals and their families to learn about disease and
plan for the future together – and potentially open the door to
slowing or stopping the disease process through therapeutic
approaches.
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The Luxembourg Healthy Ageing study, which was launched on
1 October, is a national online survey focused on detecting risk
factors for developing age-related neurodegenerative diseases,
and exploring methods for risk assessment and prediction. This
concerted effort will lead to the creation of a European hub for
risk screening for Parkinson’s and other neurodegenerative
diseases, allowing people at high risk to benefit from further
clinical assessments and facilitating early detection.
The Healthy Ageing survey is addressed to residents in
Luxembourg and the Greater Region between 50 and 80 years
old and not diagnosed with Parkinson's, Alzheimer’s disease or
dementia. The study involves an online questionnaire, with
some participants invited for further follow-up at the National
Center of Excellence in Research on Parkinson’s Disease (NCERPD) in Luxembourg. Supported by the Michael J. Fox Foundation
(MJFF) in New York (USA), a major actor in research on
Parkinson’s disease worldwide, the project will create synergies
between neurodegenerative disease research centres in
different European countries including Germany, Austria, Spain
and Luxembourg. Find out more:
https://www.heba.lu/en/

3 October: Study of Medicare beneficiaries
reveals disparities in Alzheimer’s disease
incidence and biomarker prevalence between
different ethnic groups
Recent headlines have
been
dominated
by
positive news from the
CLARITY AD trial of
lecanumab, a drug that
targets and clears toxic
amyloid beta proteins in
the brain. Drugs such as
lecanumab
offer
a
potential treatment for
people with Alzheimer’s disease caused by the accumulation of
amyloid plaques, particularly when it is diagnosed early.
However, a new study published in JAMA Neurology has found
that Black, Hispanic and Asian patients are less likely to have
amyloid build-up in their brains, when compared to their White

counterparts. People from these ethnic groups are also more
frequently diagnosed at the dementia stage rather than the
earlier stage of mild cognitive impairment (MCI), when
treatments such as lecanumab are likely to be most beneficial.
Led by Consuelo Wilkins of Vanderbilt University Medical
Center, the study looked at a group of 17,017 Medicare
beneficiaries with MCI or dementia, from the Imaging Dementia
– Evidence for Amyloid Scanning (IDEAS) cohort. 1785
individuals were Black, Hispanic or Asian, and 15,322 were
White. Participants all underwent a brain PET scan to detect the
presence of amyloid plaques in the brain, and researchers
compared PET data from participants from different ethnic
groups, who were matched 1:1 based on parameters such as
age, sex, family history and comorbidities.
Statistical analyses revealed that White participants with MCI or
dementia were more likely to have positive amyloid-PET scans
than participants from other ethnic groups. Asian people were
53% less likely than White people to have amyloid-PET
positivity, while Hispanic and Black people were 32% and 29%
(respectively) less likely to have amyloid-PET positivity. This may
indicate differences in the underlying causes of MCI and
dementia between ethnic groups, explained the authors, with
factors such as vascular disease, hypertension or diabetes
playing a more prominent role than amyloid plaques. The
authors also noted that diverse groups may be less likely to
benefit from amyloid-directed therapies, and that the clinical
rollout of these novel treatment options should be carefully
planned to avoid exacerbating existing ethnic disparities in
dementia care. Read the full article, here
https://jamanetwork.com/journals/jamaneurology/fullarticle/279665
3

4 October: AC Immune launches new centres in
their Phase 1b/2 trial of ACI-24 in Alzheimer’s
disease and Down Syndrome
On 4 October, AC Immune
announced the opening of
new clinical sites for their
ABATE Phase 1b/2 trial,
which is assessing ACI24.060 in participants
with
prodromal
Alzheimer’s disease (AD)
and individuals with
Down Syndrome. The new
sites are based in the UK
and Spain, and are
currently recruiting participants to the ongoing trial, with a first
interim analysis expected by the end of the year.
ACI-24.060 is a vaccine that induces a broad antibody response
against toxic forms of the amyloid beta protein, which
accumulates in the brain during the development of AD.
Estimates suggest that over 50% of people with Down
Syndrome (DS) will develop dementia due to AD as they age: by
the age of 40, most people with DS have the amyloid plaques
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that characterise AD in their brains. With the potential to
increase amyloid plaque clearance, ACI-24.060 may therefore
be a useful treatment for both AD, and DS-related AD.
ABATE is an ongoing, two-part, multi-centre and placebocontrolled Phase 1b/2 trial evaluating the safety, tolerability,
immunogenicity and pharmacodynamic effects of ACI-24.060,
which is delivered via subcutaneous injection. The two-part
design involves a first, dose-escalation phase in participants
with mild cognitive impairment (MCI) due to AD, also known as
prodromal AD. Upon identification of an optimal dose and
dosing regimen, the trial will advance to an expansion phase
with participants who have prodromal AD, and will also initiate
recruitment of people with Down Syndrome who do not yet
have symptoms of dementia.
AC Immune expects to complete an interim analysis of the
ABATE data by the end of 2022, which will inform the start of
the second phase of the trial. In their press release, the
company stated that they plan to submit an Investigational New
Drug application to the US FDA in early 2023.
https://ir.acimmune.com/news-releases/news-release-details/acimmune-opens-new-centers-phase-1b2-trial-evaluating-aci-24

4 October: Viagra does not reduce the risk of
Alzheimer’s disease and dementia, according to
the DREAM study
Drug repurposing means use
existing medicines in a new
way, retargeting them at
diseases they were not
originally designed to treat.
According to the DrugBank
database, there are over
4,000 different medicines
that have been approved
worldwide – a huge potential
resource of existing therapies for new disease indications.
The DREAM (Drug Repurposing for Effective Alzheimer’s
Medicines) study is using health data collected during routine
clinical care to identify whether drugs approved for other
conditions could be repurposed as potential treatments for
Alzheimer’s disease (AD) and dementia. However, drugs such as
Viagra and Cialis may not prove useful for treating or preventing
these diseases according to their new study, which has just
been published in the Brain Communications journal. This study
was led by Rishi Desai and Madhav Thambisetty of the US-based
NIA Laboratory of Behavioural Neuroscience.
Drugs such as Viagra and Cialis are classed as
phosphodiesterase-5 (PDE5) inhibitors, which work by relaxing
smooth muscle cells in blood vessels. As approved treatments
for erectile dysfunction and pulmonary arterial hypertension
(PAH), many researchers speculate that they could also help
treat diseases such as AD and dementia, which often involve
blood vessel dysfunction.

In their recent study, members of the DREAM team compared
the incidence of AD and dementia in people with PAH, who
were being treated with PDE5 inhibitors sildenafil (known
commercially as Viagra) or tadalafil (Cialis). Using Medicare
records, DREAM researchers matched 2,888 people with PAH
receiving PDE5 inhibitors, with 2,888 people with PAH who
were being treated using a different drug. They then analysed
whether these individuals were more or less likely to develop
AD or dementia over time.
Their analyses, which used four different statistical approaches
to reduce confounding by comorbidities or other factors,
showed that there was no link between taking PDE5 inhibitors
and altered risk of AD or dementia. They also performed
laboratory tests using cell models of disease, which found no
effect of sildenafil or tadalafil on biological processes linked to
the development of AD and dementia. Together, these results
indicate that drugs such as Viagra and Cialis may not be
beneficial to people at risk of AD and dementia.
https://www.nih.gov/news-events/news-releases/nih-dream-studyfinds-viagra-cialis-do-not-reduce-risk-alzheimer-s-related-dementias

6 October: TauRx announces results from its
LUCIDITY Phase III trial for AD
On 6 October, the company
TauRx Therapeutics Ltd
announced results from its
LUCIDITY Phase III trial for the
treatment of Alzheimer’s
disease (AD). The LUCIDITY
trial is a randomised, doubleblind and placebo-controlled
study evaluating the safety
and
efficacy
of
hydromethylthionine
mesylate (HMTM) in people with AD ranging from Mild
Cognitive Impairment (MCI) through to the moderate stage of
disease. HMTM is taken orally and aims to inhibit the
aggregation of tau (one of the proteins linked to Alzheimer’s
pathology).
The study enrolled 598 people with AD who were randomly
assigned to receive HMTM or placebo. HMTM can cause
variable urinary discolouration. Therefore, to maintain blinding,
the placebo group received tablets containing a urinary
discolourant, named methylthioninium chloride (MTC), given at
a dose of 4 mg twice weekly, the minimum required to prevent
bias arising from potential urinary discolouration.
TauRx has now completed the first 12-month double-blind
phase of the trial. The second 12-month open label period is
ongoing, during which all participants receive HMTM. All
participants were required to have a positive amyloid-PET scan.
Results showed that participants who received MTC had
unexpected blood levels of active drug above the threshold
needed to produce a clinical effect. The company reported that
“in the absence of a true placebo, the trial as designed could not
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determine outcomes on primary clinical endpoints relative to a
therapeutically inactive placebo as prespecified.” Based on this
rationale, the company analysed and compared the study data
with historical controls available from closely matched data
from the Alzheimer’s Neuroimaging Initiative (ADNI). TauRx also
compared individual outcomes at 6, 12 and 18 months to the
same measures prior to initiating treatment.
The company indicated that there was minimal decline over the
first 12 months in participants receiving HMTM on both
coprimary cognitive and functional endpoints (ADAS-cog11 and
ADCS-ADL23). In the 105 participants with MCI, HMTM
treatment resulted in a statistically significant cognitive
improvement of 2 units over the pre-treatment baseline at 6,
12 and 18 months on the ADAS-cog13 scale. In the 147
participants with mild to moderate AD receiving HMTM, the
company reported a stabilisation of cognition and function with
a 2.5 unit cognitive decline in the first 9 months and no further
decline over the following 9 months.
According to TauRx, statistically significant reductions in disease
progression as measured by change in cognitive function and
brain atrophy were confirmed by comparisons of participants
receiving HMTM with ADNI participants who were closest to the
study population by age and clinical severity. The company
added that HMTM treatment resulted in a normalisation of
brain atrophy in participants with MCI to a rate similar to
healthy ADNI participants.
For safety, the company indicated that HMTM is an oral drug
with a strong safety profile. Findings showed that there were no
serious treatment-related adverse events or evidence of
amyloid related imaging abnormalities (ARIA), which can
indicate the presence of brain micro-bleeds or swelling.
The company will present the LUCIDITY findings at the
upcoming Clinical Trials in Alzheimer’s Disease (CTAD)
conference on 30 November (San Francisco, US).

diagnosis of dementia. Increased risk of suicide was also found
for people who were diagnosed before 65 years old and those
who had a pre-existing mental health condition. For individuals
who had received a diagnosis in the past 3 months, those who
were aged younger than 65 were found to be 7 times at higher
risk of suicide. But this was found to gradually decrease over
time.
The researchers comment that it is difficult to pinpoint the
exact cause of such an association of dementia with suicide. On
the one hand, a diagnosis of dementia could be directly causing
some suicidal feelings, but on the other, this association could
be mediated by other factors, such as people’s fears of
becoming burdens to those around them. Indeed, perceived
burdensomeness is known to be a strong factor in suicidal
ideation and behaviour.
These findings illustrate the importance of providing
appropriate mental health support to individuals immediately
after they receive a dementia diagnosis. It also highlights that
attention must be paid to groups that are particularly
vulnerable, such as young people with dementia and people
with a pre-existing psychiatric history. The authors of the study
also reminded the public that, provided they have access to the
right support, people with dementia can achieve a good quality
of life even after their diagnosis.
Risk of Suicide After Dementia Diagnosis | Dementia and Cognitive
Impairment | JAMA Neurology | JAMA Network

9 October: New paper "European consensus for
the diagnosis of MCI and mild dementia:
Preparatory phase" co-authored by Alzheimer
Europe is published in journal Alzheimer's &
Dementia

https://taurx.com/news-insights/taurx-announces-results-fromphase-3-alzheimers-disease-study-lucidity-assuring-path-forregulatory-submissions

7 October: The risk of suicide is twice as high
among individuals who have recently received a
dementia diagnosis compared to those without
the condition
Researchers at the University of
Nottingham and Queen Mary
University of London have
undertaken a new study on the
link between dementia diagnosis
and suicide risk, examining the
medical records of nearly 600
000 people in England from 2001
to 2019. Their results, published
in JAMA Neurology, revealed
that people were twice as likely to commit suicide in the first 3
months that followed a diagnosis, compared to those without a

An article, "European consensus for the diagnosis of MCI and
mild dementia: Preparatory phase", co-authored by Jean
Georges, Executive Director, Alzheimer Europe, was published
online in the journal Alzheimer's & Dementia, on 9 October
2022.
Etiological diagnosis of neurocognitive disorders of middle-old
age relies on biomarkers, although evidence for their rational
use is incomplete. A European task force is defining a diagnostic
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workflow where expert experience fills evidence gaps for
biomarker validity and prioritisation. This new paper reports
methodology and preliminary results.
Using a Delphi consensus method supported by a systematic
literature review, 22 delegates from 11 relevant scientific
societies defined workflow assumptions.
They extracted diagnostic accuracy figures from literature on
the use of biomarkers in the diagnosis of main forms of
neurocognitive disorders. Supported by this evidence, panellists
defined clinical setting (specialist outpatient service),
application stage (MCI-mild dementia), and detailed preassessment screening (clinical-neuropsychological evaluations,
brain imaging, and blood tests). The Delphi consensus on these
assumptions set the stage for the development of the first panEuropean workflow for biomarkers’ use in the etiological
diagnosis of middle-old age neurocognitive disorders at MCImild dementia stages.
Some highlights, from the paper:
• Rational use of biomarkers in neurocognitive disorders
lacks consensus in Europe.
• A consensus of experts will define a workflow for the
rational use of biomarkers.
• The diagnostic workflow will be patient-centred and based
on clinical presentation.
• The workflow will be updated as new evidence accrues.
Read the full paper, here: http://doi.org/10.1002/alz.12798

10 October: AriBio has applied to FDA for its
Phase III clinical trial of AR1001

On 10 October, AriBio, a clinical-stage biopharmaceutical
company developing innovative drugs for specific diseases
including neurodegenerative and infectious diseases –
announced that it has filed an investigational new drug (IND)
application with the US Food and Drug Administration (FDA) for
a phase III clinical trial of its investigational dementia drug
AR1001.
The company plans to start its Phase III study evaluating the
efficacy and safety of AR1001 for the treatment of people with
early Alzheimer’s disease (AD) by the end of this year. The Phase
III trial will be conducted by dividing 1,600 participants into two

groups. The first Phase III trial will be conducted in the US and
the second one will be conducted globally in Europe and Korea.
Participants will receive oral tablets daily (either AR1001 or
placebo) for 52 weeks. After the 52-week administration,
participants will have the opportunity to be enrolled in an
extension study where all participants will receive AR1001.
http://www.koreabiomed.com/news/articleView.html?idxno=14782

10 October: AB Science receives first
authorisations to initiate its Phase III study with
masitinib for AD

On 10 October, AB Science, a late-clinical-stage French
company with the goal of developing innovative drugs for high
unmet medical needs, announced that the first authorisations
have been received to initiate a phase III study evaluating
masitinib in people with mild to moderate Alzheimer's disease
(AD).
The Phase III trial AB21004 is a randomised and double-blind
study aiming to evaluate the safety and efficacy of masitinib in
people with mild to moderate AD, as an add-on therapy to
standard of care, cholinesterase inhibitors and/or memantine.
600 participants with confirmed clinical diagnosis of mild and
moderate AD will receive either placebo or masitinib orally
twice daily. Participants receiving masitinib (3.0 mg/kg/day) will
receive a dose escalation of 4.5 mg/kg/day after 4 weeks of
treatment. Dose up-titration is subjected to a safety control.
Placebo and masitinib will be administered as an add-on to
cholinesterase inhibitor (donepezil, rivastigmine or
galantamine) and/or memantine standard of care (SOC). The
primary endpoint of the study will be to evaluate the effect of
masitinib on absolute change from baseline in ADCS-ADL score
and in ADAS-Cog-11.
The Phase III trial will recruit participants in several EU
countries. Authorisations have already been received from the
French Medicine Agency (ANSM) together with AEMPS (Spain
agency) and EOF (Greece agency).
https://www.ab-science.com/ab-science-receives-first-agenciesauthorizations-to-initiate-confirmatory-phase-3-clinical-study-withmasitinib-in-the-treatment-of-alzheimers-disease/
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MEMBERS’ NEWS
29 September-1 October: 11th Congress of
German Alzheimer Association - Deutsche
Alzheimer Gesellschaft takes place in Mülheim an
der Ruhr
From 29 September to 1
October 2022, the 11th
Congress of the German
Alzheimer Association Deutsche
Alzheimer
Gesellschaft (DAlzG) took
place in Mülheim an der
Ruhr, Germany. The conference theme for 2022 was
"Dementia: Daring new ways". More than 600 people living with
dementia, informal and formal carers, staff and volunteers of
local Alzheimer associations, healthcare professionals, and
other interested parties, participated in the congress. It
contained a wide range of topics, like: support in nursing care
counselling, how to create attention and provide education in
society to enable more participation for people with dementia,
giving a voice to younger people with dementia, how to realise
participation of people with dementia within research projects,
and many more.
During the congress, research funding of about EUR 400,000
was awarded, for six projects aiming to improve the medical
and nursing care of people with dementia. The DAlzG research
funding is awarded every two years and the funds come from
earmarked donations which are intended to support research
into the care of people with dementia and their carers. About
EUR 350,000 was awarded to three projects in the fields of basic
research for people with dementia, by the Förderstiftung
Dierichs foundation.
One of the most moving moments during the event, was in the
opening ceremony, when the six members of the advisory
board "Leben mit Demenz" (Living with dementia) of the DAlzG
talked about their own experience of dementia, how it changed
their lives and what is important for them. Moreover, the
advisory board members expressed that they were honoured to
do this work. The next, 12th Congress will take place from 10 to
12 October 2024, in Fürth, Germany.

30 September: Alzheimer Portugal organises four
different initiatives during "World Alzheimer's
Month"
During September, Alzheimer Portugal developed four different
initiatives, marking World Alzheimer's Month, some at national
level, and others locally.
Manifesto
At the national level, the “Manifesto” for a national integrated
approach to Alzheimer´s and other dementias, named “Pela
Memória Futura” (For the Future Memory) was launched via
social media (Facebook, Instagram and LinkedIn). A press
release was sent to print and TV press, all of which had a great

impact. Several newspapers, health publications and radio
channels interviewed Alzheimer Portugal representatives and
published several articles and interviews.
The Manifesto has four main axes:
• To prioritise (dementia has to be recognised a national
social and public health priority)
• To make it happen (“Concretizar” – turn ideas and politics
into action)
• To raise awareness (develop campaigns to make all
stakeholders aware of dementia)
• To bring together (articulation between the different
stakeholders: Health, Social Affairs, Municipalities, among
others, in order to reach a holistic approach to dementia
care).
Memory Café
Alzheimer Portugal opened its 23rd Memory Café, this time in
Portimão in the Algarve with the support of the municipality.
Ativamenta - O Clube do Cérebro
This is an awareness campaign, organised by Alzheimer Portugal
with the support of Roche, launched on the Alzheimer Portugal
website, via social media and in a press release. The main goal
of this campaign (Activ + mente (mind) – the brain club) was to
make the public aware about the strategies we can develop to
preserve our brain health. The campaign also happened
through an exhibition that took place at Cascais shopping
centre, with interactive exercises for passers-by: playing music
on a xylophone, doing puzzles, and a variety of different games.
The exhibition can be transported to different places, with the
same materials. According to the communications agency that
followed the campaign (Guess What), it reached 972,133
people, had a broadcast time of 00:11:06, EUR 1,372,107 of
press return and 20 news items were published.
Sailing with people with dementia
Thanks to a partnership with the association “Seawoman”
(association for the promotion of women through sports and
nautical activities) Alzheimer Portugal's Lisbon Day Care Centre
organised a sailing trip for people with dementia. People with
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dementia, family carers and staff (16 people in total) spent
some very pleasant time on two sailboats, along the river Tejo.
Everyone was very happy and enjoyed the sunny weather and
the lovely city of Lisbon, seen from the water. It was a unique
experience.

30 September: Alzheimer Iceland holds
awareness-raising event "Purple September"

Throughout the month of September, Alzheimer Iceland held an
awareness raising event in connection with World Alzheimer's
Day (21 September). Advertisements were shared on social
media, a purple bus drove through the streets of the capital,
Reykjavík, and local communities painted benches purple, along
sidewalks. The purpose of the campaign was to raise public
awareness of dementia and its consequences. Alzheimer
Iceland was pleased that its campaign received good media
attention.

1 October: Panhellenic Federation of Alzheimer's
Disease and Related Disorders marks "World
Alzheimer's Month" with a number of activities
across Greece

A month full of events was organised by the Panhellenic
Federation of Alzheimer’s Disease and Related Disorders and its
members, to celebrate the World Alzheimer’s Day/Month 2022.
The Panhellenic Federation’s TV spot with famous Greek actors
aired on 13 TV channels for a month, to raise awareness among

the public, and interviews were hosted on various websites, TV
and radio shows, and in magazines. Every Thursday afternoon,
an online speech was available to healthcare professionals and
the public. More specifically, in September and October, these
speeches were focused on the prevention of Alzheimer's
disease (AD) and Beta-amyloid, on elderly abuse, on dementia
rights programmes, on physical exercise, and on home-care
interventions. The President of the Federation, Professor
Magda Tsolaki, gave an online speech on modern data on the
treatment of cognitive disorders, in the context of the opening
ceremony of the 8th Pancreatic Interdisciplinary Alzheimer's
Disease Conference in Crete.
Throughout Greece, speeches (online and face-to-face), art
events, free memory tests and many more awareness activities
were hosted by the Panhellenic Federation's members
associations. Here is a selection of their events:
In Athens, the Athens Alzheimer Association organised a
successful memory walk (pictured) on 24 September, in the
presence of the deputy Minister of Mental Health, Zoi Rapti,
together with other stakeholders, carers and members of the
public. The message was "You lose your memory, not your
rights" and at the end, a concert was held by the famous
composer and singer Stefanos Korkolis. Elsewhere in Athens,
Nestor held an information stand, while Karreleio held speeches
and memory tests in facilities for the elderly, in different areas
of the city.
In Thessaloniki, Alzheimer Hellas organised a successful opening
ceremony for the Palliative Care unit for patients with dementia
at the end stages. This care unit, Panagia Glikophilousa, is the
first one of its kind, for this population, operating in Greece and
will host 25 patients. At the opening ceremony, many
stakeholders were present and they outlined the importance of
this new service: Deputy Minister of Internal Affairs, Stavros
Kalafatis, Deputy Minister of Mental Health, Zoi Rapti (via video
message), the Rector of Aristotle University of Thessaloniki, plus
many representatives from the various municipalities,
universities and from the local community.
In Larissa, the Alzheimer's Disease and Related Disorders
Association of Larissa started an information campaign on 1
September, using the slogan “Together: For the present and the
future of Alzheimer’s disease”. This was an information
campaign carried out door-to-door, as well as at the local
market, with the distribution of printed materials on the 10
warning signs of dementia, the 12 risk factors, on stigma and on
post-diagnostic care for people with AD. Citizens also had the
opportunity to join the 4th annual “Memory Walk”, called
“Mnemosini”, that took place in the city streets, dressed in
purple.
In Rhodes, the Alzheimer's Association Panakeia held a
screening of a Greek movie on AD, called “Gia thimise mou”. It
also carried out blood-pressure tests and memory tests on
World Alzheimer's Day, 21 September, in the city centre, to
promote the importance of healthy living.
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In Heraklion, Crete, the Alzheimer's Disease and Related
Disorders Association of Heraklion Prefecture (ALLILENGII)
hosted the hybrid 8th Pancreatic Interdisciplinary Alzheimer's
Disease Conference.
In Patra, the Frontizo association developed useful videos,
shared on social media, with advice on AD prevention, as well
as a main event with the message "Creating communities for all
ages without discrimination".
Finally, in Chania, on 1 October, the Alzheimer’s Association of
Chania held a scientific conference, aimed at informing and
raising public awareness on issues related to AD.

5-8 October: Štefanija L. Zlobec, president of
Spominčica - Alzheimer Slovenija is a speaker at
the Croatian Congress on Alzheimer’s Disease
with International Participation CROCAD-22

5 October: Alzheimer's Care Armenia marks
"Month for Older Persons" with a groundbreaking community outreach activity: the first
ever Memory Café in Yerevan

1 October is celebrated all over the world as the International
Day of Older Persons, and the Ministry of Health of the Republic
of Armenia announced October as the "Month for Older
Persons". Alzheimer’s Care Armenia (ACA) joined the campaign
to raise awareness about the importance of a healthy lifestyle
for older people and under the clinical direction of Dr Jane
Mahakian, ACA's Brain Health Project was thrilled to launch a
new initiative, Memory Café Yerevan, on 5 October. This was
the first ever Memory Café in Yerevan and had a unique
programme, with one main purpose: to bring people together.
This free community outreach initiative aimed to provide a safe,
welcoming and supportive place for individuals experiencing
memory loss, as well as for their carers, and a relaxed and
friendly place to enjoy a chat, light-hearted activities and some
tea and cake. Activities included education, music, walks, arts
and other specially designed cognitive activities. Memory Café
Yerevan was facilitated by a trained psychologist, a social
worker and a clinical nurse.
“Keeping positive social connections as well as engaging in
cognitive activities is key to helping slow down the progression
of Alzheimer’s disease” said Dr Mahakian.
The main goal of ACA is to increase the awareness of
Alzheimer’s disease and other types of dementia. You can get
acquainted with its Brain Health Project, by visiting the ACA
website: https://alzheimers.am/en

Štefanija L. Zlobec, president of Spominčica - Alzheimer
Slovenija attended the Croatian Congress on Alzheimer’s
Disease with International Participation, CROCAD-22, held in
Supetar on the island of Brač, Croatia, from 5 to 8 October 2022.
To highlight the most recent scientific findings regarding
Alzheimer's disease (AD) and other causes of dementia, the
organisers invited various national and international speakers.
A specific focus was on topics pertaining to caregivers and care
for people with dementia.
Among the invited speakers, Štefanija L. Zlobec presented her
organisation's activities in the field of. As part of the
programme, she introduced the video “Dementia Friendly
Points”, which Spominčica prepared in cooperation with the
company Novartis. She also prepared and gave a lecture on
dementia-friendly society and Dementia-Friendly Points in
Slovenia, and participated as moderator of certain sets of
lectures, at the conference.

13 October: New care home guidance for people
with intellectual disabilities and dementia
developed by Healthcare Improvement Scotland
in collaboration with Alzheimer Scotland
New guidance has just
been published to help
care homes in Scotland
provide
appropriate
support for people with
intellectual
disabilities
(ID) who have dementia.
“My New Home”, a report
developed by Healthcare Improvement Scotland and the Care
Inspectorate, in collaboration with Alzheimer’s Scotland, aims
to support the transition to a care home environment and
provide the best outcomes for people with ID and dementia.
Age-related dementia is much more common in people with ID,
with recent estimates indicating that 13% of people with ID
aged between 60-65 have dementia, compared to a figure of
1% in the general population. People with Down’s Syndrome in
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this age group are at even higher risk of dementia, with
approximately 60% living with the disease. The guidance, which
is aimed at staff and services involved in supporting people with
ID and dementia, and their carers, makes recommendations
and identifies supports and resources that can help ease the
transition to a care home for people with ID and dementia,
featuring the voices of people with lived experience.
The recommendations include using a person-centred
approach for decision-making and care planning; ensuring
support staff have appropriate knowledge, skills and training;
accessing specialist, multi-agency support; making care home
environments dementia-friendly; and meeting physical health
and meaningful activity needs. Prof. Karen Watchman
(University of Stirling, Scotland), who was part of the Working
Group which co-developed the guidance, commented: “People
with a learning disability are now living for longer and are more
likely to develop illnesses like dementia. We hope the new
guidance will ensure that any person with a learning disability
and dementia will be at the centre of any decision making and
their physical needs are met. Moreover, that staff who support
will have the appropriate knowledge, skills and training.”
Read the guidance, here:
https://www.careinspectorate.com/images/documents/6862/202210
11%20Supporting%20people%20with%20a%20learning%20disability
%20and%20advancing%20dementia%20%20guidance%20for%20staff%20v2.0.pdf

20 October: Alzheimer Nederland launches
"dementia-friendly" youth programme

The current generation of young people will inevitably
encounter people with dementia, both now and in the future.
Either in their private lives or in their jobs or internships.
Research carried out by Alzheimer Nederland shows that these
young people know very little about dementia and are unsure
about how to interact with people with dementia, although
they would be happy to learn.
The Samen dementievriendelijk (Together Dementia-friendly)
youth programme teaches young people in vocational
education how to recognise dementia and how to interact with
people with the condition. On 20 October 2022, the Minister for
Long-term Care and Sport, Conny Helder, joined Alzheimer
Nederland and students from the ROC Midden Nederland

(Central Netherlands Regional Education and Training Centre),
to fire the starting pistol for the programme.
At present, 290,000 people in the Netherlands have dementia,
and this figure is set to double in the next 20 years. Most people
with dementia live at home, do their own shopping, go to the
hairdresser and eat in restaurants. Young people are a vital link
in any society that wants people with dementia to continue
participating. But how do you know when someone has
dementia? And more importantly, how do you interact with
them and how can you help? Young people say they are keen to
find out.
Research among 555 young people has shown that they
regularly come into contact with people with dementia. Half of
them have (or have had) a relative with dementia and a quarter
have some form of interaction with someone with dementia.
Yet 55% of them claim to know very little about the disease and
only 40% know how to interact with someone with dementia.
But they are keen to learn. In fact, 87% of young people want to
know more about dementia, and 85% want to learn the best
way to interact with and to support people with dementia.
On 20 October, the students in Utrecht officially launched the
Samen dementievriendelijk youth programme. At the launch,
Christa Reinhoudt recounted her own experience of having
Alzheimer’s disease and explained what she needs, in order to
continue participating in society. Conny Helder, Minister for
Long-term Care and Sport said:
“People with dementia live at home for most of their illness.
They are part of our society. It’s therefore essential that we all
know enough about dementia. We must be able to recognise it,
and offer people help in the supermarket or our local streets.
Young people are currently training to become professionals
who will inevitably encounter people with dementia during
their working lives. Not just in the healthcare system, but also
as shop workers, plumbers or dental nurses.”
Samen dementievriendelijk is an initiative launched by
Alzheimer Nederland and the Ministry of Health, Welfare and
Sport in 2016. Julie Meerveld from Alzheimer Nederland said:
“It’s great that we’ve found an easy way for young people to
learn about dealing with dementia. Young people are the
future, and they will play a key role in accomplishing a
dementia-friendly society.”
The youth programme has been specially developed for
teachers and comprises an online training course, customised
guest lectures and various other ready-to-use teaching
methods. Apply for the programme, via:
www.samendementievriendelijk.nl/scholen

26

OCTOBER
2022

23 October: Turkish Alzheimer Association and
Spominčica - Alzheimer Slovenija are working on
a project to empower people with dementia and
their families to use mHealth solutions

Since November 2021, Turkish Alzheimer Association and
Spominčica Alzheimer Slovenija have been participating in the
Erasmus+ KA2 Project “mHEALTH-AD - Training Program For
Enhancing The Adoption Of Mobile Health Technologies By
Persons With Mild Dementia” (2021-1-DE02-KA220-ADU000028337). The project is led by the Institute for Work and
Technology (Germany), involving partners Gestió Sociosanitària
al Mediterrani Sl (Spain), Institut Emonicum (Slovenia), RuhrUniversitaet Bochum (Germany), Aristotelio Panepistimio
Thessalonikis (Greece), Schön Klinik Bad Aibling SE & Co KG
(Germany) and Innovation Hive (Greece).
People who are in the first stages of dementia may already
begin to have difficulties living independently. They may need
support and care, even though they still retain their abilities in
most basic and simple instrumental activities of daily living
(ADLs). According to the Quality of Life Model, this support
must be based in empowering them towards self-management,
a process to help people gain control, including taking the
initiative, solving problems and making decisions.
Mobile health solutions, also referred to as “mHealth” can
contribute to the empowerment of people with mild dementia.
These technologies include applications (apps) that may
connect to wellbeing devices or sensors (e.g. bracelets or sleeppads), as well as personal guidance systems, health information

and medication reminders. They cover various technological
solutions which, among others, measure heart rate, blood
glucose level, blood pressure, body temperature and sleep
quality, and deliver communication, information, motivation,
and training tools. By using mHealth solutions, people can
manage their health more actively and live more
independently, thanks to self-assessments or remote
monitoring solutions. Additionally, they can receive support
from caregivers and healthcare professionals, in a less invasive
environment.
The adoption of mHealth technologies by people with dementia
is, however, quite low, due to several barriers and challenges,
such as: perception of usefulness, privacy, cost, lack of
awareness about the benefits of mHealth solutions and how to
use them for their own self-management, or withdrawal from
challenging situations and embarrassment due to limitations in
skills, etc.
mHEALTH-AD was launched with the main objective of
increasing the digital competences of people with mild
dementia, with a particular focus on mHealth solutions. The
project will inform people with dementia about the benefits of
these technologies and learn how to use them to increase selfmanagement and empowerment. In order to reach these
objectives, a training methodology has been developed, based
on “learning by doing” and “gamification” where participants
can be trained in a “friendly” environment, reducing their fears,
concerns, and reservations about the mHealth technologies.
The Project is planned to be completed by November 2023,
after validation activities are performed in autumn, 2023.
Feedback from the participants (people with dementia and
formal and informal carers), will be collected through
questionnaires and used for the improvement of the material
developed. These activities will result in an e-platform offering
training materials for carers, and in mHealth "serious games"
for people with dementia, which will aim to motivate them to
be engaged with mHealth and to increase their digital skills. The
mHEALTH-AD project hopes to increase their self-management
and empowerment and consequently contribute to the
improvement of their overall health. Further details can be
found, at: https://mhealth-ad.eu/

LIVING WITH DEMENTIA
5 October: Petri Lampinen, member of the European Working Group of People with Dementia, was
invited to speak at a number of events during September, including a TV interview
I have had a lot of participatory activities during September. I spoke at the Nurses' Day at the Helsinki Exhibition and Convention
Centre. The topic of the speech was young onset dementia and the experiences of living with it. The Finnish Memory Association
(Muistiliitto) had asked me to participate in this event. At the event, I was interviewed by Anita Pohjanvuori, an expert from the
Finnish Lure Association.
I also received an invitation to a radio interview with YLE Ostrobothnia. In the interview, I talked about young-onset dementia and
about how my illness began. I also pointed out the difficulty of getting a diagnosis and told them that I have found a lot of good
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things in my life. I talked, too, about being active on behalf of people
with dementia as a speaker, as well as highlighting the activities of the
local Memory Society, and told them that it is worth boldly opening
their doors and stepping into the activities.
This fast-paced month of September, for me, ended with a television
programme (FKINKKILÄ-KELLOMÄKI) The programme aired nationwide
on the TV1 channel. The programme had two interviewees. Journalist
Anne Flinkkilä interviewed non-fiction writer/journalist Hanna Jensen,
as well as me. Hanna Jensen spoke about her experiences and views as
a carer for someone with dementia. She has a lot of experience in these
matters. I, on the other hand, spoke from the point of view of someone
with dementia. The show has received a lot of positive feedback and
had a large viewership. People who have given feedback have
mentioned that we have broadened their views on dementia. Hopefully, we have impacted on the stigma as well. It is good to
interview people who are very closely affected by dementia.
This past month, doing these events, has been like a good dream, for me. Fortunately, it was not just a dream, it was my life. I am
grateful to the individuals and also to all the sponsors who asked me to participate in these various events. An inclusive life keeps
me engaged and I also feel able to share issues that are important to society.
Pictured: Petri Lampinen, Anne Flinkkilä, Hanna Jensen (Photo credit: Harri Hinkka YLE)

10 October: Kevin Quaid, Vice-Chairperson of the European Working Group of People with Dementia,
is honoured with a Presidential Award at Longford International College
When I was first diagnosed with Parkinson’s disease, I was 53 years old, and then
Lewy body dementia. They were indeed dark days for me, my wife Helena and our
families. Little did we know what lay in store for me, and after the initial shock and
worry and fear, we both decided to take this on, head on.
I went on to become an advocate and a voice for people living with dementia and,
the journey started when my GP advised me that I should meet up with my local
dementia advisor, which I did and, in turn, I joined the Alzheimer’s Society of
Ireland, where I have become a strong advocate and voice for people and their
families who are living with, and indeed affected by, dementia.
I am currently Chairperson of the Irish Dementia Working Group, as well as being
Vice-Chairperson of the European Working Group of People with Dementia
(EWGPWD), at Alzheimer Europe. I am co-founder of Lewy Body Ireland, part of
the Dementia Trials Ireland, as well as other organisations. I often write a weekly
column for three newspapers and have written articles for numerous magazines
as well as doing a lot of media work, on both radio and television.
I became one of the first people in the world to write a book about Lewy body
dementia, from the patient’s point of view. My book is called “Lewy Body Dementia
Survival and Me”. I have since released a second book called “I am KEVIN not
Lewy”, which is a book of hope for anyone who has been given a diagnosis of a
disease that is both progressive and incurable. I am currently working on my third book and am also the co-author of four research
papers, but in my wildest dreams I could never have expected to get such a wonderful honour as I did on 10 October 2022.
Longford International College, in Ireland, gave me the Presidential Award, for my outstanding contribution for work with Lewy
body dementia. Other people to get this award were Nicola Byrne, CEO of SHINE, a national organisation dedicated to the rights
of people affected by mental health issues, Mike Phelan of Manchester United, who is considered to be one of the most astute
coaching minds of the game of football and who spent years with Sir Alex Ferguson, coaching players like Cristiano Ronaldo as well
as many other famous names. We were just three of the six who got the Presidential Awards this year. Others to get awards on
that day were football players who have won everything from the World Cup, to the Champions League, and their national league;
people like Petr Cech and Jurgen Klinsmann, for Masters of Business Administration.
In my speech, I dedicated my award to the families of those people who had dementia and who died alone and in fear in care
homes, during COVID. I said that they did not die in vain, that their legacy would be spoken about in 100 years’ time and that the
same mistakes would never be made again. I also thanked my family and every organisation that I am involved with, finishing up
by saying that it was one of the greatest days of my life.
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15 October: "It's a Gypsy Thing" - Nigel Hullah, member of the European Working Group of People
with Dementia, writes about how being born into a Roma Gypsy community has shaped him
Being born into a Roma Gypsy community imprinted on me some of the
traditions and values I still live to and are part of me, even today. As
with all communities, dementia is known, but the response is unique,
as it is with all the diverse communities that make up our vibrant diverse
Four Nations (England, Northern Ireland, Scotland and Wales).
Romani people have been in Britain since at least 1515, after migrating
from continental Europe during the Roma migration from India. The
term "Gypsy" comes from the term “Egyptian”, which is what the
settled population perceived them to be, because of their dark
complexion. Examination of the Romani language shows that Romany
Gypsies originally came from Northern India, around the 12 th century.
French Manush Gypsies, the clan I was born into, have a similar origin
and culture to Romany Gypsies.
For centuries, stereotypes and prejudices have had a negative impact on the understanding of Roma culture. The Roma do not
follow a single faith; rather, they often adopt the predominant religion of the country where they are living and describe
themselves as "many stars scattered in the sight of God”. The Roma live by a complex set of rules that govern things such as
cleanliness, purity, respect, honour, and justice. These rules are referred to as what is "Rromano". Rromano means to behave with
dignity and respect, as a Roma person. "Rromanipé" is what the Roma refer to as their worldview.
Traditionally, anywhere from ten to several hundred extended families form bands, or kumpanias, which travel together in
caravans. Smaller alliances, called vistas, are more common, the open style of living and the extended responsibility gave me,
personally, a wonderful, free childhood, that was safe and nurturing.
Each band is led by a voivode, who is elected for life. This person is their chieftain. A senior woman in the band, called a phuri dai,
looks after the welfare of the group’s women and children. In some groups, the elders resolve conflicts and administer punishment,
which is based upon the concept of honour. Punishment can mean a loss of reputation or, at worst, expulsion from the community.
Often in the Romani communities, they would say they would not seek medical help for relatives showing signs of dementia
because “the symptoms don’t seem that dangerous”. Many would be hesitant because "they don’t understand our culture and,
anyway, we look after our own“, and “they might take them away and lock them up“.
All elders in the Roma community are held in respect and are revered for their accumulation of life skills and lore, and for the many
of the clan they themselves have cared and nurtured for. There is a real fear that healthcare professionals, or other professionals,
may not understand the community. This lack of understanding could lead to no consideration of their preferences and interests,
in the care administered, mostly being brought about by a lack of understanding of our culture. These fears are backed up, often,
by discrimination or lack of understanding. It's so important, therefore, to understand cultural differences, so as to make services
of value to all communities.

NEW PUBLICATIONS AND
RESOURCES
6 October: British Psychological Society
publishes
new
guide
to
psychosocial
interventions in the early stages of dementia
The British Psychological Society (BPS) recently published a new
guide to psychosocial interventions in the early stages of
dementia, developed by the Division of Clinical Psychology
Faculty for the Psychology of Older People. The new publication
is the second edition of a guide first published in 2014, following
consultations with people living with dementia in different
areas of the United Kingdom. It is aimed at people living through
the early stages of dementia, and includes interventions that
evidence suggests can help to improve memory and/or thinking

skills, reduce anxiety, stress or
depression,
or
increase
wellbeing, communication or
social inclusion.
These
interventions
are
available to people who have
received a diagnosis of
dementia and their families,
and can help with:
• coming to terms with a
diagnosis of dementia
• maintaining a social life and
relationships after diagnosis
• reducing stress and improving mood
• thinking and memory (cognitive function)
• living independently
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• quality of life
• support for partners and family.
Dr Tim Beanland, Head of Knowledge Management at
Alzheimer’s Society, said: “We’re delighted to endorse this
second edition of a fantastic guide to direct people to good
quality, person-centred support in an accessible and
comprehensive way. Support after a dementia diagnosis is
inconsistent and inadequate – as shown by our own recent
report, three in five people affected by dementia did not feel
they have received enough support over the last 12 months.
People living with dementia desperately need the right support
from the moment of diagnosis – from talking therapies to
support metal wellbeing to falls prevention or going to
community groups. Alzheimer’s Society are calling for more
dementia support workers to signpost people to all the types of
support explored in the guide.” Download the guide, here:

Developing Alzheimer’s clinical trials
together” was organised by Roche,
during which the company launched
a new report on “Integrating the
perspectives of people living with
Alzheimer’s disease and their study
partners
into
clinical
trial
development”.
Alzheimer Europe is pleased to have
collaborated on the development of
this report, which you can
download, here:

https://cms.bps.org.uk/sites/default/files/202208/REP101c%20A%20guide%20to%20psychosocial%20interventions
%20in%20early%20stages%20of%20dementia%20WEB_0%20%284%
29.pdf

19 October: Dementia Researcher podcast looks
at highlights from Alzheimer Europe Conference
in Bucharest

https://www.rocheresources.co.uk/content/dam/hcpportals/uk2/documents/alzheimers/Roche_AD_Integrating_the_pers
pectives_of_PLWA_and_their_study_partners_in_CT_development_r
eport.pdf

7 October: STRiDE project launches new toolkit
to help fight stigma in dementia
The STRiDE project
(Strengthening
Responses
to
Dementia in Low
and Middle-Income
countries)
has
launched a new
toolkit, focusing on
stigma
and
dementia.
It
provides a set of practical tools from seven different low-and
middle-income countries to help others think about the impact
of stigma and how to challenge stigma against people living with
dementia and their care partners. The toolkit shares first hand
experiences of stigma and discrimination and the consequences
that it has for people living with dementia and their families,
describing the painful scars that result from being shunned or
excluded.
It is a collaborative effort developed by people living with
dementia, carers, advocates and researchers involved in
STRiDE. This includes the voices of people from Brazil, India,
Indonesia, Kenya, Jamaica, Mexico and South Africa, in addition
to the United Kingdom. Check out the toolkit, here:
https://stridedementia.turtl.co/story/anti-stigma-toolkit/page/1

19 October: Roche publishes new report on
“Integrating the perspectives of people living
with Alzheimer’s disease and their study partners
into clinical trial development”

A new podcast by Dementia Researcher (UK), hosted by Adam
Smith and recorded directly after the 32nd Alzheimer Europe
Conference, in Bucharest, looks at some of the highlights from
the event.
Host Adam Smith talks to Chris Roberts, Chairperson of the
European Working Group of People with Dementia (EWGPWD)
and his wife and carer Jayne Goodrick as well as Simone Felding,
Joni Gilissen and Charlèss Dupont who all share their favourite
moments from the conference.
You can find the podcast on the Dementia Researcher website:
https://www.dementiaresearcher.nihr.ac.uk/membersonly/?redirect_to=%2Fsupport-resources%2Fpodcasts%2F

During the third and final day of the 32nd Alzheimer Europe, on
19 October 2022, a symposium on “Community matters:
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EDUCATION
11 October: touchNEUROLOGY invites you to
register for its free medical education platform
touchNEUROLOGY invites
you to register for its
medical
education
platform, which includes
thousands
of
peerreviewed journal articles
and hundreds of hours of
mobile-optimised
bitesized congress highlights.
The aim of the platform is
to
help
medical
professionals to improve
clinical practice and therefore patient outcomes. It covers eight
major therapy areas and gives access to scientific learning for
more than 150 specialties. You can register, for free, via:
https://touchneurology.com/your-free-10-minutes-at-a-timemedicaleducation/?utm_source=Referral&utm_medium=email&utm_campai
gn=Neuro_Soc

21 October: Free massive online course
"Caregiving, Dementia and Incontinence" aims to
help with practical strategies to care for a person
with dementia who needs help with everyday
toileting
With guidance from family and
professional carers of people
living with dementia and
funding from the Dementia
Centre
for
Research
Collaboration, researchers at
the National Ageing Research
Institute (NARI) in Australia
have designed a free Massive
Open Online Course (MOOC)
titled "Caregiving, Dementia and Incontinence". The course,
which aims to help with practical strategies to care for a person
with dementia who needs help with everyday toileting and
continence,
is
available,
here:
https://www.futurelearn.com/courses/caregiving-dementiaincontinence
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Contact Alzheimer Europe:
Alzheimer Europe: 14, rue Dicks (L-1417), Luxembourg; info@alzheimer-europe.org; www.alzheimer-europe.org

Alzheimer Europe Board:
Chairperson: Maria do Rosário Zincke Dos Reis (Portugal); Vice-Chairperson: Charles Scerri (Malta); Honorary
Secretary: Mario Possenti (Italy); Honorary Treasurer: Marco Blom (Netherlands). Members: Stefanie Becker
(Switzerland), René Friederici (Luxembourg), Lorène Gilly (France), Andy Heffernan (Ireland), Martina Mátlová
(Czech Republic), Mary-Frances Morris (United Kingdom), Chris Roberts, Chairperson of the European Working
Group of People with Dementia (United Kingdom), Katariina Suomu (Finland), Jochen René Thyrian (Germany).

Alzheimer Europe Staff:
Executive Director: Jean Georges; Communications Officer: Kate Boor Ellis; Conference and Event
Coordinator: Gwladys Guillory; Director for Projects: Dianne Gove;
Project Communications Officer: Christophe Bintener; Project Officers: Cindy Birck, Angela Bradshaw, Ana
Diaz; Daphné Lamirel, Soraya Moradi-Bachiller; Policy Officer: Owen Miller; Finance Officer: Stefanie Peulen;
Administrative Assistants: Cristina Pencea, Grazia Tomasini.

AE CALENDAR
Date
2 November
4 November
5-9 November

Meeting
Meeting of European Alzheimer’s Disease Consortium on anti-amyloid
therapies
Meeting with EFPIA AD Group
ICCA (International Congress and Convention Association) Annual
Congress (Kraków, Poland)

AE representative
Jean
Jean
Gwladys

7 November

Better protection for EU passengers and their rights. Joint AGEPlatform and EDF meeting to gather input for the European
Commission’s Public Consultation

Owen

7-9 November
8 November
9 November

EU-FINGERS Advisory Board meeting
Training on public funding and operating grants of European Disability
Forum
Introductory call with Alzheimer’s Research UK

Ana and Cindy
Jean
Jean

10 November

10th anniversary meeting of European Working Group of People with
Dementia

EWGPWD
and AE staff

15 November

Alzheimer’s Association Academy on “European care strategy”

AE members and staff

15-16 November

Engaging Dementia 14th Annual International Conference (Dublin,
Ireland)

Dianne

24-25 November

European Employment and Social Rights Forum
ABOARD fall meeting (Utrecht, Netherlands)
FDA workshop on amyloid imaging in AD
AI Mind GA meeting
EU-FINGERS GA meeting
DataSavesLives core group meeting
European Mental Health Coalition
Lethe Advisory Board meeting
European Day of Persons with Disabilities conference (Brussels,
Belgium)

28
November-2
December

Clinical Trials in Alzheimer’s Disease (CTAD) Conference (San
Belgium) USA)
Francisco,

16-17 November
17 November
17 November
17-18 November
21-22 November
22 November
23-24 November
24 November

members

Owen
Jean
Ange
Cindy and Ana
Ana, Cindy and Dianne
Ange
Jean
Ana
Kate,
Soraya
Daphné

and

Jean
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CONFERENCES 2022-2023
Date

Meeting
EMBO-EMBL

Symposium

on

“The

Place
neurovascular

interface”,

https://www.embl.org/about/info/course-and-conference-office/events/ees22-11/

EMBL Heidelberg and
Virtual

8-9 November

Silver Economy Forum, https://silvereconomyforum.com/registration-2022/

Geneva, Switzerland

9-12 November

15th European Public Health Conference 2022 “Strengthening health systems:
improving population health and being prepared for the unexpected”, including
EUPHA Public Mental Health section sessions, https://ephconference.eu/

Berlin, Germany

Clinical Trials on Alzheimer’s Disease (CTAD 2022), www.ctad-alzheimer.com

San Francisco, USA

DEEP UK Network of Dementia Voices celebratory 10th anniversary event – an
online festival with more than 20 sessions, https://bit.ly/3SG1de9

Virtual

7-10 November

29
November
2 December
5-9 December
23-25 March 2023
29 June-2 July
1-4 July 2023
16-18 October 2023

-

17th

World

Congress

on

Controversies

in

Neurology

(CONy),

https://cony.comtecmed.com/supporting-partners/

2023 IPA International Congress on “Better Mental Health for Older People”,
https://www.ipa-online.org/2023
https://anniversary.dementiavoices.org.uk/resource/event-number-18-thedeep-virtual-festival-5-9th-december-2022/
9th EAN Congress - Budapest 2023: Neurology Beyond the Big Data, www.ean.org
33rd Alzheimer Europe Conference, “New opportunities in dementia care, policy
and research”, www.alzheimer-europe.org/conference
Helsinki, Finland

Dubrovnik, Croatia
Lisbon, Portugal
Budapest, Hungary
Helsinki, Finland

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