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WELCOME

Despite another difficult 
year with the ongoing 
pandemic, the war in 
Ukraine and a dramatic rise 
in the cost of living, I hope 
that 2022 nonetheless held 
some positives and that 

2023 has started well for you all. 

I am delighted to announce that Alzheimer 
Europe has launched the European Dementia 
Carers Working Group. In tandem with the 
European Working Group of People with 
Dementia, the new carers group will work to 
ensure that the activities, projects and 
meetings of Alzheimer Europe duly reflect 
the priorities and views of carers and 
supporters of people with dementia. 

I am also delighted to share that the 
European Commission has signed the 
operating grant for our 2023 activities, which 
will continue to be funded through the 
Citizens, Equality, Rights and Values (CERV) 
programme. We express our gratitude to the 
European Commission for recognising that 
dementia is the leading cause for disability 
and dependency in older adults in Europe 
and for providing vital financial support for 
our activities. In the past, we received 
funding from the EU’s health programme, 
but since the start of 2022, we have been 
accorded an operating grant by the CERV 
programme, marking a slight shift in the 
focus of our policy work. On that note, we 
have submitted a response to the European 
Commission’s call for evidence on the 
proposed EU Disability Card. With the card, 
disability status recognised in one EU country 
should be recognised in others too, giving the 
holder access to services across the EU. 
Whilst we welcome the introduction of this 

card, which has the potential to address 
some of the barriers faced by persons with 
disabilities, including persons living with an 
“invisible” disability such as dementia, our 
response also outlines that longstanding 
issues with the Blue Badge Scheme are sadly 
likely to be replicated by the EU Disability 
Card Scheme. 

In late November and early December, I had 
the pleasure of attending the Clinical Trials in 
Alzheimer’s Disease (CTAD) conference in 
San Francisco and in our last newsletter, we 
were pleased to share Eisai and Biogen’s 
positive results from the Phase III trial of 
lecanemab for the treatment of early 
Alzheimer’s disease. There was disappointing 
news too, with Roche’s clinical trials of 
gantenerumab failing to meet their primary 
and secondary endpoints and the company 
announcing that it would discontinue most of 
its global clinical trials of gantenerumab. For 
other news emerging from CTAD, we include 
a special “CTAD watch” section in this edition 
of our newsletter. 

Closing off 2022, we held a series of online 
meetings, including a meeting of the new 
Alzheimer Europe Board, a company round 
table with our sponsors, an Alzheimer’s 
Association Academy for our members 
focusing on the topic of public involvement in 
research projects, and a meeting of the 
European Group of Governmental Experts on 
Dementia to exchange information and 
knowledge on the latest developments on 
dementia policy and practice.  

I wish you all an excellent start to the new 
year and hope it bring many good things! 

Jean Georges 

Executive Director 
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ALZHEIMER EUROPE 
1 December: European Commission signs 
disability programme operating grant for 2023 
activities of Alzheimer Europe  

On 1 December 2022 the 
European Commission 
signed the operating grant 
for the 2023 activities of 
Alzheimer Europe, which 
will continue to be funded 
through the Citizens, 
Equality, Rights and 
Values (CERV) 
programme. Alzheimer 

Europe expresses its gratitude to the European Commission for 
recognising that dementia is the leading cause for disability and 
dependency in older adults in Europe and for providing vital 
financial support for the organisation’s activities.  

In the past, Alzheimer Europe received operating grant funding 
from the EU’s health programme, until end of 2021, but since 
the start of 2022, has been accorded an operating grant by the 
CERV programme, marking a slight shift in the focus of the 
organisation's policy work. Building on its previous work 
promoting a rights-based approach and advocating for the 
rights of people with dementia and their carers, Alzheimer 
Europe has placed an even greater focus on the citizenship and 
equal participation of people with dementia in society, during 
2022 and will continue to do so, throughout 2023. 

In particular, the 2023 operating grant will ensure Alzheimer 
Europe can give a voice to people living with dementia and their 
carers, as the meetings of the European Working Group of 

People with Dementia and the newly created European 
Dementia Carers Working Group will be funded. Alzheimer 
Europe will also be able to continue organising the Alzheimer's 
Association Academy, consisting of capacity building workshops 
for its national member organisations. The 2023 Yearbook on 
legal capacity and supported decision making will also be 
supported through the operating grant, as will the meetings of 
the Alzheimer Europe Board and the Annual General Meeting 
with its members. 

Details on Alzheimer Europe’s previous and current work can be 
found here: https://www.alzheimer-europe.org/our-work  

Details on Alzheimer Europe’s finances can be found here: 
https://www.alzheimer-europe.org/about-us/governance/finances 

5 December: Alzheimer Europe Board reviews 
2022 activities and adopts Work Plan and Budget 
for 2023 

The newly elected Alzheimer Europe Board met for the first time 
for an online meeting on 5 December. 

The Board reviewed the 2022 finances and activities and 
welcomed the positive forecast for the 2022 accounts ending 
with a small surplus. The feedback for the 2022 Alzheimer 
Europe Conference in Bucharest, which showed that 98% of 
respondents would recommend the conference to their 
colleagues, was also met with great enthusiasm. 

The Board also welcomed the launch of the European Dementia 

Carers Working Group with 14 members nominated by 14 
member organisations of Alzheimer Europe and agreed on the 
criteria and working methods for the organisation’s Expert 
Advisory Panel. Finally, the Board adopted the Work Plan and 
Budget for 2023. 

6 December: Alzheimer Europe organises an 
online Company Round Table meeting  

On 6 December 2022, Alzheimer Europe hosted an online 
Company Round Table meeting. The meeting was attended by 
a total of 30 delegates, including 5 company representatives 
(from EFPIA, Eisai, GE Healthcare, Nutricia and Roche), 12 
members of the Alzheimer Europe staff, and representatives 
from 13 member organisations of Alzheimer Europe, including 
members of the Alzheimer Europe Board. 

https://www.alzheimer-europe.org/our-work
https://www.alzheimer-europe.org/about-us/governance/finances
https://www.alzheimer-europe.org/about-us/who-we-are/board
https://www.alzheimer-europe.org/about-us/european-dementia-carers-working-group
https://www.alzheimer-europe.org/about-us/european-dementia-carers-working-group
https://www.alzheimer-europe.org/our-work/2023-work-plan
https://www.alzheimer-europe.org/product/donation
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During the meeting, three speakers provided updates on recent 
policy and research developments. Cindy Birck, Project Officer, 
gave an update on our Clinical Trials Watch, while Owen Miller, 
Policy Officer, shared an update on the 2022 Alzheimer Europe 
Yearbook, on “Employment, social protection and dementia”. 
Next, Jean Georges, Executive Director, who also hosted the 
meeting, informed participants about Alzheimer Europe’s 
activities in 2022 and 2023, including 2023 sponsorship 
opportunities.  

We would like to thank our sponsors and members for 
participating in this meeting and we look forward to welcoming 
them to the next Company Round Table meeting, in 2023. 

6 December: Zoom webinar explores the 
involvement of patients in research 

On 6 December, the ISBE and Plataforma Saúde em Diálogo 
hosted an online webinar on Patient Engagement in Research. 
Dianne Gove presented Alzheimer Europe Public Involvement 
work with the European Working Group of People with 
dementia. Other speakers and invited contributors explored 
questions such as “Is the patient involved and engaged in 
research?” and ”How can we reach a better engagement and 
consequently better results in research?” with the aim of 
sharing examples and exchanging ideas to contribute to better 
science. The webinar, which covered a range of conditions, was 
hosted by Rosário Zincke dos Reis, Chair of Alzheimer Europe.  

12 December: Alzheimer’s Association Academy 
meeting shares learnings and good practices for 
Public Involvement in dementia research 

Our Alzheimer’s Association Academy meetings are 
informative, capacity-building workshops for our member 
associations, which deal with a variety of topics on dementia 
policy, health and social care, research, and more. On 

December 12, we addressed the topic of Public Involvement (PI) 
in dementia research, hearing how PI has helped shape, inform 
and improve European projects on digital biomarkers, brain 
health, and technical support tools. 

PI is about involving the public in the research process, so that 
research is done “with” or “by” the public, not “for” or “about” 
them. PI can improve health research by enabling it to meet the 
needs and values of the ultimate beneficiaries of this research: 
people living with a health condition, and the general public. 
Alzheimer Europe is keen to promote the involvement of people 
with dementia in research, and includes members of our 
European Working Group of People with Dementia (EWGPWD) in PI 
activities for a number of EU-funded research projects.  

In the December 12 Academy meeting, we heard from three 
researchers working on different dementia research projects, 
who shared their experiences, learnings and good practices 
from PI work in RADAR-AD (Remote Assessment of Disease and 
Relapse – Alzheimer’s Disease), EU-Fingers and Lethe, and 
DISTINCT (Dementia: Intersectional Technology for Training and 
Innovative Network for Current Technology). Moderated by 
Dianne Gove, our Director for Projects, the Academy meeting 
was opened by the current Chair of the EWGPWD, Chris 
Roberts. In his welcome address, Chris, who was diagnosed with 
mixed dementia in 2012, shared his positive experiences of PI, 
which were mutually beneficial for researchers and for people 
with dementia.  

Chris handed over to Casper de Boer (Alzheimer Research 
Centre, VUmc, the Netherlands), who described the PI activities 
in RADAR-AD. He explained how the RADAR-AD Patient 
Advisory Board has provided valuable – and sometimes 
unexpected! – insights on the selection of remote monitoring 
technologies, clinical trial processes, and the statistical analysis 
plan for the project. Next up, Anna Rosenberg (Karolinska 
Institute, Sweden and Finnish Institute for Health and Welfare, 
Finland) shared her experiences from involving people with and 
without cognitive problems in two large, European projects on 
brain health: EU-Fingers, and Lethe. Explaining that the PI work 
was fun, meaningful and useful, she talked about how the two 
Advisory Boards have addressed issues such as the relevance of 
prevention research, trial design, and communication of 
dementia risk. The final speaker of the Academy meeting was 
Simone Felding (DZNE, Germany), who spoke about PI activities 
in the DISTINCT project. Simone is completing her PhD on the 
acceptance and adoption of social robots into everyday life for 
people with dementia, and explained how PI has helped 
improve her research methodologies and communications. She 
highlighted the importance of considering and embedding PI 
early in the research process, even at the proposal development 
stages – an opinion that was shared by Casper and Anna, also.  

Many thanks to all presenters and participants for lively 
discussions and engagement with the topic of PI! We look 
forward to welcoming our members to Academy meetings in 
the new year. 

https://www.alzheimer-europe.org/research/clinical-trials
https://www.alzheimer-europe.org/research/public-involvement
https://www.alzheimer-europe.org/about-us/european-working-group-people-dementia
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15 December: Alzheimer Europe is proud to 
launch the European Dementia Carers Working 
Group 

Alzheimer Europe is 
delighted to announce 
the launch of its new 
European Dementia 
Carers Working Group 
(EDCWG), on 15 
December 2022. The 
group is composed both 

of current carers, relatives and supporters of people with 
dementia, and of people with prior experience in a carer’s role, 
within the five years prior to their nomination to the group. The 
members of the group are nominated by the member associations 

of Alzheimer Europe in their countries and the group’s mandate 
is for two years. 

In tandem with the European Working Group of People with 
Dementia (EWGPWD) - a group composed entirely of people 
living with dementia themselves and set up by Alzheimer 
Europe and its members in 2012 – the new carers group will 
work to ensure that the activities, projects and meetings of 
Alzheimer Europe duly reflect the priorities and views of carers 
and supporters of people with dementia. In particular, 
members of the group will advise the organisation on how to 
involve carers and will make recommendations for 
improvements, when necessary. Members of the EDCWG will 
be involved in the development of policy documents issued by 
the organisation and take an active part in consultations in the 
context of EU-funded research projects. The Chairperson of the 
group, who will be chosen by the group’s membership, will be 
an ex-officio member of the Board of Alzheimer Europe, with 
full voting rights (as is the Chairperson of the EWGPWD). 

Alzheimer Europe aims for gender balance in the group (each 
sex represented by at least 40% of the membership) and 
welcomes carers with a non-binary or trans identity. 
Nominations of young carers are also encouraged. 

Members 

• Peter Banda, son, Slovakia ♂ 

• Paola Borghesi, daughter, Italy ♀ 

• Patrick Crosbie, partner, Ireland ♂ 

• Sylva Dneboská, wife, Czech Republic ♀ 

• Chris Ellermaa, daughter, Estonia ♀ 

• Zornitsa Karagyozova, daughter, Bulgaria ♀ 

• Sonata Mačiulskytė, daughter, Lithuania  

• Magnús Karl Magnússon, partner, Iceland ♂ 

• Maria Filomena Mira Martins Cunha, daughter, Portugal ♀  

• Katarzyna Mazuruk-Russ, niece, Poland ♀ 

• Barry Northedge, partner, Scotland, United Kingdom ♂ 

• Trevor Salomon, spouse, United Kingdom ♂ 

• Liv Thorsen, partner, Norway ♀ 

• Roslynn Vella, daughter, Malta. ♀ 

Alternates 

• Eileen Deehan, daughter, Scotland, United Kingdom ♀  

• Jayne Goodrick, wife, United Kingdom ♀  

• Aisling Harmon, daughter, Ireland.♀ 

The creation of the EDCWG was proposed in Alzheimer Europe’s 
Strategic Plan (2021-2025) as part of the objective of “providing 
a voice to people with dementia and their carers”, and was 
included in the organisation’s 2022 Work Plan. 

Jean Georges, Executive Director of Alzheimer Europe, said: 

“This is truly an exciting step for Alzheimer Europe, and will help 
us to ensure we can continue to give a voice to carers of people 
with dementia, and to improve and extend how we do this, 
throughout all our activities. For many years, we have 
championed the importance of listening to and amplifying the 
voice of people with dementia, through the European Working 
Group of People with Dementia, which does fantastic and 
important work. The accompanying carers and supporters are 
also vital to this work, by supporting the attending people with 
dementia (and not speaking on their behalf). It became 
apparent, however, that the views and experiences of carers 
are often quite different from those of the people they are 
supporting and in some EU projects, separate focus groups 
were organised, as researchers were looking for feedback from 
carers, as well as from people with dementia. 

We decided, therefore, to set up the European Dementia Carers 
Working Group and I personally look forward to the same 
successful partnership with this new group, and to welcoming 
its Chairperson to the Board of Alzheimer Europe.” More 
information about the EDCWG and its members can be found 
at:  

https://www.alzheimer-europe.org/about-us/european-dementia-
carers-working-group  

16 December: Alzheimer Europe responds to 
consultation on EU Disability Card 

Alzheimer Europe has submitted a response to the European 
Commission’s call for evidence on the proposed EU Disability 
Card. The card aims to facilitate free movement for people with 
disabilities in the EU. With the card, disability status recognised 
in one EU country should be recognised in others too, giving the 
holder access to preferential conditions for some services 
across the EU. It aims to build on the 2019 pilot project on the 
EU Disability Card (covering culture, leisure, sport and 
transport) and apply to a wider range of services.  

Alzheimer Europe welcomed the introduction of a European 
Disability Card, believing that such a measure has the potential 
to address some of the barriers faced by persons with 
disabilities across Europe, including persons living with an 
“invisible” disability, such as dementia. 

However, our response also outlined how long longstanding 
issues with the EU parking card for people with disabilities (i.e. 

http://www.alzheimer-europe.org/about-us/who-we-are/members
http://www.alzheimer-europe.org/about-us/who-we-are/members
https://www.alzheimer-europe.org/about-us/european-dementia-carers-working-group
https://www.alzheimer-europe.org/about-us/european-dementia-carers-working-group
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the Blue Badge Scheme), were likely to be replicated by the EU 
Disability Card Scheme.  

Alzheimer Europe expressed concern that despite all EU 
Member States being signatories of the United Nations 
Convention on the Rights of Persons of Disabilities (UNCRPD), 
the recognition of dementia as a disability varies across 
member states.  

Alzheimer Europe further noted that the proposals would not 
address issues of national eligibility criteria, national definitions 
of disability or issuing procedures, which would result in the 
scheme failing to achieve its objectives (especially those related 
to the UNCRPD and the Sustainable Development Goals), due 
to significant variations in implementation. 

In support of the objectives of the Disability Card, Alzheimer 
Europe highlighted that Petri Lampinen, a member of the 
European Working Group of People with Dementia (EWGPWD) 
from Finland, had taken part in the pilot project for the 
European Disability Card in 2019, and had written positively 
about his experience using the card. Our full response is 
available at: 

https://www.alzheimer-europe.org/policy/positions/european-
commission-eu-disability-card  

 

 

16 December: the EWGPWD gathers for an online 
Christmas social! 

On 16 December, the 
members of the 
EWGPWD and supporters 
gathered online for a 
Christmas social to mark 
the end of the year. 
During the meeting, each 
member shared their 
plans for the holidays, and 
other personal thoughts 
related to the festive 
season or favourite 

Christmas-related objects. Dianne Gove (Director for Projects), 
Ana Diaz (Project Officer), Daphné Lamirel (Project Officer) and 
Soraya Moradi-Bachiller (Project Officer) also shared some 
thoughts with the group and highlighted that it had been a 
pleasure to work with all its members this year. Jean Georges 
(Executive Director) expressed his gratitude towards the 
EWGPWD and their invaluable contributions to Alzheimer 
Europe’s activities. Chris Roberts (Chair of the Group) closed the 
meeting by wishing everyone a happy festive season. 

 

 

 

 

ALZHEIMER EUROPE NETWORKING 
From 29 November to 2 December (San Francisco, USA), Jean attended the Clinical Trials in Alzheimer’s disease (CTAD) conference 
and had meetings with Alzheon, Alzheimer’s Research UK, Prothena, Roche and TauRx. 

On 1 December, Angela participated in the 3rd EMA/HMA Big Data Stakeholder Forum. 

On 2 December, Dianne and Ana participated in the seminar Public and Patient Involvement in Dementia Research: a European 
and Irish perspective. 

On 5 December, the Alzheimer Europe Board met. 

On 5 December, Chris participated in an INTERDEM Academy Café - Exploring best practices to support early career dementia 
researchers. 

On 6 December, Alzheimer Europe organised a company round table meeting. 

On 6 December, Owen attended a workshop on the UNCRPD organised by the European Disability Forum. 

On 8 December, Owen attended the Patient Think Tank organised by EFPIA. 

On 8 and 9 December (Amsterdam, Netherlands and online), Angela, Daphné, Dianne and Jean attended an EPND project 
consortium meeting. 

On 12 December, Alzheimer Europe organised an Alzheimer’s Association Academy on “Public involvement in dementia research”. 

On 12 December, Jean met with Grifols. 

On 12 December, Ana attended the EFPIA breakout session Patient engagement: establishing patient relevance and the 
importance of the patient voice. 

On 13 December, Alzheimer Europe organised a meeting of the European Group of Governmental Experts on Dementia. 

On 13 December, Angela participated in a webinar on healthcare systems preparedness organised by the Davos Alzheimer's 
Collaborative. 

https://www.alzheimer-europe.org/policy/positions/european-commission-eu-disability-card
https://www.alzheimer-europe.org/policy/positions/european-commission-eu-disability-card
https://twitter.com/AlzheimerEurope
https://www.facebook.com/alzheimer.europe
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On 14 December, Angela and Chris met with Icometrix. 

On 14 December, Jean met with PRInnovation. 

On 15 December, Jean attended a meeting of PAVE (Project Alzheimer’s Value in Europe). 

On 15 December, Dianne participated (online) in the first seminar of the Communauté mixte de recherche DIMA (on dementia and 
Down’s Syndrome).  

On 16 December, Angela participated in an extraordinary meeting of the EMA PCWP. 

On 16 December, Dianne, Ana, Soraya and Daphné attended the EWGPWD Christmas online gathering. 

On 21 December, Ana and Cindy organised the joint LETHE and EU-FINGERS Christmas Advisory Boards online gathering. 

 

EU PROJECTS 
8-9 December: The EPND project welcomes 
partners and collaborators to its first Annual 
Meeting  

The European Platform for Neurodegenerative Diseases (EPND) 
project recently celebrated its first anniversary, following its 
launch in November 2021. To mark this milestone, the project 
brought together representatives from its 29 partner 
organisations at its first Annual Meeting, which was organised 
as a hybrid event in Amsterdam (the Netherlands) and online. 

Funded for a 5-year period by the Innovative Medicines 
Initiative, EPND’s mission is to accelerate the discovery of 
diagnostics and treatments for neurodegenerative disorders 
such as Alzheimer’s and Parkinson’s disease, by removing 
barriers to data and sample sharing, and by fostering 
collaboration. In particular, EPND aims to facilitate the 
discovery, development and validation of biomarkers, biological 
molecules that are measurable indicators of processes 
happening inside the body, such as the development of disease. 
To achieve these aims, EPND is developing a platform that will 
support the discovery and sharing of clinical data and 
biosamples from European research cohorts. EPND will also 
develop tools and guidance to support data and sample sharing 
and biomarker development, refining the platform through a 
series of case studies on fluid-based, imaging and other 
biomarkers.  

At its Annual Meeting, which was attended by almost 80 project 
collaborators, members of the Project Management Team and 
leaders of the 8 EPND work packages presented updates on 

project progress, sharing challenges and brainstorming 
solutions as EPND moves into its second year. Project co-leads 
Niranjan Bose (Gates Ventures), Tony Brookes (University of 
Leicester), Phil Scordis (UCB Pharma) and PJ Visser (Maastricht 
University), provided a high-level overview of EPND 
achievements in year 1, moderating plenary sessions where 
leaders of workstreams on technical platform development, 
data governance, biomarker protocols, cohort interactions, 
stakeholder involvement and sustainability presented more 
granular details of progress. Angela Bradshaw, Dianne Gove and 
Daphné Lamirel represented AE at the meeting, who are 
supporting stakeholder involvement and communications 
activities in the project. EPND highlights for year 1 include the 
launch of its Cohort Catalogue, which brings together information 
on over 60 European research cohorts (involving almost 
160,000 research participants), development of 
recommendations for the EPND data governance framework, 
and the creation of standard operating procedures for several 
types of biomarkers. To learn more about the EPND project, 
visit their website, here: https://epnd.org/ 

14 December: "All About Us" mindful life-
storytelling game, developed by MinD project, 
features on BBC World Service "People fixing the 
world" 

The All About Us mindful 
life-storytelling game, 
which was developed by 
the European consortium 
MinD and produced by 
company Relish, was 
launched in February 
2022 whence it became 
available commercially. It 
has since been purchased 
and used by people 
looking for something 
different for their loved ones living with dementia, in dementia 
groups as well as in other research projects as ice breakers. For 
example, it was used in the IDoService project, and dementia 
support worker, Emma, rom Age UK Salford was speaking 
warmly about using the game with people with dementia at the 
IDoService symposium in October. 

The game has since been recognised internationally through 
inclusion in the BBC World Service series People Fixing the 

https://discover.epnd.org/
https://epnd.org/
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World. In the episode, "Board Games Fixing the World", 
Professor Kristina Niedderer discusses the design and benefits 
of the All About Us game. The game has been co-designed and 
evaluated by researchers from the MinD team together with 
people with dementia, care partners and carers in four 
countries, including the UK, Germany, The Netherlands and 
Spain. Its aim is to provide support to people with early to mid-
stage dementia, especially following the diagnosis. Based on 
concepts of life-storytelling and mindfulness, the game 
encourages players to talk about, and reflect on, their life 
experiences and aspirations to help payers focus on what they 
can and want to do with their life. 

You can listen to the recording "Board Games Fixing the World" 
here: https://www.bbc.co.uk/programmes/w3ct3j3f  

The game was launched in February this year in collaboration 
between the MinD team and dementia wellbeing specialists 
Relish under the trademarked name All about Us, and it is now 
for sale on the Relish website and via online retailers: 

https://relish-life.com/dementia-games/group-games/all-about-us/  

Further information on the MinD project is available from the 
project website: http://www.designingfordementia.eu 

For any questions or suggestions about the MinD project and its 
activities, please contact Professor Niedderer at 
k.niedderer@mmu.ac.uk  

 

 

21 December: Members of the EU-FINGERS and 
LETHE Advisory Boards enjoy a social gathering 
before Christmas 

On 21 December, the 
members of the EU-
FINGERS and LETHE 
Advisory Boards 
participated in a joint 
social gathering before 
Christmas. During the 
meeting, members 
shared their plans for the 
holidays and thoughts 
about the upcoming 
festive time. They also 
discussed about popular Christmas traditions around Europe. It 
was a nice atmosphere and the project’s partners thanked the 
group and highlighted that it had been a pleasure to work with 
all members this year. The meeting was closed by wishing 
everyone a happy festive season. 

Alzheimer Europe, in close coordination with the other 
partners, is responsible for the coordination of both Advisory 
Boards. AE Project Officers Cindy Birck and Ana Diaz 
participated in the event. 

For more information about EU-FINGERS and LETHE projects, 
visit: www.eufingers.com and www.lethe-project.eu 

 

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: 

EPND – grant agreement 101034344 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. 

 

 

 

https://www.bbc.co.uk/programmes/w3ct3j3f
https://relish-life.com/dementia-games/group-games/all-about-us/
http://www.designingfordementia.eu/
mailto:k.niedderer@mmu.ac.uk
http://www.eufingers.com/
http://www.lethe-project.eu/
http://www.jpnd.eu/
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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 (Greens-
EFA); Ernest Urtasun (Greens/EFA). Sweden: Jytte Guteland (S&D); Peter Lundgren (ECR).  

 

 

EU DEVELOPMENTS 
30 November: European Association of Service 
providers for Persons with Disabilities (EASPD) 
hosts European premiere of documentary 
“Ukraine: Paused Reforms” 

On 30 November, the European Association of Service providers 

for Persons with Disabilities (EASPD) hosted the European 
premiere of the documentary “Ukraine: Paused Reforms”. 
The documentary addresses the realities of persons in 
vulnerable situations, including persons with disabilities, 
who have been forced to remain in Ukraine since the 
outbreak of full-scale war.  

According to the UNICEF Ukraine Country Office’s 2021 annual 

report, Ukraine has one of the highest rates of children in 
residential care institutions in the world. Since 2017, Ukraine 
began to implement a deinstitutionalisation reform which 
aimed to set the country on the path to development of 
community-based services for children and persons with 

disabilities. With the onset of the full-scale invasion of the 
country by the Russian Federation however, many of these 
reforms were forced to be put on pause. This pause has left 
thousands of vulnerable people, including many persons with 
disabilities, who remain in the country, without access to their 
basic human rights.  

Filmed in September 2022, “Ukraine: Paused Reforms” 
addresses the continuation of institutional services within the 
country, many of which result in the long-term 
institutionalisation of their residents. The documentary also 
highlights the essential nature of support services, regardless of 
war, and the devastating impact that the unavailability of 

https://www.easpd.eu/fileadmin/user_upload/Projects/Inclusive_Consideration_Guidelines_French_Complete.pdf
https://www.easpd.eu/fileadmin/user_upload/Projects/Inclusive_Consideration_Guidelines_French_Complete.pdf
file:///C:/Users/TaRekhi/AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/SB575JTT/Ukraine-2021-COAR.pdf%20-%20UNICEF
file:///C:/Users/TaRekhi/AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/SB575JTT/Ukraine-2021-COAR.pdf%20-%20UNICEF
https://www.youtube.com/c/AlzheimerEurope
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quality, community-based services have on the lives of people 
with disabilities.  

Alongside the documentary viewing the event also hosted two 
panel discussions. The first panel looked at the reality of 
deinstitutionalisation in Ukraine today. A second panel looked 
at the role of the EU in supporting deinstitutionalisation in 
Ukraine. 

The first panel included the participation of Varvara Alybok, a 
resident at Mukachevo Children Internat in Ukraine. At the age 
of 33 she remains a resident of the institution but spoke of her 
desire to live independently and live her own life. 

Halyna Kurylo of DRI Advocacy Ukraine, highlighted the 
continuation of a medical model of disability in Ukraine, which 
defines the institutional system and too often leads to the long-
term institutionalisation of many people who are in vulnerable 
situations. Ms Kurylo reminded the room that institutions are 
not compatible with human rights and stressed that lives of 
people living in institutions cannot be put on pause even in 
times of war. 

Looking to the reconstruction of Ukraine, Eric Bloemkolk from 
the SOFT Tulip Foundation, stressed the need for the EU and 
other key actors to include persons with disabilities in the 
reconstruction process, making them not only recipient of 
services, but also co-creators of a more inclusive Ukraine. 

The final panel included representatives of Ukrainian 
government, who expressed the government’s 
commitment to deinstitutionalisation. Uliana Tokarieva, 
Deputy Minister of Social Policy of Ukraine spoke of the 
need to build back better, which included the adaptation 
of legislation and targeting resources to community-
based services throughout the country. Daria Herasymchuk, 

Advisor and Commissioner of the President of Ukraine on 
Child`s Rights and Children Rehabilitation maintained that 
Ukraine’s path towards deinstitutionalization has not stopped 
in the face of war, but continues to make progress, albeit at a 
slower pace. With the country currently baring the 
repercussions of the full-scale invasion, which includes regular 
cuts to power and a scarcity of gas during the winter month, Ms 
Herasymchuk, also stressed the need for additional 
international support to ensure that this progress is sustained.  

Speaking at the launch of the event Maya Doneva, EASPD 
Secretary General, said “The rights of the country's most 
vulnerable must not be forgotten, even at times of war. 
EASPD urges the Ukrainian government to work with key 
international partners as well as local organisations who 
are implementing community-based services to continue 
Ukraine’s path towards deinstitutionalisation.” 

To watch the documentary, click here. To watch the panel discussions, 
click here. 

1 December: European Court of Auditors 
publishes special report 

The European Court of Auditors (ECA) 
have published a special report 
examining whether the Commission 
provides high-quality European 
statistics identifying a number of 
weaknesses that still need to be 
addressed.  

Relevant to dementia, the report found 
that ‘causes of death’ data is significantly different across 
countries, despite a number of guidelines on harmonisation. As 
such, for ‘causes of death’ data for dementia, Member States 
encode dementia in very different ways. Despite dementia 
being one of the most expensive diseases and the second 
leading cause of death in high-income countries, data is 
inconsistent. For example, Alzheimer's disease accounts 
globally for 60-70 % of all dementia cases, yet its share under 
the ‘dementia’ category in ‘causes of death’ varied in 2018 from 
3.4 % in Malta to 99.9 % in Romania.  

The ECA makes several recommendations to improve the 
quality of European statistics. These include better meeting 
user needs, prioritising EU funding for innovative projects, 
improving the quality assessment of European statistics, and 
reconsidering the current practice of pre-releasing statistics. 
The full report is available at:  

https://www.eca.europa.eu/en/Pages/DocItem.aspx?did=62590 

5 December: European Commission publishes 
Health at a Glance report 

The European Commission and 
the Organisation for Economic 
Co-operation and Development 
have published “Health at a 
Glance: Europe”, as part of the 
ongoing series which assesses 
EU Member States’ health systems.  

The 2022 edition examines key challenges in developing 
stronger, more resilient health systems following the COVID-19 
pandemic. This report reflects on the pandemic’s disruption of 
health services for non-COVID patients, as well as the policy 
responses European countries deployed to mitigate the 
negative consequences of these disruptions. In addition, it 
addresses behavioural and environmental risk factors that have 
significantly impacted people's health and mortality, including 
the importance of prevention of both communicable and non-
communicable diseases. 

Alzheimer’s and other dementias are noted to have accounted 
for 5% of all deaths in the EU in 2019, with the number of deaths 
increasing by over 50% in the decade up to 2019. It also noted 
that deaths from all causes are classified to ICD-10 codes A00-
Y89, excluding S00-T98. The grouping Alzheimer’s disease and 
other dementias include G30 (Alzheimer) and F01-F03 (other 

https://youtu.be/6gN-uXTPlUc
https://youtu.be/I07QkYLEEl8
https://youtu.be/I07QkYLEEl8
https://www.eca.europa.eu/en/Pages/DocItem.aspx?did=62590
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dementias). Mortality rates are based on the number of deaths 
registered in a country.  

The rates are age-standardised to the revised European 
standard population adopted by Eurostat in 2012 to remove 
variations arising from differences in age structures across 
countries and over time. The full Health at a Glance report is 
available at: 

 https://health.ec.europa.eu/state-health-eu/health-glance-
europe_en  

8 December: Council of the European Union 
adopts Conclusions on disability and the labour 
market 

On 8 December, the 
Employment, Social Policy, 
Health and Consumer Affairs 
Council (EPSCO) adopted Council 

Conclusions relating to disabilities and the labour market. These 
included: 

• Identifying the additional barriers faced by women with 
disabilities  

• Highlighting the issue of persons with disabilities being 
unable to retain disability allowance when in employment 

• Acknowledging the need for personal assistance, sign 
language interpretation and other support services in the 
workplace to assist in the provision of reasonable 
accommodation  

• The importance of remote working to support persons with 
dementia access the labour market  

• The need to invest in inclusive education and the transition 
towards the labour market. 

Whilst non-binding, the Council Conclusions are used to identify 
particular issues of interest to the Member States and can set 
the direction of future EU policies. The full Council Conclusions 
are available at: 

 https://www.consilium.europa.eu/en/meetings/epsco/2022/12/08/  

8 December: Council of the EU adopts 
recommendations on long term care 

On 8 December, the Employment, Social Policy, Health and 
Consumer Affairs Council (EPSCO) adopted a recommendation 
on long-term care in the EU. The recommendation was made as 
part of the European Commission’s European Care Strategy, 
which also included a recommendation on early years care and 
education.  

The Commission recommends that Member States draw up 
national action plans to make 
care in the EU more available 
and accessible, as well as 
improving the quality. Some 
of the key provisions within 
the recommendation include: 

• Ensuring that long-term care is timely, comprehensive and 
affordable 

• Increasing the offer and mix of professional long-term care 
services (including homecare, community-based care and 
residential care etc.) 

• Closing territorial gaps in the access to long-term care, as 
well as ensuring that long-term care services and facilities 
are accessible to people with disabilities 

• Ensuring high-quality criteria and standards for long-term 
care providers 

• Supporting informal carers through training, counselling, 
psychological and financial support 

• Mobilising adequate and sustainable funding for long-term 
care, including by using EU funds. 

The Care Strategy will also include a dedicated framework of 
indicators that will be used to monitor countries’ progress. The 
European Commission will support Member States through EU 
funding, mutual learning, and better data, with a progress 
report due to be submitted to the Council within 5 years. The 
full long-term care recommendation is available at: 

https://www.consilium.europa.eu/en/meetings/epsco/2022/12/08/  

13 December: European Commission adopts EU 
Global Health Strategy  

The European Commission has adopted a new EU Global Health 
Strategy which aims to improve global health security, defining 
the role and responsibility of the EU in the in tackling key global 
challenges and health inequalities.  

The strategy positions global health as an essential pillar of EU 
external policy and as an external dimension of the European 
Health Union. It also puts forward three interrelated priorities: 

• Delivering better health and well-being of people across 
the life course 

• Strengthening health systems and advancing universal 
health coverage 

• Preventing and combatting health threats, including 
pandemics, applying a One Health approach. 

The strategy seeks to support the universal health-related 
targets in the 2030 Sustainable Development Goals, focusing on 
achieving universal health coverage, strengthening primary 
health care and tackling the root causes of ill-health, such as 
poverty and social inequalities.  

In addition, it identifies three key enablers for better health, 
namely digitalisation, research, and a skilled labour force, 
outlining concrete actions to make progress in these areas. 

13 December: European Parliament adopts report 
on disability rights 

The European Parliament has adopted a report, “Towards equal 
rights for persons with disabilities”, which was developed by 
rapporteur Anne-Sophie Pelletier MEP (France, The Left). The 
text was adopted with 526 votes in favour, 10 against and 83 
abstentions). 

https://health.ec.europa.eu/state-health-eu/health-glance-europe_en
https://health.ec.europa.eu/state-health-eu/health-glance-europe_en
https://www.consilium.europa.eu/en/meetings/epsco/2022/12/08/
https://www.consilium.europa.eu/en/meetings/epsco/2022/12/08/
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The report proposes a number of specific measures to address 
the social, legal, and political framework for disability rights, 
including:  

• The adoption of the horizontal health treatment directive  

• A reform of the European electoral law  

• A legislative act to expand the remit of the EU Disability 
Card  

• A revision of the Employment Directive. 

In addition, the report addressed issues related to equal 
recognition before the law, specifically related to legal capacity 
and equal recognition before the law. It calls for the 
Commission and Member States to reform their legal systems 
to abolish restrictions on the legal capacity of persons with 
disabilities and replace substituted decision-making regimes by 
supported decision-making. The full report can be accessed at:  

https://www.europarl.europa.eu/news/en/press-
room/20221209IPR64418/disability-rights-parliament-calls-for-a-

paradigm-shift 

13 December: European Group of Governmental 
Experts on Dementia meets online  

The European Group of Governmental Experts on Dementia has 
met online, holding its final meeting of 2022, exchanging 
information and knowledge on the latest developments on 
dementia policy and practice.  

The meeting was attended by representatives of 16 countries: 
Austria, Belgium (Flanders), Bulgaria, Czech Republic, Finland, 
Germany, Iceland, Israel, Latvia, Luxembourg, Netherlands, 
Norway, Poland, Slovenia, Switzerland and the United Kingdom 
(Scotland). Representatives from the European Commission 
(DG SANTE), the Organisation for Economic Cooperation and 
Development (OECD) the World Health Organization (WHO) 
and WHO Europe were also present.  

Belgium (Flanders) shared how they had approached the issue 
brain health, noting that a growing body of evidence (including 
the Lancet Commission on dementia) suggested that modifiable 
risk factors could account for up to 40% of dementia diagnoses. 
An outline was provided of the recent “2voordeprijs1” (two for 
the price of one) campaign, in which the Flemish Dementia 
Expert Centre worked with other public health stakeholders, to 

raise awareness amongst the public about how actions to 
support good heart health were also beneficial for the brain. 

The Czech Republic shared plans for two projects in the country 
in relation to dementia friendly communities. The “Let’s be 
dementia friendly” will create and test criteria for dementia-
friendly community on city level in the Central Bohemian 
Region until 2024, whilst a project commencing in 2024 will 
focus on the implementation of aspects of the country’s 
national dementia plan through the development of guidelines 
for health and social services, as well as the scaling-up of the 
Let's be dementia friendly project. 

The European Commission provided an update on its Healthier 
Together initiative which focuses on addressing non-
communicable diseases (NCDs) in Member States. During the 
presentation, the priority areas for the workstreams was 
highlighted, including those featured in the EU4Health Work 
Programme 2023. There is a dedicated Joint Action on dementia 
and other neurological condition, with EUR 4 million of 
allocated funding, as well as an Action Grant to support 
stakeholders in work related to the prevention of dementia and 
neurological diseases, which has been allocated EUR 1 million. 

The WHO presented two of its recent publications related to 
dementia. The first was the launch (in October 2022) of the 
dementia research blueprint which summarises the current 
state of dementia research across six themes, identifying 
existing knowledge gaps, as well as outlining 15 strategic goals 
with actions and timebound milestones. The second was a 
position paper on optimising brain health across the life course, 
a technical complement to the Intersectoral global action plan 
on epilepsy and other neurological disorders 2022–2031. The 
position paper provides a conceptual framework for what brain 
health is and how brain health can be optimized throughout life 
with actions across a number of different determinants.  

The OECD updated the group on recent work examining the 
challenges and policy options for dementia care across OECD 
countries. They provided an update on the changing 
demographic nature of populations, including the numbers of 
people living with dementia. In addition, it was noted that the 
pandemic heavily affected people living with dementia, 
including an increase in isolation and loneliness. However, 
many lessons from the pandemic were learned including 
embedding the use of technology and the creation of specific 
programmes for people with dementia. Additional good 
practice measures have been identified by the OECD relating to 
diagnosis, care coordination, support for information caregivers 
and advanced care planning. The next meeting of the group is 
expected to take place on 6-7 June 2023. 

15 December: European health civil society 
organisations publish engagement position 
paper 

The EU4Health Civil Society 
Alliance has published a joint 
paper on the ways to build more 

https://www.europarl.europa.eu/news/en/press-room/20221209IPR64418/disability-rights-parliament-calls-for-a-paradigm-shift
https://www.europarl.europa.eu/news/en/press-room/20221209IPR64418/disability-rights-parliament-calls-for-a-paradigm-shift
https://www.europarl.europa.eu/news/en/press-room/20221209IPR64418/disability-rights-parliament-calls-for-a-paradigm-shift
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meaningful engagement of public health civil society 
organisations (CSOs) in EU policy-making.  

The document stresses the key role played by health CSOs and 
provides elements on how their participation to EU policy-
making could be enhanced. Alzheimer Europe is one of 18 
organisations to have endorsed the position paper.  

The joint paper provides five key recommendations: 

• The European Commission should develop, in cooperation 
with civil society, a dedicated and overarching Strategy for 
Civil Society as a proactive step towards meaningful civil 
society engagement. 

• The strategy should promote and strengthen a civil and 
social dialogue, establish a dedicated civic space on health 
policy, strengthening and going beyond the EU Health 
Policy Platform, and avoiding the shrinking space for CSOs. 
The involvement of health CSOs should grow beyond their 
inclusion in consultations and expand to programme 
development, policy debates and agenda-setting for EU 
strategic priorities.  

• The Strategy should recognise health CSOs for their crucial 
role in times of crisis, in building the European identity, and 
in democratic processes, being the intermediaries between 
citizens and policy makers.  

• The Strategy should provide a clear framework for 
cooperation with civil society at the EU level, ensuring 
stability and long-term planning. Key commitments on the 
protection, financial support and level of independence of 
CSOs should address the aforementioned gaps in the 
protection of democracy.  

• Funding frameworks organised by the European 
Commission should be transparent, multiannual and 
aligned across the different DGs to avoid any discrepancies 
between sectors. 

Finally, the paper concludes that the European Commission 
must maintain the momentum on (public) health as a priority 
within the political agenda over the coming years. 

The full position paper is available at:  

https://eu4health.eu/towards-meaningful-engagement-of-health-
civil-society-organisations-in-eu-public-health-policymaking-joint-

position-paper/  

POLICY WATCH 
2 December: Dementia has become the leading 
cause of death in Belgium 

Between 2004 and 2019, dementia (caused by, among other 
things, Alzheimer's disease) has gradually become one of the 
leading causes of death in Belgium. This is what emerges from 
new analysis by the Sciensano Health Institute. This rise in 
dementia is mainly due to the fact that deaths caused by 
cardiovascular diseases, by far the main cause of death in 
Belgium from a historical point of view, are decreasing year by 
year. 

Sciensano analysed the death certificates collected by the 
statistical office Statbel and classified all deaths according to 
130 unique causes of death. The detailed analyses allowed 
comparisons to be made regarding year, age, gender and 
province. In 2019, the last year for which these estimates were 
made, coronary heart disease and dementia were the leading 
causes of death in Belgium. Each was responsible for about 9% 
of all deaths. Stroke and lung cancer took third and fourth place, 
each with a share of about 7% of all deaths. This ranking is very 
different from that of 2004, when coronary heart disease and 
stroke still accounted for 15% and 10% of all deaths 
respectively, and dementia for only 5%. 

"The gradual rise of dementia, but especially the sharp decline 
in cardiovascular diseases as a cause of death, and recently the 
limited decline in the number of deaths due to lung cancer, 
means that dementia is becoming the leading cause of death in 
Belgium," explains Brecht Devleesschauwer, epidemiologist at 
Sciensano. 

However, the national figures hide a number of important 
differences between men and women. Among men, coronary 
heart disease and lung cancer still lead the way, with a share of 
10 and 9% of all deaths respectively. Only 6% of men die of 
dementia. In women, on the other hand, dementia has already 
been the leading cause of death since 2013. In 2019, almost 12% 
of all deaths in women were due to dementia, compared to 8% 
due to coronary heart disease and stroke. Among women in 
particular, deaths from lung cancer are also on the rise. 

You can read the full details of this study (in French), here:  

https://www.sciensano.be/fr/coin-presse/la-demence-devient-la-
principale-cause-de-deces-en-belgique  

16 December: The Alzheimer Society of Ireland 
holds Christmas jumper fundraiser with Irish 
Parliament 

The Alzheimer Society of Ireland (ASI) held a Christmas Jumper 
Fundraiser, and this year brought the event to the Irish 
Parliament.  

https://eu4health.eu/towards-meaningful-engagement-of-health-civil-society-organisations-in-eu-public-health-policymaking-joint-position-paper/
https://eu4health.eu/towards-meaningful-engagement-of-health-civil-society-organisations-in-eu-public-health-policymaking-joint-position-paper/
https://eu4health.eu/towards-meaningful-engagement-of-health-civil-society-organisations-in-eu-public-health-policymaking-joint-position-paper/
https://www.sciensano.be/fr/coin-presse/la-demence-devient-la-principale-cause-de-deces-en-belgique
https://www.sciensano.be/fr/coin-presse/la-demence-devient-la-principale-cause-de-deces-en-belgique
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Chair of the All-Party Oireachtas Group on Dementia Senator 
Fiona O'Loughlin raised awareness of dementia with a 
Christmas Jumper photoshoot at Leinster House. The ASI team 
spoke to public representatives and heard their personal 
experiences of dementia. Minister for Mental Health and Older 
People Mary Butler TD met with The ASI team at the event and 
took the opportunity to update on dementia policy 
developments. 

 

CTAD WATCH 

 

30 November: Eli Lilly presents top-line results of 
its Phase III TRAILBLAZER-ALZ 4 study 

On 30 November, Eli Lilly and 
Company announced that 
donanemab met its primary 
endpoints for the 6-month 
analysis in the Phase III 
TRAILBLAZER-ALZ 4 study. 
Findings were presented at the 
2022 Clinical Trials on 
Alzheimer's Disease (CTAD) 
conference in San Francisco (US). 

The TRAILBLAZER-ALZ 4 study is a multicentre, randomised and 
open-label Phase III study aiming to compare donanemab to 
aducanumab on amyloid plaque clearance in people with early 
symptomatic Alzheimer's Disease (AD). Donanemab and 
aducanumab are two investigational amyloid-targeting 
therapies. They were administered via intravenous infusions 
every four weeks for up to 18 months.  

The studies' co-primary endpoints are the percentage of 
participants who reach complete amyloid plaque clearance at 6 
months, as measured by PET scan. Findings showed that brain 
amyloid clearance was achieved in 37.9% of donanemab-
treated participants compared with 1.6% of aducanumab-
treated participants at 6 months. In a key secondary outcome, 
donanemab reduced brain amyloid plaque levels vs. baseline by 
65.2% compared with 17.0% for aducanumab at 6 months.  

The safety profile of both treatments was consistent with their 
previously published studies. Amyloid-related imaging 
abnormalities (ARIA) was the most common treatment 
emergent adverse event in both groups. In the aducanumab 
group, the incidence of total ARIA was 26.1% with 4.3% being 
symptomatic. In the donanemab group, the incidence of total 
ARIA was 25.4% with 2.8% being symptomatic. For both 
treatments, all symptomatic cases were related to ARIA-E. 

TRAILBLAZER-ALZ 4 study is ongoing and will have secondary 
analyses at 12-month and 18-month. The study is one of five 
studies that comprise the clinical program to evaluate the 
efficacy and safety of donanemab.  

https://investor.lilly.com/news-releases/news-release-details/lilly-
shares-positive-donanemab-data-first-active-comparator 

1 December: AC Immune announces further 
development of its ACI-35.030 vaccine candidate 
for Alzheimer’s disease  

Following presentation of data from their Phase 1b/2a trial of 
ACI-35.030 at the Clinical Trials in Alzheimer’s Disease (CTAD) 
conference, the company AC Immune has announced further 
Phase 2 development of this novel therapeutic. 

ACI-35.030 is a liposome-based vaccine, which consists of 
several copies of phosphorylated tau proteins encapsulated in 
a lipid bilayer. It is thought to work by stimulating the body’s 
immune response against phosphorylated tau proteins, which 
build up in tau tangles within the brain during the development 
of Alzheimer’s disease (AD).  

Following positive results in preclinical studies, AC Immune and 
Janssen Pharmaceuticals initiated their Phase 1b/2a trial of ACI-
35.030 and a similar vaccine (JACI-35.054), which tested the 

https://investor.lilly.com/news-releases/news-release-details/lilly-shares-positive-donanemab-data-first-active-comparator
https://investor.lilly.com/news-releases/news-release-details/lilly-shares-positive-donanemab-data-first-active-comparator
https://twitter.com/AlzheimerEurope
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safety, tolerability and immunogenicity of increasing doses of 
the vaccines (compared to placebo) in participants with mild 
cognitive impairment due to AD, or mild AD. The data from this 
trial was presented at CTAD by Johannes Streffer, Chief Medical 
Officer of AC Immune, who explained that participants receiving 
the vaccines exhibited a specific and sustained increase in 
antibodies against tau, with no clinical safety concerns 
observed. ACI-35.030 was identified as the more promising 
vaccine candidate, as there was more evidence of an immune 
response against the disease-associated forms of tau. As a 
result, the company announced the selection of ACI-35.030 for 
further development, in continued collaboration with Janssen 
Pharmaceuticals, Inc. Read the AC Immune press release, here: 

 https://ir.acimmune.com/news-releases/news-release-details/ac-
immunes-alzheimers-disease-vaccine-candidate-aci-35030 

1 December: Otsuka and Lundbeck presents 
positive data from phase III studies with 
brexpiprazole for agitation in AD  

On 1 December, Otsuka 
Pharmaceutical and Lundbeck 
presented findings from three 
Phase III studies showing that 
brexpiprazole significantly 
improved symptoms of agitation 
in people with Alzheimer’s 
dementia at the 2022 Clinical 
Trials for Alzheimer’s Disease 
(CTAD) conference. 

Behavioural symptoms, such as agitation, are core features in 
people with Alzheimer's disease and related dementia. 
Brexpiprazole is an antipsychotic drug, which is already licenced 
for schizophrenia. The aim of these tree 12-week, randomised, 
double-blind and placebo-controlled studies were to evaluate 
the safety and efficacy of brexpiprazole in people with agitation 
in Alzheimer’s dementia. The primary endpoint across the 
studies was improvement from baseline in the Cohen-Mansfield 
Agitation Inventory (CMAI) total score while the key secondary 
endpoint was an improvement from baseline to week 12 in the 
Clinical Global Impression-Severity (CGI-S) score related to 
agitation. 

Study 1 investigated two fixed doses of brexpiprazole (1 mg/day 
and 2 mg/day), study 2 investigated flexibly dosed 
brexpiprazole (0.5–2 mg/day) whereas study 3 investigated 
fixed doses of brexpiprazole (2 mg/day and 3 mg/day). 
 
Data showed that brexpiprazole (2 and 3 mg/day) significantly 
improved symptoms of agitation in people with Alzheimer’s 
dementia compared to placebo from baseline to week 12 in the 
CMAI total and CGI-S score as related to agitation.  

Brexpiprazole showed a favourable safety and tolerability 
profile in all three studies. The most common adverse effects 
experienced were insomnia (3.7% in the brexpiprazole group 
versus 2.8% in the control group), somnolence (3.4% versus 

1.8%), nasopharyngitis (2.7% versus 2.6%), and urinary tract 
infection (2.6% versus 1.5%). 

https://www.businesswire.com/news/home/20221201005988/en/Ot
suka-Pharmaceutical-Lundbeck-Present-Positive-Data-From-Multiple-

Phase-3-Studies-Showing-Brexpiprazole-Significantly-Improved-
Symptoms-of-Agitation-in-Patients-With-Alzheimer%E2%80%99s-
Dementia-at-the-2022-Clinical-Trials-for-Alzheimer%E2%80%99s-

Disease-Congress 

2 December: Interim analysis of Phase 2 
biomarker study of ALZ-801 presented by 
Alzheon at CTAD  

On December 2, Alzheon Chief Medical Officer, Susan 
Abushakra, presented data from the 12-month interim analysis 
of their Phase 2 biomarker study of ALZ-801, demonstrating a 
favourable safety profile and a significant reduction in the 
Alzheimer’s disease biomarker, pTau-181. 

ALZ-801 (valitramiprosate) is an oral drug that is reported to 
prevent the aggregation of amyloid proteins into toxic 
oligomers, which accumulate in the brains of people with 
Alzheimer’s disease (AD). In their Phase 2 biomarker study, 
Alzheon enrolled 84 participants with early AD, who have two 
high-risk versions of the APOE4 genetic risk factor (APOE4/4, or 
APOE3/4). In total, 75 participants (mean age 69 years, 52% 
female) completed 52 weeks on the drug, which they received 
via oral administration ALZ-801 twice daily.  

In her presentation, Dr Abushakra explained that participants 
who received ALZ-801 had a significant, 41% reduction in the 
levels of the blood biomarker, pTau-181. This biomarker signals 
an increase of tau tangles in the brain, which in turn is linked to 
Alzheimer’s disease development. In addition, hippocampal 
volumes were preserved in these participants, indicating a 
reduction in brain atrophy for participants taking ALZ-801. The 
company also announced that the Phase 3 trial of ALZ-801, 
APOLLOE4, has completed enrolment of participants with the 
high-risk APOE4/4 genotype who have early AD, at 93 trial sites 
across the US, Canada, Iceland, France, Spain Czech Republic, 
and other countries in Europe. Participants will be randomised 

https://www.businesswire.com/news/home/20221201005988/en/Otsuka-Pharmaceutical-Lundbeck-Present-Positive-Data-From-Multiple-Phase-3-Studies-Showing-Brexpiprazole-Significantly-Improved-Symptoms-of-Agitation-in-Patients-With-Alzheimer%E2%80%99s-Dementia-at-the-2022-Clinical-Trials-for-Alzheimer%E2%80%99s-Disease-Congress
https://www.businesswire.com/news/home/20221201005988/en/Otsuka-Pharmaceutical-Lundbeck-Present-Positive-Data-From-Multiple-Phase-3-Studies-Showing-Brexpiprazole-Significantly-Improved-Symptoms-of-Agitation-in-Patients-With-Alzheimer%E2%80%99s-Dementia-at-the-2022-Clinical-Trials-for-Alzheimer%E2%80%99s-Disease-Congress
https://www.businesswire.com/news/home/20221201005988/en/Otsuka-Pharmaceutical-Lundbeck-Present-Positive-Data-From-Multiple-Phase-3-Studies-Showing-Brexpiprazole-Significantly-Improved-Symptoms-of-Agitation-in-Patients-With-Alzheimer%E2%80%99s-Dementia-at-the-2022-Clinical-Trials-for-Alzheimer%E2%80%99s-Disease-Congress
https://www.businesswire.com/news/home/20221201005988/en/Otsuka-Pharmaceutical-Lundbeck-Present-Positive-Data-From-Multiple-Phase-3-Studies-Showing-Brexpiprazole-Significantly-Improved-Symptoms-of-Agitation-in-Patients-With-Alzheimer%E2%80%99s-Dementia-at-the-2022-Clinical-Trials-for-Alzheimer%E2%80%99s-Disease-Congress
https://www.businesswire.com/news/home/20221201005988/en/Otsuka-Pharmaceutical-Lundbeck-Present-Positive-Data-From-Multiple-Phase-3-Studies-Showing-Brexpiprazole-Significantly-Improved-Symptoms-of-Agitation-in-Patients-With-Alzheimer%E2%80%99s-Dementia-at-the-2022-Clinical-Trials-for-Alzheimer%E2%80%99s-Disease-Congress
https://www.businesswire.com/news/home/20221201005988/en/Otsuka-Pharmaceutical-Lundbeck-Present-Positive-Data-From-Multiple-Phase-3-Studies-Showing-Brexpiprazole-Significantly-Improved-Symptoms-of-Agitation-in-Patients-With-Alzheimer%E2%80%99s-Dementia-at-the-2022-Clinical-Trials-for-Alzheimer%E2%80%99s-Disease-Congress
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to receive oral ALZ-801 or placebo for a period of 78 weeks, with 
trial endpoints that include cognitive and functional measures 
(ADAS-Cog13, CDR-SB) as well as biomarker analyses. Read the 
Alzheon press release, here:  

https://alzheon.com/alzheon-to-present-industry-leading-biomarker-
brain-preservation-and-clinical-effects-with-oral-alz-801-

valiltramiprosate-at-15th-annual-clinical-trials-in-alzheimers-disease-
conference/ 

2 December: Treatment with anti-depressant drug 
mirtazapine does not reduce agitation in people 
with Alzheimer’s disease, according to recent 
SYMBAD trial results  

According to recent 
results from the SYMBAD 
trial, the anti-depressant 
mirtazapine may not be 
an effective treatment for 
agitation in Alzheimer’s 
disease (AD). During his 
presentation at the 
Clinical Trials in 
Alzheimer’s Disease 

conference in early December, Prof. Sube Banerjee (University 
of Plymouth, UK) explained that SYMBAD participants receiving 
mirtazapine had similar scores on a clinical scale for agitation as 
participants who received a placebo instead of the drug.  

Mirtazapine is an antidepressant used to treat major depressive 
disorder, and works by increasing levels of mood-enhancing 
chemicals serotonin and noradrenaline in the brain. 
Antidepressants such as mirtazapine are often prescribed to 
treat agitation associated with dementia, although the clinical 
value is unclear. SYMBAD was a double-blind, controlled, Phase 
3 clinical trial designed to assess the safety and efficacy of 
mirtazapine as a treatment for agitation in people with AD. 244 
participants with AD dementia and agitation were randomised 
to receive oral mirtazapine or a placebo control for a period of 
12 weeks, after which they were followed up for a year.  

While mirtazapine did not have a beneficial effect on agitation 
when compared to placebo, results presented by Prof. Banerjee 
showed that agitation was reduced in both mirtazapine and 
placebo groups in the first 12 weeks of the clinical trial, perhaps 
linked to the enhanced medical care and support provided to 
trial participants. However, there was a slight increase in 
mortality in the mirtazapine arm of SYMBAD at week 16 (7 
participants, compared to 1 in the placebo group), with Prof. 
Banerjee emphasising a need for caution in prescribing anti-
depressant drugs such as mirtazapine for agitation linked to AD 
dementia. Read the Lancet article on the SYMBAD trial, here: 

 https://www.thelancet.com/journals/lancet/article/PIIS0140-
6736(21)01210-1/fulltext#seccestitle170 

 

2 December: TauRx presents its LUCIDITY phase 
III trial top line data at CTAD 

During the Clinical Trials on 
Alzheimer's Disease (CTAD) 
conference in San Francisco 
(USA), the company TauRx 
Therapeutics Ltd presented the 
top line results from the 
LUCIDITY phase III trial for the 
treatment of Alzheimer’s disease 
(AD).  

The phase III LUCIDITY trial is a 
randomised placebo-controlled study aimed at people with 
Mild Cognitive Impairment (MCI) due to AD and mild to 
moderate dementia due to AD. In this trial, the participants are 
randomly assigned to the test group or the control group. While 
the control group receives a placebo, the test group receives 
hydromethylthionine mesylate. This oral compound, also 
known as HMTM, is a Tau Aggregation Inhibitor (TAI) with a 
strong safety profile.  

Unlike other clinical trials aim to target the amyloid protein in 
this disease, TauRx’s LUCIDITY is the only late-stage clinical trial 
focused on the use of TAIs to prevent the formation of the so-
called tau tangles. These are thought to damage nerve cells 
responsible for memory and have been suggested to correlate 
with disease severity and brain atrophy.  

The LUCIDITY phase III trial has two parts with a duration of 12 
months each, aimed at demonstrating that HMTM therapy is 
effective in delaying the clinical (signs and symptoms) and 
pathological (brain changes) progression of the disease. During 
the first part, which consists of a double-blind treatment period 
(i.e., neither the participants nor the researchers know who is 
receiving a particular treatment), HMTM was only administered 
to the test group at a dose of 16 mg/day. The second part of the 
trial is open-label (i.e., researchers and participants know the 
treatment given) and all the participants receive HMTM at a 
dose of 16 mg/day.   

Based on previous data shared by TauRx in October 2022, the 
LUCIDITY trial shows an improvement in cognition over the pre-
treatment baseline, at a dose of 16 mg/day of HMTM in 
participants with MCI due to AD. This improvement has, 
additionally, shown to be sustained over 18 months. Further 
data of the open-label extension is ongoing and expected in 
mid-2023. For more information, see these links: 

https://taurx.com/news-insights/taurx-announces-results-from-
phase-3-alzheimers-disease-study-lucidity-assuring-path-for-

regulatory-submissions  

https://www.prnewswire.co.uk/news-releases/lucidity-phase-3-
topline-data-presented-at-ctad-for-hmtm--the-only-oral-anti-tau-

therapy-in-late-stage-development-301690475.html  

Alzheimer Europe has previously reported on the results from 
this trial, on 6 October 2022. Read our earlier article, here:  

https://www.alzheimer-europe.org/news/taurx-announces-results-
its-lucidity-phase-iii-trial-ad 

https://alzheon.com/alzheon-to-present-industry-leading-biomarker-brain-preservation-and-clinical-effects-with-oral-alz-801-valiltramiprosate-at-15th-annual-clinical-trials-in-alzheimers-disease-conference/
https://alzheon.com/alzheon-to-present-industry-leading-biomarker-brain-preservation-and-clinical-effects-with-oral-alz-801-valiltramiprosate-at-15th-annual-clinical-trials-in-alzheimers-disease-conference/
https://alzheon.com/alzheon-to-present-industry-leading-biomarker-brain-preservation-and-clinical-effects-with-oral-alz-801-valiltramiprosate-at-15th-annual-clinical-trials-in-alzheimers-disease-conference/
https://alzheon.com/alzheon-to-present-industry-leading-biomarker-brain-preservation-and-clinical-effects-with-oral-alz-801-valiltramiprosate-at-15th-annual-clinical-trials-in-alzheimers-disease-conference/
https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(21)01210-1/fulltext#seccestitle170
https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(21)01210-1/fulltext#seccestitle170
https://taurx.com/news-insights/taurx-announces-results-from-phase-3-alzheimers-disease-study-lucidity-assuring-path-for-regulatory-submissions
https://taurx.com/news-insights/taurx-announces-results-from-phase-3-alzheimers-disease-study-lucidity-assuring-path-for-regulatory-submissions
https://taurx.com/news-insights/taurx-announces-results-from-phase-3-alzheimers-disease-study-lucidity-assuring-path-for-regulatory-submissions
https://www.prnewswire.co.uk/news-releases/lucidity-phase-3-topline-data-presented-at-ctad-for-hmtm--the-only-oral-anti-tau-therapy-in-late-stage-development-301690475.html
https://www.prnewswire.co.uk/news-releases/lucidity-phase-3-topline-data-presented-at-ctad-for-hmtm--the-only-oral-anti-tau-therapy-in-late-stage-development-301690475.html
https://www.prnewswire.co.uk/news-releases/lucidity-phase-3-topline-data-presented-at-ctad-for-hmtm--the-only-oral-anti-tau-therapy-in-late-stage-development-301690475.html
https://www.alzheimer-europe.org/news/taurx-announces-results-its-lucidity-phase-iii-trial-ad
https://www.alzheimer-europe.org/news/taurx-announces-results-its-lucidity-phase-iii-trial-ad
https://www.facebook.com/alzheimer.europe
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SCIENCE WATCH 
1 December: Early start of anti-dementia 
medication is linked to lower health and social 
care costs, according to a Finnish health 
economics study  

A new study, published in the European Journal of Health 
Economics, has revealed that people who start anti-dementia 
medication within 3 months of receiving an Alzheimer’s disease 
(AD) diagnosis have lower cumulative costs over two years than 
peers who start taking medication later. 

AD and related dementias are known to incur substantial direct 
and indirect costs, estimated at between EUR33,339 and 
EUR38,197 for an 18 month period in countries such as France, 
Germany and the UK. Recent studies have shown that starting 
anti-dementia medications (such as donepezil and galantamine) 
may help reduce costs by delaying disease progression and 
institutionalisation. In their new analysis, a team of researchers 
led by Prof. Miika Linna (University of Eastern Finland) studied 
a community-based cohort of 7454 Finnish people who had 
their first diagnosis of AD in 2012, assessing whether the timing 
of medication start impacts on the cumulative costs of AD over 
a two-year period.  

Analysing individual-level data from Finnish national registries 
on health, social care and other parameters, Prof. Linna and 
colleagues identified 316,470 individuals aged over 74 in 2011-
2014. Of these, 7,454 received an AD diagnosis when they were 
still living at home. People who purchased anti-dementia 
medications within 3 months of diagnosis were classified as 
“early starters”, and comparison of the social and health care 
costs for “early” and “late” starters revealed a 26.5% reduction 
in cumulative costs over two years for individuals who started 
anti-dementia medications sooner. This equates to an average 
cost of EUR30,787 for early starters, compared to EUR40,484 
for late starters. The researchers also found that the trend for 
higher costs in late medication starters also continued after 
admission to long-term care. Read the full article, here:  

https://link.springer.com/article/10.1007/s10198-022-01553-8 

1 December: Scottish FA completes research into 
heading the ball in football training and 
introduces new guidance for the adult game 

Following the 
implementation of world-
leading heading 

guidelines for all age 
groups from six to 17 
years old in 2020, the 
Scottish FA – in 
conjunction with 
Hampden Sports Clinic – 
has completed new 
research into heading in 
training. This latest study 
has included data and 
insights from across the 
men’s and women’s adult 
game [18 and over] with 
recommendations 
published following consultation with key groups, including 50 
clubs across the professional men’s and women’s games, PFA 
Scotland and the Coaches’ and Managers’ Association. 

The Scottish FA surveyed a number of SPFL and SWPL clubs to 
better understand current heading practices within the 
professional game. A follow-up survey was conducted with 
managers and coaches, with over 70 percent being supportive 
of heading guidelines being introduced. In a further recent 
survey of players carried out in conjunction with PFA Scotland, 
the majority of players [64 percent] believed heading should be 
limited in training. 

Overseen by the Scottish FA’s Chief Medical Consultant, Dr John 
MacLean, and Hampden Sport Clinic’s Head of Research and 
Education, Dr Katy Stewart, the following guidelines have been 

shared with the adult game – including professional level – for 
immediate introduction: 

• Training exercises which could involve repeated heading 
should be carried out no more than once a week. 

• Training exercises which could involve repeated heading 
should not take place on MD-1 or MD+1; this includes 
activities such as crossing and finishing and set piece 
practice. 

• Clubs should plan and monitor heading activity in training 
to reduce the overall heading burden.  

The guidelines have been written with player welfare at the 
foremost consideration. The possible link between heading, 
head injury and neurodegenerative disease in football will 
continue to be the subject of scientific research and these 
guidelines will continue to be reviewed in the light of any new 
evidence. 

View the Adult Heading Guidance document here: 

https://www.scottishfa.co.uk/media/9832/heading-guidance-adult-
football-18plus.pdf  

https://www.scottishfa.co.uk/football-development/participation/childrens-youth-football/heading/
https://www.scottishfa.co.uk/football-development/participation/childrens-youth-football/heading/
https://www.scottishfa.co.uk/media/9832/heading-guidance-adult-football-18plus.pdf
https://www.scottishfa.co.uk/media/9832/heading-guidance-adult-football-18plus.pdf
https://www.scottishfa.co.uk/media/9832/heading-guidance-adult-football-18plus.pdf
https://www.scottishfa.co.uk/media/9832/heading-guidance-adult-football-18plus.pdf
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6 December: New study investigates the 
association between antidementia medication 
use and mortality in people with dementia with 
Lewy bodies 

Dementia with Lewy 
bodies (DLBs) is a 
common cause of 
dementia but has higher 
mortality than 
Alzheimer’s disease. In a 
recent study published in 
the journal PLOS 

Medicine, researchers from the University of Cambridge (UK) 
examined the association between antidementia medication 
with hospital admissions, length of stay and mortality in people 
with DLBs. 

In this study, the primary aim was to investigate whether the 
use of antidementia drugs (including acetylcholinesterase 
inhibitors [AChEIs] and memantine) was associated with an 
altered risk of death in people with DLB. The second aim was to 
investigate the association of AChEIs and/or memantine with 
the risk of hospital admission (planned or unplanned) and 
corresponding duration of hospital stay, for mental and physical 
disorders, in people with DLB. 

Researchers used data from several clinical records and 
identified 592 people with DLB, including 219 who never took 
AChEIs or memantine, 100 who took AChEIs only and 273 who 
took both AChEIs and memantine between 1 January 2005 and 
31 December 2019. 

Findings showed that people taking AChEIs alone or with 
memantine had a significantly lower risk of death and shorter 
hospital stays. Significantly shorter periods of unplanned 
hospital admission were seen for physical disorders in people 
taking AChEIs or both AChEIs and memantine but there was no 
difference in the length of stay for planned admissions for 
physical disorders or for admissions for mental health disorders. 
No significant additional associations of memantine on 
admission, length of stay, and mortality were found. 

https://doi.org/10.1371/journal.pmed.1004124 

9 December: New research measures the impact 
of bilingualism on cognitive reserve 

Recent findings from the EU-
funded BILINGUALPLAS project 
showed the association between 
bilingualism and cognitive 
reserve. Cognitive reserve refers 
to individual differences in how 
tasks are performed that may 
allow some people to be more 
resilient than others. In general, 
cognitive reserve may be 

developed by taking part in cognitively stimulating activities 

including physical exercise, social interaction, learning new 
skills such as musical instruments and languages. 

Researchers from the Basque Center on Cognition, Brain and 
Language (Spain) were interested in the last factor and 
measured the impact of bilingualism on cognitive reserve. 
Spanish people aged between 60 and 80 were recruited and 
underwent a neuropsychological assessment to estimate 
cognitive reserve levels and ensure that they were cognitively 
healthy. Then, they attended a second session to perform two 
tasks while an electroencephalographic recording was made. 
The aim of this measurement was to investigate what happens 
in the brain when task switching, since it mimics the switching 
that goes on in the brain of a bilingual person when they move 
from language to language. Results showed that people with 
high cognitive reserve performed the task more accurately than 
those with lower cognitive reserve. In addition, the deployment 
of brain activity was greater in people with high compared to 
low cognitive reserve. 

https://cordis.europa.eu/article/id/442479-can-learning-a-language-
mitigate-the-impact-of-alzheimer-s-disease 

14 December: Dementia-inclusive choir helps 
with the social inclusion and empowerment of 
people with dementia  

In a new study published in 
Activities, Adaptation and Aging, 
researchers undertook a 
qualitative analysis of an 
inclusive choir for people with 
dementia. The choir project was 
developed through joint 
reflection between the 
Fondation Médéric Alzheimer, 
and a daycare centre for people 
with dementia located in a geriatric hospital in Versailles, 
France. This inclusive choir comprised 12 people with dementia, 
4 daycare centre staff, and 3 volunteers from the hospital, out 
of which 2 dropped out after the first rehearsal. The choir was 
directed by a professional singing teacher trained in music 
therapy and with experience working with people with 
dementia. 14 one-hour rehearsals were held and this amounted 
to a Christmas concert with 9 songs, that was attended by 
members of the public, hospital volunteers, and professionals. 

Findings demonstrated that the people living with dementia felt 
involved in the project and experienced enjoyment from 
participating in the choir. They learned new songs, sang in 
several languages and memorised a short song that was sung in 
canon. Their participation led to feelings of empowerment and 
inclusion, and they displayed increased confidence levels. The 
care staff workers experienced a shift in their relational position 
with the people with dementia, seeing themselves as their 
singing partners in addition to their caregivers. The volunteers, 
experienced a shift in their perception of dementia, and, a 
reduction in the stigma towards the condition and the 
capacities of people with dementia. All participants reported a 

https://doi.org/10.1371/journal.pmed.1004124
https://cordis.europa.eu/article/id/442479-can-learning-a-language-mitigate-the-impact-of-alzheimer-s-disease
https://cordis.europa.eu/article/id/442479-can-learning-a-language-mitigate-the-impact-of-alzheimer-s-disease
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sense of group cohesion and connection to the other choir 
members. 

The study authors concluded that their analysis was in line with 
that of previous inclusive choir studies, which show that such 
dementia-inclusive approaches can improve people with 
dementia’s sense of belonging in society and confidence, and 
can help combat the societal stigma that surrounds the 
condition. 

https://www.tandfonline.com/doi/abs/10.1080/01924788.2022.2151
801?journalCode=waaa20 

14 December: New research may explain why 
women are at greater risk for AD 

Previous research has shown that women are at a higher risk for 
developing Alzheimer’s disease (AD) than men. In a new study 
published in the journal Science Advances, US researchers from 
Scripps Research and Massachusetts Institute of Technology 
reported that the higher AD incidence in women could be linked 
to a modified immune system protein. 

In the study, researchers conducted post-mortem autopsies on 
40 human brains. Half of the brains were from people who had 
died of AD and half were from people who hadn’t. Each group 
had an equal number of males and females.  

Findings showed that women who died from AD had a higher 
amount of a chemically-modified version of an inflammatory 
immune protein called complement C3 in their brains compared 
to men who died with the disease. The chemical reaction 
making this modified version of complement C3 is called protein 
S-nitrosylation. Results revealed that the amount of S-
nitrosylated complement C3 was more than six times higher in 
female brains with AD than in male brains with AD. Levels were 
also 34.2 times higher in female brains with AD than in female 
brains without the disease. 

The study also showed that the hormone oestrogen helps 
protect against the production of this form of complement C3. 
However, oestrogen levels drop during menopause. The 
researchers believe the drop in estrogenic caused by 
menopause may leave women more vulnerable to this modified 
version of complement C3. 

https://www.science.org/doi/10.1126/sciadv.ade0764 

15 December: Cognition Therapeutics expands 
its SHINE Phase II trial for mild to moderate AD in 
Europe 

On 15 December, 
Cognition Therapeutics, a 
biopharmaceutical 
company engaged in the 
discovery and 
development of 
innovative, small 
molecule therapeutics 
targeting age-related 
degenerative disorders of the central nervous system and 
retina, announced the expansion of its Phase II SHINE clinical 
trial from US to include sites in Europe. 

The SHINE study is a double-blind and placebo-controlled Phase 
II clinical trial designed to enrol up to 144 people with mild-to-
moderate Alzheimer’s disease (AD). Participants will be 
randomised to receive either placebo or one of two doses of 
CT1812, taken orally daily for six months.  

Brain Research Center in Amsterdam (Netherlands) is the first 
European site to enrol participants in the Phase II SHINE study. 
The trial will also include sites in Spain and Czech Republic. 

https://ir.cogrx.com/news-releases/news-release-details/first-
participant-dosed-europe-cognition-therapeutics-expand 

 

MEMBERS’ NEWS 
13 December: “Rencontres France Alzheimer” 
features formal message from French Minister of 
Solidarity 

France Alzheimer hosted its « 
Rencontres France Alzheimer » on 
13 December. The event was a great 
success and included a formal 
message from the French Minister 
of Solidarity, Jean-Christophe 
Combe, during the opening session. 
France Alzheimer hopes this may 
lead to action from the Government 
in January regarding the French 
neurodegenerative diseases road-
map 2021-2022 and the next steps. 

All the replays are accessible here:  

https://www.youtube.com/playlist?list=PLCq-
e7n2r6WiGO0a_Y2osk1a-zt51PMDd  

 

 

https://www.tandfonline.com/doi/abs/10.1080/01924788.2022.2151801?journalCode=waaa20
https://www.tandfonline.com/doi/abs/10.1080/01924788.2022.2151801?journalCode=waaa20
https://www.science.org/doi/10.1126/sciadv.ade0764
https://ir.cogrx.com/news-releases/news-release-details/first-participant-dosed-europe-cognition-therapeutics-expand
https://ir.cogrx.com/news-releases/news-release-details/first-participant-dosed-europe-cognition-therapeutics-expand
https://www.youtube.com/playlist?list=PLCq-e7n2r6WiGO0a_Y2osk1a-zt51PMDd
https://www.youtube.com/playlist?list=PLCq-e7n2r6WiGO0a_Y2osk1a-zt51PMDd
https://www.youtube.com/c/AlzheimerEurope
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14 December: National Gallery of Slovenia 
“Dementia-Friendly Point” receives prestigious 
international award 

This year, the National Gallery of 
Slovenia received the ICOM award for 
the project titled “National Gallery – The 
Dementia Friendly Point”. ICOM (the 
International Council of Museums) is the 
world’s leading, non-profit, 
nongovernmental organisation 

connecting museums of all kinds and disciplines, other member 
institutions and experts in a worldwide communications 
network. The ICOM has more than 30,000 members from 137 
countries. 

Starting in 2021, the National Gallery, in cooperation with 
Spominčica – Alzheimer Slovenia, started organising a number 
of activities to adapt museum contents and programmes to 
people with dementia. The authors and providers of this 
content are doing pioneering work, with which the National 
Gallery, as the first museum institution in Slovenia, acquired the 
title of Dementia Friendly Spot – as a part of the Dementia 
Friendly Points network established by Spominčica – Alzheimer 
Slovenia. They also participated with Spominčica – Alzheimer 
Slovenia in the 

international Erasmus+ project, Art vs Dementia. 

People with dementia and people with reduced cognitive ability 
are currently a neglected vulnerable group in museums. At the 
National Gallery, by carefully preparing activities for them on 
the one hand and raising public awareness on the other, they 
bridge this gap and enable them to be treated equally and try 
to improve their inclusion in society. The activities are carried 
out in cooperation with Spominčica – Alzheimer Slovenia. With 
the awarded project the National Gallery contributes to the 
understanding of the cultural heritage and also social inclusion 
of people with dementia and their carers and their family 
members. 

Artistic creation and observation of works of art has been 
proven to have a beneficial effect on a person with dementia, 
as it activates a certain part of the brain. It calms and alleviates 
negative emotions, helps to express feelings and ease anxiety, 
and strengthens self-confidence. All relevant guided tours and 
creative workshops are free for people with dementia and 
cognitive impairment. 

15 December: Alzheimer Society of Finland 
announces that Miia Kivipelto’s brain health book 
is now available in Finnish 

The comprehensive book on brain health by Professor Miia 
Kivipelto, scientific founder of Fingers Brain Health Institute 
(FBHI), and Professor Mai-Lis Hellénius, published earlier this 
year in Swedish and English, is now out in Finnish. The book is 
based on Professor Kivipelto’s groundbreaking work on the 
FINGER (Finnish Geriatric Intervention Study to Prevent 
Cognitive Impairment and Disability) study. It describes how the 

"five fingers" of exercise, healthy eating, cognitive training, 
social activity, and vascular & metabolic monitoring can be used 
to promote healthy brain ageing in later life. The book is 
distributed in Finland by the Alzheimer Society of Finland. 

“We’ve been very pleased by the interest the book has raised in 
Finnish. The promotion of brain health ranks high on our 
strategy, and Professor Kivipelto’s book is an excellent tool in 
increasing public awareness of effective and holistic approach 
to the prevention of dementia” said Katariina Suomu, Executive 
Director of the Alzheimer Society of Finland. 

16 December: The Alzheimer Society of Ireland 
and Irish Dementia Working Group appear in Irish 
media, responding to positive news about 
lecanemab clinical trials 

The Alzheimer Society of Ireland (ASI)’s response to the 
announcement of results around lecanemab, at the annual 
Clinical Trials in Alzheimer’s Disease (CTAD) conference in San 
Francisco was widely reported by the Irish Media. The ASI 
Research and Policy Manager Dr Laura O’Philbin (pictured, left) 
and Vice-Chair of the Irish Dementia Working Group Helen 
Rochford-Brennan (pictured, right) were interviewed by the 

National Broadcaster RTÉ for their nightly news, and they 

appeared on many other national radio stations.  

Pictured, left: Dr Laura O'Philbin (right) on The Tonight Show on 
Virgin Media One 

Pictured, right: Vice Chair of Irish Dementia Working Group 
Helen Rochford-Brennan on RTÉ Six One News 

16 December: Alzheimer Hellas introduces new 
innovative project GECONEU  

The GECONEU is the acronym of the project “Genetic 
counselling in European universities: The case of 
neurodegenerative diseases” which aims to develop an online 
Course for University students focusing on Genetic Counseling 
(GC). The main goals and central impact of this project are to 
support people and society to better understand the aims of 
genetic testing and the usefulness of GC by involving students 
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in an innovative learning and teaching setting. This project will 
provide the opportunity to take all the factors of an appropriate 
training course to society into account by involving the families 
of people with neurodegenerative disorders in the 
development of the learning and teaching outcomes, 
consequently improving their visibility and enhancing their level 
of knowledge. 

It is coordinated by Aristotle University of Thessaloniki (Greece) 
and supported by 5 more partners: Panhellenic Institute of 
Neurodegenerative diseases (Greece), Ruprecht-Karls 
University of Heidelberg (Germany), Ace Alzheimer Center 
Barcelona (Spain), Vrije Universiteit Brussel (Brussels), Izmir 
Ekonomi Universitesi (Turkey). The Panhellenic Federation of 
Alzheimer’s Disease will support this project by offering genetic 
counselling services to caregivers, and using the project 
materials. For more information, you can visit the website:  

http://www.genecounsel.eu/ 

16 December: Alzheimer Hellas introduces its 
new Palliative Care Unit “Virgin Mary 
Glykophilousa” 

The Greek Association of Alzheimer's Disease and Related 
Disorders (Alzheimer Hellas) was established on 29/10/1995 as 
a non-profit association. Its goals are early diagnosis, treatment, 
research support, the rapid introduction of new therapeutic 
methods in Greece, family support and the improvement of the 
quality of life of patients and their caregivers. Alzheimer Hellas 
is pleased to announce that a new palliative care unit “Virgin 
Mary Glykophilousa”, for people with end-stage dementia, is 
now operating in Thessaloniki. 

The establishment license concerns the free accommodation of 
twenty-five (25) patients, people with end-stage dementia, 
according to the current diagnostic scales (stage 7 on the Global 
Deterioration Scale (GDS) and stage 5 on the Clinical Dementia 
Rating (CDR) scale), as well as any related newer diagnostic 
tools. The people hosted at the facility present some of the 
following symptoms: inability to communicate verbally, need 
for help with feeding and maintaining personal hygiene, 
frequent falls - lack of balance - confined to a wheelchair/bed, 
urinary incontinence, confusion, insomnia, etc. 

The cost of the development and operation of the Unit will be 
covered by ESPA 2014-2020 resources, until 31/12/2023. After 
the end of the above funding period, the costs will be covered 
annually by the appropriation of the Regular Budget of the 
Ministry of Health. The building that houses the palliative care 

unit is located in a lovely building on the border of the 
Municipality of Pylaia, at 65 Nikolaou Plastira Street, in Eastern 
Thessaloniki, on an area of 2,000 square meters. The patient 
rooms (9 doubles and 7 singles) meet all the required standards 
for the accommodation of patients with end-stage dementia.  

The staff consists of doctors, nursing staff, psychologist, social 
worker, physical therapist, administrative employees, etc. 
Scientifically responsible is Professor A.U.Th., Neurologist-
Psychiatrist, Magda Tsolaki. 

16 December: The Dementia Research Advisory 
Team runs its own research project in Ireland 

The Dementia Research Advisory Team (DRAT) are a group of 
people living with dementia and family caregivers who 
contribute to dementia research in Ireland in a Person Public 
Involvement (PPI) capacity. Through collaborating with 
researchers, they ensure the lived experience of dementia 
remains central to the research process. 

Committed to developing and delivering novel and authentic 
opportunities for research leadership for members of the DRAT, 
The Alzheimer Society of Ireland have been supporting the 
DRAT to carry out a research project of their own. The members 
democratically chose their research topic; “The Impact a 
diagnosis of dementia has on the person who becomes the 
caregiver / supporter” investigated the current literature 
relating to it, designed their method of data collection, created 
a recruitment poster and have carried out two focus groups. 
The next phase of their project is to survey participants on the 
topic and alongside their Research Assistant Holly Dennehy, 
write up their work and produce their research output. 

When inviting new members to join the DRAT, the assurance 
has always been ‘no experience necessary’ as the lived 
experience of dementia is what is important. Now, the 
members of the DRAT are in a position to craft their own 
research, manage its trajectory and devise its output which is 
an impressive and commendable achievement. Learn more 
about the work of the Dementia Research Advisory Team by 
visiting  

https://alzheimer.ie/creating-change/research/ppi/ 

http://www.genecounsel.eu/
https://alzheimer.ie/creating-change/research/ppi/
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LIVING WITH DEMENTIA 
30 November: Kevin Quaid, Vice-Chairperson of the European Working Group of People with 
Dementia writes about a bad experience at Heathrow Airport 

I have Lewy body dementia and my wife Helena is my full time carer. In November, we 
attended the European Day of Persons with Disabilities, and as we were travelling from Ireland 
to Brussels we travelled from Shannon Airport to London Heathrow and from there on to 
Brussels. The weather was bad in both London as well as Shannon so our flight to London was 
delayed by 30 minutes, and when we got to London our flight to Brussels was delayed by a 
further 40 minutes, giving us just under two hours to make the connecting flight. 

I walk with the aid of a walking stick, so I get special assistance at every airport and normally 
don’t have a problem. We had to go from Terminal 2 to Terminal 5 in London, which takes a 
while, but we had our boarding cards for both flights ready. When we got to the Terminal for 
our flight to Brussels, we had to go through security again. The display board said that our 
flight was delayed, though, so we thought that we wouldn’t have a problem. 

We reached a lady who was checking boarding cards and passports, before we got to security. 
I was in my wheelchair being taken to the gate by a very nice gentleman. Another gentleman 
who was also assisting two passengers with wheelchairs arrived and showed the lady the 

paperwork that he had for the two people he was assisting. She started to confront him, in what only can be classed as workplace 
bullying. She was shouting at him, about coming to the wrong gate. This continued for at least 15 minutes, so my wife then said to 
her, “Can you please let us through?” and asked her to carry on her conversation at a later stage, as we feared that we would miss 
our flight if we didn’t get moving. To which, she replied “So what? Lots of people miss their flights!”. We told her that we had to 
get to Brussels and that I have Lewy body dementia. To which, she replied, again, “So what? You won’t make your flight now 
anyway, so you will have to get the next flight”. 

All the while, our plane was still sitting on the runway. The woman then instructed the special assistant to take us into a room to 
meet another official, who booked us on a flight which was leaving three hours later, I was told that I would have to go back to 
Terminal 2 and start all over again, which I refused to do. Having got our new tickets we were put in a waiting area and as we 
looked at the board it said our original flight was still delayed. I said it to a special assistant supervisor, who agreed with me, that 
we could have still got our flight! There was nothing they could do for us, at that point, though, as they were from a different 
company. 

This member of staff told my wife and I that a lot of people who work in security in Terminal 5 do not like people who require 
special assistance, as we “take up too much time”! After all this upset, we were finally taken to our gate, where we had to s it for 
a couple of hours with thousands of other people and in such a noisy environment. It was actually very frightening for me. 

When it came to our time to go to the flight, we told the special assistant who was pushing my wheelchair (again a very helpful 
guy) our story of what had happened, and to our horror he informed us that it was nothing new. His exact words were, “a lot of 
the people who work at security DESPISE people who need special assistance”, because we “take too long”. 

It is hard to believe that, in this day and age, one of the biggest airports in the world would treat people in such a way and indeed 
you would have to question what type of training their staff are getting! 

From my side, unless absolutely necessary, I will never again use Heathrow Airport. If you are flying from there, be very careful of 
the way that you are being treated. I wish I had a better story about the airport but that is what happened to me, a person with 
Lewy body dementia, and my wife, who is my carer. 

15 December: Margaret McCallion, Vice-Chairperson of the European Working Group of People with 
Dementia, introduces herself  

I live in Glasgow and have been a member of the Scottish Dementia Working Group (SDWG) since 2019, following my diagnosis of 
Frontotemporal dementia in 2016 at the age of 51.  

Having worked all my life from leaving school I enjoyed a varied PA career at director level. My final position was with a large well 
know organisation with whom I worked for 11 years. Following problems with my memory, which resulted in an Occupational 
Health assessment, I was told by my employer that I could not continue my work. Being told that I had to give up my work was an 
upsetting end to my employment, particularly so as I was told that I could have continued to work had my health condition been 
of a different nature. Because of this experience I am passionate about improving the working environment for people living with 
dementia. 
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Thanks to my Neuro Consultant I made contact with a Dementia Resource Centre in Glasgow 
and received a warm welcome and great support. Through it I discovered the SDWG and 
welcomed the opportunity to have my voice heard, to campaign for the rights of people with 
dementia, and to meet people from all walks of life with experiences like my own. 

Through the SDWG I have been able to play a part in influencing dementia policy and practice in 
Scotland. Most recently I contributed to a new training resource ‘Occupational Therapy and 
Dementia’ which promotes Inclusion, Rights and Opportunities for people living with dementia. 
The book closes with a last word from myself - “no matter what the diagnosis is, always make 
sure you see the person as a person”.  

Sharing experiences with Allied Health Professionals on Occupational Therapy Home Based 
Memory Rehabilitation, I took part in a short film with other SDWG members discussing how we 
adapt and what works well, and focuses on what we can do, not what we can’t. I am a member 
of a working group exploring service delivery for people with Young Onset Dementia in Scotland, 
and identifying ‘best practice’ with the aim of improving access to appropriate services for 
people under the age of 65 who are living with dementia.   

Working with the Scottish Social Services Council I have helped to deliver lived experiences to care home and care at home staff 
on a programme titled “Dementia Ambassadors”, promoting person and family centred care and community connections. 

I have a love of music and am an active member of the Scottish Opera community choir. I value the support my family and friends 
have given me throughout my dementia journey by treating me with respect and dignity. 

I was honoured to be nominated by Alzheimer Scotland to the European Working Group of People With Dementia, and am 
delighted to have the opportunity of serving as the Group’s Vice Chair. I look forward to working with colleagues from across 
Europe to help ensure that the work of Alzheimer Europe reflects the priorities and views of people living with dementia.  

15 December: "Dementia- or disability-friendly travel - theory and reality" - Lieselotte Klotz, member 
of the European Working Group of People with Dementia, gives her insights into air travel with 
dementia 

Like many people, I was thrilled to be able to get back on a plane at the end of the 2021 
pandemic. Finally hugging distant family members, friends and acquaintances abroad or 
attending events of the Alzheimer's societies in other European countries. On my last flight. 
before the pandemic, I was still able to book my flights and board without major restrictions. 

But in autumn 2021, many things were suddenly completely different. As a person with early 
dementia, intensive preparation was required. My internet search was successful. 

Very important was the information for disabled and mobility-impaired passengers. With 
effect from July 26, 2008, this EU Regulation (EC) No. 1107/2006 of the European Parliament 
and Council of July 5, 2006 applies. This defines and strengthens the rights of disabled people 
and passengers with reduced mobility (PRM – Persons with Reduced Mobility). This includes 
also people with dementia, like me. 

In addition, airlines in the European Union must offer free assistance to people with 
disabilities. This applies to all areas at the airport, both at the departure, destination and 
intermediate airport. And that also applies on the plane. For example, there must be 

employees who help with boarding and alighting, transporting luggage or going to the toilet. The airlines have to carry medical 
equipment and two aids free of charge, for example a wheelchair or a walker, as in my case. 

So I booked my flights with a good and safe feeling. Unfortunately, the theory and the practice and reality I experienced myself 
were very different. The well-known post-pandemic [travel] chaos with delays, breakdowns, lost and damaged luggage etc. is bad 
enough for people who can adapt quickly, but for a person with dementia like me, it has often been catastrophic. 

In my world of a traveller with dementia, my personal experiences are as follows: First, the flight to Portugal in autumn 2021 with 
a stopover in Frankfurt/Main. The flight from Berlin lands in Frankfurt with a significant delay. The booked connecting flight to 
Portugal was already in the air. For the necessary hotel accommodation for one night, no disabled services could be realised. Even 
on the onward flight the next day, the necessary service was only possible for me with the support of my travel agent and my 
daughter. Last but not least, my walker was scratched and dented on the return flight. 

On a return flight from Bucharest via Frankfurt/Main to Berlin in autumn 2022, the wheelchair service “forgot” me at a gate at 
Frankfurt Airport. Here, too, telephone help and support from my travel agency was required. When I complained, the person in 
charge said to me: "Why are you still flying in such a bad condition, that's irresponsible". I was shocked! So now I've been blamed 
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for the system failure at the airport. At least I was able to catch the connecting flight to Berlin. But the chaos that day did not want 
to end. When I arrived in Berlin, my suitcase and walker hadn't arrived as promised. I had to spend more than six hours alone at 
Berlin Airport because without a walker I wasn't mobile enough to continue my journey by train. No one from Disability Services 
gave me any information or offered help. With a delayed flight from Frankfurt, I was finally able to pick up my suitcase and walker 
around midnight, but had to put up with another night in Berlin without the possibility of continuing my journey. The airline was 
just as uninterested in the additional costs for the taxi to my accommodation, the new train ticket and the overnight stay as was 
my mental and physical condition after this immense stress. My written complaints and the complaints from my travel agent have 
been ignored to this day without comment. 

In 2021/2022 I was on an airplane 10 times as a passenger and a person with dementia. Unfortunately, the airline was only on 
time twice, there was no lost, misdirected luggage, no problems transporting my walker, no "errors" in the services for people 
with disabilities, no unfriendly, misinformed or unmotivated service staff. The outdated system of booking aids did not always 
make it easy for me, a customer with disabilities, but also for the staff of travel agencies and airlines. The usual four-digit code 
does not come close to reflecting a mobility restriction such as Lewy Body dementia. The system as it is designed today can only 
distinguish, for example, whether I can climb stairs or not. 

The fact that there are so-called abbreviations for the degree of mobility, such as "WCHC = passenger cannot walk independently 
and cannot climb stairs" and "DPNA = passenger with a mental disability or learning disability", and what relevance these have, I 
personally only realised after many emotionally and physically demanding experiences at the various airports in Europe. These 
abbreviations are generally known, internationally. But many people in travel agencies, at airports or in the corresponding service 
areas at the airport are not at all aware of the direct effects on people with dementia. 

The pandemic has presented management issues with unforeseen and new challenges and has put all employees in the aviation 
industry - as in other industries - under great pressure, worldwide. I was able to observe this myself in 2021/2022 at airports 
throughout Europe. But there is not only a lack of motivated workers, but also a massive lack of financial resources for fair salaries, 
corporate culture, knowledge and training. 

According to the WHO, 15 percent of all people have a disability. This means that one in seven people worldwide is affected by a 
disability and there are many passengers like me who need special assistance to be able to travel by plane. When a system is 
already under stress, the results can be devastating, distressing, and annoying for those affected. Sometimes it took me hours and 
even days to come to terms with such negative experiences. 

And yet I will not give up, I will continue to travel by plane. Because there were always people who gave me back my belief in the 
feasibility with a smile, a friendly word or direct help. At this point I would like to thank these people and ask the others: Take a 
look and help, you too could need support at some point. 

DEMENTIA IN SOCIETY 
28 November: Bob & Diane Fund awards Visual 
Storytelling Grant to American photographer Lori 
Grinker for her project documenting her mother's 
dementia 

On 28 November 2022, The Bob & Diane Fund announced it was 
awarding its annual Visual Storytelling Grant to New York-born 
photographer Lori Grinker for her project, “All the Little 
Things.”. All the Little Things documents the artist's mother’s 
descent into dementia and battle with cancer, both during 
COVID restrictions. This time brought the artist close to her 
mother, something they had never been, previously. 

The Bob & Diane Fund, launched in June 2016, is an American 
grant-making organisation dedicated to promoting awareness 
of Alzheimer’s and dementia-related diseases. It is the passion 
project of Gina Martin, whose mother, Diane, died from 
Alzheimer’s dementia. Diane’s husband of 50 years, Bob, who 
was her primary carer, died three months later.  

The “Visual Storytelling Grant”, now in its seventh year, aims to 
bring awareness, interest, and support for funding research 

efforts, by awarding a photographer whose work tells the 
stories of people living with dementia, with dignity and respect.  

You can view Lori Grinker's project, All The Little Things, here: 
http://www.bobanddianefund.org/2022-grantee  

Photo credit: Lori Grinker, Bob & Diane Fund 

 

http://www.bobanddianefund.org/2022-grantee
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NEW PUBLICATIONS AND 
RESOURCES 

6 December: UN Special Rapporteur on Rights of 
Persons with Disabilities releases new podcast 
series 

The UN Special Rapporteur on the Rights of Persons with 
Disabilities, Gerard Quinn has released a new podcast series 
called “Disability Dialogues”.  

Episode 1 was posted on 30 November. In this episode, Mr 
Quinn talks to Gopal Mitra, coordinator of the implementation 
of the United Nations Disability Inclusion Strategy. 

Episode 2 was posted on 
6 December. In this 
episode, Mr Quinn talks to 
Charlotte McClain 
Nhlapo, Global Disability 
Advisor of the World Bank 
Group. 

Listen to the podcasts, 
and look out for future 
episodes, here: 

https://srdisability.org/section/podcast/  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

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. 

https://srdisability.org/section/podcast/
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AE CALENDAR 2023 

Date Meeting AE representative 

10 January GSK Health Advisory Board (London, UK) Jean 

12 January Study visit for 33rd Alzheimer Europe Conference (Helsinki, Finland) Cristina, Gwladys and Jean 

17 January 
Management Group of Dementia Panel of European Academy of 
Neurology 

Jean 

18 January Meeting with Essity Jean 

20 January RADAR-AD Steering Committee meeting Dianne 

24 January Online consultation with the advisory board for ADIS project Ana and Soraya 

26 January PRIME dissemination team meeting Angela 

30 January General Assembly of eBRAIN-Health Angela, Daphné and Jean 

30 January EWGPWD Online Consultation for EPND project Ana, Dianne and Daphné 

31 January-1 February General Assembly of ADIS Soraya and Chris 

 

CONFERENCES 2023 

Date Meeting Place 

23-25 March  
17th World Congress on Controversies in Neurology (CONy), 
https://cony.comtecmed.com/supporting-partners/ 

Dubrovnik, Croatia 

23 May  

5th European Parliament of Persons with Disabilities, “Building an inclusive 
future for persons with disabilities in the EU”, https://www.edf-feph.org/5th-
european-parliament-of-persons-with-disabilities/  

Brussels, Belgium 

29 June-2 July  
2023 IPA International Congress on “Better Mental Health for Older People”, 
https://www.ipa-online.org/2023 

 

 

Lisbon, Portugal 

1-4 July  9th EAN Congress - Budapest 2023: Neurology Beyond the Big Data, www.ean.org 

 

Budapest, Hungary 

16-18 October 
33rd Alzheimer Europe Conference, “New opportunities in dementia care, policy 
and research”, www.alzheimer-europe.org/conference 

Helsinki, Finland 

 

Helsinki, Finland 
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