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WELCOME

It is with a very heavy heart 
that I start our first 
newsletter of 2023 with the 
news that two of our close 
friends and colleagues have 
passed on. Geert Van Laer, 
former member of the 

European Working Group of People with 
Dementia (EWGPWD), passed away on 17 
January. In his four years of service to the 
group he gave many important contributions 
and was always warm, kind and full of 
humour. On 29 January, we also lost our dear 
friend and colleague Alexander Kurz, who 
served on our Board from 1998 to 2004. He 
was a highly-respected researcher and 
clinician and a vital part of our big European 
family. Geert and Alexander will be sorely 
missed by all of us and our sincerest 
condolences go to their loved ones. 

The year began with a flurry of activity at 
Alzheimer Europe, including project 
meetings, our first Alzheimer’s Association 
Academy session of the year (on AI in 
dementia research) and the first ever 
meeting of the European Dementia Carers 
Working Group. We also had several 
meetings about various aspects of the 33rd 
Alzheimer Europe Conference (33AEC) taking 
place in Helsinki, Finland, from 16 to 18 
October. On that note, I am pleased to invite 
you to submit abstracts for 33AEC, before the 
deadline of 30 April. Registrations will open 
on 28 February, so watch this space! Another 
piece of news regarding our conferences is 
that the videos from last year’s event in 
Bucharest are now available online, via our 
website and YouTube channel. More on all of 

this can be found in the Alzheimer Europe 
section of this newsletter. 

January has been tremendously busy on the 
publications front too, with three new 
Alzheimer Europe publications being 
launched: Our 2022 Dementia in Europe 
Yearbook dedicated to employment and 
related social protection for people with 
dementia and their carers; a new set of 
guidelines for the ethical and inclusive 
communication about/portrayal of dementia 
and people with dementia; and a new guide 
called “Sex, Gender and Sexuality in the 
Context of Dementia: A guide to raise 
awareness amongst health and social care 
workers”. On top of this, I am delighted to 
have been a co-author on a set of guidelines 
for innovative services to help prevent 
Alzheimer’s disease, published in the journal 
Lancet Regional Health – Europe, as well as 
on a paper describing the scientific landscape 
of Alzheimer’s disease, the objectives and 
main outcomes of the AMYPAD project, 
published in a Special Issue of the Frontiers in 
Neurology journal. My colleague Cindy Birck 
was also a co-author on the latter. 

In closing, some news on the drug front, with 
the US Food and Drug Administration (FDA) 
having approved lecanemab for the 
treatment of Alzheimer’s disease. 
Lecanemab is an antibody that targets 
amyloid-beta plaques in the brain and is the 
second drug  in this class (after aducanumab, 
June 2021) to be authorised by the FDA via its 
accelerated approval pathway. 

I hope you enjoy our newsletter! 

Jean Georges 

Executive Director
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IN MEMORIAM 
 

17 January: In memoriam Geert Van Laer (1963-2023) 

We were deeply saddened to learn of the passing of Geert Van Laer, on 17 January 2023. 
Geert was a former member of the European Working Group of People with Dementia 
(EWGPWD), from 2018 to 2022. He left the EWGPWD in June 2022, after four years of 
service and important contributions to the group, including delivering a speech during the 
EWGPWD symposium at the 28th Alzheimer Europe Conference, in Barcelona (Spain) in 
October 2018.  

Geert was born in a small village called Merksplas in Belgium. His father was a dairy farmer 
but he chose to study digital technology and subsequently worked for 30 years as a telecom 
software engineer. During his career, he spent a long time in Norway, Germany, Israel and 
China and in the head office in Antwerp in Belgium, he worked with people from all over 
the world. 

In 2017, he got a diagnosis of early stage dementia and in 2018 was nominated by Ligue 
Nationale Alzheimer Liga, to become a member of the EWGPWD. He also joined the newly-
formed Flemish Working Group for people with dementia in his own country, that same 
year. Geert was warm, kind, hugely likeable and full of humour. He will be sorely missed by 
all of us at Alzheimer Europe and by his former colleagues in the EWGPWD. 

His funeral took place on 25 January and was attended by Sabine Henry (president of Ligue Nationale Alzheimer Liga), Rudy Poets, 
Director of Alzheimer Liga Vlaanderen and members of the Flemish Working Group for people with dementia. Dianne Gove and 
Ana Diaz from Alzheimer Europe, Chris Roberts (Chairperson of the EWGPWD) and other group members joined the funeral service 
on live streaming. 

We offer our deepest condolences to Geert's wife Ikuko and their two sons. 

 

29 January: In memoriam Alexander Kurz (1950-2023) 

We were deeply saddened to learn of the passing of our dear friend and colleague 
Alexander Kurz, on 29 January 2023. 

Alexander Friedrich Kurz, M.D., was a Professor of Psychiatry and Senior Scientist at 
Technical University Munich (TUM) School of Medicine, Munich (Germany). He was active 
in the field of geriatric psychiatry as a clinician, researcher and teacher since 1985 and 
directed the Centre for Cognitive Disorders at TUM from 1989 to 2015. In addition to his 
teaching and research activities, he acted as principal investigator on numerous clinical 
trials. 

After retiring from clinical work, he planned and coordinated European research and 
development projects including the JPND-funded “Research to Assess Policies and 
Strategies for Dementia in the Young“ (RHAPSODY), the initiative “Improving Dementia 
Care in the Danube Region“ (INDEED) supported by the INTERREG-Danube Transnational 
Programme and the Erasmus+ project “Stepping Up Digital Competence in Dementia 
Education“ (STUDICODE).  

Alexander Kurz served on the Board of Alzheimer Europe from 1998 to 2004 and was a 
member of the Board of Deutsche Alzheimer Gesellschaft, since 1997. He was a vital part 

of our big European family and will be very much missed. 

Since learning the sad news, messages of condolence and of grief have been flooding in from our Board members and other 
colleagues, sharing their fond memories of working with him throughout the years. We will remember Alexander Kurz as a dear 
friend and a passionate, dedicated researcher in the dementia field and will think back to his excellent keynote speech at our 
Bucharest conference last year with gratitude and fondness. His passing has been a big shock to us all and we offer our most 
sincere condolences to his family, friends and colleagues. 
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21 December 2022: Alzheimer Europe continues 
to comply with European Medicines Agency’s 
strict eligibility criteria 

On 21 December 2022, the European 
Medicines Agency (EMA) confirmed 
that Alzheimer Europe continues to 
comply with its strict eligibility criteria, 
as defined by its Management Board, 
and can continue to be involved in its 
activities. The list of all the patients' 
and consumers' organisations that are 

involved in EMA activities can be viewed here: 

https://www.ema.europa.eu/en/partners-networks/patients-
consumers/eligible-patients-consumers-organisations  

19 January: The members of the new European 
Dementia Carers Group gather online for the first 
time! 

On 19 January 2023, the members of Alzheimer Europe’s newly 
created European Dementia Carers Working Group (EDCWG), 
gathered online for their first get-together meeting. Jean 
Georges (Executive Director of Alzheimer Europe), welcomed all 
the members. He explained that the creation of the EDCWG 
marks a historical moment for Alzheimer Europe. He referred to 
the founding fathers of Alzheimer Europe, who were carers 
themselves, and the crucial role carers have played in the 
organisation’s activities over the years. He looks forward to the 
contribution of the EDCWG’s perspectives and experiences to 
the activities of the organisation, including research and EU-
level policy. Staff members of the Public Involvement team, Ana 
Diaz, Dianne Gove, Soraya Moradi-Bachiller and Daphné 
Lamirel, introduced themselves and expressed their enthusiasm 
about working with the group. 

Ana Diaz and Dianne Gove then proceeded to provide more 
information about the ECDWG’s role, upcoming meetings, and 
expectations of work. In the final part of the meeting, each 
group member introduced themselves to the group and shared 
some personal information about their journey as a carer for 
someone with dementia. They referred to their previous 

experiences of caring, volunteering, and advocating, their rich 
and varied professional backgrounds, and how these can 
contribute to their role as members of the group. 

24 January: Alzheimer Europe holds Alzheimer’s 
Association Academy on the topic of Artificial 
Intelligence in Dementia Research 

On 24 January 2023, Alzheimer Europe held an online 
Alzheimer’s Association Academy session, focused on the topic 
of ‘Artificial intelligence in dementia research’. The event 
featured presentations from four speakers and was attended by 
61 participants. Angela Bradshaw (Project Officer, Alzheimer 
Europe) was the moderator for the session. 

In his presentation, Ainar Drews (Oslo University, Norway), 
provided some information about the AI-Mind project, of which 
he is the technical coordinator. AI-Mind is focused on the 
development of Artificial Intelligence (AI) tools for the early risk 
assessment of dementia. This project is now organising a large-
scale clinical study with approximately 1,000 people with Mild 
Cognitive Impairment (MCI) across Europe. Ainar mentioned 
that this large amount of data cannot be digested by humans 
alone, which is why AI is needed. Ainar defined AI as a broad 
term that refers to machines performing tasks associated with 
human cognition. Within this field, there are specific subfields 
of AI, such as machine learning (which is characterised by the 
use of specific rules, namely algorithms that can learn through 
or without human supervision) and deep learning, which is a 
subset of Machine Learning (ML) where the algorithms mimic 
the way the human brain processes information. Ainar then 
discussed the different types of uncertainties in AI. He 
mentioned the epistemic uncertainty, which is due to the 
limitations in the quality of data used to train algorithms, and 
the aleatoric uncertainty, which is due to real, natural 
stochasticity (i.e. random error) in the data. Deep learning 
algorithms can also be vulnerable to malicious input and may 
also take the easiest path to success, which is not what we 
would expect from humans. He finished his talk by explaining 
that many of the challenges faced by AI become (almost) non-
issues when: 1) the scope of the problem for which AI is applied 
for is properly selected for and, proper care is taken to both 
identify and quantify confidence in output, 2) training data is 
carefully selected and 3) one does not use the AI system if it 
can't be proven to perform as desired. 

https://www.ema.europa.eu/en/partners-networks/patients-consumers/eligible-patients-consumers-organisations
https://www.ema.europa.eu/en/partners-networks/patients-consumers/eligible-patients-consumers-organisations
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The following speaker was Petra Wilson (Health Connect 
Partners, Belgium). The emphasis of her presentation was on 
the use of health data for artificial intelligence, on EU data 
regulation/policy and the concepts of data ownership and 
altruism. Despite the huge potential for AI to improve health, 
she emphasised that there is a fear that the data collected to 
develop AI-based tools will be misused – the General Data 
Protection Regulation (GDPR) enables the creation of rules for 
data sharing which ensure the protection of privacy. The EU 
Data Governance (DGA) created the concept of data altruism 
and bodies that can support the trusted sharing of personal 
data. She also mentioned the European Health Data Space 
(EHDS), which recognises the special needs of releasing data for 
healthcare and research, and the importance of trust in 
handling sensitive data. She discussed the concept of ownership 
which implies legal and emotional aspects which may not be the 
most relevant or useful when talking about health-related data 
sharing. Petra concluded her presentation by stating that health 
can be made more ethical if data governance is in line with 
health data seen as a public good. She referred to WHO’s call to 
member states and other stakeholders to work together to 
develop good data governance practices underpinned by a 
globally unifying set of principles of effectiveness, ethics and 
equity. 

In the following presentation, Dianne Gove’s (PhD, Director for 
Projects at Alzheimer Europe) presentation focused on 
presenting the ethics and Public Involvement/stakeholder work 
involved in the AI-Mind project and laying out some of the key 
ethical issues that were identified. Alzheimer Europe’s task in 
the AI-Mind project was to engage in ethical reflection about 
the use and communication by clinicians in the clinical setting 
of AI-based risk prediction tools. One of the main goals of the 
work was to enhance the trustworthy use and communication 
of AI-based dementia risk prediction to people with MCI. This 
then led to the drafting of a strategy (or guidelines) to enhance 
trustworthy communication of AI-based dementia risk 
predictions. Dianne then discussed some of the different topics 
that emerged from her literature review and the various 
consultations with people with dementia and MCI and with 
clinicians. These included: trust and trustworthiness, impact on 
clinical practice, understandability and explainability, 
accountability/responsibility, bias, communication of AI-based 
dementia risk prediction and broader societal impact. Dianne 
concluded her presentation by stating that the potential use of 
AI-based dementia risk prediction in clinical practice is likely to 
be met with a range of attitudes and expectations from 
patients, their families and clinicians. The strategy to guide the 
future implementation and communication of AI-based 
dementia risk prediction tools should be further discussed with 
stakeholders once the tools are in use. 

The final speaker was Holger Fröhlich (Fraunhofer, Germany). In 
his presentation, Holger explained why treating pathologies 
such as Alzheimer’s disease (AD) still remains a challenge. The 
underlying disease mechanisms are not fully understood, and 
might also differ from patient to patient. This translates in 

difficulties to diagnose early in the disease progression, and 
developing and treating patients with innovative and effective 
disease-modifying drugs. Holger then discussed four current 
trends researchers focus on to address this problem: earlier 
diagnosis, stratification, prognosis and monitoring and care. 
Holger emphasised that during their journey, patients are 
generating lots of data (e.g. brain scans, CSF biomarkers, 
lifestyle and demographic information, cognition tests, 
neuropsychological examination, etc.) that are very useful for 
better understanding the early diagnosis, stratification, 
prognosis, and monitoring and care. Although this large amount 
of data cannot be digested by humans alone, it is possible for AI 
to turn this data into decision support for patients, doctors and 
caregivers. Holger then concluded his presentation by giving 
some examples of the use of AI in European dementia research 
projects (e.g. RADAR-AD, ADIS), where AI and machine learning 
algorithms have been used to determine a person’s individual 
risk of progressing from the MCI stage to dementia, and 
symptom progression. 

25 January: Alzheimer Europe adds new trials to 
its Clinical Trials Watch 

Alzheimer Europe continues to develop 
and improve its Clinical Trials Watch 
(CTW), an innovative online resource 
providing up-to-date and accessible 
information on clinical trials that are 
investigating drugs for Alzheimer’s 
disease (AD) and/or dementia. In 
addition to providing information on 
phase II and III clinical trials recruiting participants in Europe, 
the database has been extended and includes also trials of 
devices, neurostimulation, cognitive training and behavioural 
interventions. 

In January 2023, eight new clinical trials have been added to the 
service: 

• Phase II trial evaluating the effectiveness of non-invasive 
transcutaneous electrical stimulation procedure in 
decreasing a long-term forgetting in people with amnestic 
mild cognitive impairment (University of Dublin, Trinity 
College). 

• Phase II trial evaluating the efficacy and safety of oral 
tablets of masupirdine for the treatment of agitation in 
people with dementia of the Alzheimer’s type (Suven Life 
Sciences Limited). 

• ADvance II trial evaluating the safety and efficacy of Deep 
Brain Stimulation of the fornix (specific area of the brain) in 
people with mild probable AD (Functional 
Neuromodulation Ltd). 

• ALMUTH trial evaluating the effects of music lessons on 
brain plasticity, mood and quality of life in people with AD 
(University of Bergen). 
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• Trial evaluating if computerised-cognitive training is able to 

attenuate cognitive decline related to AD (University of 
Bern). 

• Trial evaluating whether repeated stimulation with gamma 
tACS on the posterior parietal cortex can improve 
symptoms in people with neurodegenerative diseases, 
including dementia with Lewy Bodies, AD and 
Frontotemporal dementia (Kuopio University Hospital). 

• Trial investigating the effectiveness of mental imagery in 
motor and cognitive rehabilitation in people with early 
stage of dementia (University of West Attica). 

• N-DOSE AD trial evaluating the safety and determining the 
optimal dose of nicotinamide riboside in people with AD 
(Haukeland University Hospital). 

Further information about the CTW is available on:  

https://www.alzheimer-europe.org/research/clinical-trials 

26 January: Alzheimer Europe joins the European 
Public Health Alliance and other NGOs in calling 
on EMA to declare antibiotics shortages a major 
event  

On 26 January, a group of 
European NGOs including 
Alzheimer Europe joined 
the European Public 
Health Alliance (EPHA) in 
calling on the European 
Medicines Agency (EMA) 
to declare the current 
shortage of antibiotics a 

major event.  

In a joint letter addressed to the EMA Executive Director and 
the members of the Executive Steering Group on Shortages and 
Safety of Medicinal products (MSSG), we outlined the impact of 
antibiotics shortages on patients, their families and public 
health. Since last autumn, patients, pharmacists and healthcare 
professionals have been reporting issues in obtaining 
antibiotics, which are in short supply due to rising demand 
coupled with production issues for manufacturers. As a result, 
first-line antibiotics such as amoxicillin, which come in tablet 
and liquid formulations, are being substituted by less effective 
medications, or those with more severe side-effects. This is of 
particular concern for older adults as well as children, who may 
have difficulties swallowing tablets. Furthermore, amoxicillin 
shortages have led to cascading supply issues with other 
antibiotics - and may also contribute to the development of 
antimicrobial resistance. 

In our letter to the EMA, we stated that the scope, magnitude 
and wider implications of the current antibiotics shortage 
corresponds to the definition of a “major event”, as defined in 
EU regulation 2022/123, which allows for a reinforced role for 
the EMA in crisis preparedness and management for medicines. 
Had the EMA agreed to declare the current antibiotics shortage 
as a major event, this regulation would have increased the 

reporting obligations of pharmaceutical companies, and 
allowed for enhanced monitoring and legal competence in 
coordinating actions between Member States. However, in a 
press release following the 26 January meeting of the MSSG, the 
EMA stated that they were not yet prepared to declare the 
shortage situation as a major event.  

A debriefing meeting was convened on 27 January, between 
EMA and the signatories of the joint letter. EMA attendees 
included EMA Executive Director Emer Cooke, and colleagues 
who co-Chair the MSSG and EMA departments dealing with 
health threats and medicines availabilities. In this meeting, EMA 
representatives outlined why they had determined that the 
current shortage should not yet be considered a major event, 
explaining their view that measures currently being taken to 
address shortages across the EU are showing an effect. These 
measures include closer monitoring of the situation through the 
Medicines Shortage Single Point of Contact Working Party, 
which involves representatives from national regulators and 
member states, as well as enhance dialogues with 
pharmaceutical companies to address manufacturing delays 
and production challenges. They also welcomed closer 
collaboration with patients, consumers, healthcare 
professionals and their representatives, to enhance 
transparency and communication between all impacted 
stakeholders. We will continue to monitor the situation and 
advocate for further action if the stated activities do not result 
in meaningful improvements for patients, consumers and 
healthcare professionals.  

30 January: Alzheimer Europe launches 
guidelines on ethical and inclusive 
communication about people with dementia 

On 30 January 2023, Alzheimer 
Europe launched a new set of 
guidelines for the ethical and 
inclusive communication 
about/portrayal of dementia 
and people with dementia. The 
guidelines, which are 
structured around 14 
statements, have been 
developed in tandem with the 
European Working Group of 
People with Dementia 
(EWGPWD) and are targeted at 
the media, researchers, 
journalists, policy makers and 
anyone responsible for the portrayal of or communication 
about dementia in the public domain.  

In 2013, Alzheimer Europe set up an ethics working group to 
explore the different ways that people with dementia are 
perceived and portrayed within society and to consider the 
ethical implications of this. On the basis of an extensive 
literature search, the group explored the perceptions and 
portrayals of dementia of different groups in society (e.g. the 

https://www.alzheimer-europe.org/research/clinical-trials
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general public, people with dementia, carers and healthcare 
professionals, to name but a few), the use of language and the 
influence of the media and film-makers. This ethical reflection 
focused on ways in which various ways of perceiving and 
portraying dementia are likely to be beneficial or potentially 
harmful to people with dementia (e.g. in terms of their dignity, 
wellbeing, autonomy, rights, personhood, relationships and 
role in society). Now, almost a decade later, members of the 
EWGPWD have revised and built on this work to develop a set 
of guidelines for the ethical and inclusive communication 
about/portrayal of dementia and people with dementia. 

The guidelines are aimed at provoking greater reflection and 
increasing awareness about this issue. The members of the 
EWGPWD were keen to emphasise that they did not want to act 
as the “word police” and that their guidance goes beyond the 
choice of individual words. This is important because 
preferences and objections to certain words, whilst important, 
vary greatly, not only between different countries but also 
within different communities and social groups. Rather, their 
goal was to offer constructive and friendly guidance to help 
raise awareness of the need to communicate in an ethical and 
inclusive manner. This means paying attention to messages and 
images that we communicate and use, and trying to ensure that 
they convey respect for people with dementia, that they are not 
harmful (e.g. stigmatising, insulting or degrading) and that they 
both reflect and promote the inclusion of people with dementia 
from all walks of life, including those from marginalised groups, 
in society.  

People with dementia use language, sometimes including 
metaphors, to convey their personal experience of dementia at 
a particular moment in time and it is important that they have 
the freedom to express their experience and feelings in 
whatever way they see fit. Words and images communicated by 
others, however, tend to be understood as representing or 
summing up the experience of all people with dementia, 
reducing people with dementia as a group to “sufferers” or 
“patients”, or portraying every aspect of dementia as a 
devastating natural catastrophe. This is why it is important for 
people who do not have dementia to pay particular attention to 
the words and images that they use and the underlying 
messages that they may be conveying.  

The guidelines are structured around 14 statements, each 
constituting a piece of advice and followed by a more detailed 
explanation, and in some cases by a few quotes from members 
of the EWGPWD and one from a supporter. The new guidelines 
can be downloaded from the Alzheimer Europe website, at: 

https://www.alzheimer-europe.org/sites/default/files/2023-
01/Alzheimer%20Europe%20and%20European%20Working%20Grou
p%20of%20People%20with%20Dementia%20Guidelines%20for%20th
e%20ethical%20and%20inclusive%20communication%20about%20po
rtrayal%20of%20dementia%20and%20people%20with%20dementia.

pdf 

 

  

30 January: Alzheimer Europe launches 
guidelines on ethical and inclusive 
communication about people with dementia 

On 30 January 2023, Alzheimer 
Europe launched a new guide 
called “Sex, Gender and 
Sexuality in the Context of 
Dementia: A guide to raise 
awareness amongst health and 
social care workers”. 

Sex, gender and sexuality are 
fundamental aspects of our 
lives, which influence how we 
see ourselves, how others see 
us and our position in society. 
In recent years, there has been 
increasing awareness about 
sex, gender and sexuality and the many different gender 
identities and sexual orientations that people have. 
Unfortunately, there is still a lack of information on this topic in 
dementia care where this central part of our identity is all too 
often invisible. Europe is still highly influenced by 
heteronormative assumptions (i.e. that everyone is 
heterosexual, identifies with the sex attributed to them at birth 
and lives in a close-knit biological family) and this is also the case 
in dementia care and support. The societies we live in have 
developed structures of care and support around these 
assumptions, which, unfortunately, also often reflect 
homophobia, transphobia, ageism and ableism. This is reflected 
in negative stereotypes about the sexuality of older people and 
people with dementia, and broad generalisations about what 
men and women with dementia want or need in life, and what 
is considered “normal” or acceptable behaviour. 

https://www.alzheimer-europe.org/sites/default/files/2023-01/Alzheimer%20Europe%20and%20European%20Working%20Group%20of%20People%20with%20Dementia%20Guidelines%20for%20the%20ethical%20and%20inclusive%20communication%20about%20portrayal%20of%20dementia%20and%20people%20with%20dementia.pdf
https://www.alzheimer-europe.org/sites/default/files/2023-01/Alzheimer%20Europe%20and%20European%20Working%20Group%20of%20People%20with%20Dementia%20Guidelines%20for%20the%20ethical%20and%20inclusive%20communication%20about%20portrayal%20of%20dementia%20and%20people%20with%20dementia.pdf
https://www.alzheimer-europe.org/sites/default/files/2023-01/Alzheimer%20Europe%20and%20European%20Working%20Group%20of%20People%20with%20Dementia%20Guidelines%20for%20the%20ethical%20and%20inclusive%20communication%20about%20portrayal%20of%20dementia%20and%20people%20with%20dementia.pdf
https://www.alzheimer-europe.org/sites/default/files/2023-01/Alzheimer%20Europe%20and%20European%20Working%20Group%20of%20People%20with%20Dementia%20Guidelines%20for%20the%20ethical%20and%20inclusive%20communication%20about%20portrayal%20of%20dementia%20and%20people%20with%20dementia.pdf
https://www.alzheimer-europe.org/sites/default/files/2023-01/Alzheimer%20Europe%20and%20European%20Working%20Group%20of%20People%20with%20Dementia%20Guidelines%20for%20the%20ethical%20and%20inclusive%20communication%20about%20portrayal%20of%20dementia%20and%20people%20with%20dementia.pdf
https://www.alzheimer-europe.org/sites/default/files/2023-01/Alzheimer%20Europe%20and%20European%20Working%20Group%20of%20People%20with%20Dementia%20Guidelines%20for%20the%20ethical%20and%20inclusive%20communication%20about%20portrayal%20of%20dementia%20and%20people%20with%20dementia.pdf
https://twitter.com/AlzheimerEurope
https://www.alzheimer-europe.org/product/donation
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In 2021, Alzheimer Europe set up a working group with 
expertise in this area to look closely at these issues. The working 
group included men and women with and without dementia, 
and with different gender identities and sexual orientations, 
from the fields of dementia, gender studies, ethics, ageing, 
service provision, training of healthcare professionals, nursing 
and psychology. The group produced a comprehensive report 
on the topic, which can be obtained at: https://www.alzheimer-
europe.org/resources/publications/2021-alzheimer-europe-
report-sex-gender-and-sexuality-context-dementia  

Following on from this work, a short guide was developed in 
2022 to raise awareness and provide health and social care 
workers with recommendations on how to provide sensitive, 
appropriate and good quality care and support to people with 
dementia and their carers or supporters of different sexes, 
gender identities and sexual orientations.  

The new guide is about the experience and wellbeing of men, 
women and non-binary people with dementia who are living 
alone or with a partner and who may or may not be sexually 
active. We draw attention to inequality, discrimination and lack 
of sensitivity towards their needs and wishes, both from other 
people and through structures and procedures within society, 
also towards their families, carers and in some cases health and 
social care workers. The guide is not limited to the experience 
of LGBTQ+ people but their experience is often qualitatively 
different to that of non-LGBTQ+ people and they encounter 
several issues that others do not, hence the frequent reference 
to this group in the guide.  

We hope that this guide will provoke reflection, contribute 
towards challenging assumptions and inequalities and help 
ensure that everyone is free from violence, discrimination and 
harassment irrespective of their sex, gender identity or sexual 
orientation. The new guide can be downloaded from the 
Alzheimer Europe website, at: 

https://www.alzheimer-europe.org/sites/default/files/2023-
01/sex_gender_and_sexuality_in_the_context_of_dementia_a_guide
_to_raise_awareness_amongst_health_and_social_care_workers.pdf 

30 January: Alzheimer Europe 2022 Yearbook 
highlights challenges in employment and social 
protection for people with dementia 

On 30 January 2023, Alzheimer 
Europe launched its 2022 
Dementia in Europe Yearbook 
dedicated to employment and 
related social protection for 
people with dementia and their 
carers. The Yearbook examines 
the overarching European and 
International accords which 
protect people with dementia 
and their carers in relation to 
employment and social 
protection, as well as 
examining the approaches to 
policy and legislation taken by countries across Europe.  

The Yearbook provides an overview of the provisions of the 
Charter of Fundamental Rights (CFR), the European Pillar of 
Social Rights, the United Nations Convention on the Rights of 
Persons with Disabilities (UNCRPD), as well as examples of EU 
legislation and policy initiatives in the area of employment and 
social protection. The Yearbook found that the rights of persons 
with dementia were well articulated in this regard (as a 
disability), whilst carers’ rights were less specifically 
acknowledged. 

Across European countries, policies and legislation related to 
employment and social protection vary considerably. Of the 
countries with a dementia strategy, only a small number 
contained references to employment or social protection for 
either people with dementia or carers, whilst others reported 
relevant policy drivers in the areas of older persons, disabilities 
or employment, which included resources and schemes 
relevant to persons with dementia.  

Despite the considerable differences in social protection 
systems between countries, common criticisms emerged. These 
included the overly complex structures of systems, restrictive 
eligibility criteria and insufficient levels of financial support 
provided. For people with dementia, few social protection 
systems considered the specific nature of dementia as a 
progressive and life-limiting condition (most measured against 
the level of disability or ability to work), whilst for carers, 
benefits were often assessed by the level of disability of the 
cared-for person, not the level of care provided or the needs of 
the carer themselves.  

The Yearbook also contains testimonies from a number of past 
and present members of the European Working Group of 
People with Dementia, as well as other people living with 
dementia, who shared their experiences of receiving a diagnosis 
of dementia whilst employed or those who accessed social 
protection systems. These experiences were broadly negative 
and illustrate that there is much work to be done to ensure that 
the rights of people with dementia and their carers are upheld.  

Sponsors of the month 
Alzheimer Europe would like to express its gratitude to 

three new sponsors for its 2023 activities. 

Read more about sponsorship opportunities here: 
https://www.alzheimer-europe.org/about-

us/governance/finances/2022-sponsorship-opportunities  

 

https://www.alzheimer-europe.org/resources/publications/2021-alzheimer-europe-report-sex-gender-and-sexuality-context-dementia
https://www.alzheimer-europe.org/resources/publications/2021-alzheimer-europe-report-sex-gender-and-sexuality-context-dementia
https://www.alzheimer-europe.org/resources/publications/2021-alzheimer-europe-report-sex-gender-and-sexuality-context-dementia
https://www.alzheimer-europe.org/sites/default/files/2023-01/sex_gender_and_sexuality_in_the_context_of_dementia_a_guide_to_raise_awareness_amongst_health_and_social_care_workers.pdf
https://www.alzheimer-europe.org/sites/default/files/2023-01/sex_gender_and_sexuality_in_the_context_of_dementia_a_guide_to_raise_awareness_amongst_health_and_social_care_workers.pdf
https://www.alzheimer-europe.org/sites/default/files/2023-01/sex_gender_and_sexuality_in_the_context_of_dementia_a_guide_to_raise_awareness_amongst_health_and_social_care_workers.pdf
https://www.alzheimer-europe.org/about-us/governance/finances/2022-sponsorship-opportunities
https://www.alzheimer-europe.org/about-us/governance/finances/2022-sponsorship-opportunities
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To this end, the conclusion of the report contains a number of 
recommendations aimed at both National and European 
decision-makers, encouraging them to take actions to improve 
legislation and policies around employment and social 
protection, including:  

• The need for greater flexibility in social support systems to 
allows carers to continue to work (where they wish to do 
so) 

• The development of an equivalent social scoreboard to 
monitor Member States compliance with the UNCRPD and 
CFR  

• Ensuring that information, advice and support to access 
benefits is available in accessible formats, including “Easy 
Read”. 

The full report can be accessed on the website of Alzheimer 
Europe at: 

https://www.alzheimer-europe.org/sites/default/files/2023-
01/dementia_in_europe_yearbook_2022_employment_and_related_
social_protection_for_people_with_dementia_and_their_carers.pdf 

1 February: Access videos and poster 
presentations from 32nd Alzheimer Europe 
Conference for free! 

If you were unable to 
participate in the 32nd 
Alzheimer Europe Conference 
#32AEC in October last year, 
you can now access some of 
our on-demand content from 
the event, free of charge. 
Videos of plenary and parallel 
presentations, as well as quick 
oral presentations are now 

available online. 

View further details and videos on our webpage: 

https://www.alzheimer-europe.org/conferences/past-
conferences/2022-Bucharest/videos-32aec  

You can also watch the videos in a specially-created playlist, on 
Alzheimer Europe's YouTube channel: 

https://www.youtube.com/playlist?list=PLO-
PgQHI1WQUbfu1tJKRkMx0DyoXMeNkJ 

1 February: Call for abstracts opens for 33rd 
Alzheimer Europe Conference in Helsinki 

We are delighted to invite you to submit abstracts for the 33rd 
Alzheimer Europe Conference (#33AEC), “New opportunities in 
dementia care, policy and research”. The conference, organised 
in collaboration with the Alzheimer Society of Finland 
(Muistiliitto), will take place in Helsinki, Finland, from 16 to 18 
October 2023. While the event will be mainly in-person, it will 
also include some broadcast elements such as plenary sessions, 
and other carefully selected parallel sessions and symposia to 
allow those unable to travel to participate from the comfort of 
their home or office. 

Alzheimer Europe and Muistiliitto are calling for abstracts for 
oral and poster presentations on the following subjects: 

New opportunities in care 

• Architecture and design 

• Care staff and work force 

• Integrated care 

• Palliative care 

• Relationships and sexuality 

• Residential care 

New opportunities in treatment and management 

• Comorbidities in dementia 

• Detection and diagnosis 

• Informal carer support and training 

• Living with dementia 

• Psycho-social interventions 

• Technology and dementia 

New opportunities in research 

• Brain health and prevention 

• Clinical trial recruitment and retention 

• Economic cost of dementia 

• Genetics 

• Patient and public involvement in research 

• Young onset dementia 

New opportunities in policy 

• Awareness and anti-stigma campaigns 

• Dementia-inclusive initiatives 

• Ethical and legal issues in dementia 

• LGBTQ+ community 

• Minority ethnic groups 

• National dementia strategies. 

The call for abstracts will close on 30 April 2023. 

We look forward to welcoming delegates and speakers to our 
33rd Annual Conference! Registrations will open on  

28 February 2023, so watch this space! 

Click here for more information: https://www.alzheimer-
europe.org/conferences/2023-helsinki/abstract-submission  

 

 

https://www.alzheimer-europe.org/sites/default/files/2023-01/dementia_in_europe_yearbook_2022_employment_and_related_social_protection_for_people_with_dementia_and_their_carers.pdf
https://www.alzheimer-europe.org/sites/default/files/2023-01/dementia_in_europe_yearbook_2022_employment_and_related_social_protection_for_people_with_dementia_and_their_carers.pdf
https://www.alzheimer-europe.org/sites/default/files/2023-01/dementia_in_europe_yearbook_2022_employment_and_related_social_protection_for_people_with_dementia_and_their_carers.pdf
https://www.alzheimer-europe.org/conferences/past-conferences/2022-Bucharest/videos-32aec
https://www.alzheimer-europe.org/conferences/past-conferences/2022-Bucharest/videos-32aec
https://www.youtube.com/playlist?list=PLO-PgQHI1WQUbfu1tJKRkMx0DyoXMeNkJ
https://www.youtube.com/playlist?list=PLO-PgQHI1WQUbfu1tJKRkMx0DyoXMeNkJ
https://www.alzheimer-europe.org/conferences/2023-helsinki/abstract-submission
https://www.alzheimer-europe.org/conferences/2023-helsinki/abstract-submission
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ALZHEIMER EUROPE NETWORKING 
On 10 January, Jean attended the Health Advisory Board of GSK. 

On 11-12 January (Helsinki, Finland), Gwladys, Cristina and Jean went for a site visit for the 33rd Alzheimer Europe Conference. 

On 13 January, Jean and Owen met with representatives of WHO Europe to discuss collaboration on the Pan-European Mental 
Health Coalition. 

On 16 January, Jean, Dianne and Ana met with Michael Hornberger to explore collaboration opportunities on driving and dementia. 

On 16 January, Angela attended a technical meeting on the EPND Catalogue and website. 

On 17 January, Jean attended the Management Group meeting of the Dementia Panel of the European Academy of Neurology. 

On 17 January, Jean and Cindy attended the Pattern-Cog Executive Committee. 

On 17 January, Gwladys and Cristina had a meeting with EventsForce to discuss the registration process of the 32AEC. 

On 18 January, Jean had a meeting with Essity to discuss 2023 sponsorship opportunities. 

On 18 January, Gwladys had a meeting with Luxair to discuss the new programme open to small companies. 

On 18 January, Gwladys had a meeting with Rcarré to discuss the upgrade of our IT system. 

On 19 January, Alzheimer Europe organised an introductory meeting of the European Dementia Carers Working Group. 

On 20 January, Dianne attended the RADAR-AD steering committee meeting. 

On 23 January, Jean had an introductory meeting with the International Psychogeriatrics Association. 

On 23 January, Chris had an introductory meeting with AWO Bezirksverband Niederrhein (Germany) introducing Alzheimer Europe 
Yearbooks. 

On 24 January, Alzheimer Europe organised an Alzheimer’s Association Academy on “Artificial Intelligence in dementia research”. 

On 24 January, Ana and Soraya organised the first online consultation with the ADIS advisory board. 

On 24 January, Dianne attended the Highway to Health - ENVISION final event (by zoom). 

On 25 January, Jean attended the 20th Anniversary Programme Committee of the European Patients’ Forum. 

On 26 January (Luxembourg), Angela attended a session on genetic stratification at the Precision medicine in Parkinson’s disease 
conference. 

On 26 January, Iva Holmerová represented Alzheimer Europe at the European Academy of Neurology workshop on ” The Burden 
of the Sleep/Wake Disorders”. 

On 27 January, Angela participated in a meeting with the EMA, European Public Health Alliance and other NGOs to discuss the 
antibiotic shortage situation 

On 30 January, Angela and Jean attended the General Assembly Meeting of eBRAIN-Health. 

On 30 January, Jean attended a meeting of the FAST (Finding Alzheimer’s Solutions Together) Council. 

On 30 January, Ana, Dianne, Daphne and Cindy organised a consultation with the EWGPWD for the EPND project. 

On 31 January, Angela participated in a consultation with the EPND Research Community Expert Group. 

From 31 January to 1 February (Tel Aviv, Israel and online), Soraya, Chris and Jean attended the ADIS General Assembly meeting. 

 

 

EU PROJECTS 
31 December 2022: INDUCT and DISTINCT update 
their "Best Practice Guidance - Human 
Interaction with Technology in Dementia"  

At the end of 2022, INDUCT (European Interdisciplinary 
Network for Dementia Using Current Technology) and DISTINCT 
(Dementia: Intersectional Technology for Training and 
Innovative Network for Current Technology) published an 
updated version of their Best Practice Guidance - Human 

Interaction with Technology in 
Dementia. This is a 
comprehensive set of 
recommendations on 
improvement of technology for 
people with dementia in three 
areas: everyday life, meaningful 
activities and healthcare. It also 
provides evidence to show how 
technology can improve the lives of people with dementia. 

This Best Practice Guidance originally results from literature 
studies and field research conducted within INDUCT (2016-
2020), a Marie Sklodowska Curie funded Innovative Training 
Network (ITN) of researchers at eight Universities in six 
European countries. DISTINCT supports fifteen Early Stage 

https://www.facebook.com/alzheimer.europe
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Researchers (ESRs) across Europe, who are carrying out 
research projects aiming to improve the lives of people with 
dementia and their carers through technology. The web-based 
version of the Best Practice Guidance was launched in autumn 
2019 and each year since, an update has been published in 
December (2020, 2021 and the latest updated in 2022). 

The recommendations for improving the usability, effectiveness 
and implementation of technology in dementia, which are 
presented in this Best Practice Guidance, are meant to be 
helpful for different target groups: People with dementia; their 
formal and informal carers; health care and welfare providers; 
policymakers; designers; and researchers. For this reason, 
representatives of these target groups were consulted and 
involved throughout the INDUCT and DISTINCT projects. Have a 
look at the website and easily navigate to the recommendations 
relevant to you: 

https://www.dementiainduct.eu/guidance/  

31 December 2022: RADAR-AD includes last 
participant in its clinical study 

At the end of 2022, the 
RADAR-AD participating 
clinical centre in Geneva 
(Switzerland) included the 
220th and final participant 
in the RADAR-AD study.  

This represents a 
significant milestone for the RADAR-AD clinical trial which has 
met its recruitment targets in all three tiers – thereby meeting 
an important project goal.  

Read more, here: https://www.radar-ad.org/newsroom/radar-ad-
includes-last-participant-its-clinical-study  

6 January: The PRODEMOS project has 
published a new paper exploring the needs and 
views of Chinese older adults on healthy 
lifestyles for the prevention of dementia 

The Prevention of Dementia 
using Mobile phone Applications 
(PRODEMOS) project has 
published a new paper in the 

journal BMJ Open, entitled “Needs and views on healthy 
lifestyles for the prevention of dementia and the potential role 
for mobile health (mHealth) interventions in China: a qualitative 
study”. 

In this study, authors explored the knowledge, experiences, 
attitudes, needs and views of Chinese older adults regarding 
healthy lifestyles for the prevention of dementia and 
cardiovascular disease through Mobile health (mHealth) 
interventions. In total, 26 interviews were performed in China. 
Participants were aged 55 to 86 years, had a middle or low 
socioeconomic background, no dementia diagnosis but had 
dementia risk factors, and possessed a smartphone. 

Three main themes were identified: 1) valuing a healthy 
lifestyle, 2) sociocultural expectations and 3) need for guidance. 
First, many participants stressed that a healthy lifestyle is 
important. Moreover, participants mentioned the Chinese 
healthy behaviours, including taking footbaths, spinning 
walnuts and having a balanced temperament, as important to 
prevent disease. Second, the sociocultural context played a 
crucial role as the support from family and friends can be 
helpful to start or maintain healthy behaviours. However, time-
consuming family responsibilities could also sometimes be a 
barrier for healthy behaviours, such as regular physical activity. 
Finally, participants were willing to improve their lifestyle 
behaviours and expressed a need for reliable and personalised 
lifestyle guidance from a health professional. 

The PRODEMOS project is assessing the effectiveness and 
implementation of a coach-supported mHealth intervention to 
reduce overall dementia risk in older people in the UK and China 
using a mHealth application (specially developed for the 
project). The results of this published study will facilitate the 
development and cultural adaptation of the PRODEMOS 
intervention, adjusting it to the needs and wishes of the Chinese 
target population. You can read the paper, here:  

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC9684993/ 

Further information on the PRODEMOS project can be found 
here: 

 https://www.prodemos-project.eu 

9 January: LETHE project publishes animated 
video  

On 9 January, the LETHE project 
which aims to develop a 
personalized prediction and 
intervention model for early 
detection and reduction of risk 
factors causing dementia, based 
on AI and distributed Machine 
Learning has published a new 
video introducing the project and its aims. You can watch the 
video following the link below: 

https://www.youtube.com/watch?v=ucrmQZOo6Bc 

13 January: New AMYPAD article on the 
disclosure of amyloid-PET results to people with 
SCD 

People who are amyloid-positive with 
subjective cognitive decline (SCD) and 
clinical features increasing the 
likelihood of preclinical Alzheimer’s 
disease (SCD+) are at higher risk of 
developing dementia. Some people 
with SCD+ undergo amyloid-positron 
emission tomography (PET) as part of research studies and 
frequently wish to know their amyloid status; however, the 

https://www.dementiainduct.eu/guidance/
https://www.radar-ad.org/newsroom/radar-ad-includes-last-participant-its-clinical-study
https://www.radar-ad.org/newsroom/radar-ad-includes-last-participant-its-clinical-study
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC9684993/
https://www.prodemos-project.eu/
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disclosure of a positive amyloid-PET result might have 
psychological risks. 

In order to assess the psychological outcomes of the amyloid-
PET result disclosure in people with SCD+ and explore which 
variables are associated with a safer disclosure in people who 
are amyloid positive, a research team performed an add-on 
study on the disclosure of the amyloid-PET result. Participants 
were from memory clinics who underwent amyloid-PET as part 
of the AMYPAD Diagnostic and Patient Management Study 
(DPMS). 

A total of 105 participants with SCD+ of AMYPAD DPMS, who 
received their amyloid-PET results, participated in this study. 
Among them, 26% (27 of 105) were assessed as amyloid positive 
and 74% (78 of 105) as amyloid negative. Findings showed that 
the disclosure of a positive amyloid-PET result was associated 
with a greater psychological change, yet such changes did not 
reach the threshold for clinical concern. The article was 
published in the journal JAMA Network Open. Congratulations 
to all authors! You can read the published paper here. 

16 January: New study investigates the 
association between Hormone Replacement 
Therapy and Alzheimer’s dementia 

A new article entitled 
“Hormone replacement 
therapy is associated with 
improved cognition and 
larger brain volumes in 
at-risk APOE4 women: 
results from the 
European Prevention of 

Alzheimer’s Disease (EPAD) cohort” has recently been 
published in the journal Alzheimer’s Research and Therapy. 

The published study showed that Hormone Replacement 
Therapy (HRT) use is associated with better memory, cognition 
and larger brain volumes in later life among women carrying the 
APOE4 gene, the strongest risk factor gene for Alzheimer’s 
disease. The research team found that HRT was most effective 
when introduced early in the menopause journey during 
perimenopause. 

Prof. Anne-Marie Minihane, from UEA’s Norwich Medical 
School and director of the Norwich Institute for Healthy Aging 
at the University of East Anglia (UEA), led the study in 
collaboration with Prof. Craig Ritchie at the University of 
Edinburgh 

The research team studied data from 1,178 women 
participating in the European Prevention of Alzheimer’s 
Dementia (EPAD) initiative to analyse the impact of HRT on 
women carrying the APOE4 genotype. Congratulations to all 
authors: Rasha M. Saleh, Michael Hornberger, Craig W. Ritchie 
and Anne Marie Minihane. You can read the press release from 
the University of East Anglia here. 

You can read the published paper here:  

https://doi.org/10.1186/s13195-022-01121-5 

16 January: RADAR-AD project publishes sixth 
issue of its bi-annual e-newsletter 

With its e-newsletters, the RADAR-AD (Remote Assessment of 
Disease and Relapse – Alzheimer’s Disease) project provides 
readers with the latest project updates. These are sent twice a 
year and each newsletter covers project updates over a six-
month period. 

During the last six months, the RADAR-AD consortium has been 
finalising the enrolment of participants to its studies, analysing 
gathered data and developing plans for the publication, 
dissemination and sustainability of project results. Read the full 
newsletter, here:  

https://www.radar-ad.org/newsroom/welcome-sixth-issue-our-e-
newsletter 

19 January: ADIS project launches its website 

The ADIS consortium is proud to announce the official launch of 
its website: https://www.adis-project.eu/ 

The ADISN consortium will to evaluate whether blood-based 
biomarkers derived from special types of immune cells and 
sleep disturbances allow to reliably discriminate Alzheimer’s 
disease patients at different stages of the disease from healthy 
subjects. 
Further, collaborators want to understand, in how far sleep 
disturbances might influence blood-based biomarkers. This is 
important, because we need to know which type of 
measurements are most effective and most efficient. 

Alzheimer Europe is involved in the Public Involvement 
activities of the project and also leads the communication 
activities of the project in collaboration with the project 
coordinator (Fraunhofer). 

 

https://jamanetwork.com/journals/jamanetworkopen/fullarticle/2800401
https://www.uea.ac.uk/news/-/article/HRT-could-ward-off-Alzheimers-among-at-risk-women
https://doi.org/10.1186/s13195-022-01121-5
https://www.radar-ad.org/newsroom/welcome-sixth-issue-our-e-newsletter
https://www.radar-ad.org/newsroom/welcome-sixth-issue-our-e-newsletter
https://www.adis-project.eu/
https://twitter.com/AlzheimerEurope
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20 January: RADAR-AD holds hybrid steering 
committee meeting 

On 20 January, RADAR-AD held a 
hybrid steering committee 
meeting. The members of the 
consortium present (either in 

London or via Zoom) discussed ongoing work with the briefing 
book, the interim analysis and overview of the deliverables and 
various planned publications. A public event is being planned on 
16 May in Amsterdam as part of the annual meeting which will 
provide an opportunity to inform members of the public about 
this work and the general topic. This would also include a 
presentation about the Public Involvement work in this project 
with some of the members of the Patient Advisory Board. 
Dianne represented Alzheimer Europe at this meeting.  

20 January: AMYPAD publishes Frontiers in 
Neurology article, highlighting important 
collaborations  

On 20 January, partners of the 
AMYPAD project published a paper 
entitled “The Amyloid Imaging for the 
Prevention of Alzheimer’s Disease 
Consortium: A European collaboration 
with a global impact” in a Special Issue 
of the Frontiers in Neurology journal. 

The authors of the paper, including 
Alzheimer Europe Executive Director Jean Georges and Project 
Officer Cindy Birck, described the scientific landscape of 
Alzheimer’s disease, the objectives and main outcomes of the 
AMYPAD project. In this paper, authors highlighted the 
important collaborations necessary to make AMYPAD a 
successful consortium to reach not only the scientific 
community but also engage society at large, and illustrated how 
these endeavours ensured the value of the consortium during 
and after the funding period.  

In summary, the AMYPAD consortium has made a strong 
contribution to the Alzheimer’s disease field. A legacy of over 
3500 amyloid PET scans covering the entire Alzheimer’s disease 
continuum has been collected across the two AMYPAD clinical 
studies, which are now curated for sharing with the research 
community.  

https://amypad.eu/news/recent-news/new-amypad-paper-
highlighting-european-collaboration-with-global-impact-is-out/ 

24 January: The members of the ADIS advisory 
board meet for their first online consultation: 
Terminology, tone and content during the 
informed consent process 

On 24 January, Ricard, Pilar, Cristina, Kina and García (members 
of the ADIS advisory board (ADIS-AB)), and their supporters, 
gathered online for their first consultation in the context of 
Public Involvement activities for the ADIS project. The 
consultation was hosted by Alzheimer Europe (AE), facilitated 

by Soraya Moradi-Bachiller (AE Project Officer), and also 
attended by the neuropsychologist Andrea del Val Guardiola 
(on behalf of the Fundació Clínic per a la Recerca Biomèdica), 
Jesús Rodrigo (CEO of the Confederación Española de 
Alzheimer) and Ana Diaz (AE Project Officer). 

The meeting was on the topic of terminology, tone and content 
of the ADIS’ information sheet and informed consent form. 
Before the meeting, the members of the ADIS-AB, who will 
provide their perspectives, priorities and concerns on various 
topics of the ADIS project, were provided with the information 
sheet and informed consent form of the ADIS project. During 
the meeting, members discussed and were asked to provide 
feedback on these two documents. 

All the members of the ADIS-AB participated in an active and 
lively manner in the consultation, and provided valuable 
comments. The feedback gathered during the meeting will help 
Alzheimer Europe to develop recommendations for researchers 
on how to design information sheets and informed consent 
forms for research studies on Alzheimer’s disease. More 
information about each member of the ADIS-AB can be found 
here:  

https://www.adis-project.eu/advisory-board/ 

26 January: Launch of AI-Mind strategy for the 
ethical and trustworthy communication of AI-
based dementia risk prediction 

The AI-Mind project is currently 
developing AI-based tools (i.e. based 
on artificial intelligence) to enable 
doctors to predict which people with 
mild cognitive impairment (MCI) will 
eventually develop dementia. Whilst AI 
is increasingly being used in many areas 
of people’s everyday lives, the 
successful use and ongoing development of this kind of 
technology is highly dependent on patients and doctors finding 
it trustworthy and being willing and able to use and understand 
it. AI-Mind therefore conducted a rapid review of the literature 
about ethical and social implications of this specific topic in 
collaboration with AI-Mind partners. Alongside this review, we 
organised a series of interviews, focus group discussions and a 
short survey to help ensure that the various ethical, societal and 
practical issues considered reflect the views, beliefs, 

https://amypad.eu/news/recent-news/new-amypad-paper-highlighting-european-collaboration-with-global-impact-is-out/
https://amypad.eu/news/recent-news/new-amypad-paper-highlighting-european-collaboration-with-global-impact-is-out/
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assumptions and priorities of people from some of the groups 
affected by the use of these tools (i.e. people who are at risk of 
dementia, have MCI or dementia or are carers or doctors) in 
addition to those of published scholars and AI specialists.  

This led to the development of a comprehensive strategy for the 
ethical and trustworthy communication of AI-based dementia 
risk prediction to people with MCI in the clinical setting. This will 

soon be available on the AI-Mind website. For more information 
about this work or comments, please contact Dr Dianne Gove 
at dianne.gove@alzheimer-europe.org  

 

EU project acknowledgements 

 
A number of the projects in which Alzheimer Europe is a project partner receive funding from Horizon2020 or from the Innovative 
Medicines Initiative, Innovative Medicines Initiative 2, and the Innovative Health Initiative Joint Undertakings. The Joint 
Undertaking receives support from the European Union’s Horizon 2020 research and innovation programme and EFPIA. The 
projects in this newsletter are: 

AI-MIND – grant agreement 964220 

AMYPAD – grant agreement 115952 

EPAD – grant agreement 115736 

LETHE – grant agreement 101017405 

PRODEMOS – grant agreement 779238 

RADAR-AD – grant agreement 806999

 
ADIS - This project is supported by the Luxembourg National Research Fund (INTER/JPND21/15741011/ADIS) under the aegis of 
the EU Joint Programme - Neurodegenerative Disease Research (JPND) - www.jpnd.eu  

 

Members of the European Alzheimer’s Alliance 
Currently, the total number of MEPs in the Alliance stands at 89, 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). 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 

https://www.ai-mind.eu/
mailto:dianne.gove@alzheimer-europe.org
http://www.jpnd.eu/
https://www.youtube.com/c/AlzheimerEurope
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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: Peter Lundgren (ECR).  

 

 

EU DEVELOPMENTS 
4 January: EU Joint Programme on 
Neurodegenerative Disease Research (JPND) 
opens 2023 call for large scale analysis of OMICS 
data for drug-target finding in neurodegenerative 
diseases 

On 4 January 2023, the EU Joint 
Programme – Neurodegenerative 
Disease Research (JPND) initiative 
launched a transnational call for large 
scale analysis of OMICS data for drug-
target finding in neurodegenerative 
diseases. Neurodegenerative diseases 
are debilitating and largely untreatable 

conditions that are strongly linked with age. Worldwide, there 
are estimated to be 50 million people with Alzheimer’s disease 
and related disorders. This figure is expected to double every 20 
years as the population ages. The total direct and informal care 
costs of Alzheimer’s, Parkinson’s and related disorders are 
expected to surpass EUR 350 billion per year across the 
European Union (EU). Existing treatments for 
neurodegenerative diseases are limited and mainly address the 
symptoms rather than the cause or the progressive course. 
With this in mind, the JPND has identified a pressing need for 
investment aimed at enabling research projects on large scale 
analysis of Omics data for drug-target finding in 
neurodegenerative diseases. 

Despite several remarkable achievements and advances in 
technology made during the past years, the pathophysiology of 
neurodegenerative diseases remains elusive. Recent studies 
show that diseases are complex and multifactorial, presenting 
hurdles to discover novel therapies. Access to current data and 
biomaterials from animal and cellular models and patients and 
targeted acquisition of new data opens the opportunity to 
explore changes at epigenetic, transcriptomic, proteomic, 
metabolomic, and lipidomic levels in a more comprehensive 
way. The data obtained from multi-omics studies analysed with 
the methods of systems biology can further elucidate the 
connection between the contributing factors and disease 
pathophysiology. The identified cellular changes from the multi-
omics studies may be translated to animal and cellular models 
and to the human situation to study the disease mechanisms. 
This will permit novel strategies for validation of clinical 
therapeutic approaches. 

The JPND is therefore launching this joint transnational call with 
the aim of improving the understanding of the complex and 
multifactorial pathogenesis of neurodegenerative diseases 
through multi-OMICS and Big Data approaches designed to find 
new drug targets and target biomarkers for the development of 
tailored and personalised treatment approaches. 

This transnational call invites proposals for ambitious, 
innovative, multi-disciplinary and multi-national collaborative 
research projects that seek to improve the understanding of the 
complex and multifactorial pathogenesis of neurodegenerative 
diseases by applying multi-OMICs and Big data approaches to 
generate useful information for the diagnosis, treatment, 
prognosis, and drug discovery of neurodegenerative diseases. 

The total made available for this call is about EUR 16.5 million. 

The pre-proposal submission deadline is 7 March 2023, via the 
electronic submission tool. For more information about the call, 
see:  

https://www.neurodegenerationresearch.eu/initiatives/annual-calls-
for-proposals/2023-research-call-on-large-scale-analysis-of-omics-

data-for-drug-target-finding-in-neurodegenerative-diseases/ 

19 January: European Commission updates 
paper on changing demographics 

The European Commission has 
published an updated 
demographic report, “The 
Impact of Demographic Change 
in a Changing”, building on its 
report from 2020, including 
addressing recent 
developments such as the war in Ukraine. 

The report identifies five key areas, with the greatest 
implications for a range of socioeconomic policies: 

• Population decline 

• Population ageing  

• Household composition  

• Trends on the labour market  

• Poverty and social exclusion risks. 

 Under the section on population ageing, the report highlights 
that people aged 65 and above represent 20.8 % of the EU 
population, up three percentage points from 2011. It is 
expected that by 2050, about 30% of the European population 
will be over 65. 

It was also noted that an ageing population presents fiscal 
sustainability challenges due to the greater need for health and 
long-term care, as well as a need an increased provision of 
pensions. The report estimates that the cost of ageing, which 
stood at 24% of GDP in 2019, will rise to 26% of GDP by 2070.  

https://www.facebook.com/alzheimer.europe
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The updated report and further information on the 
Commission’s work on demographic change can be found at:  

https://commission.europa.eu/strategy-and-policy/priorities-2019-
2024/new-push-european-democracy/impact-demographic-change-

europe_en  

25 January: European Economic and Social 
Committee publishes opinion on European Care 
Strategy 

The European Economic and 
Social Committee (EESC) has 
published an opinion on the 
recently adopted European Care 
Strategy.  

In its opinion the EESC welcomes 
the European Care Strategy proposals for EU- and national-level 
actions to strengthen care in Europe, supporting both care 
receivers and care providers. In particular, it welcomes the in 
identifying weaknesses, bottlenecks and problem areas.  

However, the opinion also calls for further action to be taken 
including proposing a European Care Guarantee, to ensure life-
long access to affordable quality healthcare and care services 
for everyone living in the EU. In addition, it calls for specific 
measures to be adopted to tackle gender equality, including 
addressing gender stereotypes, attracting more men in the 
sector and better distribution of care responsibilities within 
households. 

In addition, the EESC highlights the need for a life-cycle 
approach promoting healthy and active ageing, as well as the 
development of a European Strategy for Older Persons. The full 
opinion of the EESC can be found at:  

https://www.eesc.europa.eu/en/our-work/opinions-information-
reports/opinions/european-care-

strategy?_cldee=5DlFwpy1Xbk4bAQlS6cH__hl0J9qcs9UpYFfN09jezIY
WhAAoS2OAb2fLEWd3y9HMDJrz4ZBjughWb2QD3sHtw&recipientid=

contact-7f3a8026aeb8e311adda005056a05070-
1b83829ed72548cab88a7185b30f1e74&esid=f1a66686-249e-ed11-

8123-005056a043ea  

POLICY WATCH 
24 January: Alzheimer’s Research UK welcomes 
UK Government announcement  

Alzheimer’s Research UK (ARUK) 
has welcomed a UK 
Government commitment to 
develop a Major Conditions 
Strategy in an effort to increase 
healthy life expectancy and 

reduce ill-health in the UK. 

The UK-wide strategy aims to alleviate pressure on the health 
system, as well as support the government’s objective to 
increase healthy life expectancy and reduce the number of 
people out of work due to ill-health. A Written Ministerial 
Statement stated that the strategy combined the Government’s 

commitments in relation to mental health, cancer, dementia 
and health disparities.  

In response, ARUK has welcomed the approach, whilst further 
calling for the concept of brain health to be embedded within 
the strategy as a holistic approach to preventing dementia and 
promoting healthier lifestyles. It is expected that an interim 
report on the strategy will be published in the summer. The UK 
Government’s statement on the strategy can be found at:  

https://questions-statements.parliament.uk/written-
statements/detail/2023-01-24/hcws514  

25 January: Irish Alliance of Age Sector NGOs 
launches report "Telling Like It Is: Combatting 
Ageism" at Irish Parliament 

On 25 January 2023, The Alliance of Age Sector NGOs, of which 
the Alzheimer Society of Ireland is a proud member, launched 
its 2023 Report, "Telling It Like It Is; Combatting Ageism" setting 
out why Ireland needs to take ageism seriously and take 
meaningful action to counteract it.  

The report highlights the nature and impact of ageism in Ireland 
and offers several evidence-informed strategies to reduce it. 
The report was launched at Leinster House (The Irish Parliament 
Buildings). The Alliance was very pleased to see cross-party 
attendance and engagement at the launch. The full report can 
be found at: 

https://alzheimer.ie/wp-content/uploads/2023/01/AASNGOs_Telling-
It-Like-It-Is_Combatting-Ageism.pdf 

SCIENCE WATCH 
3 January: Researchers develop a new AI-based 
method that estimates brain age and predicts 
cognitive decline 

In a recent publication appearing 
in the Proceedings of the 
National Academy of Sciences 
(PNAS) journal, researchers 
show that a new, AI-based 
technology can interpret 
patterns of structural change in 

https://commission.europa.eu/strategy-and-policy/priorities-2019-2024/new-push-european-democracy/impact-demographic-change-europe_en
https://commission.europa.eu/strategy-and-policy/priorities-2019-2024/new-push-european-democracy/impact-demographic-change-europe_en
https://commission.europa.eu/strategy-and-policy/priorities-2019-2024/new-push-european-democracy/impact-demographic-change-europe_en
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/european-care-strategy?_cldee=5DlFwpy1Xbk4bAQlS6cH__hl0J9qcs9UpYFfN09jezIYWhAAoS2OAb2fLEWd3y9HMDJrz4ZBjughWb2QD3sHtw&recipientid=contact-7f3a8026aeb8e311adda005056a05070-1b83829ed72548cab88a7185b30f1e74&esid=f1a66686-249e-ed11-8123-005056a043ea
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/european-care-strategy?_cldee=5DlFwpy1Xbk4bAQlS6cH__hl0J9qcs9UpYFfN09jezIYWhAAoS2OAb2fLEWd3y9HMDJrz4ZBjughWb2QD3sHtw&recipientid=contact-7f3a8026aeb8e311adda005056a05070-1b83829ed72548cab88a7185b30f1e74&esid=f1a66686-249e-ed11-8123-005056a043ea
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/european-care-strategy?_cldee=5DlFwpy1Xbk4bAQlS6cH__hl0J9qcs9UpYFfN09jezIYWhAAoS2OAb2fLEWd3y9HMDJrz4ZBjughWb2QD3sHtw&recipientid=contact-7f3a8026aeb8e311adda005056a05070-1b83829ed72548cab88a7185b30f1e74&esid=f1a66686-249e-ed11-8123-005056a043ea
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/european-care-strategy?_cldee=5DlFwpy1Xbk4bAQlS6cH__hl0J9qcs9UpYFfN09jezIYWhAAoS2OAb2fLEWd3y9HMDJrz4ZBjughWb2QD3sHtw&recipientid=contact-7f3a8026aeb8e311adda005056a05070-1b83829ed72548cab88a7185b30f1e74&esid=f1a66686-249e-ed11-8123-005056a043ea
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/european-care-strategy?_cldee=5DlFwpy1Xbk4bAQlS6cH__hl0J9qcs9UpYFfN09jezIYWhAAoS2OAb2fLEWd3y9HMDJrz4ZBjughWb2QD3sHtw&recipientid=contact-7f3a8026aeb8e311adda005056a05070-1b83829ed72548cab88a7185b30f1e74&esid=f1a66686-249e-ed11-8123-005056a043ea
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/european-care-strategy?_cldee=5DlFwpy1Xbk4bAQlS6cH__hl0J9qcs9UpYFfN09jezIYWhAAoS2OAb2fLEWd3y9HMDJrz4ZBjughWb2QD3sHtw&recipientid=contact-7f3a8026aeb8e311adda005056a05070-1b83829ed72548cab88a7185b30f1e74&esid=f1a66686-249e-ed11-8123-005056a043ea
https://www.eesc.europa.eu/en/our-work/opinions-information-reports/opinions/european-care-strategy?_cldee=5DlFwpy1Xbk4bAQlS6cH__hl0J9qcs9UpYFfN09jezIYWhAAoS2OAb2fLEWd3y9HMDJrz4ZBjughWb2QD3sHtw&recipientid=contact-7f3a8026aeb8e311adda005056a05070-1b83829ed72548cab88a7185b30f1e74&esid=f1a66686-249e-ed11-8123-005056a043ea
https://questions-statements.parliament.uk/written-statements/detail/2023-01-24/hcws514
https://questions-statements.parliament.uk/written-statements/detail/2023-01-24/hcws514
https://alzheimer.ie/wp-content/uploads/2023/01/AASNGOs_Telling-It-Like-It-Is_Combatting-Ageism.pdf
https://alzheimer.ie/wp-content/uploads/2023/01/AASNGOs_Telling-It-Like-It-Is_Combatting-Ageism.pdf
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brain scans, accurately estimating brain age associated with 
cognitive decline. 

Chronological age, measured in days, months and years, is the 
strongest predictor of Alzheimer’s disease (AD) risk. However, 
biological age can also be a strong contributing factor – but may 
be very different from our chronological age, depending on our 
lifestyle choices, and whether we are living with disease. In their 
recent article, a team of researchers led by Andrei Irimia of the 
University of Southern California (US) describe a convolutional 
neural network (CNN), AI-based tool that can calculate brain 
age estimates using magnetic resonance imaging (MRI) scans.  

This tool was developed using collated MRI images from over 
4,600 cognitively normal participants, testing it on MRI scans 
from a further 1,170 participants cognitively normal 
participants. The researchers then used the CNN to estimate 
the brain ages of 650 cognitively normal adults from the 
CamCAN study, 359 ADNI study participants with Alzheimer’s 
dementia, and 351 participants with mild cognitive impairment 
due to AD. To check whether the brain age estimates were 
linked to cognitive and functional changes experienced by 
people with cognitive impairment, they cross-referenced the 
brain age estimates to cognitive and functional test scores. 
These analyses revealed a lower correlation of test scores with 
chronological age, suggesting that the biological age estimates 
calculated by the new tool may better reflect brain function. 
The researchers were also able to detect different patterns in 
biological aging in people with and without cognitive 
impairment, pointing to a potential use of this tool in identifying 
people who may be at greater risk of AD and dementia. 

https://www.pnas.org/doi/abs/10.1073/pnas.2214634120 

6 January: US FDA grants accelerated approval 
of Lecanemab for the treatment of mild cognitive 
impairment or mild dementia due to Alzheimer’s 
disease  

On 6 January, the US Food and 
Drug Administration (FDA) 
approved Lecanemab for the 
treatment of Alzheimer’s disease 
(AD). Lecanemab, which will be 

marketed in the US under the brand name Leqembi, is an 
antibody that targets amyloid-beta plaques, which accumulate 
in the brain during the development of AD. After Aducanumab, 
Lecanemab is the second drug in this class to be authorised by 
the FDA via its accelerated approval pathway. This pathway 
allows the FDA to approve medicines for serious conditions 
where there is an unmet medical need, and where the drug has 
an effect on a surrogate endpoint that is likely to predict a 
clinical benefit to patients.  

FDA approval of Lecanemab was based on the results of a Phase 
2b, randomised and placebo-controlled clinical trial, which 
recruited 856 patients with mild cognitive impairment (MCI) or 
mild dementia due to AD. Trial participants received biweekly, 
intravenous infusions of Lecanemab, at increasing doses from 

2.5mg/kg up to 10mg/kg. The presence of amyloid beta 
pathology in these patients was confirmed using amyloid-PET 
brain scans, and analyses of trial data revealed a significant 
reduction in brain amyloid over the course of the trial for 
participants receiving the 10mg/kg dose. These data supported 
the accelerated approval of Lecanemab, which was authorised 
for the treatment of the population recruited in the Phase 2b 
clinical trial.  

The prescribing information for Lecanemab states that the drug is 
indicated for the treatment of AD, and that “treatment should 
be initiated in patients with mild cognitive impairment or mild 
dementia stage of disease.” Patients must also have a brain scan 
confirming the presence of amyloid beta pathology prior to 
initiating treatment, and are warned that a potential side-effect 
of treatment is the occurrence of micro-bleeds or swelling in the 
brain, which are detected on brain MRI scans as amyloid-related 
imaging abnormalities (ARIA). ARIA, which can be 
asymptomatic, occurred in 12% of trial participants receiving 
Lecanemab, compared to 5% of participants who received a 
placebo. Consequently, prescribing physicians are instructed to 
obtain a recent MRI scan prior to initiating treatment, and must 
perform regular MRI monitoring during treatment.  

Eisai, which developed Lecanemab in partnership with Biogen, 
announced that Lecanemab would be available to patients in 
the US by 23 January, at a launch price of USD 26,500 per year. 
The company has also filed a supplemental Biologics Licence 
Application (BLA) with the FDA, based on positive data from the 
confirmatory Phase 3 CLARITY-AD trial. Eisai initiated 
submission of data for regulatory approval of Lecanemab in 
China in December 2022, and also announced plans to apply for 
regulatory approval in Japan and Europe by the end of March 
2023. 

https://www.eisai.com/news/2023/news202301.html 

11 January: Eisai submits marketing 
authorisation application for Lecanemab to the 
European Medicines Agency 

On 11 January, Eisai announced the submission of a marketing 
authorisation application (MAA) for Lecanemab to the 
European Medicines Agency (EMA). Lecanemab, an anti-
amyloid antibody that clears amyloid plaques from the brain, 
was recently approved for the treatment of early Alzheimer’s 
disease (AD) by the US Food and Drug Administration.  

Eisai’s application to the EMA is based on the results of two 
clinical trials; a Phase 2b study that enrolled 854 participants, and 
the Phase 3 CLARITY-AD study, which evaluated the efficacy of 
Lecanemab in 1,795 participants. Both of these studies were 
focused on mild cognitive impairment and mild dementia due 
to Alzheimer’s disease, with results that showed a substantial 
reduction in brain amyloid levels, accompanied by a slowing of 
clinical decline after 18 months of intravenous, biweekly 
Lecanemab treatment.  

In their joint press release, Eisai and Biogen stated that the MAA 
for Lecanemab was submitted for the treatment of early AD, 

https://www.pnas.org/doi/abs/10.1073/pnas.2214634120
https://www.accessdata.fda.gov/drugsatfda_docs/label/2023/761269s000lbl.pdf
https://www.eisai.com/news/2023/news202302.html
https://www.eisai.com/news/2022/news202291.html
https://www.alzheimer-europe.org/news/eisai-and-biogen-report-results-phase-iib-study-lecanemab-early-ad
https://www.alzheimer-europe.org/news/eisai-presents-full-results-clarity-ad-phase-iii-trial-lecanemab
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defined as mild cognitive impairment and mild AD dementia. If 
the EMA accepts the MAA for review, the centralised 
assessment procedure may be completed within a year; the 
accelerated assessment procedure is slightly shorter, at 150 
“active” days compared to 210 days with the centralised 
procedure. 

https://www.eisai.com/news/2023/news202305.html 

11 January: Clinical study identifies blood-based 
biomarkers that could detect AD long before 
symptoms occur 

As indicators that 
measure disease 
processes inside the body, 
blood-based biomarkers 
have great potential for 
use as clinical screening 
tools and for research. In 
a new article published in 
the Brain journal, a team 
of researchers led by 
Caroline Graff (Karolinska 
Institute, Sweden), 

identify a panel of blood-based biomarkers that may be able to 
detect Alzheimer’s disease (AD) pathology in presymptomatic 
individuals.  

People who carry mutations in genes such as APP, PSEN1 and 
PSEN2 are at high risk of developing an early onset, inherited 
form of AD known as “autosomal dominant AD”, or ADAD. 
Studying the levels of blood-based biomarkers in people with a 
genetic predisposition to ADAD offers an opportunity to 
evaluate the accuracy and specificity of these biomarkers in the 
very earliest stages of disease, before symptoms develop. These 
learnings could have wider implications for research on the 
most common form of AD, which is not directly caused by 
inherited genetic changes.  

In their new publication, Prof. Graff and colleagues evaluated 
blood plasma samples from participants in a Swedish study of 
inherited AD, measuring the concentration of the pTau181, 
tTau, NfL and GFAP biomarkers over an average period of 6 
years (ranging from 0-23 years) in 33 people carrying ADAD 
mutations, compared to 42 people without ADAD mutations. 
Mapping the results to disease progression studies, they found 
that changes in the GFAP biomarker could be detected around 
10 years before symptoms occurred, followed by pTau181 and 
NfL. Conversely, tTau was unable to discriminate between 
people who would later develop ADAD, and unaffected 
individuals. Further studies are now required, to replicate these 
findings in cohorts with larger numbers of participants. 

https://academic.oup.com/brain/advance-
article/doi/10.1093/brain/awac399/6979878?login=false#391188941 

 

17 January: Following FDA fast-track approval of 
Lecanemab, Anders Wimo and colleagues 
explore appropriate patient populations and cost 
in touchREVIEWS in Neurology article 

On 6 January 2023, the 
amyloid beta-targeting 
antibody Lecanemab was 
approved by the US Food 
and Drug Administration 
(FDA) for the treatment of 
mild cognitive 
impairment (MCI) due to 
Alzheimer’s disease (AD) 
and mild AD dementia, via 
the FDA’s Accelerated 
Approval pathway. Following this, on 17 January 2023, an article 
was published by Anders Wimo, Linus Jönsson, Gunilla 
Johansson and Bengt Winblad, exploring appropriate patient 
populations and cost related to the drug. Their article, 
“Lecanemab: The Price of a Breakthrough” was published in the 
journal touchREVIEWS in Neurology and looked to answer two 
main questions around the drug: 

• What is the appropriate patient population to receive 
treatment? 

• How much should healthcare systems be prepared to pay 
for the drug? 

The healthcare infrastructure is not prepared for the expected 
huge demands for diagnostics and eventual treatment, 
especially given the suggested list price and a potentially large 
population of people with MCI due to AD and mild AD dementia. 
A lower price point would allow wider access to the treatment 
and reduce disparities in health equity, it notes. You can read 
the article, here: https://touchneurology.com/alzheimers-disease-
dementia/journal-articles/lecanemab-the-price-of-a-breakthrough/  

19 January: New study investigates the 
relationship between physical activity and 
change in cognition 

Physical inactivity in 
later life has been 
identified as an 
important and 
modifiable risk factor for 
dementia. A new study, 
published in the journal 
Alzheimer’s & 
Dementia, investigated 
the association between 
objective measured 
physical activity and 
cognition in older adults over approximately eight years. 

Authors used data from 199 people from the Australian 
Imaging, Biomarkers and Lifestyle (AIBL) study. Cognitively 
normal participants were aged 60 and older at baseline. They 

https://www.ema.europa.eu/en/human-regulatory/marketing-authorisation/evaluation-medicines-step-step
https://www.eisai.com/news/2023/news202305.html
https://academic.oup.com/brain/advance-article/doi/10.1093/brain/awac399/6979878?login=false#391188941
https://academic.oup.com/brain/advance-article/doi/10.1093/brain/awac399/6979878?login=false#391188941
https://touchneurology.com/alzheimers-disease-dementia/journal-articles/lecanemab-the-price-of-a-breakthrough/
https://touchneurology.com/alzheimers-disease-dementia/journal-articles/lecanemab-the-price-of-a-breakthrough/
https://twitter.com/AlzheimerEurope
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were instructed to wear actigraphy monitors to measure 
physical activity (i.e. total counts, peak counts, daily 
kilocalories). Cognition was assessed using a comprehensive 
cognitive battery every 18-months. 

Findings demonstrated greater improvements in episodic recall 
memory and maintenance of global cognition over time, in 
people expending the highest energy per day. Those with higher 
physical activity intensity and greater total activity also had 
better global cognition over time.  

The published study showed that physical activity is associated 
with preserved cognition in healthy older adults. Authors 
suggested that activity intensity may play an important role in 
this association and that early intervention may be crucial to 
maintain cognition in older adults. 

https://doi.org/10.1002/alz.12950 

20 January: US FDA rejects Eli Lilly’s application 
for accelerated approval of donanemab 

On 20 January, the 
pharmaceutical company 
Eli Lilly announced that 
the US Food and Drug 
Administration (FDA) has 
rejected the application 
for accelerated approval 
of its drug donanemab, an 
antibody that targets a 
form of modified 
amyloid protein, for the 
treatment of Alzheimer's 

disease (AD). 

The FDA issued a complete response letter, requesting 
additional data from Eli Lilly. The FDA sought results from a 
minimum of 100 participants who received at least one year of 
continued treatment on donanemab. 

The accelerated approval application was based on the 
TRAILBLAZER-ALZ Phase II trial showing amyloid plaque 
lowering. In this trial, participants were allowed to stop 
treatment when they reached a predefined level of amyloid 
plaque clearance. While the trial included more than 100 
participants treated with donanemab, many stopped taking the 
drug after six months due to the speed of amyloid plaque 
reduction. This resulted in fewer than 100 participants receiving 
12 months of donanemab. 

The company plans to seek traditional FDA approval based on 
the results of its ongoing TRAILBLAZER-ALZ 2 Phase III study. 
This trial evaluates the safety and efficacy of donanemab in 
participants with early Alzheimer's disease with the presence of 
brain tau pathology. Top-line data are expected in Q2 2023. 

https://investor.lilly.com/news-releases/news-release-details/us-
food-and-drug-administration-issues-complete-response-0 

26 January: AC Immune announces interim data 
from its ABATE trial for AD 

On 26 January, AC 
Immune, a clinical-stage 
biopharmaceutical 
company focused on 
neurodegenerative 
diseases, announced the 
first interim data from its 
Phase Ib/IIa ABATE trial 
evaluating ACI-24.060 in 
prodromal Alzheimer’s 
disease (AD).  

The ABATE trial is a Phase 
Ib/II, multicentre, adaptive, double-blind, randomised and 
placebo-controlled study evaluating the safety, tolerability, 
immunogenicity, and pharmacodynamic effects of ACI-24.060, 

which is an amyloid-beta (A) vaccine. All participants in the 
trial must have brain amyloid beta pathology confirmed by a 
positron emission tomography (PET) scan.  

Early results from the first cohort of people with AD showed 

that low dose of ACI-24.060 could elicit an anti-A antibody 
response (as soon as week 6). Additionally, the drug was 
generally well tolerated with no safety concerns observed. As a 
result, dosing with higher dose in people with AD has begun and 
the trial will start to include people with Down syndrome (DS) 
for the second part of the study. 

Further safety and immunogenicity findings from the ABATE 
study are expected in the second half of 2023 and initial data on 
amyloid plaque reduction measured via PET imaging are 
anticipated in 2024. 

https://ir.acimmune.com/news-releases/news-release-details/ac-
immunes-aci-24060-anti-amyloid-beta-vaccine-alzheimers-shows 

26 January: New figures on the growing global 
societal cost of dementia are published 

Dementia is among the 
ten leading causes of 
disability worldwide. To 
better understand the 
impact of dementia on 
society and the economy, 
it is crucial to delve into its 
direct and indirect 
societal costs. Such global 
estimates can be 
challenging to derive, as 
countries may have 
different ways of measuring or classifying the costs linked to 
dementia, or due to a lack of available data. In the present 
study, and as part of the World Health Organization Global 
Status Report on the Public Health Response to Dementia, 
researchers used available studies on cost of illnesses and 
informal care for dementia to calculate the global cost of 

https://doi.org/10.1002/alz.12950
https://investor.lilly.com/news-releases/news-release-details/us-food-and-drug-administration-issues-complete-response-0
https://investor.lilly.com/news-releases/news-release-details/us-food-and-drug-administration-issues-complete-response-0
https://ir.acimmune.com/news-releases/news-release-details/ac-immunes-aci-24060-anti-amyloid-beta-vaccine-alzheimers-shows
https://ir.acimmune.com/news-releases/news-release-details/ac-immunes-aci-24060-anti-amyloid-beta-vaccine-alzheimers-shows
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dementia in 2019. The latter was found to reach USD 1313.4 
billion (EUR 1,209,084,080,906.46) in 2019, a much larger figure 
than the previous estimations of USD 818 billion for 2015 and 
USD 604 billion for 2010.  

Of the estimated USD 1313.4 billion, 16% were attributed to the 
direct medical costs of dementia, while 34% were linked to 
direct social sector costs, including long-term care costs. 58% of 
the costs were attributed to informal care - this refers to unpaid 
care provided by carers/ supporters of people with dementia, 
e.g. by a spouse or family member. The researchers described 
these dementia-related costs as ‘huge’, expected to rise in 
upcoming years and requiring appropriate country-level plans. 

Although high-income countries harbour a smaller proportion 
of people with dementia (39%), when compared to lower-
income countries, 74% of global costs of dementia were found 
to fall in high-income countries. The disproportionate cost 
borne by high-income countries may be attributed to the lack 
of available care infrastructures in low- and middle-income 
countries. Additionally, a lot of the care provided to people with 
dementia in low- and middle-income countries is done so 
informally. On the other hand, high-income countries face high 
social care costs. The paper’s authors commented this 
exemplifies an imbalance in the global distribution of available 
resources to tackle dementia, and is an important reminder of 
the need to find disease-modifying treatments for the 
condition.  

The worldwide costs of dementia in 2019 - PubMed (nih.gov) 

31 January: Recommendations to help prevent 
Alzheimer’s disease published by international 
task force including Alzheimer Europe 

On 31 January 2023, an 
international task force 
led by the University of 
Geneva (UNIGE) and 
Geneva University 
Hospitals (HUG) published 
guidelines for innovative 
services to help prevent 
Alzheimer’s disease. The 
guidelines are detailed in 
an article titled "Dementia 

prevention in memory clinics - recommendations from the 
European task force for brain health services", published in the 
journal Lancet Regional Health - Europe. The task force 
responsible for the recommendations is composed of 
representatives from twenty-eight institutions and includes 
Jean Georges, Executive Director, Alzheimer Europe. 

Alzheimer’s disease can lead to a dramatic loss of autonomy for 
those affected, due to the memory loss, behavioural changes 
and cognitive deficits it causes. On top of this, related health 
costs are high, leading to a heavy financial impact for many 
people. Its prevention has become a real social challenge. With 
10 million people in Europe affected by Alzheimer’s disease, it 

is the most common neurodegenerative disease and is 
characterised by progressive, disabling memory loss and 
cognitive deficits caused by an accumulation of toxic proteins in 
the brain. Its social and economic impact, with the latter 
estimated at around USD 1,500 billion (EUR 1,386,780,000) per 
year, on a global scale. 

Improved lifestyles (physical activity, better nutrition, 
cardiovascular health) have reduced the risk of developing 
Alzheimer’s disease and other types of dementia, however, the 
prevalence of dementia continues to rise with the ageing 
population. 

The international task force led by the UNIGE and the HUG, and 
composed of scientists from twenty-eight institutions, is laying 
the foundations of a preventive protocol that could be deployed 
on a large scale. 

‘‘We based this protocol on the experience of all the members 
of the task force. Some of the recommended interventions are 
ready to be applied or are already applied. Others are still under 
development,’’ explains Professor Giovanni Frisoni, Full 
Professor of Clinical Neuroscience at the UNIGE Faculty of 
Medicine and Director of the HUG Memory Centre. Prof. Frisoni 
and the co-authors of the article have identified four pillars (see 
graphic) of this novel concept in the field of dementia and 
Alzheimer’s: 

• Risk assessment: The risk factors for Alzheimer’s disease 
and related disorders and their weight have been grouped 
together in an evaluation grid. These include factors 
associated with genes, such as APOE4, or those linked to 
lifestyle or conditions, such as hypertension, diabetes, 
alcohol consumption, social isolation, obesity, hearing loss, 
depression or head trauma. 

• Risk communication: This second pillar, which is crucial in 
the relationship that is established with the patient, makes 
it possible to communicate the risk index in the most 
accurate and comprehensible way. Indeed, understanding 
the risk of developing a disease is more complex than 
understanding being actually affected by a disease. A series 
of recommendations based on the patient’s personality 
and background make it possible to choose the best tools 
for presenting the situation to the patient in a 
comprehensible manner. 

• Risk reduction: Drug and non-drug interventions are 
proposed for risk reduction. These range from lifestyle 
improvements to cognitive training and the administration 
of anti-amyloid drugs, should these become available on 
the market. Interventions on the gut microbiota may also 
be considered in the future. 

• Cognitive reinforcement: Different types of memory 
(subjective, objective, meta) can be reinforced or 
stimulated through paper-based exercises or computer 
games. Transcranial electrical or magnetic stimulation will 
also be an important tool to activate synapses in key brain 
regions and thus improve memory. 

https://pubmed.ncbi.nlm.nih.gov/36617519/#:~:text=Results%3A%20In%202019%2C%20the%20annual,%2423%2C796%20per%20person%20with%20dementia.
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The hope is that these four pillars, which are detailed in the 
Lancet Regional Health - Europe article, will enable second 
generation memory clinics to reach out to the segment of the 
population whose memory is still functioning well and who wish 
to preserve or improve it, as the authors of this new paper 
stress that clinics are not currently equipped to support this 
population effectively. 

https://doi.org/10.1016/j.lanepe.2022.100576 

 

MEMBERS’ NEWS 
12-15 January: Iva Holmerová, founder of Czech 
Alzheimer Society and former Alzheimer Europe 
Chairperson is speaker at 65th conference of 
Czech Psychopharmacological Society 

The 65th conference of the Czech 
Psychopharmacological Society 
was held from 12–15 January in 
Marienbad (Mariánské Lázně). 
The Scientific Committee of this 
year's conference decided to 
host sections which focused not 
only on psychopharmacology (as 
in the title of conference) but 
also on other most important 
themes of psychiatric care, one 
of them being old age psychiatry 
and care of persons with 
dementia. Three invited 
speakers presented in this 

section: 

• Prof. Martina Zvěřová, who focused on atypical forms of 
dementia and cognitive disorders caused by somatic 
diseases 

• Dr Vanda Franková presented atypical case of combined 
neurodegeneration that caused the rapidly progressing 
syndrome of dementia 

• Prof. Iva Holmerová, founder of the Czech Alzheimer 
Society and former Chairperson of Alzheimer Europe, 
introduced systems of care and support of persons with 
dementia across Europe and also informed participants 
about recent activities of Alzheimer Europe. 

This section of the conference was attentively followed by 150 
participants, mostly psychiatrists, present in the conference 
centre, plus a number of others attending the event online.  

 

19 January: The Alzheimer Society of Ireland 
launches its first Dementia Research Award 

The Alzheimer Society of Ireland 
(ASI) launched its first Dementia 
Research Award on 19 January 
2023. This funding available is to a 
maximum value of EUR 100,000 
towards a project of 9-24 months 
duration. This ASI is inviting 
proposals that have the potential 
to deliver excellent, informative 
and impactful research to the 
dementia community. The key 
themes of the award have been 
informed by a national research prioritisation exercise, ASI staff, 
volunteers, people living with dementia and family carers.  

The ASI is committed to funding excellent research that is 
relevant and important to people affected by dementia, their 
families, and health and social care professionals who work with 
people with dementia. The ASI also understands the significant 
time and effort that goes into writing extensive funding 
applications and is therefore piloting a two-step review process. 
Researchers in Higher Education Institutions in the Republic of 
Ireland will first be invited to submit a short proposal which will 
be reviewed by people living with dementia, family carers and 
health and social care professionals. The five proposals that are 
deemed the most important and most relevant for people 
affected by dementia will then be invited to make a full 
application that will undergo international scientific peer 
review.  

The deadline for queries is 20 February and the proposal 
deadline is 6 March 2023. For more information about this 
award, please visit:  

https://alzheimer.ie/creating-change/research/researchers-what-we-
do/ 

23 January: Alzheimer Portugal is one of twelve 
Portuguese institutions that have joined together 
to create the informal network Museums for 
Inclusion in Dementia  

There are currently around 200,000 people with dementia in 
Portugal and, according to projections from Alzheimer Europe, 
this number will rise to around 350,000 by 2050. 

https://doi.org/10.1016/j.lanepe.2022.100576
https://alzheimer.ie/creating-change/research/researchers-what-we-do/
https://alzheimer.ie/creating-change/research/researchers-what-we-do/
https://www.youtube.com/c/AlzheimerEurope
https://www.facebook.com/alzheimer.europe
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At national level, there are few museum offers designed 
specifically for people with dementia and their carers. A 
national network of museums for inclusion in dementia has 
therefore been created to develop and share good practices, 
train the teams from cultural institutions and raise awareness 
in the community about the subject of dementia, which is 
increasingly relevant from a social and public health point of 
view. 

The twelve entities that are the founding members of this 
informal network, called Museums for Inclusion in Dementia 
(MID), are: Access Culture, Alzheimer Portugal, Calouste 
Gulbenkian Foundation – CAM (Centro de Arte Moderna), 
Botanical Garden of the University of Coimbra, MAAT - Museum 
of Art, Architecture and Technology, Calouste Gulbenkian 
Museum, Science Museum of the University of Coimbra, 
Museum of Lisbon, Pombal Municipal Museum, Grão Vasco 
National Museum, Machado de Castro National Museum and 
Viseu Mercy Treasure Museum.  

The MID network has as its general objectives to contribute to: 

• increase autonomy 

• well-being 

• dignity 

• social and cultural participation 

• quality of life of people with dementia and their carers 

• raise awareness among the teams of cultural institutions 
that want to create specific responses for people with 
dementia and their carers, to empower teams as real 
agents of change  

• contributing to a more inclusive society by reducing the 
stigma associated with dementia.  

For more information, please send an email to: 
redemid2023@gmail.com 

26 January: Alzheimer Bulgaria is a partner in the 
AIDA – Alzheimer patients Interaction through 
Digital and Arts project  

The Erasmus+ project AIDA – Alzheimer 
patients Interaction through Digital and 
Arts aims at improving the quality of life 
of people with dementia and their 
caregivers, promoting respect for their 
dignity, and raising awareness and 
making dementia a priority through 
digital and arts. 

The AIDA project started in 2022 and is implemented by seven 
organisations working in a consortium. The partners of the 
project are: Alzheimer Bulgaria, Fondazione Patrizio Paoletti, 
Spominčica - Alzheimer Slovenija, CRHACK LAB, OPW Heritage 
Services, Viborg Museum, and Innovation Frontiers IKE. 

The project aims to integrate three areas: digital technologies 
and different types of arts in the care of people with Alzheimer’s 
and other forms of dementia. In order to achieve this, 

professionals from these three fields are working together to 
find innovative approaches to improve the quality of life of 
people with dementia. So far, the AIDA methodology has 
already been created, which offers a method of working that 
brings the three areas together. In addition to the AIDA 
methodology, the partners have created learning scenarios 
based on this innovative approach.  

The next phase of the project is the piloting, during which 
people with dementia will have the opportunity to visit a 
cultural site, together with their caregivers, and implement the 
learning scenarios based on the AIDA methodology. 

The creation of the AIDA Hubs digital platform is also underway, 
where the developed learning scenarios and the results of the 
pilot phase will be uploaded. Participants in the pilot phase will 
have the opportunity to create a “personal gallery” on the 
platform where they can save memories of their experiences 
during the project. 

Stay tuned for more information about the project, via its 
website: https://artzheimer.eu/  

The project is also on social media platforms Instagram, Facebook 
and LinkedIn 

26 January: The Alzheimer Society of Ireland 
Launches Annual Nationwide Denim Day for 
Dementia Campaign 

The Alzheimer 
Society of Ireland 
(ASI) has launched 
its annual 
nationwide Denim 
Day for Dementia, 
with model and 
entrepreneur 
Joanna Cooper as 
the face of the 
fundraising campaign.  

Joanna Cooper is calling on Ireland to support Denim Day for 
Dementia on Friday 3 March, to raise funds for vital dementia 
supports and services. Ms Cooper, ASI ambassador, is asking 
members of the public to don their denims – to the crèche, their 
school, their place of work or wherever they are – on 3 March 
and donate to support families impacted by dementia. 

She has a personal connection to the condition, as her mother 
Terri was diagnosed with dementia in 2021. Joanna has teamed 
up with The ASI in the hopes of helping others who have been 
impacted by the condition. 

The ASI Head of Fundraising Mairead Dillon said: "We’re so 
pleased to welcome Joanna Cooper as The ASI’s latest 
ambassador and extremely grateful she is supporting our 2023 
Denim Day for Dementia Campaign to help raise vital funds for 
families living with dementia." Registration for Denim Day is 
open now at: www.alzheimer.ie  

mailto:redemid2023@gmail.com
https://artzheimer.eu/
https://www.instagram.com/aidaerasmusproject/
https://www.facebook.com/KA2.AIDA.Project
https://www.linkedin.com/company/aida-erasmus-project/
http://www.alzheimer.ie/
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LIVING WITH DEMENTIA 
25 January: Marguerite Keating, member of the European Working Group of People with Dementia, is 
proud to be one of two people with dementia fronting Ireland's "Tea Day" this year 

“Hello and Happy New Year to you all. It is a typically quiet and extremely cold month 
here in Ireland, with not a lot happening. However, January’s known for New Year's 
resolutions and putting plans in place for the coming year. "Tea Day" is The Alzheimer 
Society of Ireland's largest fundraising event, where groups and organisations come 
together and plan their own Tea Day. The whole of Ireland drinks tea! 

Tea Day will take place on 4 May 2023. All proceeds are sent to The Alzheimer Society 
of Ireland, to fund much-needed services across the country. A television personality 
hosts the opening and helps with publicity through adverts, posters, TV ads and 
interviews, etc. This year, that person is my fellow member of the Irish Dementia 
Working Group, Bryan Murray. Bryan is a well-known and widely respected actor here 
in Ireland. 

Also, a person with dementia comes on board each year to tell their story, which is not 
only breaking the stigma around dementia but giving hope and courage to newly-
diagnosed people and their families. This year, I am that person. I am looking forward 

to the event and I am very pleased that, this year, two people living with dementia are the faces of Tea Day 2023.  

I am excited for the year ahead and all it will entail, along with my involvement with the Irish Dementia Working Group and The 
European Working Group of People with Dementia. It should be an interesting and busy year with much progress in many areas 
of dementia.” 

 

DEMENTIA IN SOCIETY 
19 January: Irish Life donates EUR 256,000 to 
charity The Alzheimer Society of Ireland 

At the end of 2022, 
Irish Life, an Irish 
life assurance and 
pensions company, 
donated EUR 
256,000 to The 
Alzheimer Society 
of Ireland (ASI). The 
ASI was delighted 
to be one of Irish 
Life's Charity 

Partners for 2022, alongside Women's Aid. Irish Life’s 
dedication to the partnership in collaborating with The ASI, 
supporting the organisation’s work, and their campaigns, such 
as the Memory Walk, has been outstanding, said the ASI, noting 
that Irish Life had "a wonderful person-centred approach to 
their work and a culture of charity". 

Andy Heffernan (pictured, left), CEO at The Alzheimer Society of 
Ireland, attended a cheque presentation event with the 

company before Christmas, where they announced an 
incredible amount of EUR 256,000 had been raised for The ASI. 
The charity was of course thrilled with this incredible donation 
raised by the staff at Irish Life and expressed its thanks and 
gratitude to the teams at Irish Life for their incredible generosity 
in supporting people living with dementia. The charity looks 
forward to continuing its work with Irish Life in 2023. 

NEW PUBLICATIONS AND 
RESOURCES 

19 January: European Patients' Forum invites all 
health app users to fill out Label2Enable survey  

The Label2Enable project has published a survey for European 
patients, informal caregivers and other citizens. The survey aims 
to study health app use, adoption, trust and preferences across 
the European Union. 

https://www.youtube.com/c/AlzheimerEurope
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The survey is available in 26 languages, has 11 questions, and 
takes approximately five minutes to complete. 

Label2Enable is a Horizon Europe project which aims to 
promote the ISO/TS 82304-2 health app assessment framework 
to support the development and implementation of an EU 
quality label for health and wellness apps. Learn more about the 

involvement of the European Patients' Forum (EPF), and the 
impact for patients via this dedicated site: 

 https://www.eu-patient.eu/Projects/ongoing-projects/label2enable/  
Would you like to share your experience, and support the EU 
project Label2Enable find out about health app use in the EU? 
Then fill out the survey here: http://emp.onl/survey 

 

AE CALENDAR 2023 

Date Meeting AE representative 

1 February 
Webinar on project reporting of Fonds National pour la Recherche, 
Luxembourg (FNR) 

Ana, Cindy, Jean and 
Stefanie 

1 February Mind Network meeting Dianne 

7 February Global Continence Alliance meeting (by zoom) Dianne 

7 February ADIS advisory board online consultation for ADIS project Ana and Soraya 

7 February 
European Commission meeting on the future of social protection and of the 
welfare state in the EU 

Jean 

8 February 
First online meeting and consultation of the eBRAIN-Health Public and Patient 
Advisory Group 

Daphné and Dianne 

13-14 February 
Swedish Presidency High-level meeting on active and autonomous ageing 
(Stockholm, Sweden) 

 

 

 

 ageing (Stockholm, Sweden) 

Jean 

15 February "The Importance of Diversity in Dementia Research" ─ ADDI roundtable Dianne 

16 February INTERDEM Academy Advisory Board Dianne 

16 February 1st ENGO Coordination meeting Soraya 

17 February Meeting with European Alzheimer’s Disease Consortium members Jean 

20 February Alzheimer Europe Board AE Board 

20 February Alzheimer Europe Foundation Board AEF Board 

21-22 February Recage Consensus Conference (Brussels, Belgium) Rosário and Iva 

28 February Alzheimer’s Association Academy “Understanding clinical trials” 
AE members, sponsors and 
staff 

 

CONFERENCES 2023 

Date Meeting Place 

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

Dubrovnik, Croatia 

17-20 April AAIC Neuroscience Next, https://www.alz.org/neurosciencenext/overview.asp Online 

18 May 
Alzheimer’s Society annual conference, https://www.alzheimer-
europe.org/node/236625 

London, UK and online 

   

https://www.iso.org/standard/78182.html
https://www.eu-patient.eu/Projects/ongoing-projects/label2enable/
http://emp.onl/survey
https://cony.comtecmed.com/supporting-partners/
https://www.alz.org/neurosciencenext/overview.asp
https://www.alzheimer-europe.org/node/236625
https://www.alzheimer-europe.org/node/236625
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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 

14-16 June 

31st European Social Services Conference: Advancing Social Services The role of 
technology in promoting autonomy and inclusion, European Social Services Conference 
(essc-eu.org) 

Malmö, Sweden 

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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those of the European Union or European Commission. Neither the European Union nor the granting authority can be held responsible 
for them. 

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. 
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https://www.edf-feph.org/5th-european-parliament-of-persons-with-disabilities/
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http://www.ean.org/
http://www.alzheimer-europe.org/conference
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