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WELCOME
Last week, I had the pleasure 
to attend the Clinical Trials in 
Alzheimer’s Disease (CTAD) 
conference in San Francisco, 
which was held in an 
atmosphere of optimism 
and hope, as Eisai and 

Biogen announced the positive results from 
the Phase III Clarity AD trial of lecanemab for 
the treatment of early Alzheimer’s disease. 
The trial met its primary and secondary 
endpoints at 18 months, showing both a 
statistically significant reduction of cognitive 
decline and reduction in amyloid plaque 
burden. Findings were also published in the 
New England Journal of Medicine. 
Unfortunately, Roche had to present more 
disappointing results of its GRADUATE I and 
II clinical trials of gantenerumab, which failed 
their primary and secondary endpoints. As a 
consequence of these negative results, the 
company announced that it would be 
discontinuing most of its global clinical trials 
of gantenerumab. My thanks go to the 
companies who presented the results of their 
clinical trial programmes in great detail. You 
can read more in the “Science Watch” 
section of this newsletter. For other news 
emerging from CTAD, we will provide more 
information in our December newsletter. 
Also on the research front, we have been 
very busy working on the many EU-funded 
projects in which we are involved, as you will 
see in our EU Projects section, which is 
exceptionally large this month! To mention 
just a couple, we participated in the general 
assemblies of the EU-FINGERS and AI-MIND 
projects. The EPAD project, meanwhile, 
published an article in a Special Issue of the 
Frontiers in Neurology journal, in which the 

authors, including Alzheimer Europe Project 
Officer Cindy Birck, summarised the key 
findings of the EPAD longitudinal cohort 
study and described the project’s structure, 
with a focus on how the public and private 
sector interacted and collaborated. 
On top of the myriad of EU project meetings 
our team members attended this month, 
Alzheimer Europe was also delighted to 
attend the European Day of Person with 
Disabilities conference, held in Brussels and 
organised by the European Commission and 
European Disability Forum. At the 
conference, the upcoming EU Disability Card 
was referred to and the consultation on this 
card. The closing date is 21 December, so 
there is still time to have your say and to 
ensure that dementia is taken into account, 
as it is not always included in disability 
policies at national level. This new card is an 
opportunity to ensure that people living with 
“invisible disabilities” such as dementia can 
enjoy the same rights afforded to other 
persons with disabilities. 
On the policy front, the Slovenian Ministry of 
Health launched a public debate on the 
proposed National Dementia Strategy until 
2030. The strategy was prepared by a 
working group including Štefanija L. Zlobec, 
president of Alzheimer Slovenia. 
Congratulations on this important step! 
Finally, I invite you to register for the on-
demand videos and posters of our recent 
conference, if you did not get a chance to 
participate in event in October. See our 
website conference section for more details. 
I wish you all an excellent end to 2022! 

Jean Georges 
Executive Director 
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ALZHEIMER EUROPE 
10 November: Past and present members of 
European Working Group of People with 
Dementia celebrate ten years of achievements 

On 10 November, past and current members, as well as 
supporters and other people involved with setting up the 
European Working Group of People with Dementia (EWGPWD) 
joined an online social event to celebrate the 10th year 
anniversary of the group. 
Jean Georges, Executive Director of Alzheimer Europe (AE), 
opened the meeting by welcoming everyone. He talked about 
the development of the EWGPWD, which was driven by the 
initial involvement activities with James McKillop and Peter 
Ashley. He discussed the invaluable contributions made over 
the years by the EWGPWD and thanked all current and past 
members for their strong commitment. The group has 
participated in many EU research projects and international and 
European events. This has been crucial to help change 
perceptions of dementia in Europe, develop better and stronger 
research, recognise dementia as a disability and combat stigma. 
He also thanked Helga, Helen and Chris for their work as Chairs, 
as well as the AE staff for supporting the EWGPWD work. 
Helga Rohra then went on to talk about her role as first chair of 
the EWGPWD. She mentioned feeling very proud of the work 
carried out by all the members of the group, and grateful for the 
friendships that she made throughout the experience. 
Helen Rochford-Brennan expressed that it was an honour for 
her to be the second Chair of the EWGPWD. She said that she 
learned a lot from all the members, and gave a special thanks 
to Helga for helping her take on the role, as well as to Carmel 
Geoghegan, her supporter. She also mentioned a very special 
moment for her, when she received the ‘Mano Amiga 
International Award’ accompanied by Ana Diaz.  
Chris Roberts, current chair of the EWGPWD, expressed his 
admiration for the impressive work carried out by previous 
Chairs. Jayne Goodrick, Chris’ wife, acknowledged the 
contributions that all the members of the group have made and 

highlighted that this work is setting the stage for the 
development of a range of other impactful initiatives such as 
the upcoming establishment of the Alzheimer Europe European 
Carers Working Group. 
All attendees then proceeded to say a few words, about 
themselves, and their current or previous experiences with the 
EWGPWD. Ana then presented a few highlights with pictures of 
the group over the years attending various events as well as 
pictures sent by different members. Dianne Gove closed the 
meeting by thanking everyone again for their contributions and 
stating that it has been a pleasure to work with all of them. 

15 November: Alzheimer Europe hosts an 
Academy session focusing on the European Care 
Strategy  
On 15 November 2022, 
Alzheimer Europe held an 
online session of its 
popular Alzheimer's 
Association Academy 
series, focused on the 
topic of ‘Long Term Care 
and the European Care 
Strategy’. The event 
featured presentations 
from four speakers and 
was attended by 34 
national member association representatives from 18 different 
countries, as well as industry representatives. 
In his presentation, Ragnar Horn (European Commission), gave 
an overview of the recently launched European Care Strategy 
and the process underpinning its development. He outlined why 
a European Care Strategy is currently needed, highlighting the 
unequal gendered distribution of care responsibilities, the 
current unmet needs of older adults, and the predicted rise in 
caring needs over the next 30 years. He also noted the staff 
shortages in the care sector and potential for high job creation. 
Ragnar then gave a breakdown of the care strategy; its main 
focus will be on improving care services, by enhancing their 
availability, availability, affordability, and accessibility. 
Regarding EU-planned actions, Ragnar mentioned that the Care 
Package involves a proposal for a Council Recommendation on 
the revision of the Barcelona targets for childcare (increase in 
the coverage rate) as well as a Proposal for a Council 
Recommendation on access to affordable high-quality long-
term care. Ragnar then discussed the topic of public investment 
in care and highlighted that there are strong disparities 
between member states’ spending. Countries should keep in 
mind that investment in care is an investment that pays off. 
Regarding monitoring and implementation of the Strategy, 
Member States will be asked to have a long-term care 
coordinator that submits national action plans with subsequent 
progress reports. The Care Strategy will also include a dedicated 
framework of indicators that will be used to monitor countries’ 
progress. Lastly, Ragnar explained that the European 
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Commission will support Member States through EU funding, 
mutual learning, and better data, and report to the Council on 
progress within 5 years. 
In the following presentation, Maureen Piggot from the 
European Disability Forum (EDF), presented the implications of 
the European Care Strategy for persons living with disabilities 
and for the wider society. She discussed the strengths of the 
Strategy, such as its recognition of the importance of long-term 
care, and its focus on accessibility, affordability, working 
conditions, and care in the community. EDF also welcomes that 
the Strategy emphasises the need for improving the working 
conditions of the care sector as well as the training, skills and 
status of care workers. Maureen then talked about could be 
improved in the current plan for the Strategy. First, she 
explained that disability was included under the broad concept 
of accessibility, but that the latter does not cover all that is 
required to ensure that the long-term care needs of people with 
disabilities are met. It is not only about providing access to long-
term care to people with disabilities but also about recognising 
the importance of providing high-quality services immediately 
to those in need. She also noted that there is a danger in using 
the word ‘care’ as an all-embracing term, as this masks the 
variety of services that an individual with a disability might need 
throughout their life. In addition, there should also be a specific 
mention of children with disabilities within the monitoring of 
access to services. Other weaknesses that were noted include 
the Strategy’s lack of binding measures and its insufficient 
emphasis on using care to promote autonomy for people with 
disabilities. Maureen underlined that since the economy of care 
is currently highly fragmented, it is often very difficult for a 
family of a person with a disability to find out what is available 
and how to obtain the funding to get access to different types 
of services. Maureen explained that self-advocacy should also 
be part of the care received by people with disabilities; some 

people need more support than others to articulate what care 
services they need. The framework for the implementation of 
the Strategy includes a focus on mutual learning which is 
positive, according to the EDF, as there is a range of experiences 
to be shared within EU member states. Nonetheless, Maureen 
explained that it would be useful to find themes within these 
mutual learnings that are most relevant to people with 
disabilities. As a final point, Maureen referred to EDF’s plea for 
investment in care at an earlier stage: the right amount of in 
public intervention at the right time is key to preventing crises 
for people with disabilities.  
The next speaker was Claire Champeix from Eurocarers who 
began her presentation by providing some background 
information about carers. She then moved on to outlining 
Eurocarer’s opinion on the European Care Strategy: Eurocarers 
sees the Strategy as a major step forward to recognising 
informal carers and the impact that caregiving can have on 
informal carers. Nonetheless, Eurocarers would have liked for 
the Care Strategy to adopt a more right-based approach rather 
than solely focusing on the availability of carers in the labour 
market. This would have helped to add emphasis on carers who 
are not of working age, including young children and older 
carers. She also noted that the implementation of the strategy 
will be key to its success. It is important that there be an 
investment in all EU funding opportunities to ensure 
implementation at the national level. And she highlighted that 
transnational funding opportunities should also be explored. 
According to Claire, it is also important for these programmes 
to involve all those who are concerned, and to improve the 
governance of long-term care. She closed her presentation by 
referring to Eurocarers’ recently launched an open letter calling 
EU national Ministers for employment, health and social affairs to 
adopt the Council recommendation on long-term care. This letter will 
be disseminated to Eurocarers’ national member associations 
who will then send them to their national governments and 
invited other national organisations to do the same.  
The final speaker was Lilith Alink from the European Association 
of Service Providers for Persons with Disabilities (EASPD) who 
provided her take on the European Care Strategy, from a service 
provider’s perspective. According to EASPD, the human rights 
angle in the Strategy is currently lacking and more emphasis 
should be placed on the topic of deinstitutionalisation. She then 
talked about the importance of defining high-quality care and 
measuring it appropriately. She noted that the principle of 
quality is present throughout the Care Strategy, namely with 
the mention of appropriate quality assurance mechanisms 
within the Council Recommendation on Long-Term Care. On the 
other hand, there is currently no plan to develop indicators to 
assess how long-term care can achieve quality long-term care. 
She also discussed digitalisation, and its relevance to the 
context of care as it can help people who have support needs. 
She welcomed the planned actions on boosting digital skills and 
the funds announced under the upcoming Horizon Europe 
partnership for the knowledge hub on digital solutions in health 
and care provision. EASPD also welcomes the actions aimed at 

https://eurocarers.org/open-letter-to-the-eu-ministers-for-employment-health-and-social-affairs/
https://eurocarers.org/open-letter-to-the-eu-ministers-for-employment-health-and-social-affairs/
https://eurocarers.org/open-letter-to-the-eu-ministers-for-employment-health-and-social-affairs/
https://www.alzheimer-europe.org/product/donation
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tackling staff shortages, as there is a pressing need to make the 
care job sector more attractive. As a final point, Lilith 
mentioned that in order to have a tangible impact, the EU Care 
Strategy must help Member States address the funding gap 
around care across the EU. The EASPD, therefore, welcomes the 
different funding opportunities mentioned in the Strategy, such 
as Erasmus, EU4Health, ESF+, and the Technical Support 
Instrument. 
After some questions from the audience, Owen closed the 
session and stated that Alzheimer Europe looks forward to 
working with partners at the national level to make sure this 
strategy becomes a reality. The next Academy session is 
scheduled to take place online, on 12 December 2022. 

16 November: Members of Alzheimer Europe and 
European Working Group of People with 
Dementia attend 14th International Dementia 
Conference in Dublin 
On 16 November 2022, Alzheimer Europe (AE) Director for 
Projects Dianne Gove and former Chairperson Iva Holmerová 
attended the 14th International Dementia Conference at the 
impressive Croke Park stadium in Dublin, Ireland. There were 
also some participants online. Iva Holmerová presented the 
work of AE and Dianne Gove presented the ongoing ethics work 
on sex, gender and sexuality in dementia. 
Kevin Quaid, Helen Rochford-Brennan and Marguerite Keating 
(Irish Dementia Working Group and European Working Group 
of People with Dementia) were all at the meeting. Marguerite 
Keating gave a keynote address and Kevin Quaid took part in a 
panel discussion on the Assisted Decision Making Act. There 
was also an impressive art exhibition and the conference ended 
with a beautiful performance from the Forget Me Nots Choir. 

24 November: Register now to access on-demand 
videos and posters of our 2022 conference 

We invite you to register, 
to access on-demand 
videos and posters of the 
32nd Alzheimer Europe 
Conference. If you didn't 
get a chance to participate 
in the live event, in 
Bucharest in October, but 
you would like to check 

out some of the fantastic, then this offer is for you. You can 
register for the on-demand content for a reduced price of EUR 
50. 

With this registration, you will be able to access all on-demand 
material, until 31 January 2023, including: 
• Recordings of all plenary sessions and special symposia 
• Recordings of all hybrid parallel sessions 
• All virtual oral and poster presentations 
• Recordings and posters of "on-site only" sessions, if 

provided by the presenter. 
Delegates with an existing online or in-person registration can 
already access this on-demand material. Register here:  

https://www.alzheimer-europe.org/conferences/2022-
bucharest/online-conference-registration  

 

 
 

 

ALZHEIMER EUROPE NETWORKING 
On 2 November, Jean met with a representative of the Luxembourg Institute of Health. 
On 6-9 November (Krakow, Poland), Gwladys attended the 61st ICCA congress. 
On 7 November, Jean met with a representative of Essity. 

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

four new sponsors for its 2022 and 2023 activities. 
Read more about sponsorship opportunities here: 

https://www.alzheimer-europe.org/about-
us/governance/finances/2022-sponsorship-opportunities  

2022 

 
2023 

 

 
 

https://www.alzheimer-europe.org/conferences/2022-bucharest/online-conference-registration
https://www.alzheimer-europe.org/conferences/2022-bucharest/online-conference-registration
https://www.facebook.com/alzheimer.europe
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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On 7, 8 and 10 November, Ana and Cindy participated in the EU-FINGERS Advisory Board meetings. 
On 8 November, Jean participated in a training of the European Disability Forum on public funding. 
On 8 November, Jean met with representatives of the European Alzheimer’s Disease Consortium. 
On 8 November, Ange participated in a preparatory meeting for the EMA Big Data Steering Group Big Data Forum. 
On 9 November, Ange joined a technical meeting organised by the EPND project. 
On 10 November, Alzheimer Europe organised the 10th anniversary celebration of the European Working Group of People with 
Dementia. 
On 10 November, Jean met with representatives of Amoneta, Biogen and Novo Nordisk. 
On 11 November, Jean joined a meeting between members of the EU4Health Civil Society Alliance and DG SANTE representatives 
on the future of operating grants. 
On 15 November, Ange participated in the annual EMA Patients’ and Consumers’ Working Party meeting for all eligible member 
organisations. 
On 15 November, Alzheimer Europe organised an Alzheimer’s Association Academy meeting on the European Care Strategy. 
On 16 November (Dublin, Ireland), Dianne attended the 14th International Dementia Conference. 
On 17 November, Ange attended an FDA webinar on amyloid-PET brain imaging for Alzheimer’s Disease. 
On 17 November (Utrecht, Netherlands), Jean attended the Fall meeting of the ABOARD project. 
On 17 and 18 November (Madrid, Spain), Cindy and Ana attended the AI-MIND General Assembly Meeting. 
On 18 November, Owen attended the online Age Platform Europe Annual Conference. 
On 21 and 22 November (Stockholm, Sweden), Cindy, Ana and Dianne attended the EU-FINGERS General Assembly Meeting. 
On 22 November, Ange participated in a meeting of the DataSavesLives Core Group. 
On 22 and 23 November, Owen attended the European Commission’s conference on “Health Security in the EU”. 
On 23 and 24 November, Jean attended the conference of the pan-European Mental Health Coalition of the World Health 
Organization – European Region. 
On 24 and 25 November (Brussels, Belgium), Daphné, Kate and Soraya attended the European Day of Persons with Disabilities 
conference 2022, organised by the European Commission and the European Disability Forum. Dianne attended online. 
On 29 November, Ana, Dianne, and Daphné organised an online consultation with the EWGPWD for the EPND project. 
From 29 November to 2 December (San Francisco, USA), Jean attended the Clinical Trials in Alzheimer’s Disease (CTAD) Conference. 

 

 

EU PROJECTS 
24 October: RADAR-AD researcher speaks at the 
Alzheimer Europe Conference “Building bridges” 
in Bucharest, Romania 

RADAR-AD researcher 
Ioulietta Lazarou from the 
Centre for Research and 
Technology Hellas spoke 
at the 32nd Alzheimer 
Europe Conference, 
“Building bridges”, which 
took place in mid-October, 

in Bucharest and online. Ioulietta Lazarou presented the 
RADAR-AD project's smart home study and spoke about its 
research and participants’ experiences with it. 
Read the full story here: 

https://www.radar-ad.org/newsroom/radar-ad-researcher-speaks-
32nd-alzheimer-europe-conference-building-bridges-bucharest  

26 October: Researchers publish expert 
perspectives on health economic modelling for 
Alzheimer’s disease 
On 26 October, partners of the 
ROADMAP project published opinions 
on how future economic models for 
Alzheimer’s disease (AD) might be 
structured, validated, and reported in 
the journal Alzheimer’s & Dementia. 
The team of health economists and 
governmental agency representatives 
systematically reviewed the literature on economic models for 
AD and used the findings to elaborate questions for discussion 
with experts in the field. 
Viewpoints were gathered through different means, including 
telephone, face-to-face group discussions with representatives 
from Health Technology Assessment (HTA) agencies, patient 
charity organizations, and patient and caregiver representatives 
as well as a face-to-face group discussion meeting with 
international experts that have not been involved in the 
ROADMAP project. 

https://www.radar-ad.org/newsroom/radar-ad-researcher-speaks-32nd-alzheimer-europe-conference-building-bridges-bucharest
https://www.radar-ad.org/newsroom/radar-ad-researcher-speaks-32nd-alzheimer-europe-conference-building-bridges-bucharest
https://twitter.com/AlzheimerEurope
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The researchers stressed that due to the recent advances in the 
development of disease-modifying treatments, there will be a 
need for models which cover the full disease spectrum 
(including the pre-dementia stage) will be necessary in order to 
enable health economists to assess the value of these drugs. 
They further emphasized, that there is therefore a need for 
large and representative real-world data sets are needed to 
inform and validate models. The paper concludes with an 
overview of future challenges for AD-specific health economic 
modeling. The research article can be accessed here: 
 https://alz-journals.onlinelibrary.wiley.com/doi/10.1002/trc2.12360 

26-27 October: RADAR-AD represented at the 
European Digital Medicine Conference in 
Luxembourg 

The European 
Digital Medicine 
Conference was 
held on the 26 and 
27 October 2022 at 
the University of 

Luxembourg, 
Luxembourg. The theme of the event was “Evidence-based 
medicine in digital therapeutics”. 
The conference is an important opportunity for various 
European and international experts to exchange ideas and 
collaborate, while highlighting the invaluable contribution of 
digital health tools for improved personalised patient care and 
new policy fields. 
At the event, RADAR-AD was represented by Prof. Dr Holger 
Fröhlich (Fraunhofer SCAI) - Group leader AI & data science and 
deputy head of business area bioinformatics, who is leading 
RADAR-AD’s work stream on functional domains and modelling. 
Read more, here: 

https://www.radar-ad.org/newsroom/radar-ad-represented-
european-digital-medicine-conference-luxembourg  

27 October: The eBRAIN-Health project hosts its 
first General Assembly meeting 

On 27 October, eBRAIN-Health, a Horizon Europe-funded 
project that kicked off in July 2022, hosted its first General 
Assembly (GA) meeting, online. The eBRAIN-Health project aims 
to create an infrastructure for the lawful and transparent 

sharing of brain data, with the goal of building virtual 
representations of the brain to improve research and clinical 
management for brain conditions such as Alzheimer’s disease. 
The GA was attended by representatives of the 20 eBRAIN-
health partners, as well as additional attendees, such as 
representatives of the European Platform for 
Neurodegenerative Diseases (EPND) project, who are 
conducting activities that are closely linked to those of eBRAIN-
Health. Jean Georges (Executive Director), Dianne Gove 
(Director for Projects), Angela Bradshaw (Project Officer), and 
Daphné Lamirel (Project Officer) attended the meeting as 
representatives of Alzheimer Europe (AE). AE is involved in 
several work packages of the project, conducting activities 
related to communication and dissemination, public 
involvement, and ethics. 
Prof. Petra Ritter, from Charité University Hospital in Berlin, and 
coordinator of the eBRAIN-Health project, started the meeting 
by presenting an overview of project updates. The leading 
partners of each work package presented what they have 
achieved in the first 4 months of the project, and their priorities 
for the upcoming months. They also discussed interactions with 
other WPs and responded to questions from the group. 
Following the work package presentations, Anthony Brookes 
presented the EPND platform and explained how eBRAIN-
Health can build on the existing expertise developed by EPND. 
This was followed by questions from the group and concluding 
remarks from Petra, who thanked everyone for attending. 

31 October: New EPAD article on the disclosure 
of Alzheimer’s disease biomarkers has been 
published in Ethics & Human Research 
A new article entitled “Ethical 
Frameworks for Disclosure of 
Alzheimer Disease Biomarkers to 
Research Participants: Conflicting 
Norms and a Nuanced Policy” has 
been published in the journal 
Ethics & Human Research on 31 
October 2022. 
In this article, authors addressed 
the topic of disclosure of 
Alzheimer’s disease (AD) 
biomarkers to research 
participants. They discussed the ethical dilemma of disclosure 
drawing on three distinct bodies of ethical guidance literature: 
on the return of individual research results, on an individual's 
right to access personal data, and on transparent enrolment 
into clinical trials. 
Based on these literatures, they suggested policies for the 
disclosure of AD biomarker test results in longitudinal 
observational cohort studies, clinical trials, and hybrid research 
projects, such as the European Prevention of Alzheimer's 
Dementia (EPAD) project, in which authors served as an ethics 
team. Finally, they drew on their experiences in the EPAD 

https://alz-journals.onlinelibrary.wiley.com/doi/10.1002/trc2.12360
https://www.radar-ad.org/newsroom/radar-ad-represented-european-digital-medicine-conference-luxembourg
https://www.radar-ad.org/newsroom/radar-ad-represented-european-digital-medicine-conference-luxembourg
https://www.alzheimer-europe.org/our-work/current-work/ebrain-health
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consortium to offer recommendations for the disclosure of 
biomarkers, information provision, and the informed consent 
process. Jean Georges, Executive Director of Alzheimer Europe, 
is one of the co-authors of this paper. You can read the paper, 
here: https://doi.org/10.1002/eahr.500146 

1 November: DataSavesLives initiative hosts 
Health Data Bootcamp in Prague  

Between 10 and 11 
October, the 
DataSavesLives (DSL) 
initiative hosted its first 
Data Saves Lives 
Ambassador Training 
Bootcamp in Prague, 
Czech Republic. Aiming to 
equip patient 
organisations with 
practical tools and tips on 

how to engage in conversations around health data, the 
Training Bootcamp brought together over 20 representatives 
and advocates from a wide range of disease areas.  
DSL is a European multi-stakeholder initiative which is working 
towards raising patient and public awareness about health 
data, with the goal of establishing a trusted environment for 
dialogue about responsible health data use and good practices. 
Over the two days of the DSL Training Bootcamp, the group 
learned about basic terminology, health data governance and 
legislation, and participated in guided workshops on health data 
challenges and questions. 
The first day kicked off with a session on “Health Data 101”, 
laying down the foundations of knowledge about health data 
and covering topics such as data ownership, subject rights, trust 
and data protection. This session was delivered by Petra Wilson, 
a senior legal advisor on European health policy, and Brendan 
Barnes, Director of legal affairs and compliance at the European 
Federation of Pharmaceutical Industries and Associations 
(EFPIA). A facilitated breakout session saw participants working 
through challenging questions that can be asked of patient 
organisations and advocates regarding health data, such as how 
to manage consent, build trust, and ensure data privacy.  
The second day of the Training Bootcamp was all about making 
health data topics engaging, to increase awareness and 
inclusivity. An initial session led by Lars Munter (Director of 
International Projects at the Danish Committee for Health 
Education) and Angela Bradshaw (Project Officer at Alzheimer 
Europe) provided some examples of how to communicate and 
engage audiences around health data topics, and showcased 
different ways that patient organisations and advocates can get 
involved in health data projects and initiatives. Next, 
participants worked with the Data Saves Lives toolkit, a 
resource co-developed with patient representatives that aims 
to equip patient groups with the information and materials they 
need to have a positive dialogue with their communities about 
health data, and to potentially launch their own initiatives. The 

Training Bootcamp finished with a live Tweet Chat, expertly 
steered by Jess Pacey, CEO of the health communications 
agency, 67 Health. Lars and Angela answered some thought-
provoking questions on the subject of health data, and the 
Bootcamp participants got involved too, by adding their 
thoughts to the conversation and taking part in the live Twitter 
polling. Read the DSL blogpost about the Bootcamp, here:  

https://datasaveslives.eu/blog/dslbootcamp2022 

2 November: Fraunhofer SCAI hosts project kick-
off meeting to support earlier diagnosis of 
Alzheimer’s disease 
Earlier this year, the Fraunhofer 
Institute for Algorithms and Scientific 
Computing (SCAI) hosted the kick-off 
meeting of “ADIS” in Sankt Augustin 
(Germany). 
ADIS stands for "Early Diagnosis of 
Alzheimer's Disease by Immune 
Profiling of Cytotoxic Lymphocytes and 
Recording of Sleep Disturbances”. The project is funded 
through the EU Joint Programme - Neurodegenerative Disease 
Research (JPND). JPND is the largest global research initiative 
aimed at tackling the challenge of neurodegenerative diseases. 
The ADIS project will run for a period of three years with a 
budget of 1.3 million, distributed among seven collaborators, 
including: 

• Fraunhofer Institute for Algorithms and Scientific 
Computing (SCAI), non-profit public research 
organisation – project coordinator 

• Fundació Clínic per a la Recerca Biomèdica (FCRB), 
clinical/public health research sector 

• Tel Aviv University (TAU), university 
• Alzheimer Europe (AE), patient organisation 
• Fraunhofer Institute for Toxicology and Experimental 

Medicine (ITEM-R), non-profit public research 
organisation 

• SeqOmics Biotechnology Ltd. (SO), small to medium 
commercial enterprise (SME) 

• ImmunoBrain Checkpoint LTD (IBC), small to medium 
commercial enterprise (SME) – external collaborator. 

The newly formed consortium brings together EU-leading 
expertise in data science, biotechnology, clinical research as 
well as public involvement. As the project title already 
highlights, the partners aim to advance research into one of the 
most challenging conditions, Alzheimer’s disease.  
Given the rising number of people affected and challenges 
around diagnosis (which often comes late in the disease course), 
new markers for the condition could be valuable to diagnose 
people earlier. In addition to this, project results could support 
more precise treatment research (patient stratification). As part 
of this, the project partners will analyze and compare aspects 

https://doi.org/10.1002/eahr.500146
https://datasaveslives.eu/toolkit#:%7E:text=The%20Data%20Saves%20Lives%20toolkit,their%20own%20health%20data%20initiatives.
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such as sleeping disturbances, peripheral inflammation, 
(neuro)inflammation and cognitive performance in: 
• 25 healthy people,  
• 25 people with mild cognitive impairment due to 

Alzheimer’s disease as well as, 
• 25 people with mild-to-moderate Alzheimer’s disease. 
These analyses will be conducted using different approaches, 
including latest single cell immune profiling technologies as well 
as artificial intelligence and advanced computational models of 
individual immune cells (agent-based modeling) with the 
potential to demonstrate links between different factors tied to 
the disease. 
Apart from working with data and samples that are specifically 
collected for ADIS, project partners will also leverage on data 
that have been generated in previous studies to complement 
the analysis. The involvement of the public throughout the 
project duration will be ensured through Alzheimer Europe’s 
leading expertise and Europe-wide network. 
“ADIS will leverage cutting edge science and technology in 
conjunction with long lasting clinical expertise to provide 
candidate biomarkers for earlier diagnosis of Alzheimer’s 
disease. An earlier diagnosis means that treatments slowing 
down symptom worsening would have higher success chance in 
the future and that patients could better plan their life. I am 
very enthusiastic about the motivation and energy of the entire 
consortium to reach our ambitious goals and really looking 
forward to the upcoming three years of working together.” 
Project Coordinator, Prof. Dr Holger Fröhlich. For more 
information, visit: https://www.alzheimer-europe.org/our-
work/current-work/adis 
Follow the project on Twitter @ADIS_JPND and LinkedIn to stay 
up-to-date about project activities and outcomes. 

2 November: Neuronet publishes Frontiers in 
Neurology article, analysing the structure, assets 
and collaborative networks in the IMI 
neurodegeneration portfolio  

The Innovative Medicines 
Initiative (IMI) was launched in 
2008, with an initial budget of 
EUR 8 bn. As a public-private 
partnership between the 
European Commission and the 
European Federation of 

Pharmaceutical Industries and Associations (EFPIA), the IMI 
aimed to catalyse collaborative research and development at 
scale, to accelerate the development of innovative medicines 
for areas of unmet medical need such as neurodegenerative 
diseases.  
In their recent article, published in a Special Issue of the 
Frontiers in Neurology journal, the Neuronet Consortium have 
analysed the structure, assets and collaborative networks in the 
IMI neurodegeneration portfolio. This analysis revealed a 
complex and diverse web of 236 partnering organisations, 

driving research that has resulted in tangible and intangible 
benefits for industry, academia and wider society. Authors 
include Jean Georges and Angela Bradshaw of Alzheimer 
Europe, with collaborators at Synapse Research Management 
Partners, the National Institute for Health and Care Excellence 
(NICE), Janssen, and Sanofi.  
Neuronet (2019-2022) was a Coordination and Support Action 
that established a platform for promoting collaboration, 
communication and synergies between the different projects in 
the IMI Neurodegeneration portfolio, which represents a total 
investment of over EUR 380 million. In their new publication, 
Neuronet partners undertook an integrated programme 
analysis of 18 IMI projects on neurodegenerative disease, 
evaluating project parameters, results and partnering 
organisations, also performing a series of interviews and 
surveys to collect perspectives and lessons learned on 
collaboration. Projects have created tools, standards and 
approaches to improve the development of therapeutics and 
diagnostics for neurodegenerative diseases, in particular 
Alzheimer’s and Parkinson’s disease.  
The analysis showed that effective collaboration is a strong 
driver of innovation, but can be hampered by administrative, 
organisational and legal challenges in the public-private 
partnership setting. However, it is possible to overcome these 
challenges using a systems leadership approach, increasing the 
efficacy and impact of these large-scale research initiatives for 
the neurodegenerative disease community.  
Read the full article, here: 
https://www.frontiersin.org/articles/10.3389/fneur.2022.994301/full 

10 November: Members of the EU-FINGERS 
Advisory Board participate in a new consultation 
On 7, 8 and 10 November, 
Alzheimer Center Amsterdam 
and Alzheimer Europe (AE) co-hosted a consultation with the 
members of the EU-FINGERS Advisory Board. The topic of the 
meeting was on the dementia risk communication including 
how doctors and/or researchers should communicate the risk 
to develop dementia to people at risk. Communication 
guidelines and practice recommendations regarding optimal 
strategies for communicating dementia risk were presented. 
The developed guidelines take into consideration that different 
people may have different needs or preferences about how to 
receive information about risk, or this may depend on other 
circumstances.  
During the meeting, members discussed and provided feedback 
on the communication guidelines. The discussions were co-
facilitated by Heleen Hendriksen (Alzheimer Center 
Amsterdam) and Ana Diaz (AE). All meetings were very 
interactive and lively and the feedback received was very 
valuable for the project. AE Project officers Cindy Birck and Ana 
Diaz participated in the meetings.  
For more information about the EU-FINGERS project, visit: 
www.eufingers.com 

https://www.alzheimer-europe.org/our-work/current-work/adis
https://www.alzheimer-europe.org/our-work/current-work/adis
https://twitter.com/ADIS_JPND
https://www.linkedin.com/company/89294089/admin/
https://www.imi-neuronet.org/
http://www.eufingers.com/
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17 November: Fall Meeting of the ABOARD 
project takes place in Utrecht 

On 17 November 2022, the Fall Meeting of the ABOARD project 
took place in Utrecht, Netherlands. ABOARD is short for “A 
personalized medicine approach for Alzheimer’s disease” and is 
a public-private project which aims to prepare for a future in 
which Alzheimer’s disease is stopped before dementia has 
started. 
The Fall Meeting was dedicated to Appropriate Care. Tiana Van 
Grinsven, former member of the Board of Directors of 
Zorginstituut Nederland, gave a keynote address on this 
subject. The Fall Meeting was also in line with the Integral Care 
Agreement (IZA) that was signed last September. The IZA aims 
to keep healthcare good, accessible and affordable for the 
future, of which appropriate care is an important part. 
A number of Masterclasses were held during the event, led by 
Sjoerd Emonts (Bringing innovations to practice), Pieter van 
Bokhoven (Possible collaborations between businesses and 
academia), Mijke Buijs and Katja Drost (Shaping Appropriate 
Care) and Carolien Smits, Eline Heemskerk and Heleen 
Vellekoop (Towards making your research more inclusive). 
The project counts Alzheimer Europe among its more than 30 
partners and Alzheimer Europe Director Jean Georges, who is a 
member of the project’s Advisory Board, participated in the 
meeting in Utrecht. 
Find out more about the project, here: www.aboard-project.nl 

17-18 November: AI-Mind holds its 5th General 
Assembly Meeting in Madrid 
On 17-18 November, the H2020-funded AI-Mind project held its 
General Assembly Meeting as a hybrid event (online and in 
Madrid, Spain). The project kicked off in March 2021 and aims 
to facilitate a paradigm shift in clinical practice. AI-Mind will 
create intelligent digital tools for screening of brain connectivity 
and dementia risk estimation in people affected by mild 
cognitive impairment (MCI).  
The meeting was hosted by two project partners, the 
Complutense University Of Madrid (UCM) and Lurtis Rules S.L. 

(Lurtis). Prof. Fernando Maetsú (UCM), Cristobal Belda 
(Instituto de Salud Carlos III) and Luis Peña (Lurtis) kicked off the 
meeting by welcoming more than 60 members from the AI-
Mind consortium counting 15 partners. The in-person meeting 
was an excellent opportunity to bring consortium members to 
discuss AI-Mind progress, attend scientific lectures and share 
knowledge also through interactive exercises. The welcome 
introduction was followed by a “state of the play” from the 
project coordinator, Ira Haraldsen (Oslo University Hospital, 
OUS), whose talk focused on the AI-Mind progress.  
Over two days, several sessions dedicated to the different work 
packages were held to discuss progress, ongoing activities, 
challenges and next steps to develop artificial intelligence (AI)-
based tools for dementia prediction. The agenda also offered 
three guest lectures: 
• Electrophysiology of Alzheimer’s disease, Prof. Cornelis 

Stam (Amsterdam UCM) 
• Electrophysiology of other types of dementia (non-AD), 

James Rowe (University of Cambridge) 
• How AI and neuroscience drive each other forward, Prof. 

Ole Petter Ottersen (Karolinska Institute) 
Alzheimer Europe (AE) Project Officers Cindy Birck and Ana Diaz 
attended the meeting on behalf of Alzheimer Europe. Cindy 
Birck and Jeanette Muller (accelopment) held an exciting 
session on the dementia research landscape. During this 
session, Cindy Birck presented the mapping exercice undertook 
by AE in 2020 on the dementia European research projects. Ana 
Diaz presented the AI-Mind Deliverable D1.5 led by AE, 
including the rapid review, the Public Involvement 
work/stakeholder consultation with people with MCI, dementia 
and carers and with clinicians. 

The full summary of the 5th AI-Mind General Assembly is 
available on the project website: 

 https://www.ai-mind.eu/blog/highlights-from-the-5th-ai-mind-
general-assembly-meeting/ 

 

http://www.aboard-project.nl/
https://www.ai-mind.eu/blog/highlights-from-the-5th-ai-mind-general-assembly-meeting/
https://www.ai-mind.eu/blog/highlights-from-the-5th-ai-mind-general-assembly-meeting/
https://www.youtube.com/c/AlzheimerEurope
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21 November: EU-FINGERS holds its General 
Assembly Meeting in Stockholm 

On 21-22 November, the JPND-funded project EU-FINGERS held 
its General Assembly Meeting in Stockholm, Sweden. The event 
allowed participants to meet in person for the first time since 
the project started in 2020. Chaired by Professor Miia Kivipelto, 
the event brought together more than 30 delegates from the 
EU-FINGERS transdisciplinary consortium counting 11 partners 
from 7 countries. 
EU-FINGERS is looking at the topics of brain health as people 
age and the reduction of risk factors related to Alzheimer’s 
disease and dementia. The project builds on the work of existing 
pioneering European intervention studies, and proposes a novel 
multimodal precision prevention toolbox to address the 
complex and heterogeneous nature of Alzheimer´s disease and 
dementia. 
Over two days, several sessions dedicated to the different work 
packages were held to discuss progress, ongoing activities and 
next steps. The General Assembly Meeting was a great occasion 
to exchange ideas and discuss important areas of collaboration 
moving forward. 
Alzheimer Europe (AE) is involved in the Patient and Public 
Involvement (PPI) activities of the project and in this context, 
has set up an Advisory Board to provide relevant input to the 
researchers from the perspective of people with Alzheimer’s 
disease across the disease continuum. AE is also co-leading the 
communication activities of the project. AE Director for Projects 
Dianne Gove and Project Officers Ana Diaz and Cindy Birck took 
part in the meeting. Ana Diaz presented the Public Involvement 
work with the EU-FINGERS Advisory Board and Cindy Birck 
presented the various communication tools and activities of the 
project. 

22 November: EPAD publishes Frontiers in 
Neurology article, summarising key findings of 
the study 
The European Prevention of 
Alzheimer's Dementia (EPAD) project 
was an Innovative Medicines Initiative 
(IMI)-program aiming to facilitate 
secondary prevention of Alzheimer’s 
disease dementia research. The project 
recruited over 2,000 research 
participants into the EPAD longitudinal 
cohort study (LCS) and included over 400 researchers from 39 
partners.  
In a recent article published in a Special Issue of the Frontiers in 
Neurology journal, the EPAD Consortium summarised the key 
findings of the EPAD study to date, detailed the data access 
policy and discussed the substantial assets of the EPAD project 
for the scientific community, patient population and industry. 
Additionally, authors described the EPAD structure with a focus 
on how the public and private sector interacted and 
collaborated within the project, reflected how IMI specifically 
supported the achievements of the project, and concluded with 
a view for future. Authors include Stina Saunders, Sarah 
Gregory, Matthew Clement, Alzheimer Europe Project Officer 
Cindy Birck, Serge van der Geyten and Craig Ritchie. 
Read the full article, here:  

https://doi.org/10.3389/fneur.2022.1051543 

24 November: EPND launches its Cohort 
Catalogue preview, featuring over 60 
neurodegeneration cohorts with sites in 17 
countries across Europe  

Currently, there is a lack of disease-modifying treatments and 
accurate diagnostics for neurodegenerative diseases such as 
Alzheimer’s disease, which affects millions of people in Europe. 
Critical progress in the diagnosis, treatment, and prevention of 
these conditions is challenged by longstanding barriers to 
collaboration across the research process. Despite robust 
research efforts and significant amounts of data and samples, 
there are few secure, accessible, and sustainable ways for 
clinical data and biosamples to be discovered and shared at 
scale. 

https://doi.org/10.3389/fneur.2022.1051543
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On 24 November, the European Platform for 
Neurodegenerative Diseases (EPND) project announced the 
launch of its Cohort Catalogue preview. Featuring an extensive 
list of international cohorts across the neurodegenerative 
disease spectrum, the Cohort Catalogue hosts metadata on 
research participants, biosamples, imaging and cognitive data, 
and more. In total, 66 research cohorts are included in the 
Catalogue, with sites in 17 countries across Europe and beyond. 
These neurodegenerative disease cohorts represent 159,575 
research participants over 12 different disease areas, including 
Alzheimer’s and Parkinson’s disease as well as frontotemporal 
dementia, amyotrophic lateral sclerosis (ALS) and Huntington’s 
disease.  
Alzheimer Europe is a partner in EPND, together with 28 other 
public and private sector organisations. Funded by the 
European Union’s Innovative Medicines Initiative, EPND aims to 
accelerate the identification, development and validation of 
biomarkers for neurodegenerative diseases, by establishing a 
data- and sample-sharing platform for collaborative, large-scale 
research. The Cohort Catalogue is a first step towards 
establishment of the EPND platform. Using this Catalogue, 
researchers can search and filter cohorts by metadata 
characteristics, to discover cohorts that could be useful in their 
own research. Through the Catalogue “contact cohort” feature, 
researchers can then request contact with cohorts of interest, 
to kick-start new collaborations, and initiate the sharing of 
clinical data and biosamples. Want to learn more? Navigate the 
Cohort Catalogue, here: https://discover.epnd.org/ 

25 November: The I Can Do Pathway - service 
design in the context of the IDoService project 

Funded by the EU programme 
Marie Skłodowska-Curie Actions, 
the IDoService project aimed to 
co-develop a service that helps 

people with mild dementia to connect with relevant groups or 
organisations and to increase opportunities for active 
participation in meaningful activities. The resulting service, 
named “I Can Do Pathway”, was publicly presented at the 
project final symposium held on 6 October 2022 at Manchester 
Metropolitan University, UK.  
The “I Can Do Pathway” is based on regular reports by people 
living with mild to moderate dementia about a lack of 
opportunities and barriers to take part in activities they enjoy 
or to access opportunities for helping other people. Guided by 
discussions and workshops with various stakeholders 
throughout this two-year research project, a flexible guide 
comprising a set of three coaching sessions was designed. The I 
Can Do Pathway guide can easily be used by charities or 
organisations welcoming people living with dementia in that a 
dementia advisor, social prescriber or other relevant 
professional from these organisations can take the role of 
“wellbeing mentor” to deliver the sessions. The wellbeing 
mentor will work with the person to explore together what 
might their strengths and interests regarding activities and how 

they might realise them through tangible actions or local 
activities, such as volunteering for a gardening group in their 
neighbourhood. 
The I Can Do Pathway’s three sessions are designed as a one-to-
one session, a group session, and a one-to-one session again. 
Session 1 enables exploring the person’s experiences, feelings, 
interests and skills in confidence. The group session allows 
people to think together in a friendly and social setting about 
which kind of activities they could engage in. Session 3 is one-
to-one again and enables detailed planning of activities and 
support. To help navigate through these sessions, the guide 
provides the wellbeing mentor and the person(s) with dementia 
with relevant information and activities. It also functions as a 
workbook where they can write down and keep their notes, 
thoughts and decisions so they can find them whenever they 
want. The e-book version of the I Can Do Pathway guide and 
workbook is now available online for free on the project’s 
website: www.idoservice.org  
This project built on the work done in the MinD project, in which 
Alzheimer Europe was involved. 

29 November: First consultation of the 2022-2024 
EWGPWD: Respectful Communication and the 
EPND Project 

On 29 November, the members of the European Working Group 
of People with Dementia (EWGPWD), and some of their 
supporters, gathered in their first online consultation in the 
context of Public Involvement activities for the EPND (European 
Platform for Neurodegenerative Diseases) project. The 
consultation was facilitated by Daphné Lamirel (Project Officer), 
Ana Diaz (Project Officer) and Dianne Gove (Director for 
Projects).  
Members of the EWGPWD, who constitute the EPND Patient 
Expert Group and provide their opinions on various topics of the 
EPND project, were asked to provide their perspectives on 
ethical and respectful communication towards people with 
dementia. The meetings were lively with all the members 
actively participating and providing valuable feedback. The 
ideas gathered during the consultation will inform the 
development of guidelines for researchers to communicate 

http://www.idoservice.org/
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respectfully about and to people with neurodegenerative 
diseases in a European context. 
The next steps in this work include subsequent consultations 
with the EWGPWD on the topic of communication. The group 
will discuss clear communication and Alzheimer’s terminology, 
reciprocity, barriers and facilitators when engaging people with 
dementia, and feedback on the glossary of terms used in the 
EPND project. A parallel group composed of Spanish-speaking 

people with Parkinson’s disease from Parkinson Federacion 
Espanola is participating in consultations on similar topics, 
which are also feeding into the development of the guidelines. 
More information about each member of the 2022-2024 
EWGPWD (EPND Patient Expert Group) can be found 
here: https://www.alzheimer-europe.org/about-us/european-
working-group-people-dementia/members  

 
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 

eBRAIN-Health – grant agreement 101058516 
EPAD – grant agreement 115736 

EPND – grant agreement 101034344 
RADAR-AD – grant agreement 806999 
ROADMAP – grant agreement 116020 
Neuronet – grant agreement 821513 

 
EU-FINGERS is an EU Joint Programme - Neurodegenerative Disease Research (JPND) project. The project is supported through 
the following funding organisations under the aegis of JPND www.jpnd.eu: Finland, Academy of Finland; Germany, Federal Ministry 
of Education and Research; Spain, National Institute of Health Carlos III; Luxemburg, National Research Fund; Hungary, National 
Research, Development and Innovation Office; The Netherlands, Netherlands Organisation for Health Research and Development; 
Sweden, Swedish Research Council. Grant agreement: INTER/JPND/19/BM/14012609. 
The ADIS 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 91, representing 26 Member States of 
the European Union and six out of seven political groups in the European Parliament. Alzheimer 
Europe would like to thank the following MEPs for their support of the European Alzheimer’s Alliance 
(EAA): 

Austria: Claudia Gamon (Renew Europe); Monika Vana (Greens/EFA). Belgium: Frédérique Ries (Renew Europe); Kathleen van 
Brempt (S&D); Hilde Vautmans (Renew Europe). Bulgaria: Radan Kanev (EPP); Andrey Kovatchev (EPP); Ilhan Kyuchyuk (Renew 
Europe); Tsvetelina Penkova (S&D); Sergei Stanichev (S&D). Croatia: Biljana Borzan (S&D); Tonino Picula (S&D); Ruža Tomašić 
(ECR). Cyprus: Costas Mavrides (S&D). Czech Republic: Tomáš Zdechovský (EPP). Denmark: Margrete Auken (Greens/EFA); Christel 
Schaldemose (S&D). Estonia: Urmas Paet (Renew Europe); Finland: Alviina Alametsä (Greens/EFA); Heidi Hautala (Greens/EFA); 
Miapetra Kumpula-Natri (S&D); Sirpa Pietikäinen (EPP). France: François-Xavier Bellamy (EPP); Dominique Bilde (I&D); Nathalie 
Colin-Oesterlé (EPP); Arnaud Danjean (EPP); Geoffroy Didier (EPP); Agnes Evren (EPP); Sylvie Guillaume (S&D); Brice Hortefeux 
(EPP); Nadine Morano (EPP); Dominique Riquet (Renew Europe); Anne Sander (EPP). Germany: Alexandra Geese (Greens/EFA); 
Erik Marquardt (Greens/EFA); Angelika Niebler (EPP); Terry Reintke (Greens/EFA). Greece: Manolis Kefalogiannis (EPP); Stelios 
Kouloglou (GUE-NGL); Dimitrios Papadimoulis (GUE/NGL); Maria Spyraki (EPP); Elissavet Vozemberg-Vrionidi (EPP). Hungary: 
Tamás Deutsch (EPP); Ádám Kósa (EPP). Ireland: Barry Andrews (ALDE); Deirdre Clune (NI); Ciarán Cuffe (Greens/EFA), Clare Daly 

https://www.alzheimer-europe.org/about-us/european-working-group-people-dementia/members
https://www.alzheimer-europe.org/about-us/european-working-group-people-dementia/members
http://www.jpnd.eu/
http://www.jpnd.eu/


  

13 

NOVEMBER 
2022 

(GUE/NGL); Frances Fitzgerald (EPP); Luke 'Ming' Flanagan (GUE/NGL); Billy Kelleher (Renew Europe); Seán Kelly (EPP); Grace 
O’Sullivan (Greens/EFA). Italy: Isabella Adinolfi (NI); Brando Benifei (S&D); Pierfrancesco Majorino (S&D); Aldo Patriciello (EPP); 
Patrizia Toia (S&D). Lithuania: Vilija Blinkeviciute (S&D). Luxembourg: Marc Angel (S&D); Charles Goerens (Renew Europe); 
Christophe Hansen (EPP); Tilly Metz (Greens, EFA); Isabel Wiseler-Lima (EPP). Malta: Roberta Metsola (EPP); Alfred Sant (S&D). 
Netherlands: Jeroen Lenaers (EPP); Annie Schreijer-Pierik (EPP). Poland: Elzbieta Lukacijewska (EPP); Jan Olbrycht (EPP). Portugal: 
Sara Cerdas (S&D); José Gusmão (GUE/NGL); Marisa Matias (GUE/NGL); Clàudia Monteiro de Aguiar (EPP); Manuel Pizarro (S&D). 
Romania: Cristian-Silviu Busoi (EPP); Marian-Jean Marinescu (EPP). Slovakia: Ivan Stefanec (EPP). Slovenia: Franc Bogovič (EPP); 
Milan Brglez (S&D); Klemen Grošelj (Renew Europe); Irena Joveva (ALDE); Romana Tomc (EPP); Milan Zver (EPP). Spain: Izaskun 
Bilbao Barandica (Renew Europe); Rosa Estaräs Ferragut (EPP); Juan Fernando López Aguilar (S&D); Diana Riba i Giner (Greens-
EFA); Ernest Urtasun (Greens/EFA). Sweden: Jytte Guteland (S&D); Peter Lundgren (ECR).  

 

EU DEVELOPMENTS 
7 November: European Economic and Social 
Committee publishes opinion on familial carers 
of people with disabilities  

At its 573rd plenary session (held 
on 26 and 27 October 2022) the 
European Economic and Social 
Committee (EESC) adopted 
opinion SOC/730: “The role of 
family members caring for 

people with disabilities and older persons: the explosion of the 
phenomenon during the pandemic.” 
The EESC expressed its concern at the living conditions of 
people who provide long-term care for relatives with 
disabilities, as well as chronic and degenerative diseases, whilst 
also noting that the situation had worsened during the COVID-
19 pandemic, making structural measures in social policies and 
services vital. 
In addition, the opinion noted that the majority of informal 
carers are women, who are not reimbursed for their work and 
who are are more vulnerable to falling into poverty. 
Furthermore, the EESC emphasisesd the need to establish a 
common definition of the role and the situation of a family 
member providing long-term care for a relative with a disability, 
whilst also calling for public policies to do more to provide 
support for caregivers. The full opinion of the EESC is available 
at:  

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

15 November: EMA convenes a joint meeting of 
its Patients’ and Consumers and Healthcare 
Professionals’ Working Parties 

On November 15, the 
European Medicines Agency 
(EMA) convened a meeting of 
its Patient and Consumer’s 
(PCWP) and Healthcare 
Professionals Working Parties 
(HCPWP). The meeting was 
attended by all eligible 
patient organisations and 

professional bodies, and was chaired by Juan Garcia Burgos 
(EMA) and Rosa Giuliani (HCPWP).  
The first session kicked off after opening remarks from Emer 
Cooke (Executive Director of the EMA), and was focused on 
patient involvement in medicines development and regulation. 
Rosa Gonzalez-Quevedo (EMA) delivered a presentation that 
summarised the outcomes of a recent EMA multi-stakeholder 
workshop on patient experience data. Patient experience data 
is defined as data that are intended to provide information 
about patients’ experience of their health status, symptoms, 
disease course, quality of life, and other parameters. Rosa 
highlighted challenges related to lack of alignment among 
decision-makers, insufficient regulatory guidance, increasing 
digitalisation of collection methodologies, and the need for 
better resources and support. 
Next, Francois Houyez (Eurordis) and Lembit Rägo (CIOMS) 
presented the recent CIOMS consensus report on patient 
involvement in the development, regulation and safe use of 
medicines. The report was developed in consultation with a 
working group composed of patient representatives, 
regulators, researchers and policymakers, and provides case 
studies and guiding principles for patient involvement at all 
stages of the medicines development pipeline.  
The second session was focused on availability and accessibility 
of medicines, and included a series of presentations and 
discussions on this wide-ranging topic. The EMA Taskforce on 
the availability of authorised medicines (TF AAM) presented 
updates on their activities and the reporting of medicines 
shortages by organisations, and discussed preparations for a 
2023 multi-stakeholder workshop as well as updates to EU 
guidance on shortage prevention and communication to the 
public. 
Speakers including Michael Berntgen (EMA), Stephanie Said 
(EunetHTA21) and Daniel Ritter (EunetHTA21) provided a 
health technology assessment (HTA) perspective, explaining 
how regulatory and HTA activities intersect under the new HTA 
regulation, how this affects access to medicines, and identifying 
how and where involvement of patients and healthcare 
professionals is incorporated. Lively discussions with attendees 
revolved around improving and enhancing these involvement 
processes, and ensuring that the patient experience of 
challenges in accessing or obtaining medicines are accurately 
captured and fed back to the relevant authorities.  

https://ec.europa.eu/newsroom/sante/items/758726/en
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The final session of the meeting addressed the important topic 
of antimicrobial resistance (AMR) and other emerging health 
threats. In his presentation, Radu Botgros (EMA) explained that 
AMR occurs when microorganisms such as bacteria become 
increasingly resistant to antimicrobial drugs, such as antibiotics. 
AMR has become a critical threat to global health, with 
thousands of people in Europe dying each year due to infections 
with antibiotic-resistant bacteria – a number that is projected 
to grow to over 10 million by 2050, if we do not find new ways 
to address this threat. Radu outlined the ways in which EMA is 
combating AMR, by developing guidance for developers and 
HCPs, adapting regulatory tools to accelerate the development 
of new antimicrobials, and new human and veterinary 
medicines regulations promoting the responsible use of 
antibiotics. He emphasised, however, that there is a long way 
to go to effectively address AMR. Continuing the theme of 
emerging health threats, Melanie Carr (EMA) spoke about the 
impacts of COVID-19 on the EMA, and the way the agency 
addressed this health crisis – and highlighted learnings and 
good practices from this challenging period. Juan Burgos (EMA) 
then closed the meeting after a short wrap-up, thanking all 
attendees for their active engagement, and looking forward to 
the next PCWP/HCPWP meetings in 2023.  
https://www.ema.europa.eu/en/events/european-medicines-agency-

ema-patients-consumers-pcwp-healthcare-professionals-hcpwp-
working-parties-8 

17 November: European Commission marks fifth 
anniversary of European Pillar of Social Rights  

The European Commission has 
marked five years since the 
launch of the European Pillar of 
Social Rights (EPSR) at its 
inaugural European 
Employment and Social Rights 
Forum (EESRF), which took 

place across 16-17 November. 
The EESRF is a new flagship event for the Commission's 
Directorate-General for Employment, Social Affairs and 
Inclusion (DG EMPL) and will take place annually. 
The EPSR was first proclaimed at the Gothenburg Social Summit 
in 2017 by the European Parliament, the Council and the 
Commission, with 20 principles articulated around three main 
chapters: 
• Equal opportunities and access to the labour market 
• Fair working conditions 
• Social protection and inclusion. 
Since then, this commitment has been reaffirmed at the 2021 
Porto Social Summit, with the EPSR Action Plan published 
around the same time. In total, the Commission has put forward 
more than 130 initiatives to implement the Pillar, including 
through include pay transparency, equality between women 
and men, minimum wages and investment in skills, as well as 

measures related to minimum income, and protecting workers' 
safety and health. 
Full details on the EPSR and the EESRF are available at: 
https://ec.europa.eu/commission/presscorner/detail/en/IP_22_6895  

21 November: European Commission adopts 
EU4Health Work Programme 2023  
The European Commission has launched the 2023 Work 
Programme for EU4Health, setting out the priority areas and 
budget for the year.  
Under “Action Grants” there is reference to a call for proposals 
in relation to “prevention of non-communicable diseases 
(NCDs) in the area of dementia and other neurological 
disorders”. In addition, under the heading “Grants for actions 
co-financed with Member States’ authorities/joint actions” 
there is specific reference to “Healthier Together EU NCD 
initiative - focusing on chronic respiratory diseases, mental 
health, dementia and other neurological disorders”.  
The overall budget for 2023 is EUR 735,788,071 of which EUR 
428,260,000 will be grants, EUR 176 428 071 will be 
procurement (both under direct management) and EUR 131 
100 000 will be under indirect management. Of particular 
interest: 
• Operating Grants are allocated EUR 9 million 
• Prevention of non-communicable diseases (NCDs) – 

chronic respiratory diseases, mental health and dementia 
is allocated 18.36 million. 

Further information on the 2023 Work Programme is available 
at: https://health.ec.europa.eu/publications/2023-eu4health-
work-programme_en  

24-25 November: European Day of Persons with 
Disabilities conference is organised by the 
European Commission and European Disability 
Forum 
On 24 and 25 November 2022, the European Commission 
hosted the European Day of Person with Disabilities conference, 
co-organised with the European Disability Forum (EDF). It took 
place at the Commission's Charlemagne Building in Brussels, 
Belgium, and was attended by partner organisations of EDF, 
organisations from across Europe representing people with 
disabilities, and disability advocates, many of whom were 
people with disabilities themselves. Among their number, were 
Chris Roberts, Chairperson of the European Working Group of 
People with Dementia (EWGPWD), Kevin Quaid, Vice-
Chairperson of the EWGPWD and Helen Rochford-Brennan, 
former Chairperson of the EWGPWD, together with their 
respective supporters, Jayne Goodrick, Helena Quaid and 
Carmel Geoghegan. Representatives of Alzheimer Europe were 
also in attendance, alongside them. 

 

https://www.ema.europa.eu/en/events/european-medicines-agency-ema-patients-consumers-pcwp-healthcare-professionals-hcpwp-working-parties-8
https://www.ema.europa.eu/en/events/european-medicines-agency-ema-patients-consumers-pcwp-healthcare-professionals-hcpwp-working-parties-8
https://www.ema.europa.eu/en/events/european-medicines-agency-ema-patients-consumers-pcwp-healthcare-professionals-hcpwp-working-parties-8
https://ec.europa.eu/commission/presscorner/detail/en/IP_22_6895
https://health.ec.europa.eu/publications/2023-eu4health-work-programme_en
https://health.ec.europa.eu/publications/2023-eu4health-work-programme_en
https://www.facebook.com/alzheimer.europe
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At the opening session, Alison Crabb, Disability and Inclusion 
Head of Unit at the European Commission welcomed delegates 
and speakers to the conference, followed by Helena Dalli, 
European Commissioner for Equality, Ioannis Vardakastanis, 
President of EDF, and Martina Štěpánková, Deputy Minister of 
Labour and Social Affairs, Czechia. 
The event had three main sessions. Session one, "Young people 
with disabilities", was moderated by Jakob Rosin, President of 
the Estonian Blind Union, and included speakers Tamara Byrne, 
member of the EDF Youth Committee and self-advocate, 
Panagiotis Chatzimichail, Board member of the European Youth 
Forum, Sarah Talbi, Belgian national champion of the European 
Commission's communication campaign on the Disability Rights 
Strategy, and Lucia Alonso, Erasmus+ beneficiary. They 
discussed rights (including the right to vote), inclusion, 
accessibility, assistance in education, intersectionality, and 
distancing from the medical model. 
The second session of the programme was moderated by 
Inmaculada Placencia Porrero, Senior Expert in Disability and 
Inclusion at the European Commission, and focused on "Global 
instruments to protect the rights of person with disabilities". 
The speakers, Katarina Ivankovic-Knezevic, Director for Social 
Rights and Inclusion at the European Commission, Gerard 
Quinn, UN Special Rapporteur on Disability, Jorge Araya from 
the Secretariat of the UN Committee on the Rights of Persons 
with Disabilities, Marine Uldry, Senior Human Rights Officer at 
EDF, Patricia Otvos, Adviser to the Commissioner for Human 
Rights at the Council of Europe and Giuseppe Palmisano, 
General Rapporteur and former President of the European 
Committee of Social Rights at the Council of Europe, discussed 
instruments such as the EU Disability Rights Strategy, the 
Disability Employment Package, the European Pillar of Social 
Rights and the UNCRPD. They highlighted that, while European 
civil society is doing great work, there is still much work to be 
done for the EU's internal services to fully move away from the 
medical model. They also discussed alternative reports from 
civil society which can help ensure the UN Committee on the 
Rights of Persons with Disabilities has a full view of the issues, 
and stressed the importance of protecting persons with 

disabilities in all their diversity - including ethnic, racial, gender, 
sexual orientation and types of disability. 
During the questions and discussion session, both Chris Roberts 
and Helen Rochford-Brennan spoke to the panel. Chris Roberts 
commented on the importance, if organisations or individuals 
are unsure of a person's needs, of simply asking (and not 
assuming). He also spoke about the importance of keeping in 
mind that not all disabilities are visible and wondered what 
strategies could be used to overcome the daily obstacle of “not 
looking like you have a disability". Helen Rochford-Brennan 
raised the issue of countries like Ireland not having signed or 
ratified the Optional Protocol to the UNCRPD, and asked the 
panel what could be done about it. She also asked how we can 
ensure that dementia is recognised as a disability, to allow 
people with dementia to access their rights and to access 
supports, where needed. 
Day two of the conference, 25 November, coincided with the 
International Day to End Violence Against Women. It was 
therefore fitting that the day began with a panel on violence 
against persons with disabilities. This session was chaired by 
Gunta Anca, Vice-President of EDF, and panellists were: Bianca 
Faragau, European Commission (DG JUST, D.2. Gender Equality) 
who discussed gender-based violence; Independent expert 
Claudia Mahler, who focused on the human rights of older 
persons; Sabine Coppens, Coordinator of "Alles over Pesten" 
(anti-bullying project, Flanders, Belgium), who discussed the 
problem of bullying at school; and Yevheniya Pavlova, Member 
of the Ukrainian National Assembly of Persons with Disabilities, 
who talked about violence against persons with disabilities in 
Ukraine or fleeing Ukraine, during the war. 
Concluding remarks were made by John Patrick Clarke, Vice-
President of EDF, Camilla Waltersson Grönvall, Minister for 
Social Services at the Ministry of Health and Social Affairs in 
Sweden, and by Alison Crabb. 
Following the close of the conference, an award ceremony was 
held, to announce the Access City Awards. The three winners 
were: 
• 3rd place - Ljubljana, Slovenia 
• 2nd place - Córdoba, Spain 
• 1st place - Skellefteå, Sweden.  
Alzheimer Europe was represented at the conference by Project 
Officers Daphné Lamirel and Soraya Moradi-Bachiller, and by 
Communications Officer Kate Boor Ellis, while Director for 
Projects Dianne Gove joined the event online. 

30 November: Share your views on the EU 
Disability Card before 21 December 
The European Commission launched a call for evidence on the EU 
Disability Card with a deadline of 21 December 2022. This 
initiative aims to gather the views of organisations and citizens 
to define the proposal on the EU Disability Card. 
Our colleagues at the European Disability Forum published a 
position paper on this topic, including mentions of "invisible 
disabilities" (such as dementia). It notes that "having the 

https://ec.europa.eu/info/law/better-regulation/have-your-say/initiatives/13517-European-disability-card_en
https://ec.europa.eu/info/law/better-regulation/have-your-say/initiatives/13517-European-disability-card_en
https://www.edf-feph.org/eu-disability-card/
https://www.edf-feph.org/content/uploads/2022/05/EDF-Position-on-the-European-Disability-Card-2022_final.pdf
https://www.edf-feph.org/content/uploads/2022/05/EDF-Position-on-the-European-Disability-Card-2022_final.pdf
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card will help persons with 
invisible disabilities to 
request assistance when 
travelling across the EU". 
Other areas that could be 
included are for example 
commercial benefits, 
education, or 

employment, highlights the EDF paper. It also states that the 
card could "give certain persons with (invisible) disabilities a 
tool to facilitate access to advantages and services without 
having to "explain their disabilities". 
The same EDF paper outlines some essential considerations to 
make the card a success: 
• The EU should set up dedicated funding to set up the card, 

the website and to guarantee continuing operational needs 
(printing, staff, administration). 

• A wide, accessible awareness-raising campaign in all EU 
countries, about the card. The campaign must reach users 
(so they can get the card), service providers (so they can 
know about it and accept it), and the general public. 

• Close collaboration with persons with disabilities, and 
especially their representative organisations – at all levels 
and in all their diversity. 

POLICY WATCH 
31 October: The Alzheimer Society of Ireland 
welcomes Irish Government Budget Day 
announcement 

Last July, The 
Alzheimer Society 
of Ireland (ASI) 
called on the Irish 
Government to 
invest EUR 19 
million in urgent 
infrastructure and 

community 
supports for people affected by dementia, to meet the growing 
need for dementia-specific care for thousands of people across 
the country, in its Pre-Budget Submission 2023, called 
"Dementia Can’t-Wait – Urgent Funding Needed to Address 
Rising Need". 
The ASI welcomed the news, in October, that the Minister of 
State for Mental Health and Older People, Mary Butler TD, 
announced that the priority focus of the development of 
dementia services and supports will continue in the Budget 
2023 announcement. 
The measures announced in Budget 2023 for people living with 
dementia and for family carers are: 
• EUR 6.96 million for National Dementia Strategy 

implementation, including EUR 2.1 M for dementia-specific 
day care centres 

• EUR 5.2 million to increase the proportion of dementia-
specific new home support hours to 15% 

• Increase to 15% of new home care hours ringfenced for 
people with dementia 

• Continuation of dementia at-home support and continued 
funding of The ASI 

• Social protection increases and one-off payments, in 
particular, the EUR 500 for family carers; they will go some 
way to alleviating the financial burden on people affected 
by dementia. 

The ASI appreciates the support for the Pre-Budget 2023 
campaign, including staff, branches, e-campaigners and 
advocacy champions. 
Minister Butler has meaningfully engaged with The ASI since her 
appointment, and they welcome her understanding and 
funding of much-needed dementia services. 
The ASI acknowledges the considerable engagement with 
Minister Mary Butler, Senator Fiona O’Loughlin, and everyone 
in the All-Party Oireachtas Group on Dementia. 
Pictured: The ASI's Cormac Cahill with All Party Oireachtas 
Group on Dementia Chair, Senator Fiona O'Loughlin 

2 November: Slovenia presents proposed new 
national dementia strategy until 2030  
After the meeting of the 
Slovenian Council for Dementia 
Management, on 2 November 
2022, at the Office of the 
President of the Republic of 
Slovenia, the Ministry of Health of the Republic of Slovenia 
launched a public debate regarding the proposed Slovenian 
National Dementia Strategy until 2030. The strategy was 
prepared by an interdisciplinary working group appointed by 
the Minister of Health. Štefanija L. Zlobec, president of 
Spominčica – Alzheimer Slovenia, is a member of this 
interdisciplinary group. 
The strategy proposal includes the essential elements and 
commitments contained in the documents adopted at the level 
of the European Union and the World Health Organization, as 
well as strategies in the field of dementia management in other 
countries. It represents a fundamental document that enables 
a coordinated and integrated approach of all stakeholders in 
solving the problem of dementia and related conditions. The 
aim of the strategy is to ensure preventive measures, early 
detection of dementia and an appropriate standard of medical 
and social care for people with the condition. It is based on the 
knowledge that people with dementia form a particularly 
vulnerable target group, the size of which is rapidly increasing 
due to demographic changes and the ageing of the population, 
while focusing on the individual and their needs, which requires 
coordinated and responsive action by the State and a 
multidisciplinary treatment approach, notes Spominčica - 
Alzheimer Slovenia. 



  

17 

NOVEMBER 
2022 

The ten objectives of the strategy, are: 
1. Promotion of preventive programs to reduce risk 

factors and to maintain and strengthen health in the 
community with different approaches to individual 
groups and individuals. 

2. Diagnosing the early stages of neurocognitive 
disorders, improving access to quality, safe and 
effective health care and treatment 

3. Improving access to appropriate and coordinated post-
diagnostic multidisciplinary treatment for people with 
dementia, including integrated treatment, long-term 
care, social services, support for families or caregivers 
in the local environment, and access to palliative care. 

4. The use of modern information and communication 
technologies for the treatment and support of people 
with dementia. 

5. Respecting the dignity of people with dementia, 
reducing stigma and raising awareness among the 
wider society and the professional public for the 
development and establishment of dementia-friendly 
communities. 

6. Education of all professional groups in the field of 
dementia management. 

7. Establishing national dementia data collection. 
8. Promoting modern dementia research. 
9. Establishing a National Dementia Center. 
10. Appropriate treatment of persons with dementia 

during epidemics and other emergencies. 
"To create a dementia-friendly environment, we need to 
improve the awareness and cooperation of all stakeholders in 
the chain of care for people with dementia", concludes 
Spominčica – Alzheimer Slovenia. 

2-3 November: Lausanne IX Workshop focuses 
on "Advancing Innovation in Alzheimer’s 
Disease" 

On 2 and 3 November, the 
ninth annual Lausanne 
Workshop was held, 
focusing on "Advancing 
Innovation in Alzheimer’s 
Disease". This series of 
workshops was launched 
in 2014, as a response to 

the challenge articulated at the UK G8 Dementia Summit, to 
stop dementia by 2025. It takes place each year in Lausanne, 
Switzerland and brings together Global Alzheimer’s 
stakeholders. At the 2022 edition, delegates participated in 
solution-oriented discussions on the most critical barriers and 
opportunities to advance innovation in Alzheimer’s disease 
today.  
Following two days of discussions, presentations, and 
deliberations, stakeholders called for urgent attention in nine 
critical areas. These are the opportunities they highlighted, for 

collaboration and action, to deliver innovations to patients 
globally: 
• accelerate the development of therapeutics that are 

precise, widely accessible, and clinically meaningful 
• prioritise prevention by forging public-private 

collaborations to accelerate vaccine development, and set 
the goal for a vaccine to be on market by 2030 

• pave the way for implementation of diagnostic advances in 
clinical practice 

• achieve an inclusive response to Alzheimer’s disease 
• support platforms that extend our global reach to address 

gaps in research 
• support mechanisms that enable follow-through on global 

commitments 
• align regulators to various approaches of clinical 

development to maximise benefit for patients 
• develop patient-centred value frameworks that maximise 

societal benefit 
• build comprehensive implementation strategies to prepare 

healthcare systems for transformative improvements in 
Alzheimer’s treatment and care. 

Lausanne IX was organised under the auspices of the 
Organisation for Economic Co-Operation and Development 
(OECD) and supported by The Global CEO Initiative on 
Alzheimer’s Disease (CEOi), Alzheimer’s Disease International 
(ADI), and The World Economic Forum. The workshop is a world 
stage for solutions-oriented dialogue on Alzheimer’s-related 
efforts and is a platform for Alzheimer’s stakeholders to report 
on progress, hold each other accountable, align on 
opportunities for collaboration, and drive change. Read the full 
conference report: https://bit.ly/LausanneIX  

4 November: Irish Minister of Education Norma 
Foley TD launches "Creating a Dementia 
Inclusive Generation" programme 

The Alzheimer Society of Ireland (ASI) was proud to host the 
national launch of the exciting, innovative "Creating a Dementia 
Inclusive Generation" Transition Year (TY) Programme and 
opened a picturesque new Memory Garden at its Rosemary Day 

https://bit.ly/LausanneIX
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Care Centre in Tralee, Co. Kerry, on 4 November. The launch and 
opening were officiated by Minister of Education Norma Foley 
TD, along with staff, volunteers, and guests. Senator Fiona 
O'Loughlin, Chair of the All-Oireachtas Committee on Dementia, 
also spoke at the event with ASI CEO Andy Heffernan, Head of 
Operations Siobhan O'Connor, and National Community 
Engagement Manager Cathryn O'Leary. 
Kindly sponsored by The ASI’s Corporate Partners, Arthur Cox, 
the "Creating a Dementia Inclusive Generation" TY Programme 
aims to educate young people about dementia and its impact 
on people living with dementia, extended family and carers. The 
response to the Programme has been hugely positive, having 
proven to be popular with schools across Ireland. The 
programme was created in collaboration with the Dementia 
Services Information and Development Centre (DSIDC) at St 
James’ Hospital, Dublin, and is an official Challenge Partner with 
An Gaisce – The Irish President’s Award.  
Pictured: The Minister of Education (Ireland) Norma Foley TD 
launched the TY programme at the Rosemary Day Centre 

 

SCIENCE WATCH 
30 October: New literature review evaluates 
existing resilience measures used for dementia 
research 

In recent years, dementia 
research has shown a stronger 
emphasis on the concept of 
resilience. Rather than solely 
focusing on the deficits brought 
about by the condition, people 
with dementia recommend that 
researchers look at what could 
help people ‘live as well as 
possible despite the challenges of 

the condition’, and at the personal strengths and resources of 
the individual. 
For this reason, many researchers have sought to use resilience 
as a scale when measuring the impact of various interventions 
aimed at improving the lives of people with dementia and their 
carers. Many ways of measuring resilience have been put 
forward, and it is very important for these resilience 
measurements to be of quality. In addition to this, most 
measures of resilience have not been specifically developed for 
measuring such construct in people with dementia or dementia 
carers. They, therefore, require careful assessment as to 
whether they are correctly able to measure resilience in this 
population group. 
The present study, published in BMC Medical Research 
Methodology, reviewed existing measurements of resilience 
used in dementia studies, and identified the strengths and 

limitations of each. A total of 47 studies and 9 different 
measurement scales were identified. The study authors looked 
for information about the measures’ content validity (how well 
a measure covers all relevant parts of the construct it aims to 
measure), reliability (how well an instrument consistently 
produces similar results when used by different researchers or 
at different points in time), and construct validity (how well the 
test measures what it is meant to be measuring). 
The researchers found that all the studies lacked information as 
to whether the resilience measures possessed the necessary 
properties for appropriate use in dementia studies. According 
to the available information, 7 of the 9 measures showed good 
levels of reliability in populations of people with dementia or 
their carers, and only 28 studies reported some evidence of 
construct validity. The study authors concluded that current 
evidence surrounding the use of existing resilience measures in 
this population group is very limited. This does not mean that 
such resilience scales are not suitable to be used in dementia 
studies, but rather that more research on their properties, 
when used in the context of dementia, is needed. It is also 
important for further research to look at how resilience is 
conceptualised and experienced by people with dementia. This 
information can serve to evaluate existing resilience scales 
more precisely, and also pave the way for the development of a 
new resilience measure specifically designed for people living 
with dementia. 

14 November: New article on empowerment 
published in the Journal of Advanced Nursing, 
co-authored by Alzheimer Europe 
The article reports on an 
online survey, led by 
Radboud University 
Medical Center, carried 
out in 2018 which aimed 
to identify existing 
empowerment 
interventions for people 
with dementia in Europe. The survey was completed by 73 
professionals in the field of dementia care from 23 countries, 
who provided a total of 90 unique examples of interventions 
around Europe. The study also looked at reasons provided by 
respondents as to why they considered these interventions to 
be empowering. The majority of the identified interventions 
were at an interpersonal level (54 of the total), but there were 
as well some at an organizational (15), communal (6) and 
societal (15) level. The interventions for people living with 
dementia were related to physical health, music and art, 
interaction and physical environment. 
An important finding of this study was that although the 
interventions were reported by respondents as empowering for 
people with dementia, none of them had been specifically 
developed for or aimed at empowerment. The authors 
therefore concluded that an important step in promoting 
empowerment amongst people with dementia would be to 

https://twitter.com/AlzheimerEurope
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develop and test interventions that specifically aim to empower 
them and to support informal carers in this empowerment 
process. This work has been led by Three members of Alzheimer 
Europe staff (Jean Georges, Dianne Gove and Ana Diaz) were 
involved in the study and are co-authors of the paper. The full 
article can be accessed here: http://dx.doi.org/10.1111/jan.15385 

14 November: Roche announces results from the 
GRADUATE Phase III trials of gantenerumab 

On 14 November, Roche 
announced results from the 
Phase III GRADUATE I and II 
studies of gantenerumab, an 
investigational anti-amyloid beta 
antibody, for the treatment of 
early Alzheimer’s disease (AD).  
The GRADUATE studies were two 
global, double-blind, randomised 
and placebo-controlled clinical 

trials evaluating gantenerumab in people with mild cognitive 
impairment (MCI) due to Alzheimer’s and mild Alzheimer’s 
dementia, collectively called early AD. In these two identically 
designed studies, 1,965 participants across 30 countries 
received either gantenerumab or placebo by subcutaneous 
injection every two weeks. 
The company reported that the GRADUATE studies did not 
meet their primary endpoint of slowing clinical decline on the 
global cognitive and functional scale, CDR-SB, at 116 weeks. 
Participants receiving gantenerumab showed a slowing of 
clinical decline (CDR-SB) in GRADUATE I and GRADUATE II of -
0.31 and -0.19 respectively from baseline score. This represents 
a relative reduction in clinical decline of 8% in GRADUATE I and 
6% in GRADUATE II compared with placebo, however those 
results were not statistically significant. 
Additionally, the company revealed that the level of beta-
amyloid removal by gantenerumab was lower than expected.  
For safety, the incidence of side effects such as brain swelling or 
effusion also known as amyloid-related imaging abnormalities 
(ARIA-E) was 25% in the gantenerumab group with the vast 
majority being asymptomatic and very few leading to treatment 
discontinuation. 
Roche will present topline results of the GRADUATE I and II 
studies at the upcoming Clinical Trials in Alzheimer’s Disease 
(CTAD) conference on 30 November (San Francisco, US). 

https://www.roche.com/media/releases/med-cor-2022-11-14 

23 November: New study finds that amyloid-PET 
diagnostic tests may help improve long-term 
outcomes for patients with Alzheimer’s disease 
A new study, published on 23 November in the Alzheimer’s & 
Dementia journal, has shown that using amyloid-PET brain 
scans during diagnosis of Alzheimer’s disease (AD) may help 
improve long-term health outcomes for patients, with delayed 
institutionalisation, lower mortality and reduced care costs.  

The build-up of amyloid proteins in the brain is a hallmark of 
Alzheimer’s disease, causing symptoms such as memory 
impairment. Over the last few decades, new diagnostic tests 
have been developed to measure amyloid proteins in the brain, 
using brain scan technologies that use targeted tracers to 
precisely detect and quantify these proteins. Studies have 
shown that PET scans to detect amyloid (termed “amyloid-PET”) 
can help increase the confidence of clinicians when diagnosing 
AD. In their new publication, a team of researchers led by 
Professor Wiesje van der Vlier of Amsterdam University Medical 
Center (UMC) asked whether amyloid-PET scans could also 
improve long-term health outcomes for patients receiving an 
AD diagnosis.  
To answer this question, the researchers studied the health 
outcomes for two, statistically-matched groups of patients from 
the Amsterdam Dementia Cohort; one group of 449 people who 
accepted to undergo amyloid-PET scans (as part of the ABIDE-
PET project), and one group of 571 people who did not undergo 
amyloid PET scans. Analyses of data collected over a four-year 
period after diagnosis revealed a 52% lower risk of 
institutionalisation and similarly reduced mortality rate for 
patients who accepted amyloid-PET scans. They also found 
evidence for reduced healthcare costs in the years after 
diagnosis, suggesting that a more precise diagnosis using 
amyloid-PET and similar tests may have direct benefits for 
patients as well as their clinicians.  
Read the article, here: 

https://alz-journals.onlinelibrary.wiley.com/doi/10.1002/alz.12846  

28 November: Axsome Therapeutics’s 
experimental drug AXS-05 meets its primary 
endpoint in Phase III of AD agitation 
On 28 November, Axsome Therapeutics, a biopharmaceutical 
company developing novel therapies for the management of 
central nervous system disorders, announced that its ACCORD 
phase III trial in Alzheimer’s disease (AD) agitation met its 
primary endpoint. 

http://dx.doi.org/10.1111/jan.15385
https://www.roche.com/media/releases/med-cor-2022-11-14
https://alz-journals.onlinelibrary.wiley.com/doi/10.1002/alz.12846
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The ACCORD study was a double-
blind, placebo-controlled, multi-
center and randomised US Phase 
III trial evaluating the efficacy 
and safety of AXS-05 in the 
treatment of agitation symptoms 
in people with agitation 
associated with AD. 
A total of 178 participants with 
AD agitation were enrolled into 

at 9-week open-label period, during which they all received 
AXS-05 and were monitored for sustained clinical response. 
Those who experienced a treatment response after open-label 
treatment with AXS-05 entered a double-blind treatment 
period, they were randomised to continue on AXS-05 or to 
switch to placebo for up to 26 weeks. 
Results showed that the study met its primary endpoint by 
substantially and statistically significantly delaying the time to 
relapse of agitation symptoms as compared to placebo (3.6-fold 
lower risk). AXS-05 also met the key secondary endpoint of 
relapse prevention (7.5% of AXS-05-treated participants 
relapses vs 25.9% of those who switched to placebo). 
In the 9-week open-label period, participants experienced 
rapid, substantial, and statistically significant improvement 
compared to baseline in agitation symptoms. Statistically 
significant improvement on the Cohen Mansfield Agitation 
Inventory (CMAI) was observed at all timepoints. 

https://axsometherapeuticsinc.gcs-web.com/news-releases/news-
release-details/axsome-therapeutics-announces-axs-05-achieves-

primary-endpoint-3 

30 November: Roche discontinues clinical trials 
of gantenerumab, after GRADUATE studies fail to 
meet their primary endpoints 

Earlier this month, Roche 
announced topline results 
from its Phase III 
GRADUATE studies of 
gantenerumab, an 
investigational anti-
amyloid beta antibody, for 
the treatment of early 

Alzheimer’s disease (AD). According to their analyses, neither 
GRADUATE I or the identically-designed GRADUATE II study 
reached their primary endpoint of slowing clinical decline on 
the CDR-SB global cognitive and functional scale.  
As a consequence of these results, Roche has decided to 
discontinue most of its global clinical trials of gantenerumab, 
including the GRADUATION, OpenRoAD, PostGraduate and 
SKYLINE trials. The company announced this decision following 
presentation of topline results from GRADUATE I and II at the 
Clinical Trials in Alzheimer’s Disease (CTAD) conference in San 
Francisco.  

The GRADUATE trials recruited 1,965 participants with mild 
cognitive impairment due to Alzheimer’s disease (AD) or mild 
AD dementia, who received fortnightly subcutaneous injections 
of either gantenerumab or placebo. Participants receiving 
gantenerumab experienced a relative reduction in clinical 
decline of 8% in GRADUATE I and 6% in GRADUATE II compared 
with placebo, however those results were not statistically 
significant. Additionally, the company revealed that the level of 
beta-amyloid removal by gantenerumab was lower than 
expected.  
Roche worked rapidly to release these topline data only three 
weeks after unblinding, a move lauded by experts at CTAD. The 
company is now looking at new technologies to shuttle higher 
levels of gantenerumab into the brain, with results of Phase 
Ib/IIa trials expected in 2024. 

https://www.biospace.com/article/ctad-2022-anti-amyloid-and-
beyond-

/?utm_campaign=Daily%20Social%20%7C%20News&utm_content=2
30056752&utm_medium=social&utm_source=twitter&hss_channel=t

w-21793154 

30 November: Eisai presents full results from the 
Clarity AD Phase III trial of lecanemab 
On 30 November, Eisai and 
Biogen announced that the 
results from the Phase III Clarity 
AD trial of lecanemab (also 
known as BAN2401), an 
investigational anti-amyloid beta 
protofibril antibody, for the 
treatment of early Alzheimer’s 
disease (AD) were presented at 
the 2022 Clinical Trials on 
Alzheimer's Disease (CTAD) conference in San Francisco (US). 
Findings were published simultaneously in the New England 
Journal of Medicine. 
Clarity AD was a global confirmatory Phase III placebo-
controlled, double-blind, parallel-group and randomised study 
evaluating lecanemab in 1,795 people with mild cognitive 
impairment due to AD or mild AD dementia (collectively known 
as early AD) with confirmed amyloid accumulation in the brain. 
Participants from US, Australia, Canada, China, Europe and 
Japan received either lecanemab (10 mg/kg) or placebo 
biweekly via an intravenous infusion. An estimated 25% of the 
total enrolment in the US included Hispanic and African 
American people with early AD. 
The study met its primary endpoint, showing a statistically 
significant reduction of cognitive decline on the global cognitive 
and functional scale, CDR-SB, by 27% at 18 months for 
participants receiving lecanemab compared to those receiving 
placebo.  
Secondary endpoints were also met with statistically significant 
results compared with placebo at 18 months including 
reduction in amyloid plaque burden. Lecanemab slowed decline 
of cognitive function by 26% on ADAS-Cog14 and slowed 

https://axsometherapeuticsinc.gcs-web.com/news-releases/news-release-details/axsome-therapeutics-announces-axs-05-achieves-primary-endpoint-3
https://axsometherapeuticsinc.gcs-web.com/news-releases/news-release-details/axsome-therapeutics-announces-axs-05-achieves-primary-endpoint-3
https://axsometherapeuticsinc.gcs-web.com/news-releases/news-release-details/axsome-therapeutics-announces-axs-05-achieves-primary-endpoint-3
https://www.biospace.com/article/ctad-2022-anti-amyloid-and-beyond-/?utm_campaign=Daily%20Social%20%7C%20News&utm_content=230056752&utm_medium=social&utm_source=twitter&hss_channel=tw-21793154
https://www.biospace.com/article/ctad-2022-anti-amyloid-and-beyond-/?utm_campaign=Daily%20Social%20%7C%20News&utm_content=230056752&utm_medium=social&utm_source=twitter&hss_channel=tw-21793154
https://www.biospace.com/article/ctad-2022-anti-amyloid-and-beyond-/?utm_campaign=Daily%20Social%20%7C%20News&utm_content=230056752&utm_medium=social&utm_source=twitter&hss_channel=tw-21793154
https://www.biospace.com/article/ctad-2022-anti-amyloid-and-beyond-/?utm_campaign=Daily%20Social%20%7C%20News&utm_content=230056752&utm_medium=social&utm_source=twitter&hss_channel=tw-21793154
https://www.biospace.com/article/ctad-2022-anti-amyloid-and-beyond-/?utm_campaign=Daily%20Social%20%7C%20News&utm_content=230056752&utm_medium=social&utm_source=twitter&hss_channel=tw-21793154
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disease progression by 24% on ADCOMS at 18 months. 
Additionally, lecanemab slowed decline of activities of daily 
living by 37% on ADCS MCI-ADL at 18 months.  
The most common adverse events in the lecanemab group were 
infusion reactions, amyloid-related imaging abnormalities 
(ARIA), headache and fall. The incidence of ARIA-E 
(edema/effusion) was within expectations. ARIA-E occurred in 
12.6% of the lecanemab group and 1.7% in the placebo group. 
Symptomatic ARIA-E occurred at a rate of 2.8% in the 
lecanemab group and 0% in the placebo group. ARIA-E events 
most commonly occurred within the first three months of 
treatment (71% of those who had ARIA-E) and resolved within 
four months of detection (81% of those who had ARIA-E). The 
rate of ARIA-H (cerebral microhemorrhages, cerebral 
macrohemorrhages, and superficial siderosis) was 17.3% for 
lecanemab compared with 9% for placebo, while symptomatic 
ARIA-H occurred at a rate of 1.4% in the lecanemab group and 
0.2% in the placebo group. 
Eisai will discuss the results of the Clarity AD study with 
regulatory authorities with the aim to file for traditional 
approval in the US and to submit marketing authorisation 
applications in Japan and Europe by the end of March 2023. 

https://www.eisai.com/news/2022/news202285.html 

 

MEMBERS’ NEWS 
2 November: Presidential palace of the President 
of the Republic of Slovenia becomes a new 
Dementia friendly point 

After the meeting 
of the Slovenian 
Council for 

Dementia 
management on 2 
November 2022 at 
the Office of the 
President of the 
Republic of 
Slovenia, the 

Palace of the President of the Republic of Slovenia joined the 
network of dementia friendly organisations, which Spominčica 
– Alzheimer Slovenija is establishing across the country. 
At the event, Borut Pahor, President of the Republic of Slovenia 
and Štefanija L. Zlobec, president of Spominčica – Alzheimer 
Slovenija officially established a new Dementia friendly point at 
the President’s palace. This way they have joined almost 400 
other organizations – Dementia friendly points in Slovenia. 
By becoming a member of Spominčica’s Dementia friendly 
points network, the Office of the President of the Republic 

Slovenia will help to inform and raise awareness about 
dementia. By establishing Dementia friendly points they will 
also contribute to reduce the stigma associated with dementia. 
Pictured: Borut Pahor, President of the Republic of Slovenia and 
Štefanija L. Zlobec, president of Spominčica – Alzheimer 
Slovenija (photo: Nebojša Tejič/STA) 

3 November: The Alzheimer Society of Ireland 
hosts 40th Anniversary Celebratory Event 

On 3 November, The Alzheimer Society of Ireland (ASI) held a 
special celebratory event to mark 40 years. After a year of 
national and local events, staff, branch members, Board 
Members, advocates, volunteers and guest speakers gathered 
in the ASI's Corporate Partner Arthur Cox’s Offices in Dublin, 
where they reflected on their past and looked to the future. 
The master of ceremonies (MC) was Head of Advocacy, 
Research and Public Affairs Cormac Cahill, while Board Chair 
Eugene McCague opened the event. In discussions led by DA 
Maeve Montgomery, those present reflected on crucial 
moments in the organisation's history, with the National 
Coordinator, Dementia Adviser Service, Annie Dillon, Head of 
Risk, Compliance and Dementia Advisory Services, Samantha 
Taylor, Day Care Centre Manager, Curlew Road, Noel 
Quilantang and Fundraising Manager, Nikki Keegan. 
The Head of Operations, Siobhan O’Connor, Research & Policy 
Manager, Dr Laura O’Philbin, Dementia Carers Campaign 
Network (DCCN) member Paddy Crosbie and External Training 
Manager, Fergus Timmons spoke on a panel about the future of 
the ASI. The event also featured Research Expert in Dementia, 
Professor Iracema Leroi, Director of Public Policy. Ivan Cooper 
and Chair of the Irish Dementia Working Group and Vice Chair 
of the European Working Group of People with Dementia, Kevin 
Quaid. ASI CEO Andy Heffernan wrapped up the event with an 
inspirational speech. 
You can read about the founding and history of The Alzheimer 
Society of Ireland here:  
https://www.flipbookpdf.net/web/site/5e87c20349d45aef03876f431

59134096855f96a202211.pdf.html#page/1  

Pictured: The Minister of Education (Ireland) Norma Foley TD 
launched the TY programme at the Rosemary Day Centre 

https://www.eisai.com/news/2022/news202285.html
https://www.flipbookpdf.net/web/site/5e87c20349d45aef03876f43159134096855f96a202211.pdf.html#page/1
https://www.flipbookpdf.net/web/site/5e87c20349d45aef03876f43159134096855f96a202211.pdf.html#page/1
https://www.youtube.com/c/AlzheimerEurope
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6 November: The Turkish Alzheimer 
Association's 126 runners in this year's Istanbul 
Marathon collected a fantastic total of EUR 
44,000, from 933 donors! 

Since 1979, November has been the month of International 
Marathon in Istanbul, with a route connecting the Asian and 
European continents, crossing a bridge over the Bosporus. This 
year was no exception and on 6 November 2022, runners from 
105 countries and all around Turkey participated in the 44th 

edition of the Istanbul Marathon, held under the motto of 
"Istanbul is Yours, Don't Stop, Run".  
The marathon primarily aims to attract runners who compete 
for charities and the Turkish Alzheimer Association is one of the 
NGOs participating in the marathon. On this, their 7th marathon, 
126 runners participated and collected EUR 44,000, from 933 
donors. One of the members of the Turkish Alzheimer 
Association team stood out from the crowd: Selim Kervancı 
(pictured) is the active CEO of HSBC Turkey in his professional 
life, while he has been running 15 km for charity every year in 
November and collecting donations for the civil society 
initiatives of NGOs. Fortunately, Mr Kervancı has been granting 
his steps and leading his donors to the Turkish Alzheimer 
Association for the last two years and has been the champion 
of the Turkish Alzheimer Association team both in number and 
also in amount of donations he collected. 
This year, Mr Kervancı has been ranked as the 30th runner 
among the 12,031 runners who participated in the 2022 
Marathon. These runners collected a total of 35,8 million TL 
(EUR 1.85 million) from 101,562 donors, to help 24,485 living 
beings such as human beings, animals, trees, etc., while Mr 
Kervancı himself collected 471,370 TL (EUR 24,358) from 105 
donors and empowered 14 patients with transportation service 
to/from day-care centres for 12 months.  
The Turkish Alzheimer Association is very grateful for, and 
proud of, the commitment of Selim Kervancı, who has taken on 
different roles at HSBC Group since 1996 and has been the 
General Manager of HSBC Turkey since 1 July 2016. 
Consequently, he has been leading a very intensive career, and 
nevertheless devoting his time and energy to civil initiatives. 

9 November: Alzheimer Society of Finland hosts 
its Annual Conference  
The annual Dementia 
Conference organised by the 
Alzheimer Society of Finland 
(Muistiliitto) aims to offer first-hand experiences of patients 
and caregivers, and information on memory-related diseases, 
as well as to strengthen positive attitudes regarding dementia. 
This year’s event, held on 9 November, gathered circa 450 
participants, mostly professionals working in both the public 
and the private sector. As a result of COVID-19, the conference 
was held as a one-day online event for the third time, enabling 
specialists with busy timetables to attend, from across Finland. 
Whilst up-to-date information on dementia is a key target for 
the conference, it is equally important to give a voice to patients 
and caregivers. Among this year’s topics were Professor Teppo 
Kröger’s (University of Jyväskylä), whose presentation was on 
the challenges and future questions in the Finnish system for 
older person services, Docent Jari Pirhonen’s (University of 
Helsinki), whose talk focused on recognising the spiritual needs 
of dementia patients, and Professor Anna Mäki-Petäjä-
Leinonen’s (University of Eastern Finland), who gave a review of 
legal rights among the elderly and dementia patients. Petri 
Lampinen, member of the European Working Group of People 
with Dementia, talked about his experience of rehabilitation. 
The next conference is planned for 2024, as Helsinki will be the 
venue of the 33rd Alzheimer Europe Conference in October 
2023. The Muistiliitto team looks forward to seeing you in 
Helsinki! 

15 November: Alzheimer Portugal hosts its 
annual conference online 
On 15 November 2022, the Annual 
Conference of Alzheimer Portugal 
took place. This year, still online, 
under the title “Avanços e Desafios 
na Demência – Inovação e Acesso a 
Cuidados” (Dementia 
Advancements and Challenges – 
Innovation and Access to Care). The 
main topics were: Public Politics, 
Research, People with Dementia 
Empowerment, Legal and Ethical 
Issues. These are the four mains 
topics Alzheimer Portugal chose for 
its conference programme as they are, in their opinion, the 
foundation for interventions of quality and to be able to 
promote the dignity of people with dementia and formal and 
informal carers. 
Alzheimer Portugal had the opportunity to speak about its 
“Manifesto” for a national integrated approach to Alzheimer´s 
and other dementias, named “Pela Memória Futura” (for the 
future memory) and explained why they need more than the 
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Health Strategy for Dementia and the five Health Regional Plans 
for Dementia. 
It was very interesting listen to researchers and representatives 
from the pharmaceutical companies, just one day after the 
Roche announcement about the Phase III GRADUATE studies, 
noted Alzheimer Portugal. Not only Roche stressed its 
commitment to continue developing novel diagnostics and 
potential treatments for Alzheimer’s, but other companies and 
researchers did the same. 
Now, more than ever, it is crucial to involve patients from the 
very beginning of each study including clinical trials, stressed 
Alzheimer Portugal. This was especially highlighted in the panel 
dedicated to research: starting with the clinical trial pathway, 
then a presentation of an example of organising research 
involving people with a disease – the Agency for Clinical 
Research and Biomedical Innovation (AICIB) Award & The 
Champalimaud Foundation Clinical Research Platform, followed 
by state of the art research given by Professor Ana Verdelho, 
and finally the Roche project “Digital Health Hub for Dementia” 
- a different way of doing research, also to find important new 
solutions. 
Special attention was paid to Health Literacy on Dementia, the 
Right to Health Information and the importance of non-
pharmacological interventions. 
To finish, a very interesting panel on Ethical Issues and the 
importance of the Human Rights Approach to Dementia took 
place. 
Alzheimer Portugal was very happy to join speakers with huge 
knowledge and experience and all deeply dedicated to the same 
cause – to improve the quality of life of people with dementia 
and carers and work towards a society that really involves them. 
Alzheimer Portugal is very pleased with its event, and thanks 
the 160 participants who attended the conference. 

15-16 November: The Alzheimer Society of 
Ireland takes part in Engaging Dementia’s 14th 
International Dementia Conference 
The Engaging Dementia 14th International Dementia 
Conference 2022, “Fostering a Dementia Inclusive Ireland”, 
took place in Croke Park, Dublin, on 15 and 16 November. The 
hybrid conference, featuring dementia experts from around the 
world, saw strong representation from The Alzheimer Society of 
Ireland (ASI), with several staff members, advocates and a 
Board member speaking and presenting at the event.  
Actor and member of the Irish Dementia Working Group 
(IDWG), Bryan Murray, opened the conference with a powerful 
speech. Later, ASI Research Project Officer Cíara O’Reilly 
delivered a presentation on TeamUp for Dementia Research. 
She also facilitated a Person PubIic Involvement (PPI) panel 
discussion, featuring members of the Dementia Research 
Advisory Team (DRAT). The ASI has long been recognised as a 
leader in PPI in research.  
Vice Chair of the IDWG, Dr Helen Rochford-Brennan, and ASI 
Board member Professor Kate Irving discussed Value-Based 

Healthcare and its potential impact, and members of the 
Dementia Carers Campaign Network (DCCN) featured in the 
Carers Panel discussion.  
Day two opened with some poignant words from Member of 
the IDWG, Marguerite Keating. 
Over the two-day duration, the Chair of the IDWG and Vice-
Chair of the European Working Group of People with Dementia 
(EWGPWD), Kevin Quaid, spoke about the importance of the 
Correct Diagnosis of Dementia and took part in discussions on 
Creating a Dementia Inclusive Society in Ireland, PPI, and The 
Assisted Decision Making (Capacity) Act, along with a member 
of the DCCN, Susan Crampton. ASI Research Officer Dr Diane O’ 
Doherty presented on Young Onset Dementia and implications 
for policy and shared the Advocacy, Research and Public Affairs’ 
work on Changing Work Practices to Become More LGBTQIA+ 
Inclusive, along with ASI Communications Officer Niamh Burke. 
Prof. Irving also presented on Therapeutic lying in the care of a 
person with dementia. 
The ASI stand saw members of its Community Engagement 
Team sharing essential information on their work, including the 
"Creating a Dementia Inclusive Generation" Project, which aims 
to educate young people about dementia. 
Informative and thought-provoking, the conference further 
reinforced Team ASI’s commitment to fostering a dementia-
inclusive Ireland. 

18 November: The Alzheimer Society of Ireland 
and Fujitsu’s Virtual Dementia Hub wins national 
award 
The Virtual Dementia Hub (VDH)– an innovative initiative that 
utilises technology to empower people living with dementia 
and their families - won the Tech 4 Good Community award at 
the 2022 Technology Ireland Awards on 18 November 2022. 
The Alzheimer Society of Ireland (ASI) and the team at Fujitsu, 
ASI’s Corporate Partners, worked incredibly hard to ensure that 
the dream of a Virtual Dementia Hub for people living with 
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dementia became a reality. The VDH was also featured on the 
shortlist for Best Community Involvement at the Fingal Business 
Awards. The Virtual Dementia Hub can be accessed at:  

https://virtualdementiahub.ie/  

25 November: REMIND-Greek Association of 
Alzheimer’ s Disease and Related Disorders of 
Chalkida- Supporting older adults and caregivers 
in remote fire-affected areas 

The North Evia forest fires of 
2021 affected 36 local 
communities, causing property 
loss and psychological stress to 
the residents. Responding to 
these urgent needs as soon as 
possible, REMIND-Greek 
Association of Alzheimer’ s 
Disease and Related Disorders of 
Chalkida, created a senior 

citizens' support programme for people aged 60 and over, as 
well as their carers. TIMA Charitable Foundation made a 
donation to the programme for 2022. 
The programme's mental health measures are being 
implemented in eight core fire-stricken districts, covering 
mental health needs in more than 60% of the impacted areas. 
In municipalities, reception facilities staffed by psychologists, 
nurses, and physiotherapists have been established. 
Assessment services, psychological support, and group and 
individual therapeutic exercise programmes are provided on a 
regular basis, to older persons with chronic ailments and 
neurodegenerative diseases, as well as their carers. 
This initiative is making a significant difference in the lives of 
older adults by empowering, engaging, and reconnecting them. 
Beneficiaries are truly delighted with the services and believe 
that it is critical that they continue to have access to specialist 
services in distant places. Staff from the programme have also 
worked with key partners to provide crisis management courses 
for community workers and volunteers, focusing on dementia-
related concerns such as communication challenges and 
psychological first aid. 

25 November: Alzheimer Larissa starts 
information campaign with slogan “Together: For 
the present and the future of Alzheimer’s 
disease” 

For three consecutive days, a door-to-door information 
campaign took place around the neighboring districts with the 
distribution of printed material on the 10 warning signs of 
dementia, the 12 risk factors, the stigma and the post-
diagnostic care of an Alzheimer patient. 
On 6 September, members and beneficiaries of Alzheimer 
Larissa (EENAL), in Greece, attended the theatre performance 
“Angela Papazoglou”, in the context of the celebration of 100 
years since the Asia Minor catastrophe. At the end of the 
performance, the members educated the attendees about 
dementia, they distributed purple balloons, conversed and took 
pictures with the leading actress and MP Anna Vagena. 
On 7-20 September, an information campaign took place, 
aimed at employees and consumers of popular city markets as 
well as elderly citizens. 
On 16 September, Eleni Nifli, president of EENAL, was invited to 
speak at the local radio station, informing the public about the 
prevention of Alzheimer’s disease, stigma, post-diagnostic care, 
caregiver support and the creation of care facilities. An 
Alzheimer’s patient, Rena Siri also talked about the 
organisation’s work, encouraging the citizens to visit EENAL, for 
a free screening. On 21 September (World’s Alzheimer’s Day), 
the citizens had the opportunity to join the 4th annual Memory 
Walk called “Mnemosini” that took place in the city streets, 
starting from the main city square. The city streets were dressed 
in purple colors, including the Ancient Theater’s lights, city 
fountains, purple balloons and of course, the citizen’s purple 
clothing. Larissa Municipal Conservatory of Music accompanied 
the event with beautiful pieces of music (pictured). The walk 
was joined by EENAL administration, members and patrons of 
the organisation, and esteemed members of the local 
community, as well. 
The event was covered by the local media and Mrs Nifli gave a 
press conference, calling all local organisations to join their 
efforts against ignorance and stigma, and to help them meet 
the needs of Alzheimer’s patients and carers, with the 

https://virtualdementiahub.ie/
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establishment of more care facilities. Thessaly’s Vice-Regional 
Governor and the Deputy Mayor also gave a speech, supporting 
EENAL’s work and efforts. All guests joined the EENAL’s 
administration for dinner. Conclusively, all the activities 
planned by EENAL were deemed successful, as was apparent 
from the great turnout at the Memory Walk. 

25 November: Alzheimer Athens inaugurates four 
new day-care centres for people with dementia 
and three new mobile units 

By the end of 2022, Alzheimer Athens 
will start running four new day-care 
centres for people with dementia and 
three mobile units, all over Greece, 
funded by the EU Recovery and 
Resilience Fund for Greece. 
The new centres will be located in the 
Attica and Epirus Regions and, more 

specifically in Piraeus, Neo Iraklion, Aspropirgos and the city of 
Arta. 
Each unit will be fully staffed with experienced health 
professionals and will collaborate closely with municipalities, 
local social services and primary health care units. All units are 
located in low income or remote areas with no pre-existing 
dementia services.  
In 2023, Alzheimer Athens will be doubling its personnel and 
will be running a total of nine day-care centres, four mobile 
units and a home care service. This new reality brings them one 
step closer to one of their major goals: to give immediate access 
to dementia care for people with dementia and their families, 
all over Greece. This is a huge challenge for Alzheimer Athens, 
and they embrace it with great enthusiasm knowing that their 
20 years of efforts have brought them closer to meeting the 
needs of people with dementia in Greece and to making 
dementia a priority in Public Health.

LIVING WITH DEMENTIA 
9 November: Petri Lampinen, member of the European Working Group of People with Dementia, is 
invited to speak at Finnish Memory Conference  
I was speaking at the virtual Memory Conference organised by the Finnish Memory 
Association on 9 November 2022, in Helsinki. There were many interesting speakers 
during the day. I myself spoke about something I like, that is, about my own rehabilitation 
path over the years. The theme of the day was "Good life in a memory-friendly society". 
There were approximately 450 participants in the event. 
I am happy that this event will be organised again next year and that we will be able to 
enjoy the October Alzheimer Europe Conference in Helsinki as well. I continue to get more 
and more invitations to speak at various events! 

9 November: Jayne Goodrick and her husband Chris Roberts, Chairperson of the European Working 
Group of People with Dementia journeyed to London to pay their respects to Queen Elizabeth II 

Jayne Goodrick, wife and supporter of Chris Roberts, Chairperson 
of the European Working Group of People with Dementia has 
written about the impact that the death of Queen Elizabeth II had 
on her and her husband and about their journey to pay their 
respects to her, during her lying-in-state. Many thanks to Jayne 
for sharing this personal story with us, “The Queen's Walk”: 
Our Queen died. It was such a shock! We had all been able to see 
how frail she was becoming, but her eyes were still shining and 
bright, and she welcomed our new Prime Minister (let’s not go 
there!), just two days before she died. The outpouring of grief 
was palpable. Yes, there were some who chose the opportunity 
to politick, but their voices faded into nothingness. We knew 
there would be a lying-in-state, and had always planned to 
attend. It gave everyone an opportunity to go, pay our respects, 
but be a part of something bigger. The news was all about the 
waiting times: 9 hours, 14 hours, even 24 hours were reported. 

Chris knew I really wanted to go, and said he would do whatever I decided (Thanks, dementia. No joint decision-making on this 
one!) It got to Friday and we looked at our commitments: If we left at 6.30 on Sunday morning, we might just be able to make it. 
There was also a disabled access queue, lessening the wait time, but that was going to close on Saturday afternoon. The doors 
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would close at 6.30am on Monday, the day of the state funeral. We set off, with 24 hours to go. We had a minimum five hour 
drive. All the planned motorway closures for maintenance, repairs, etc. had been suspended in order to create smooth passage 
for the thousands expected to descend on the last day.  
The [radio] news regularly updated us: “queue is now 12 hours long, do not travel” “queue is now 13 1/2 hours, do not travel”. 
Yeah, right! We were already travelling, we had our campsite booked in South London as we were in our motorhome (one-room 
living, familiar surroundings, bathroom always in the same place. Very dementia-friendly).  
“Queue is now 14 hours long DO NOT TRAVEL!” 
When we got to our campsite, we checked in and then set off for the train/tube. Our plan was to go over-ground to Rotherhithe; 
a five minute walk to Southwark park; then The Queue. We ran! (As fast as you can with emphysema!). When we got to 
Rotherhithe, we expected hordes, but no one else got off the train! That was a concern. We stepped out of the station, and the 
streets were empty. (Are we in the right place? We wondered.) We followed the Google Maps walking route and found The Queue! 
We were in time! The media had created such a hype about queues, but there weren’t so many people there. So, we got our 
wristbands, and joined The Queue. Chris had been so wired by my stress at getting here in time that he sped ahead. That, is 
dementia. We were here, we had our bands, no need to rush. 
As time went by and the queue moved forward, we started talking to our neighbours in the queue around us. We started to 
develop a cohesive bonding of purpose. As we walked (shuffling sometimes, fast-walking other times), our position shifted; 
sometimes with one group, sometimes another. But at a point (imperceptible) we became "our group". Hard to define, but obvious 
when it happened. Then we could go off for toilets (which were lined at many points), pop to the (many) stalls for tea/coffee/beer. 
It really was a collective experience.  
We passed Queen Elizabeth Street, Tower Bridge and the Tower of London. Then, the Tate Modern, the Globe Theatre, street 
stalls, food stands, tea and coffee, etc. We also met some of the soldiers that were brought in for added security, to escort our 
Queen. We passed the London Dungeon, the Shard, and then, the London Eye. Then, there was a long delay. Things really slowed 
down, and then we had the two minutes of silence, in respect for Her Majesty, after which it started to move again, but slowly. At 
Westminster Bridge, we went down the steps, along the Thames path, past the COVID wall - the wall with the names of those who 
had died from COVID, during the pandemic (obviously, not all the names, but people wrote the names of their loved ones). 
The queue was moving forward, but Chris needed to use the toilets. One woman from our group said “I’ll come with you". Chris 
had his torch. The woman's daughter and I kept glancing back, as the queue moved on. After 50 metres, perhaps, I saw a light. 
Chris’ torch! The daughter and I were both imperceptibly relieved. Chris explained later that his companion had said “whoever 
comes out first, we’ll wait for the other”. Very fortuitous, as when he stepped out, she waved to him. He thinks he would have 
been lost in the crowd, otherwise! 
We moved on to Lambeth Bridge and across the river, to the Westminster side, through a security checkpoint and then, the "zig-
zags", as they had become known: rows of fencing like in an airport security queue, or a festival. Up, down, up, down, up, down. 
But no one was impatient and there was no whinging. We were all there for the same reason, to see our Queen. When we reached 
the final security check, we tried to stay together with our group. After travelling together all this time, it would have been nice to 
complete the journey together, but it wasn't possible: “You, here. You, here. You, here. But what about our friends? You can see 
them the other side." 
So, we went through what was, in essence, a very efficient airport security check. I had no problem. Chris, on the other hand, had 
his torch. Since his dementia, Chris has become a bit fixated on torches. And I cannot disagree with him, because when we 
sometimes find ourselves in precarious situations, in the dark, he is always able to save the day and get us out of trouble! Today 
was no exception. Not only was it important when he went to the toilet with our companion (he was able to see, and we were 
able to see him returning), but it was also a power bank. They took it off him. By this time, I was through security and feeling a bit 
stressed as to what was going on. He objected at first, but then took it in his stride. We had been on such a journey through the 
day, he was just too tired to argue (which would have done no good at all). These are the occasions where you can only leave it in 
the hands of whoever/whatever you call your Higher Power, and hope for the best! We were through. We looked for our travel 
companions, but they were nowhere to be seen. We ascended to Westminster Hall, then down the staircase, more slowly than 
others, because Chris’ mobility was compromised. One step at a time. We were before her Majesty. 
Chris bowed. I waited a second, and bowed also. The coffin was high, I was a bit rushed through my own fault, and I was over-
awed. I saw the flag and the coffin, and then we moved on. The guard thanked us both personally for paying our respects and 
then, it was over. We were outside; phone back on; daughter, texting and finding us on the live feed. We finally had our personal 
audience with our Queen. 
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22 November: Marguerite Keating, new member of the European Working Group of People with 
Dementia, introduces herself  
My name is Marguerite Keating. l was working with adults with physical and intellectual 
disabilities for just over 20 years, when my colleagues pointed out that l had, on more than 
one occasion, been confused, due to a few incidents and that it may be helpful to seek 
medical advice. Nine months later, on St Valentine's day 2019, l was diagnosed with young 
onset dementia due to Alzheimer's disease! 
lt was suggested to me to stop working, give up driving and to get my affairs in order! That 
was a difficult day and l felt as though my life was ending, however, l didn't feel ill! l felt too 
YOUNG to be receiving this news. 
l'm not sure what came over me, but, after some tears and possibly the feeling of 
hopelessness, l became angry and decided that l would fight it with all l had. l combed 
through the information the consultant had given me and began to make contact: first, with 
the Alzheimer's helpline and then the local Dementia Advisor, who actually visited me in my 
home the following afternoon. She gave me great hope and explained all that was going on in our little county and guided me 
through all the information that l had no idea existed at the time. Within a very short time, l got involved in our local Memory 
Café. 
Since then, as part of the Irish Dementia Working Group, l have been involved in many projects, such as The Understand Together 
project, a research programme with university students, Dublin Rail Alzheimer’s awareness programme. I have also participated 
in conferences in London and Dublin, several radio and television specials on dementia, outlining subjects like inclusion and 
awareness. I have also designed and painted e-cards and Christmas cards to help raise money for The Alzheimer's Society of 
Ireland. Lately, l have spoken at three evening events for newly-diagnosed people and their carers. I now look forward to working 
with the European Working Group of People with Dementia! 

22 November: Lieselotte Klotz, new member of the European Working Group of People with Dementia, 
gives her insights into the 11th Congress of the German Alzheimer society  

The 11th Congress of the German Alzheimer society (Deutsche Alzheimer 
Gesellschaft - DAlzG) took place in Mülheim an der Ruhr from 29 September 
to 1 October 2022 under the motto "Dementia: Daring to break new 
ground?!". The DAlzG is a self-help organisation that works for the well-
being of people with dementia and their relatives. See https://www.deutsche-
alzheimer.de/ueber-uns for more information. Within the structure, the 
Board has two advisory boards, one of which is the Living with Dementia 
Advisory Board, consisting of six people who themselves have dementia and 
bring this perspective to the table. The members are proposed by the 
regional member associations and are appointed by the Board, for two 
years. 
I, Lieselotte Klotz, have been a member of the Living with Dementia 

Advisory Board, since 2021. The regional and national media appreciate us very much as a competent partner in our own affairs. 
We are heard at the network conferences of the National Dementia Strategy of Germany. As a participant in various research 
projects, GeriCoach events, studies, podcasts, TV programmes and for articles (newsletters), we look forward to invitations, 
interviews, and participation. 
The 11th Congress of the DAlzG has been an important topic on the agenda of our advisory board since the end of 2021. In spring 
2022, we decided to go to the congress as a team. But not only as guests, no, we wanted to make our own contribution and actively 
participate! 
On 29 September 2022, the day began for all the members of the Living with Dementia Advisory Board, in Berlin, with racing hearts 
and stage fright. At last, it was time; Congress kick-off in Mülheim an der Ruhr: "Dementia - Daring to break new ground?!" (See 
photo gallery: https://www.demenz-kongress.de/galerie.html). From 9:00 a.m. around 600 interested guests streamed into the event 
hall. Some of us have never been on a public stage and giving a presentation in front of 600 people or taking part in a panel 
discussion was new territory. Now, we stood together on the stage on the day of the opening event. We shared our experiences 
of diagnosis and how dementia has changed our lives. Above all, why the work on the Advisory Board is so important to us. 
In my presentation "The Challenge of Dementia" I was able to explain how my life has changed since 2017, on behalf of all members 
of the Advisory Board. Since my diagnosis of Lewy Body Dementia, five years ago, things have changed radically for me, as a 

https://www.deutsche-alzheimer.de/ueber-uns
https://www.deutsche-alzheimer.de/ueber-uns
https://www.demenz-kongress.de/galerie.html
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formerly successful manager. After a deep vale of tears, I am now open about my illness and volunteer at the DAlzG. My statement 
at the congress, was: "We can still give a lot - let us be part of it!", which is an expression of my demand for inclusion and 
participation. Based on my own experiences, it is particularly important to me to draw attention to the stigmatisation in society 
and also in the professional world. 
The other members of the Living with Dementia Advisory Board also shared their experiences. Ingo Zolleck explained: “I work on 
the advisory board to get involved and to help. I don't want to remain idle any longer." Henrich-Pieter Plump made it clear that 
"it's about respect for people with dementia. This also includes clarifying grievances in nursing homes.” As much as dementia 
changes, as Albert Mohr put it: “I am me and I am still here!”, while Bernd Heise, who is also a member of the European Working 
Group of People with Dementia (EWGPWD) shared his point of view: “Just keep going and try to make the best of the situation.” 
And Simone Strödicke appealed: “Don't wrap me in cotton wool, please. Challenge me! 
What followed next wasn't what we expected. Minutes of applause, people with tears in their eyes, approving faces and gestures. 
It was overwhelming. We were incredibly proud and happy. We did it, and the DAlzG made it possible for us. In the following two 
and a half intensive days of exchange and learning from each other, in a group of around 600 participants, we were not - as we 
often are - in anonymity; We were right in the thick of it, from the beginning to the end of the congress. 
Unfortunately, it is not possible for me to mention and appreciate everyone and everything, here. More than 70 lectures were 
delivered, about support and networking in rural areas, young people with dementia, activation in the in-patient setting, 
behavioural changes, participation in research projects, and much more. It was the first time that the members of the Advisory 
Board were so present at a congress in Germany. We were asked, we were heard and were able to have a say, on the same footing 
as everyone else. They didn't talk about us, they talked to us. 
On the last day we sat, a bit exhausted but satisfied, in the front row of the large event hall. At the end, we heard Prof. Dr Adelheid 
Kuhlmey give her lecture, after which we, the members of the Living with Dementia Advisory Board, were invited back onto the 
stage. Sylvia Kern, Vice-Chairperson of the DAlzG, honoured us: Lieselotte Klotz (Kühlungsborn), Bernd Heise (Munich), Albert 
Mohr (Trier), Henrich-Pieter Plump (Siegen), Simone Strödicke (Bestensee) and Ingo Zolleck (Syke), with certificates of honour and 
Mülheim chocolates. She emphasised: “We have often honoured people, here, who do voluntary work for people with dementia 
and their relatives. Today we honour people who live with dementia themselves and who work with great commitment to ensure 
that people with dementia are noticed and heard. Their openness in dealing with the disease cannot be taken for granted, they 
are real ambassadors for dementia!” It was overwhelming! As at the beginning of the congress, we stood together on the stage 
(pictured, with Lieselotte in the centre and Bernd Heise at the end on the right) and could hardly think or speak for happiness, 
pride, and joy. We received the "Commitment Award". 
During these four days in Mülheim an der Ruhr, our Advisory Board, managed to live the motto "Dementia: Dare to break new 
ground?!", together. Our conclusion: "We will continue to break new ground together!" We look forward to the 12th Congress of 
DAlzG, which will take place from 10 to 12 October 2024, in Fürth, with full commitment and joy. 

NEW PUBLICATIONS AND 
RESOURCES 

30 November: Miia Kivipelto's book " Brain health 
– at your fingertips" now available in English 

Professor Miia Kivipelto, scientific 
founder of Fingers Brain Health 
Institute (FBHI), and Professor Mai-
Lis Hellénius published their book, 
"Hjärnhälsa – på dina fem fingrar" 
("Brain health – at your fingertips") 
earlier this year, in Swedish 
language. The book looks at how to 
maintain cognition and reduce the 
risk of Alzheimer’s disease in older 
age. 
The book is based on Prof. Kivipelto’s 

ground-breaking work on the FINGER (Finnish Geriatric 
Intervention Study to Prevent Cognitive Impairment and 

Disability) study, and describes how the "five fingers" of 
exercise, healthy eating, cognitive training, social activity, and 
vascular & metabolic monitoring can be used to promote 
healthy brain ageing in later life. 
It has now been published in English language. 

JOB OPPORTUNITIES 
22 November: Doctoral Network HOMEDEM has 
eight open PhD positions  
The Doctoral Network 
HOMEDEM currently has 
eight open positions for 
PhDs. HOMEDEM 
provides high-level 
training in design and 
dementia caregiving to a new generation of high achieving, 
early-stage researchers. 
Find out about HOMEDEM, here: https://www.homedem.eu/  

https://www.homedem.eu/
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Find out more about the positions available, here: 
https://www.homedem.eu/the-8-phd-positions  
Apply before 15 January 2023. 

29 November: Want to contribute to efforts of a 
large pan-European consortium? Apply for a PhD 
position working on the European project 
AMYPAD, in Amsterdam 

Amsterdam UMC has an 
open PhD position in 

multi-modal 
neuroimaging analyses of 
Alzheimer's disease (AD), 
for the European project 

Amyloid Imaging to Prevent Alzheimer’s Disease (AMYPAD). 
The successful applicant will work with the available multimodal 

and multicentre MRI dataset of the pan-European consortium. 
During the course of the PhD, they will contribute to the 
creation of standardised pipelines for the processing, quality 
control, and harmonisation of this diverse dataset, which 
includes structural (T1w, T2w, FLAIR, SWI), functional (fMRI and 
ASL) and diffusion (DTI) sequences. A particular focus of the 
research will be on using multivariate analysis to investigate the 
single- and multi-modal MRI phenotypes, their interaction with 
risk factors, and association with AD disease progression. This 
project is a continuation of previous and ongoing works with a 
focus on multimodal brain network alterations, assessed 
through these different modalities.  
Deadline for applications is 19 December 2022. 
https://werkenbij.amsterdamumc.org/en/vacatures/research/multim

odal-brain-networks-in-alzheimers-disease 
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AE CALENDAR 
Date Meeting AE representative 

1 December EMA/HMA Big Data Stakeholder Forum Ange 

1 December EuropaBio Patient BioForum 
 

Owen 

5 December Alzheimer Europe Board AE Board and staff 

6 December Alzheimer Europe Company Round Table Meeting AE sponsors, members 
and staff 

6 December Patient Engagement in Research” Webinar ISBE & Plataforma Dianne 

6 December EDF CRPD and CEDAW workshop Owen 

8 December EFPIA Patient Think Tank Owen 

8-9 December Annual Meeting of the EPND project (Amsterdam, Netherlands) Daphné, Dianne & Ange 

12 December Alzheimer’s Association Academy on Public involvement in dementia research AE members and staff 

12 December Meeting with Grifols Jean 

13 December European Group of Governmental Experts on dementia Jean and Owen 

13 December Meeting of the Davos Alzheimer’s Collaborative Ange 

 
 

CONFERENCES 2022-2023 
Date Meeting Place 

5-9 December 
DEEP UK Network of Dementia Voices celebratory 10th anniversary event – an 
online festival with more than 20 sessions, https://bit.ly/3SG1de9 
 
 
 

 

 

Virtual 

6 December 
“Patient Engagement in Research” Webinar ISBE & Plataforma, 
https://isbe.research.ulisboa.pt/2021/09/14/4o-webinar-isbe-plataforma-saude-em-
dialogo-set-2021-2-2/  

Virtual 

23-25 March 2023 17th World Congress on Controversies in Neurology (CONy), 
https://cony.comtecmed.com/supporting-partners/ Dubrovnik, Croatia 

23 May 2023 
5th European Parliament of Persons with Disabilities, “Building an inclusive 
future for persons with disabilities in the EU”, https://www.edf-feph.org/5th-
european-parliament-of-persons-with-disabilities/  

Brussels, Belgium 

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

 
 

Lisbon, Portugal 

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

 
Budapest, Hungary 

16-18 October 2023 
33rd Alzheimer Europe Conference, “New opportunities in dementia care, policy 
and research”, www.alzheimer-europe.org/conference 

  
 

Helsinki, Finland 

 
 
 
 
 
 
 
 
 
 
 
  

 

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

https://anniversary.dementiavoices.org.uk/resource/event-number-18-the-deep-virtual-festival-5-9th-december-2022/
https://anniversary.dementiavoices.org.uk/resource/event-number-18-the-deep-virtual-festival-5-9th-december-2022/
https://isbe.research.ulisboa.pt/2021/09/14/4o-webinar-isbe-plataforma-saude-em-dialogo-set-2021-2-2/
https://isbe.research.ulisboa.pt/2021/09/14/4o-webinar-isbe-plataforma-saude-em-dialogo-set-2021-2-2/
https://cony.comtecmed.com/supporting-partners/
https://www.edf-feph.org/5th-european-parliament-of-persons-with-disabilities/
https://www.edf-feph.org/5th-european-parliament-of-persons-with-disabilities/
https://www.ipa-online.org/2023
http://www.ean.org/
http://www.alzheimer-europe.org/conference
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