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WELCOME
As 2020 comes to a close, I 
would like to remind 
delegates of our annual 
conference #30AEC that the 
on-demand content is 
available until 31 December. 
This is also available to new 
registrees, for a small fee. I 

also invite you all to save the dates for 
#31AEC in Bucharest, 29 November-1 
December 2021. 

Two out of three of our 2020 Alzheimer’s 
Association Academy sessions happened 
this month, with the third and final one 
taking place today. Topics covered were: 
“Involving people with dementia in the 
development of and in research linked to 
medicinal products”; “Health data 
governance and data sharing: dementia 
research, patient privacy and EU policy”; 
and “Legal capacity and decision making”. In 
this sixth year of the Academy, we thank our 
members for their continued participation 
and enthusiasm. 

At another meeting, organised by Nutricia, 
Professor Tobias Hartmann and two 
company representatives shared findings 
from the LipiDiDiet study, as well as 
discussing its implications for clinical 
practice and future research. This was a 
great opportunity for our members to gain 
further insight into the results, which were 
presented at the 13th Clinical Trials on 
Alzheimer’s Disease (CTAD) conference, on 5 
November. 

Other important, though disappointing 
research news this month concerns the 
review of Aducanumab, by the US Food and 
Drug Administration (FDA). The FDA’s 
Peripheral and Central Nervous Systems 

Drugs Advisory Committee met to discuss 
the biologics license application and 
following these discussions, did not 
recommend approval of Aducanumab for 
the treatment of Alzheimer’s disease. This is 
however a non-binding recommendation 
and the FDA may decide not to follow it. 

Better news on the EU front, with the 
German Presidency of the European Council 
reaching an agreement with the European 
Parliament in relation to the EU’s long-term 
budget for 2021-2027. Also, the European 
Parliament has adopted its negotiating 
position on the European Commission’s 
proposals for the EU4Health Programme. 

The IMI PARADIGM project officially ended 
this month, with a closing ceremony held for 
partners of the consortium. Representatives 
of the two co-leads, EFPIA and EPF, together 
with the project coordinator thanked 
everyone for their valuable contributions. 
Further information about the project’s 
main outcomes will be available in the 
February and June 2021 editions of 
“Dementia in Europe” magazine. 

Finally, a coalition of partners including the 
US Alzheimer’s Association, Gates Ventures 
and the Wellcome Trust has launched the 
Alzheimer’s Disease Data Initiative (ADDI) 
and its AD Workbench, aiming to facilitate 
the sharing of dementia-related research 
data, empowering scientists and 
accelerating innovation in the field. ADDI is 
supporting a number of projects in their 
data-sharing activities, including EPAD and 
the World-Wide FINGERS network. 

 

Jean Georges 

Executive Director
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COVID-19 SITUATION 
1 November: Istituto Superiore di Sanità 
publishes interim guidance on supporting 
people with dementia during the COVID-19 
pandemic 

The leading technical-scientific body of the Italian National 
Health Service recently published a report entitled “Interim 
guidance for the appropriate support of people with dementia 
in the current COVID-19 pandemic scenario”. The report was 
drafted by the panel responsible for the monitoring and 
implementation of the Italian National Dementia Plan, which 
includes representatives from our member associations 
Alzheimer Uniti Italia Onlus and Federazione Alzheimer Italia.  

The report emphasises that people with dementia must be 
appropriately supported and protected, highlighting the fact 
that a high proportion of deaths from COVID-19 occurred in 
this group. Suggestions and recommendations are provided on 
how to adapt health and care activities to ensure the safety of 
people with dementia, including the use of telemedicine, 
measures to reduce the risk of COVID-19 whilst delivering care 
in the home setting, and how best to adapt residential services 
whilst maintaining continuity of care. The report also outlines 
how clinical processes relating to COVID-19 diagnosis and 
treatment can be adapted for people with dementia, such as 
COVID-19 testing procedures and hospital care. 

The report (in Italian) can be downloaded via the link below; 
an English translation will be made available in due course. 

The Istituto Superiore di Sanità (ISS) is an Italian public 
institution that, as the leading technical-scientific body of the 
Italian National Health Service, performs research, trials, 
control, counselling, documentation and training for public 
health. 

https://bit.ly/3fRHmXI  

 

 

 

1 November: English National Health Service 
publishes a guide to dementia wellbeing in the 
COVID-19 pandemic 

In 2016, NHS (National 
Health Service) England 
published the “Well 
Pathway for Dementia”, 
a framework targeted at 
improving dementia prevention, diagnosis, support and care. 
The NHS Guide to Dementia Wellbeing in the COVID-19 
Pandemic is designed as a companion to the Well Pathway, 
compiling guidance and resources to support healthcare 
professionals, caregivers and people with dementia. 

Similar to the Well Pathway, the guide divides its resources 
and recommendations across six pillars: preventing well, 
diagnosing well, treating well, supporting well, living well, and 
dying well. For example, key actions and priorities identified 
for “Preventing Well” include the maintenance of physical and 
mental wellbeing through at home activities, while those for 
‘Supporting Well” include suggestions for care homes, 
guidance for home carers and the promotion of digital 
methods to maintain care provision at a distance.  

The resource can be accessed via our COVID-19 “National 
Resources” page, or via the link below: 

https://bit.ly/3lh2NCA 

16 November: EMA hosts an update meeting 
with its PCWP & HCPWP on the COVID-19 
pandemic 

On 16 November, the 
European Medicines 
Agency (EMA) hosted a 
meeting with its Patients 
and Consumers Working 
Party (PCWP) and Healthcare Professionals Working Party 
(HCPWP) on the COVID-19 pandemic. The PCWP and HCPWP 
are composed of representatives from patient, consumer and 
healthcare professional associations, including Alzheimer 
Europe alongside organisations such as the European Patients’ 
Forum and the European Respiratory Society. 

Noel Wathion, Deputy Executive Director of the EMA, kicked 
off the meeting by providing an update on the Agency’s 
responses to the COVID-19 pandemic. These include the 
implementation of exceptional measures to maximize the 
transparency of its activities and the provision of rapid 
scientific advice for therapeutics and vaccines in advanced 
stages of development. Noel Wathion also emphasized the 
importance of addressing vaccine hesitancy head-on, calling 
for all organisations, regulatory authorities and governments 
to work together to increase public trust in vaccines.  

https://bit.ly/3fRHmXI
https://bit.ly/3lh2NCA
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Next, Marco Cavaleri (EMA Head of Biological Health Threats 
and Vaccines Strategy) presented an update on therapeutics 
and vaccines currently being developed for COVID-19. During 
his presentation, Marco discussed the development and 
testing of therapeutics such as Remdesivir and 
dexamethasone, highlighting the fact that very few 
investigational therapeutics for COVID-19 have been uniformly 
successful in clinical trials. However, he emphasized that there 
are promising treatments which have been shown to reduce 
disease duration when used to target viral replication during 
the early stages of COVID-19, as well as corticosteroid 
therapies that can alleviate symptoms through 
immunosuppression in more advanced and severe disease. 
Over a hundred therapeutics and over 30 vaccines are 
currently under discussion at the EMA, with results imminently 
expected from large vaccine trials.  

In the latter half of the meeting, representatives from EMA, 
the PCWP and HCPWP outlined how patients and healthcare 
professionals are involved in the EMA COVID-19 taskforce, 
providing input on discussions around therapeutics, vaccines 
and outreach strategies. EMA representatives outlined the 
pharmacovigilance and risk management plans for COVID-19 
vaccines, including the timely publication of public vaccine 
safety updates. Following a discussion on the vaccine outreach 
strategy being developed by the EMA, Juan Garcia-Burgos 
drew the meeting to a close by addressing some of the 
questions raised, and by inviting all attendees to an upcoming 
public stakeholder meeting on the EU regulatory processes for 
approval of COVID-19 vaccines.  

https://www.ema.europa.eu/en 

16 November: Federazione Alzheimer Italia 
videos aim to help with various aspects of the 
impact of COVID on people with dementia and 
carers 

The pandemic, with its 
lockdown aspects, 
services closing and 
slowdown of diagnostic 

pathways and assistance, has presented an increase in 
difficulties for people with dementia and carers. Despite and 
also because of the situation, Federazione Alzheimer Italia has 
kept its help-line “Pronto Alzheimer” constantly active, 
offering support and advice which are even more important 
during this global health crisis. During the autumn, 
Federazione Alzheimer Italia organised four live webinars with 
professionals, to address clinical aspects of the disease, to 
suggest useful and enjoyable activities for people with 
dementia and carers, and to advise on responding to 
behavioural disorders. 

In addition to these webinars, on 16 November 2020, a 
presentation was given, reviewing the main causes that, both 
in Italy and across the world, have led to high mortality rates in 
people with dementia affected by COVID-19. 

The videos of these session can be an important tool for 
sharing and exchanging strategies to reduce the repercussions 
that the pandemic is having on people with dementia in 
different care settings and at different stages of the disease. 
They are available on Federazione Alzheimer Italia’s YouTube 
channel: 

https://www.youtube.com/user/AlzheimerItalia 

Certain of the interest that this topic will arouse, Federazione 
Alzheimer Italia continues to plan new meetings to show 
solidarity with carers who have suffered from the isolation 
lockdown has caused for many, with the hope of helping them 
to be better prepared in the future. 

25 November: Alzheimer associations across 
Greece continue to adapt services as country 
faces second lockdown 

Greece is facing a second lock down period due to the COVID-
19 pandemic. Alzheimer’s day care centres and the 
Alzheimer’s associations throughout the country continue 
their work and to be there to support people with dementia 
and their carers. Besides some very limited face-to-face 
appointments, Greek Alzheimer associations continue to offer 
the full range of their services through e-platforms and 
teleconferences.  

Also, in an attempt for their beneficiaries to have access to the 
educational seminars and recreational events offered by the 
associations, alternative methods are being used. To mention 
just some of these e-functions: 

• The Athens Alzheimer Association organised an e-school 
for carers with online seminars every week between 4 
November and 9 December. 

• In Patra, the Frontizo association is implementing on-line 
seminars, between 18 November and 9 December. 

https://www.ema.europa.eu/en
https://www.youtube.com/user/AlzheimerItalia
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• In Thessaloniki, on 18 November, Alzheimer Hellas 

successfully organised the online screening of a theatre 
play. 

• Also, this year’s three-day 7th Conference on Alzheimer’s 
Disease and Healthy Ageing, organised by the Alzheimer's 
Disease and Related Disorders Association of Heraklion 
Prefecture (ALLILENGII) was successfully completed on the 
7 November with all the interesting sessions also 
uploaded on YouTube. 

26 November: Spominčica adapts its activities in 

the time of COVID-19 

“The side impact of COVID-19 restriction measures on older 
adults, people with dementia and their families is huge and 
terrifying”, writes Spominčica – Alzheimer Slovenia. To counter 
this, Spominčica has prolonged its telephone helpline hours 
during the COVID-19 pandemic and has included professional 
help from neurologists and lawyers.  

Due to the restrictions, Spominčica is carrying out all its 
activities online. They also perform weekly workshops for all 
people living with dementia and strive to engage them in 
different ways, such as playing serious games and holding 
social workshops with exercises and discussions online. 

Social distancing is difficult for many people to bear, but for 
those living with dementia, it means also a disruption to daily 
routines. Nevertheless, going virtual means being more 
accessible to a larger group of people, both in Slovenia and 
abroad. 

Spominčica also provides useful tips for carers in its self-help 
groups. They post various tips on how to liven up time spent at 
home, on their website www.spomincica.si and Facebook 
page, giving them ideas for daily activities while also 
encouraging people to keep their routines.  

The now well-established Dementia Friendly Spots in Slovenia 
are also of great importance in providing accessible 
information and support in local communities. The network 
now includes 220 Dementia Friendly Spots across the country 
that include several institutions and connect people in local 
communities. 

Spominčica is continuously upgrading its knowledge and 
sharing good practices during COVID-19, and participates in 
various online conferences, as well as disseminating 
information and good practice throughout Slovenia. The 
association’s President, Štefanija L. Zlobec participated in the 

2020 UfM Women4Mediterranean online conference as 
women are even more affected and impacted during this 
crisis. 

Spominčica is involved in several Slovenian charity actions, 
like: 

• “Small actions for great joy”, led by DEOS Notranje Gorice. 
They collect handmade New Year's cards for 21,000 older 
residents in nursing homes in Slovenia - “Together, we will 
warm their hearts for the holidays”, writes Spominčica. 

• “Sleeves that help”, with Huda Volna in Slovenia. They 
seek volunteers to join this action to help knit Dementia 
Sleeves, made of textured and colourful wool. Sleeves can 
have a positive impact on the well-being of people with 
dementia, by soothing them, relaxing them and improving 
their sensory perception. All collected products will be 
donated to people with dementia during the December 
holidays. 

It is important that, during the COVID-19 pandemic, we make 
sure that our homes are not places of "isolation", but rather 
that they are safe havens, says Spominčica. The association 
also encourages people with dementia and especially their 
families to try to make the most of the various technological 
advances – smartphones, computers, etc. so they can dispel 
their fears around such technology, use it, connect online with 
their loved ones and chat about positive things, including 
cherished memories from the past. “Positivity is important at 
this time and we are all trying to preserve it as much as 
possible!” 

 

ALZHEIMER EUROPE 
3 November: Winners of the 2020 AAL 
Programme Smart Ageing Prize are announced  

Since 2016, the Active 
Assisted Living (AAL) 
Programme has 
organized three smart 
ageing challenges, 
culminating in the award 
of a Smart Ageing Prize. 
Previous editions called 
for innovations in internet-connected devices and 
technologies, and digital technologies that engage older adults 
in stimulating social activities. The 2020 Smart Ageing Prize 
was looking for solutions that support, empower and inspire 
older adults to engage in entrepreneurship. 

Starting in April 2020, the AAL held two Smart Ageing Prize 
judging panels and, in between the panels, a mentoring 
academy, to coach 15 finalists in business planning, co-
creation and impact. Alzheimer Europe participated in the 
judging panels alongside 5 other judges with expertise 

http://www.spomincica.si/
https://twitter.com/AlzheimerEurope
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spanning entrepreneurship, ageing research and innovation. In 
the second judging panel, five finalists were identified: 
GrandNanny (an intergenerational childcare platform), The 
Care Hub (a digital solution that enables older adults to act as 
carers), Silver Starters (a programme that supports older 
citizens to become entrepreneurs), Parlangi (a solution that 
enables language learning across generations) and Diaspo (a 
platform which older home cooks can use to deliver teaching).  

On 3 November, during an event held as part of the European 
Week of Active and Healthy Ageing, the AAL and Nesta 
Challenges announced that the winner of the 2020 Smart 
Ageing Prize was Diaspo, followed by GrandNanny and 
Parlangi as first and second runner up, respectively. Diaspo will 
receive an award of EUR 35,000, while GrandNanny will 
receive EUR 10,000 and Parlangi will receive EUR 5,000, aimed 
at spurring the further development of each solution.  

https://aal.challenges.org/winners/  

10 November: First session of the Alzheimer’s 
Association Academy takes place online  

On 10 November, Alzheimer Europe (AE) hosted an online 
workshop as part of its 2020 Alzheimer’s Association Academy 
(AAA). The topic for the workshop, which was chaired by 
Dianne Gove (Alzheimer Europe) was “Involving people with 
dementia in the development of and in research linked to 
medicinal products”. 

Representatives of member associations from fourteen 
countries, two members of the European Working Group of 
People with Dementia (EWGPWD), some representatives from 
pharmaceutical companies, and AE staff participated in the 
AAA workshop. 

The session included five presentations on the topics of: 
“Public involvement in the development of medicines: main 
conclusions and outcomes of the PARADIGM project” (Ana 
Diaz, Alzheimer Europe); “The value of involving people with 
dementia in defining outcome measures for research studies 
in the RADAR-AD project” (Andrew Owens, King’s College 
London); “Perspectives of partnering with people with 
dementia and carers in Roche clinical trials” (Lea Proulx, 
Roche); “Patient involvement in Health Technology 
Assessment” (Neil Bertelsen, HTAi); and “The perspective of 

people affected by dementia on public involvement” (Jayne 
Goodrick, Carers Advisory Panel for Dementia Carers Count).  

In the session, speakers referred to the importance and great 
value of involving people with dementia and their carers 
across all stages of medicines development. It showcased 
examples of tools and different approaches for involving 
people affected by dementia in this process. It was also 
highlighted how public involvement in research can empower 
people with lived experience of dementia and help to ensure 
that the outcomes of research projects are of value and 
relevance to them. 

The presentations were followed by an interactive Q&A 
discussion, during which questions from the audience were 
addressed by the panel, including queries on the concrete 
outcomes of public involvement, and how to ensure that 
governments recognise the value of public involvement.  

This AAA session was organised as part of the PARADIGM and 
RADAR-AD projects which have received funding from the 
Innovative Medicines Initiative 2 Joint Undertaking under 
Grant Agreement No 777450 and 806999. 

17 November: Information meeting with Nutricia 
provides great opportunity for our members to 
find out more about LipiDiDiet results 

At an information meeting organised between Alzheimer 
Europe and Nutricia, on 17 November 2020, the findings of the 
LipiDiDiet study, as well as its implications for clinical practice 
and future research, were presented to the members and staff 
of Alzheimer Europe. The meeting was well-attended with 22 
participants in total, including the presenter Professor Tobias 
Hartmann and two representatives of Nutricia, Tomasz Rudka 
and Jovita Balcaitiene. 14 of Alzheimer Europe’s member 
organisations participated, alongside Alzheimer Europe staff 
members and Jean Georges, Executive Director. 

Prof. Hartmann, Coordinator of the European Union funded 
LipiDiDiet / LipiDiet projects and trials delivered a presentation 
on the findings and on the role that medical nutrition could 
play in Alzheimer’s disease (AD). He also discussed the 
implications of the study for clinical practice and future 
research. 

Prof. Hartmann is the Director of the German Institute for 
Dementia Prevention (DIDP) and Chair of Experimental 
Neurology at the Saarland University Faculty of Medicine. He is 
a specialist on lipids and nutrition in AD and has published 
over 140 articles on AD. 

Following the presentation section of the meeting, the floor 
was opened for a lively and interesting discussion. Questions 
from the audience were put to both Prof. Hartmann, and the 

https://aal.challenges.org/winners/
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representatives from Nutricia, providing a great opportunity 
for our members to understand the results of the study and its 
implications. 

The multinutrient intervention in the LipiDiDiet trial slowed 
decline on clinical and other measures related to cognition, 
function, brain atrophy, and disease progression. The results 
indicate that intervention benefits increased with long‐term 
use. Read the results, here: 

 https://alz-
journals.onlinelibrary.wiley.com/doi/full/10.1002/alz.12172  

18 November: EWGPWD consultation on the 
topic of Advance Care Planning takes place 

The first consultation of the 2020-2022 European Working 
Group of People with Dementia (EWGPWD) took place on 18 
November, on the topic of Advance Care Planning (ACP). The 
consultation was part of a collaboration with the Vrije 
Universiteit Brussel (VUB) and the DISTINCT project. 

To facilitate discussions, the group was split into three smaller 
subgroups. The session with the first group took place in the 
morning, and the other two in the afternoon. 

Members of the EWGPWD and their supporters were asked 
about how existing definitions of ACP resonated with their 
own experiences and expectations of ACP, and what should be 
adapted or changed to ensure that existing definitions reflect 
the views of people affected by dementia. 

The three sessions were facilitated by researchers from VUB 
and DISTINCT (Lieve Van Den Block, Lara Pivodic and Fanny 
Monnet). Dianne Gove and Ana Diaz supported the 
preparation of the meetings and were present during all 
sessions.  

19 November: Hygiene and Health Report 2020-
2021 includes a section on continence care 
contributed by Alzheimer Europe 

This month, a report was published 
by Essity and the UN-hosted Water 
Supply & Sanitation collaborative 
Council (WSSCC), with input from 
Dianne Gove, Director for Projects, 
Alzheimer Europe. The report, 
which highlights two themes - how 
hygiene and health can save and 
improve lives and how all of us 
collectively can contribute to more 
inclusive societies, is called 

“Accelerating Action on Hygiene and Health for All - The 
Hygiene and Health Report 2020-2021”. You can find the full 
report, here: 

 http://reports.essity.com/2020-21/hygiene-and-health-report/en/ 

The section of the report which was contributed by Dianne 
Gove, called “Break stigma on incontinence and create shared 
value - Effective continence care key to good health” is here: 

https://bit.ly/37l9nD9  

 

 

Sponsors of the month 
Alzheimer Europe would like to express its gratitude to 
three new sponsors for its 2020 activities and two new 

sponsors for 2021. 

Read more about sponsorship opportunities here: 
http://bit.ly/sponsorAE 

2020 

 

 
 

 

 

2021 

 

 

https://alz-journals.onlinelibrary.wiley.com/doi/full/10.1002/alz.12172
https://alz-journals.onlinelibrary.wiley.com/doi/full/10.1002/alz.12172
http://reports.essity.com/2020-21/hygiene-and-health-report/en/
https://bit.ly/37l9nD9
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24 November: Second session of the 
Alzheimer’s Association Academy focuses on 
data governance and data sharing in dementia 
research 

On 24 November, Alzheimer Europe hosted an online 
workshop as part of its 2020 Alzheimer’s Association Academy 
(AAA). Chaired by Angela Bradshaw of Alzheimer Europe (AE), 
the online workshop was entitled “Health data governance 
and data sharing: dementia research, patient privacy and EU 
policy”. The workshop included four presentations and was 
attended by representatives from our member organisations, 
pharmaceutical companies and research institutions.  

Sarah Bauermeister, Senior Data Manager at Dementias 
Platform UK (DPUK), kicked off the workshop with a 
presentation entitled “Turning health data into actionable 
insights on dementia”, providing an inside view of how the 
DPUK platform allows researchers to pool and analyse multiple 
datasets from dementia research studies. Kristy Draper of the 
University of Edinburgh then provided an overview of the data 
sharing approach adopted by the European Prevention of 
Alzheimer’s Dementia (EPAD) consortium, which is making the 
data from over 2000 participants in the EPAD longitudinal 
cohort study (LCS) available for use by the AD research 
community. Nathan Lea of the European Institute for 
Innovation through Health Data addressed the topic of patient 
privacy, describing how the General Data Protection 
Regulation has been designed to facilitate data sharing for 
research purposes whilst providing a solid regulatory 
framework to ensure our rights to privacy and confidentiality 
are respected. Michele Calabro of the European Patients’ 
Forum (EPF) closed the session, outlining some of the digital 
health initiatives launched by the European Commission and 
discussing how the opinions of the EPF and the stakeholders it 
represents have been contributed to the development of 
these initiatives.  

This AAA session was organised as part of a data sharing 
project funded by Gates Ventures.  

 

 

27 November: Access on-demand videos of 30th 
Alzheimer Europe Conference #30AEC until 31 
December 2020 

If you were unable to participate in the live virtual 30th 
Alzheimer Europe Conference #30AEC this year and want to 
check out some of the presentations by our outstanding 
speakers, we are delighted to tell you that you can still register 
for the on-demand content at a reduced price of EUR 25. 

This gives you access to all videos of plenary and parallel 
presentations, as well as posters and quick oral presentations, 
until 31 December 2020. 

Already registered? Make the most of your Alzheimer Europe 
Conference platform access! As a delegate of the 30th 
Alzheimer Europe Conference, you still have access to the 
virtual event platform and can log on as often as you like, until 
31 December 2020, so make the most of all this content while 
you can! For new registrations, click here:  

https://www.alzheimer-europe.org/Conferences/30AEC-
2020/Conference-registrations-VOD-access  

27 November: Enjoyed #30AEC? Mark the dates 
for #31AEC! 

We are delighted with 
the success of this year’s 
first ever virtual 
Alzheimer Europe 
Conference, our 30th 
Annual Conference 
#30AEC. 

There is now a blog 
section on our website, where we have collected a number of 
conference blogs: 

https://www.alzheimer-europe.org/Conferences/30AEC-
2020/Conference-blogs  

If you have written a blog post about the conference, feel free 
to send us the link. We may decide to include it.  

https://www.alzheimer-europe.org/Conferences/30AEC-2020/Online-conference-registration
https://www.alzheimer-europe.org/Conferences/30AEC-2020/Conference-registrations-VOD-access
https://www.alzheimer-europe.org/Conferences/30AEC-2020/Conference-registrations-VOD-access
https://www.alzheimer-europe.org/Conferences/30AEC-2020/Conference-blogs
https://www.alzheimer-europe.org/Conferences/30AEC-2020/Conference-blogs
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If you attended and enjoyed #30AEC or were unable to join us 
and were sorry to miss out (though please note, you can still 
register for the on-demand content, which will be available to 
access until 31 December 2020), then mark the dates for the 
31st Alzheimer Europe Conference! #31AEC will take place in 
Bucharest, Romania, on 29 November-1 December 2021. 

One lucky delegate already has a guaranteed spot – 
Congratulations to Sara Laureen Bartels who won her free 
place by being the top (non-Alzheimer Europe) influencer of 
#30AEC on Twitter. Each year, one lucky delegate gets a free 

registration for the following year’s conference, courtesy of 
the Alzheimer Europe Foundation. 

More information about the conference in Bucharest will soon 
be available on our website. The call for abstracts will open in 
the early part of next year (typically in February) and the 
registrations soon after that (typically in March). Keep an eye 
out for updates in our newsletter, on our social media 
accounts and of course in the conference section of our 
website: 

https://www.alzheimer-europe.org/Conferences  

 

Alzheimer Europe networking (online) 
On 29 October, Dianne attended the closing conference of the research project "Language and communication in multilingual 
speakers with dementia (funded by the Research Council of Norway). 

On 2-3 November, Gwladys attended the 59th ICCA (International Congress and Convention Association) Congress. 

On 3 November, Owen attended an online meeting of the EU4Health Civil Society Alliance. 

On 4 November, Gwladys participated in the ICCA BeNeLux Chapter meeting. 

On 5 November, Ana and Dianne had a meeting with the Deutsches Zentrum für Neurodegenerative Erkrankungen e. V. (DZNE) 
to organise a secondment plan for two PhD students. 

On 5 November, Ana attended a session of the 2020 Patient Engagement Open Forum (PEOF) organised by PARADIGM, PFMD and EUPATI. 

On 5 November, Ana and Dianne had a meeting with researchers from the DISTINCT project, to organise a consultation on 
advance care planning. 

On 9 November, Angela attended a webinar hosted by the PRIME project. 

On 9, 16 and 20 November, Ana attended the PARADIGM Informative Q&A Sessions for patient communities. 

On 10 November, Alzheimer Europe organised an Alzheimer’s Association Academy meeting on patient involvement in 
medicines development. 

On 12 November, Angela participated in a Neuronet Task Force meeting. 

On 12 November, Ana, Dianne and three members of the European Working Group of People with Dementia (EWGPWD), gave a 
presentation at the MIRIADE project training days. 

On 13 November, Jean met with representatives from Biogen Europe. 

On 16 November, Angela, Cindy and Jean attended a COVID-19 pandemic update of the Patients and Consumers Working Party 
(PCWP) of the European Medicines Agency (EMA). 

On 16 November, Jean had an introductory call with representatives of the Global Alzheimer’s Platform to explore areas for 
collaboration. 

On 17 November, Nutricia organised an information meeting on the LipiDiDiet project results, for Alzheimer Europe members. 

On 17 November, Angela co-hosted a booth for the VirtualBrainCloud project at the European Open Science Cloud forum. 

On 18 November, Ana attended the International Experience Exchange with Patient Organisations IEEPO2020 Virtual World Café. 

On 18 November, Ana and Dianne supported the EWGPWD consultation on advance care planning, with researchers from the 
DISTINCT project.  

On 18-19 November, Gwladys attended the Global Cities Global Forum 2020 on the future of events. 

On 18 November, Owen attended the Patient Think Tank hosted by Patients BioForum, hosted by EuropeaBio. 

On 19 November, Owen attended workshops on the European Semester and the European Pillar of Social Rights, hosted by 
EuroHealthNet. 

On 19 November, Dianne, Ana and Angela had a preparatory meeting with Santiago Brandi from Eodyne to plan the EWGPWD 
consultation in connection with the Virtual Brain Cloud project. 

On 19 November, Jean met with representatives of the MIRIADE project to discuss the collaboration between the Alzheimer 
Europe and the project. 

On 19 November, Chris met with Jonathan de Jong & Teun Toebes to discuss a possible collaboration for a documentary. 

On 20 November, Angela participated in a Neuronet Task Force meeting. 

https://www.alzheimer-europe.org/Conferences
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On 20 November, Jean attended a meeting of the Biogen Advisory Committee. 

On 23 November, Ana and Kate attended the PARADIGM Farewell Ceremony. 

On 23 November, Ana and Kate attended the final session of the 2020 Patient Engagement Open Forum (PEOF) organised by 
PARADIGM, PFMD and EUPATI. 

On 24 November, Alzheimer Europe organised an Alzheimer’s Association Academy meeting on data governance and sharing. 

On 24 November, Jean attended a meeting of the Biogen Advisory Committee. 

On 25 November, Jean met with representatives from Roche.  

On 27 November, Owen attended an online meeting on making neurology a global health priority, hosted by the European 
Academy of Neurology (EAN) and the European Federation of Neurological Associations (EFNA). 

On 27 November, Ana and Dianne facilitated a meeting of the RADAR-AD Patient Advisory Board. 

On 30 November, Angela participated in a Neuronet subgroup meeting on the sociotechnical aspects of data sharing. 

 

 

EU PROJECTS 
28 October: RADAR-AD represented at 30th 
Alzheimer Europe Virtual Conference “Dementia 
in a changing world” 

Marijn Muurling 
from 
Amsterdam 
UMC, Dr 
Andrew Owens 
from King’s 
College London 
and Sebastien 

Libert from Oxford University represented the RADAR-AD 
project at the 30th Alzheimer Europe Conference (30AEC) 
which took place online from 20-22 October 2020. They spoke 
about the design of the study, the selection of functional 
domains and devices and ethical and patient privacy 
implications in the project. RADAR-AD received compliments 
on the work done with regards to patient and public 
engagement in the project and also on the selection of the 
devices and functional domains. 

Read more, here:  

https://bit.ly/33qNpNJ  

30 October: RADAR-AD consortium announces 
its first publication 

A paper about 
the RADAR-AD 
project has just 
been published 
in the Journal 
“Frontiers in 
Psychiatry”. The 
article outlines 

the work carried out by RADAR-AD researchers to identify 

relevant measures of functional impairment. It also explains 
how they selected the devices (e.g. Apps and wristbands), 
which are used in the RADAR-AD study to measure functioning 
in early Alzheimer’s disease (AD). 

These findings can be applied to similar clinical studies seeking 
to measure functioning in early AD or planning to use remote 
measurement technologies to measure health and disease 
progression. 

This paper is a result of one and a half years of research and 
hard work, and the RADAR-AD consortium is very proud of it! 
Read more, here:  

https://www.radar-ad.org/newsroom/first-publication-radar-ad-
consortium  

9 November: PRIME explained: H2020-funded 
PRIME project hosts a webinar on the scientific 
background to the project 

On 9 November, Dr Geert Poelmans and Dr Janina Bralten 
hosted a webinar on the scientific background to PRIME, a 
Horizon 2020-funded project that is studying dysfunctional 
insulin signalling in neurological conditions such as obsessive-
compulsive disorder (OCD) and Alzheimer’s disease (AD). 

Insulin is a key regulator of metabolism, promoting the uptake 
and processing of the sugars present in our food. Dysregulated 
insulin signalling is well-known as a driver of metabolic 
disorders such as diabetes. However new evidence points to a 
role for dysregulated insulin signalling in the brain as a 
contributor to neurological conditions such as OCD, autism 
spectrum disorders (ASD) and AD. The PRIME project is 
investigating whether disturbances in insulin signalling in the 

https://www.alzheimer-europe.org/Donation$
https://bit.ly/33qNpNJ
https://www.radar-ad.org/newsroom/first-publication-radar-ad-consortium
https://www.radar-ad.org/newsroom/first-publication-radar-ad-consortium
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brain are linked to these conditions, using a wide range of 
preclinical and clinical approaches. 

In the PRIME webinar, Dr Poelmans and Dr Bralten explained 
the scientific basis for PRIME, showing how insulin genes may 
link several conditions and diseases characterized by 
multimorbidity. Describing the molecular mechanisms that are 
altered in AD, OCD and diabetes, they outlined how PRIME will 
evaluate the role of genes such as KCNQ1 in driving the 
development of these conditions.  

https://prime-study.eu/ 

9 November: EPAD project publishes a new 
paper investigating the prediction of Alzheimer’s 
disease biomarker status 

On 9 November, 
researchers from 
University of Oxford (UK) 
and the Alzheimer Center 
Amsterdam 
(Netherlands) published 

an article in the journal Alzheimer’s Research Therapy entitled 
“Prediction of Alzheimer’s disease biomarker status defined by 
the ‘ATN framework’ among cognitively healthy individuals: 
results from the EPAD longitudinal cohort study”. 

In this paper, authors tested the predictive utility of validated 
composite risk scores in their association with the 
Amyloid/Tau/Neurodegeneration (ATN)-defined biomarker 
group status in a cognitively healthy ageing sample drawn 
from the EPAD longitudinal cohort study. The main aim was to 
investigate independent risk factors for Alzheimer’s disease 
and vascular-related composite risk scores, in relation to 
prediction of ATN pathology. 
The sample is drawn from 1,500 adult participants aged over 
50 years recruited across 21 European sites from the EPAD 
study. 

You can read the open-access article here:  

http://dx.doi.org/10.1186/s13195-020-00711-5 

12 November: Representatives from the 
EWGPWD contribute to MIRIADE training event 
on public involvement (zoom webinar) 

The Chair (Chris Roberts) 
and Vice Chairs (Bernd 
Heise and Kevin Quaid) 
of the European Working 
Group of People with 
Dementia 
(EWGPWD) took part in 

the Miriade training event ("Multi‐omics Interdisciplinary 
Research Integration to Address DEmentia diagnosis"). They 
described their experiences of diagnosis and their views about 
the importance of public involvement (PI) work with people 
with dementia in this kind of research. 

Dianne Gove and Ana Diaz gave an overview of public 
involvement work with the EWGPWD in an interactive session 
including responses from the students via "Mentimeter" about 
their experience working with people with dementia and their 
views on PI. 

This was followed by interaction between the students and 
Chris, Kevin and Bernd. The students had lots of questions and 
for some, this was the first time that they had interacted with 
people with dementia. It was a rich and warm exchange. 

The members of the EWGPWD complimented the students on 
their enthusiasm, thanked them for their dedication to 
dementia research and encouraged them to continue working 
together with people with dementia in the context of PI. 

Alzheimer Nederland also contributed towards this session 
with a presentation and small breakout sessions with all the 
students and people with dementia present.  

https://miriade.eu/  

17 November: Enabling data sharing, 
accelerating innovation: Alzheimer’s Disease 
Data Initiative and AD workbench are launched 

On 17 November, a coalition of partners including the US 
Alzheimer’s Association, Gates Ventures and the Wellcome 
Trust launched the Alzheimer’s Disease Data Initiative (ADDI) 
and its AD Workbench. The AD Workbench and other ADDI 
initiatives aim to facilitate the sharing of dementia-related 
research data, empowering scientists and accelerating 
innovation in the AD field.  

Designed as a platform for federated data sharing, the AD 
Workbench aims to facilitate interoperability across existing 
data platforms such as GAAIN, DPUK and CPAD, by enabling 
researchers to import, pool and analyse datasets in a secure, 
cloud-based environment. Alongside a number of synthetic 
and virtual cohort datasets, the AD Workbench houses a 
library of analytics tools and apps, whilst also providing the 
option for researchers to upload their own code or develop 
new tools within the platform. The overarching goals of the AD 
Workbench are to encourage researchers to share datasets 
and resources in a secure, transparent way, and also to foster 
the development of new, shared tools and analytics for the 
benefit of the whole AD research community.  

ADDI is also supporting a number of projects in their data 
sharing activities, including the European Prevention of 
Alzheimer’s Dementia (EPAD) project, the World-Wide 

https://prime-study.eu/
http://dx.doi.org/10.1186/s13195-020-00711-5
https://miriade.eu/navigatie_level_2/project-goals
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FINGERS network and the Early Detection of 
Neurodegenerative diseases (EDoN) initiative, which was 
launched by Alzheimer’s Research UK earlier this year.  

https://www.alzheimersdata.org/  

18 November: EPAD has a dedicated webpage 
about its data and samples 

A key achievement of the EPAD project was the establishment 
of a Longitudinal Cohort Study (LCS) that has screened over 
2,000 participants and collected a wide range of cognitive, 
clinical, neuroimaging and biomarker data to help further the 
understanding of the early stages of Alzheimer’s disease. The 
LCS was initiated and the first participant screened in May 
2016. Screening into the LCS was stopped on 29 February 
2020. Although the LCS is no longer following up participants, 
it provides an ongoing legacy through open access to data and 
a vast range of possibilities for sample access. 

The current EPAD database is open-access, ensuring the use of 
the data for the Alzheimer’s disease research community 
worldwide. To access the data, you will need to make an 
online request via the EPAD website. 
For more information about the EPAD data and samples and 
how to apply, visit the new webpage: 

http://ep-ad.org/open-access-data/overview/ 

23 November: PARADIGM continues its works to 
disseminate the outcomes of the project 

During the month of November, PARADIGM organised several 
sessions to engage with patient communities and further 
disseminate the tool-box and other work developed by 
the project. Three informative Q&A sessions took place on 9, 
16 and 20 November. The sessions were organised as a forum 
for patients from the different Patient Organisations involved 
in the project to learn about the tools and to engage in 
discussions about how to use and implement them. The 
following topics were addressed: 

9 November  

• Recommendations on required capabilities for patient 
engagement  

• Patient engagement in medicines development: 
Recommendations on how to find the right match for the 
right patient engagement activity.  

16 November  

• Patient Engagement Monitoring and Evaluation 
Framework.  

20 November  

• Working with Community Advisory Boards: Guidance and 
tools for patient communities and pharmaceutical 
companies  

• Guidance for reporting and dissemination of patient 
engagement activities. 

In addition, the two last sessions of the Patient Engagement 
Open Forum (PEOF) were held this month. The first session, on 
5 November (pictured), focussed on the topic of patient 
engagement in regulatory bodies. During the session, the 
differences and similarities in regulatory requirements, as well 
as challenges and opportunities for increased patient 
engagement were presented. There were also some 
discussions about how COVID-19 has affected the regulatory 
work and its potential implications for the patient community. 
The second session, on 23 November, was dedicated to 
changes in the field of patient engagement over the past three 
years and to “gaps” in patient engagement; both those which 
were addressed by the PARADIGM project and those gaps and 
challenges that still remain. 

Alzheimer Europe has been actively involved in this work and 
attended all the sessions. All PEOF sessions have been 
recorded and can be accessed at: 

https://patientengagementopenforum.org 

23 November: PARADIGM marks project close at 
online farewell ceremony 

On 23 November, the PARADIGM project held an internal 
meeting with partners of the consortium, as a closing 
ceremony for the project. Representatives of the two 
organisations co-leading the project, Magda Chlebus from the 
European Federation of Pharmaceutical Industries and 
Associations (EFPIA) and Nicola Bedlington from the European 
Patients’ Forum (EPF), together with the project coordinator 
Mathieu Boudes gave speeches thanking all members of the 
consortium for their valuable contributions to the project. Ana 
Diaz and Kate Boor Ellis represented Alzheimer Europe at the 
event. 

Further information about PARADIGM and its main outcomes 
will be available in the next two editions of Alzheimer Europe’s 
“Dementia in Europe” magazine, in February and June 2021.  

https://www.alzheimersdata.org/
http://ep-ad.org/open-access-data/overview/
https://patientengagementopenforum.org/
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EU project acknowledgements 

 
A number of the projects in which Alzheimer Europe is a project partner receive funding from Horizon2020 or from the 
Innovative Medicines Initiative and Innovative Medicines Initiative 2 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: 

EPAD - grant agreement 115736 

PARADIGM - grant agreement 777450 

PRIME - grant agreement 847879 

RADAR-AD - grant agreement 806999 

Members of the European Alzheimer’s Alliance 

Currently, the total number of MEPs in the Alliance stands at 95, 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: Monika Vana (Greens/EFA). Belgium: Petra de Sutter (Greens/EFA); 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 Alamestä (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); Chrysoula Zacharaopoulou 
(Renew). 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); Matt Carthy (GUE/NGL); Deirdre Clune (NI); Ciarán Cuffe (Greens/EFA), Clare Daly (GUE/NGL); Frances Fitzgerald (EPP); 
Luke 'Ming' Flanagan (GUE/NGL); Billy Kelleher (Renew Europe); Seán Kelly (EPP); Mairead McGuiness (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); Tanja Fajon (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 
4 November: EU4Health Civil Society Alliance 
issues statement on health programme  

The EU4Health Civil Society Alliance 
(CSA) has issued call aimed at national 
governments, the European 

Commission and the European Parliament, ahead of the 
trilogue negotiation process on the EU4Health programme. 

The statement reiterates the need for a strong EU4Health 
programme to deliver a European Health Union, highlighting 
the potential for the programme to improve public health, 
expand access to healthcare and reduce health inequalities. It 

further notes the importance of civil-society involvement in 
the design and governance of the programme. 

The CSA therefore calls for a well-resourced, well-designed 
and well-governed programme, which reflects the 10 guiding 
principles for an EU Health programme published by the group 
earlier in 2020. Included within these principles is the need for 
a focus on health promotion and prevention (for both physical 
and mental health), attention for chronic, communicable and 
non-communicable diseases, as well as strengthening of EU 
health agencies, including the European Centre for Disease 
Prevention and Control and the European Medicines Agency. 
You can read the full statement here: 

https://eu4health.eu/no-dreams-for-a-european-health-union-
without-a-triple-www-eu4health-programme/ 

https://eu4health.eu/how-to-harvest-long-term-health-benefits-of-the-eu4health-programme/
https://eu4health.eu/how-to-harvest-long-term-health-benefits-of-the-eu4health-programme/
https://eu4health.eu/no-dreams-for-a-european-health-union-without-a-triple-www-eu4health-programme/
https://eu4health.eu/no-dreams-for-a-european-health-union-without-a-triple-www-eu4health-programme/
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10 November: European Parliament and Council 
Presidency reach budget agreement  

The German Presidency of the 
European Council has reached an 
agreement with the European 
Parliament in relation to the EU’s 
long-term budget for 2021-2027. 

The agreement complements the 
comprehensive financial package of EUR 1 824.3 billion 
negotiated by EUCO in summer 2020, which combines 
the next multiannual financial framework – EUR 
1 074.3 billion – and a EUR 750 billion temporary recovery 
instrument, Next Generation EU (in 2018 prices). 

The political agreement also represents a compromise to the 
EUCO agreement agreed by the leaders on Members States in 
the summer of 2020, which had seen a number of key 
programmes receive cuts to their funding (compared to the 
Commission’s proposal).  

The political package agreed with the Parliament includes: 

• Reinforcement of EU programmes, including Horizon 
Europe, EU4Health and Erasmus+, by an additional EUR 16 
billion. This includes: 

1. EUR 84.9 billion for Horizon Europe research 
programme – an additional EUR 4 billion (compared 
to the EUCO agreement) 

2. EUR 5.1 billion for the EU4Health programme – an 
additional EUR 3.4 billion (compared to the EUCO 
agreement) 

3. EUR 21.2 billion for the Erasmus+ – an additional EUR 
2.2 billion (compared to the EUCO agreement) 

• More flexibility to allow the EU to respond to unforeseen 
needs 

• Greater involvement of the budgetary authority in the 
oversight of revenue under Next Generation EU. 

The next stage of the process will be for Member States to 
endorse the agreement along with other elements of the 
financial package. In addition, a plenary vote of the European 
Parliament must also approve the agreement.  

You can read more about the agreement here:  

https://bit.ly/2HVYfUG  

12 November: European Commission publishes 
European Health Union proposals  

The European Commission has published its proposals for a 
European Health Union, which aims to strengthen the EU's 
health security framework, reinforce health crisis 
preparedness of Member States and enhance the role of key 
EU agencies. 

Primarily focused on the prevention, management and 
responses to health emergencies (in particular infectious 
diseases and other cross-border health threats), the proposals 

outline the need for greater coordination at an EU level, 
particularly in light of the COVID-19 pandemic. 

Drawing heavily on lessons learned from the pandemic and the 
lack of coordination of the response of Member States, the 
text proposes alterations to existing legal frameworks for 
cross-border threats to health, aiming to strengthen 
mechanisms for supply chains for equipment and medications, 
improving public health monitoring and data, as well as the 
ability to develop and distribute treatments and vaccines. 
These measures are designed to strengthen and build capacity, 
both at a national and EU level.  

Measures contained within the proposals include: 

• The development of an EU health crisis and pandemic 
preparedness plan, with recommendations developed for 
the adoption of plans at national levels 

• Strengthened and integrated surveillance at an EU level, 

using artificial intelligence and other technological means 

• Improved data reporting from Member States, improving 

reporting of health system indicators (e.g. hospital beds 

availability, specialised treatments and intensive care 
capacity etc.) 

• Expanded remits for both the European Centre for Disease 
Control and Prevention (ECDC) and the European 
Medicines Agency (EMA). 

You can read additional details on the European Health Union 
at: 

https://ec.europa.eu/commission/presscorner/detail/en/ip_20_2041  

13 November: European Parliament agrees 
EU4Health negotiating position 

The European 
Parliament has adopted 
its negotiating position 
on the European 
Commission’s proposals for the “EU4Health Programme”, with 
615 votes in favour, 34 against and 39 abstentions. 

Commencing in 2021 and replacing the existing EU Health 
Programme (2014-2020), the EU4Health programme is 
intended to prepare the EU for major cross-border health 
threats and make health systems more resilient.  

The negotiating position of the Parliament sets out that 
Programme should not only focus on cross-border health 
threats and future epidemics, but also long-term challenges 
such as ageing population and inequalities in health. Building 
on the Commission’s initial proposal, the Parliament also 
supports: 

An EU communication portal for the public to share 
information and to send alerts to European citizens  

Stronger mandates for the European Centre for Disease 
Prevention and Control (ECDC) and the European Medicines 
Agency (EMA) 

https://bit.ly/2HVYfUG
https://ec.europa.eu/commission/presscorner/detail/en/ip_20_2041
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The development of a European system for monitoring, 
reporting and notifying shortages of medicines, medical 
devices, vaccines, diagnostic tools, and other healthcare 
products 

More robust health systems and digitalised healthcare through 
the creation of European eHealth Records 

The establishment of a Steering Group consisting of 
independent public health experts. 

The EU4Health programme will now be finalised in the trilogue 
negotiations between the Parliament, Council and 
Commission. You can read more on the negotiating position 
here: 

https://bit.ly/2KUhajN  

20 November: European Commission and OECD 
publish “Health at a Glance” report 

The European Commission 
and the Organisation for 
Economic Cooperation and 
Development (OECD) have 
published Health at a Glance: 
Europe, a report which 
highlights key information 
about health across the EU 
and neighbouring countries.  

The biennial report is broken 
down into different chapters, 
focused on different aspects 

of health (including health status, risk factors for health, 
healthcare expenditure and access to care), as well as a 
chapter dedicated to the impact of the COVID-19 pandemic.  

• The 2020 report includes some references and statistics 
relating to dementia, including: 

• Alzheimer’s and other dementias accounted for 5% of all 
deaths in 2017 

• The high prevalence of conditions such as dementia 
amongst long-term care residents made it more difficult 
to diagnose people with COVID‐19 at an early stage, with 
many cases identified too late. 

During the COVID-19 pandemic, telemedicine and 
smartphone‐based assessments appear to have helped with 
remote monitoring and care for people with dementia. 

The Health at a Glance publication is the first step in the State 
of Health in the EU cycle, which is followed by Country Health 
Profiles and a Companion Report. These reports will be 
published in 2021. You can read the full Health at a Glance: 
Europe report here: 

http://www.oecd.org/health/health-at-a-glance-europe/ 

 

  

25 November: Increasing trust and enabling data 
altruism: European Commission proposes a new 
regulation on data governance 

 
On 25 November, the European Commission unveiled new 
rules for data governance, aiming to boost data sharing and 
support the creation of European data spaces, as outlined in 
the Data Strategy published by the Commission in February 
this year. Of note, one of the data spaces proposed is a 
European Health Data Space, which aims to facilitate the 
delivery of healthcare across borders by enabling the safe 
exchange of electronic health records. 

In the new Data Governance Act, the European Commission 
lays out a number of measures to increase trust in data 
sharing, to ensure that citizens are able to better understand 
and control the ways in which data about them is used and 
shared. The Regulation also proposes a new model of 
decentralized data sharing, whereby organisations can act as 
neutral data intermediaries for pooling or sharing of data. 
Another concept covered in the Regulation is ‘data altruism’, 
where individuals or companies can give broad consent for 
their data to be shared – but only if it used for the common 
good. Finally, the Data Governance Act creates mechanisms to 
facilitate the sharing and re-use of certain categories of data 
that are held by the public sector (including data from 
scientific research, for example), identifying a defined set of 
circumstances under which this can be permitted, conditional 
on the respect of the rights of others.  

25 November: European Commission publishes 
Pharmaceutical Strategy for Europe 

The European Commission has 
published its Pharmaceutical 
Strategy for Europe, setting out 
how it aims to improve the policy 
and legislative context for the 
development, approval and 
availability of medicines in the European Union.  

The Pharmaceutical Strategy for Europe aims to create a 
future proof regulatory framework, whilst supporting industry 
by promoting research and technologies that will benefit 

https://bit.ly/2KUhajN
http://www.oecd.org/health/health-at-a-glance-europe/
../AppData/Local/Temp/twitter.com/alzheimereurope
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patients. In addition, the strategy will address weaknesses 
exposed by the coronavirus pandemic. 

The strategy has 4 specific pillars, which include legislative and 
non-legislative action: 

• Ensuring access to affordable medicines for patients, as 
well as addressing unmet medical needs  

• Supporting competitiveness, innovation and sustainability 
of the EU’s pharmaceutical industry and the development 
of high quality, safe, effective and greener medicines 

• Enhancing crisis preparedness and response mechanisms, 

diversified and secure supply chains, addressing medicines 
shortages 

• Ensuring a strong EU voice in the world, by promoting a 
high level of quality, efficacy and safety standards. 

The strategy includes a number of actions points, some of 
which are already under way (e.g. revision of the legislation on 
rare diseases and children). The implementation of the 
strategy will span the mandate of Commission (until 2027) and 
will include a proposal for revision of pharmaceutical 
legislation in 2022. You can read the full publication here:  

https://ec.europa.eu/health/sites/health/files/human-
use/docs/pharmastrategy_com2020-761_en.pdf  

MEMBERS’ NEWS 
14 October: Alzheimer Bulgaria hosts a “Meet 
the Expert” webinar for the first time 

On 14 October 2020, Alzheimer Bulgaria 
held its first “Meet the Expert” webinar 
with Liana Apostolova. Dr Apostolova 
presented the latest results of her 
research related to early-onset (a.k.a. 
young-onset) Alzheimer’s disease (AD) and 

the genetic biomarkers for Alzheimer’s disease and other 
dementias. 

Dr Apostolova is a professor of Neurology, Radiology and 
Genetics at Indiana University Medical School, Indianapolis, 
United States (US). Her research focuses on the early 
symptomatic and pre-symptomatic stages of AD. In the 
interactive discussion that followed the webinar, she 
answered participants’ questions from the fields of science 
and medicine, as well as addressing a number of issues raised 
by carers 

Some of the topics covered in the discussion were: 

• current hypothesis regarding the causes of AD, and 
related therapies 

• use of digital tools by people with dementia and their 
carers 

• research activities during COVID-19 in the US and the 
challenges of social isolation during the pandemic 

• genetics of dementia 

• dementia prevention, interventions and care 

• clinical diagnosis and the use of imaging and fluid 
biomarkers 

• dementia-related personality changes 

• sex and gender differences in AD dementia 

• dietary and lifestyle factors and cognitive impairment. 

A video recording of the discussion with Dr Apostolova can be 
viewed here: YouTube channel of the Alzheimer Bulgaria 
Association 

Due to the high level of interest from the audience, Alzheimer 
Bulgaria will organise a “Meet the Expert” webinar series with 
Dr Apostolova. For information about this, keep an eye on 
Alzheimer Bulgaria’s Facebook page: Гражданско Сдружение 
Алцхаймер-България - Home (facebook.com) 

Find out more about Liana Apostolova: Liana G. Apostolova, 
MS, MD, FAAN (iu.edu) 

20 November: Ireland’s “Understand Together” 
campaign publishes two new reports and a 
guide on dementia inclusive design 

Latest figures compiled by 
the Health Service 
Executive have revealed 
that there are an estimated 
64,000 people living with 
dementia in Ireland. With 
63% of people with 
dementia living in the 
community, the built 
environment plays an 
important role in enabling 
them to access their 
community, services and 
supports, to stay included 
and connected to 
community life.  

The majority of people with dementia want to stay active, 
engaged and valued members of their communities. We have 
improved and adapted our environment to support people 
with physical impairments, so they can access places and 
services on an equal basis. We now also have the knowledge 
and expertise to design and improve access for people with 
dementia. 

To design and build environments that are accessible and 
support people with dementia to stay connected, we must 
understand how the environment can affect a person who 
may experience physical, sensory and/or cognitive difficulties. 

Together with Dementia Design specialists, user groups and 
partner organisations, the Dementia: Understand Together 
campaign conducted two walkability audits, one in a 
community and one in a primary care centre, taking the 
physical, cognitive and sensory difficulties a person with 
dementia may experience into account. The findings are 
published in two reports and have led to the development of a 

https://ec.europa.eu/health/sites/health/files/human-use/docs/pharmastrategy_com2020-761_en.pdf
https://ec.europa.eu/health/sites/health/files/human-use/docs/pharmastrategy_com2020-761_en.pdf
https://www.youtube.com/playlist?list=PLy7d9wXmiIP_1G5WjSU3RiWA7t44hb75F
https://www.youtube.com/playlist?list=PLy7d9wXmiIP_1G5WjSU3RiWA7t44hb75F
https://m.facebook.com/AlzheimerBulgariaAssociasion
https://m.facebook.com/AlzheimerBulgariaAssociasion
https://medicine.iu.edu/faculty/6815/apostolova-liana
https://medicine.iu.edu/faculty/6815/apostolova-liana
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new guide “Dementia Inclusive Design from a Universal Design 
approach - Creating communities that include and support 
people with dementia”. 

This guide is now available on the Dementia: Understand 
Together website and can support local councils, town 
planners and other organisations in the creation of inclusive 
environments. You can find more information here: 

https://www.understandtogether.ie/training-resources/helpful-
resources/publications/ 

23 November: Larissa Alzheimer Association 
shares the community outreach it recently 
carried out during World Alzheimer's Month  

The community outreach 
commenced with the 
transmission of social 
messages from the 
municipal radio station of 
the city of Larissa. On 5 
September, a radio 
interview was given by the 
president of the Larissa 
Association of Alzheimer’s 
Disease & Related 
Disorders, Eleni Kampoura–
Nifli, on the topic of 
"Alzheimer's disease, social 
stigma, patients' rights". 

On 10 September, dialogues among carers and volunteers took 
place at the Association's centre. The carers shared stories of 
dementia as they experienced it during the COVID-19 era. 
Volunteers at the Association were able to help the carers to 
get out of their “personal labyrinth”, they said, by providing 
them with knowledge, experience and demonstrations of 
techniques. 

As an action rich in symbolism, on World Alzheimer's Day, 21 
September, at 8pm, the stone river, the fountain and the trees 
at the “Tachidromiou” Square in Larissa were bathed in a 
purple light (pictured). The second Memory Walk 
"Remembrance" started from the purple square, ending at the 
city’s historic fortress. The Association’s volunteers 
participated in the Memory Walk together with carers and 
people living with dementia. Also present where: the 3rd 
Larissa Airscout Group, representatives from the Region of 
Thessaly and of the Municipality of Larissa, and all the friends 
of the Larissa Association of Alzheimer’s Disease & Related 
Disorders. During the walk, the volunteers distributed purple 
balloons to the citizens in order to raise awareness. At the 
same time a friend of the Association, Vasso, engaged the 
crowd by transmitting audio messages about the disease, 
about social exclusion and about acceptance. The 
"Remembrance" Memory Walk closed with a resounding 
message to the State: “Plan dementia care with us!" 

POLICY WATCH 
2 November: CEAFA calls for the Spanish 
government to allocate a budget to national 
dementia strategy  

CEAFA, la Confederación Española de 
Alzheimer, has called for the government 
to approve a budget allocation for the 
country’s national dementia strategy, the 
Comprehensive Plan for Alzheimer's and 
other dementias (2019-2023), as part of 
the General State Budgets 2021, which are currently being 
developed. 

The strategy was approved by the Territorial Council of Social 
Services and the Interterritorial Council of the Spanish 
National Health Service in October 2019 and presented to the 
Council of Ministers in April of that year.  

CEAFA highlights that 19.4% of the Spanish population is aged 
65 or older and that society must adapt and establish a model 
of health and social care which is able to meet the 
demographic challenges and increasing numbers of people 
with dementia.  

There CEAFA is calling for the budget allocation to be sufficient 
to implement all the commitments within the national 
dementia strategy, in order to improve the lives of people with 
dementia. As part of this, they note that the average cost to a 
family of a person with dementia is EUR 31,000 per year, with 
a combined cost to families in Spain of about EUR 36 billion 
each year. You can read more here (in Spanish):  

https://bit.ly/2JxEi6M  

11 November: France Alzheimer publishes 
article from reviewers of national strategy  

France Alzheimer has published an 
article online, authored by the two 
experts who the French government had 
tasked with evaluating the country’s Plan 
maladies neurodégénératives (PMND) 
2014-2019 (Neurodegenerative Disease 
Plan), which concluded in December 2019.  

The article was written by Alain Grand, a Professor of Public 
Health at the University of Toulouse and Yves Joanette, a 
Professor at the University of Montreal. 

The authors explained that the evaluation report submitted to 
the French Government in October 2020 contains two 
sections. The first evaluates the 96 actions contained within 
the PMND, whilst the second focuses on future actions of the 
French Government’s future policy response.  

As part of the second section, there are five recommendations 
for the future policy focus in France, including: 

• The tendency in French to avoid using the word 
“dementia” when referring to cognitive impairment 
should be discontinued, in alignment with terminologies 

https://www.understandtogether.ie/training-resources/helpful-resources/publications/
https://www.understandtogether.ie/training-resources/helpful-resources/publications/
https://bit.ly/2JxEi6M
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used by organisations such as the WHO (World Health 
Organization). As such, the future Plan should focus on 
“dementia and neurodegenerative disease”  

• The future plan should reflect international consensus 
around the subject, including drawing on the guidance 
developed and published by the WHO 

• Care and support should shift towards “functional health”, 
with a greater focus on prevention and testing, as well as 
training for all who come into contact with people with 
dementia, not only clinical professionals 

• Society must adopt a public health approach which goes 
beyond ageing, helping people with dementia and 
neurodegenerative conditions to continue to contribute to 
society, to reduce the stigma people often experience 

• In the absence of a cure for neurodegenerative 
conditions, there should be a broader focus on research, 
including prevention, testing and support for diagnosed 
individuals. 

The article concludes by noting that although the COVID-19 
pandemic had revealed the weaknesses in the health system, 
addressing conditions such as dementia and other neurological 
diseases should not be overlooked. The authors highlight that 
it is necessary to address the identified issues, for the medium 
and long term. You can read the full article (in French) here: 

https://www.francealzheimer.org/lombre-de-la-covid-19-les-
maladies-neuro-degeneratives/  

16 November: Two bills are currently under 
review in Italy, one to recognise family carers 
and one to improve dementia care interventions  

Earlier this year, 
following connections 
made during World 
Alzheimer’s Month, 
Senator Barbara Guidolin 
(pictured) invited 
Federazione Alzheimer 
Italia to be involved in 
drafting a bill on the 
recognition of the family 
carer, currently under 
examination by the 

Labour and Social Security Commission. Federazione Alzheimer 
Italia gladly shared its point of view, particularly appreciating 
the fact that it was a cross-cutting proposal signed by senators 
of heterogeneous political parties, and hoping for the political 
will to bring to light a law that could lead to the recognition of 
the family carer as a fundamental resource in society. 

The drafting of this bill was followed by further, even closer 
collaboration in the drafting of a bill on the promotion and 
improvement of the quality and appropriateness of care 
interventions in the dementia sector. This text has been 
entrusted to the 12th Permanent Commission (hygiene and 
health) for examination. 

The ambitious goal of this bill is the establishment of a proper 
fund for dementia, intended to facilitate the implementation 
of the National Dementia Plan approved in 2014; a plan which, 
so far, has no corresponding funding. Another goal is to 
facilitate the application of the indications and guidelines with 
the aim of disseminating best practices in the field of 
assistance and care for people with dementia. 

Among the articles that compose the bill, Federazione 
Alzheimer Italia looks most favourably on those aimed at 
guaranteeing concrete support to the solidarity networks that 
exist around people with dementia and their carers. The main 
goal of these networks is to combat stigma and isolation, as 
well as starting a collaboration between health and social 
institutions, as advocated by the National Dementia Plan. 

The legislative process in Italy can be very slow, but if both bills 
were to be approved, Italy would be among those few 
countries to have legislated on two important aspects for the 
third sector: Firstly, for all those who are dedicating their lives 
to the care of loved ones; and secondly, allowing the 
implementation of a flexible and integrated system, able to 
respond promptly to the multiple needs of people with 
dementia and their families. 

SCIENCE WATCH 
21 October: MICOIL study in Greece finds that a 
diet rich in early harvest extra virgin olive oil 
may help protect against cognitive impairment 

 
The Greek Association of Alzheimer’s Disease and Related 
Disorders (GAADRD - Alzheimer Hellas), the World Olive 
Center for Health (WOCH) and Yanni's Olive Grove have 
published a global pilot study by Greek researchers and clinical 
doctors. "A randomized clinical trial of Greek High Phenolic 
Early Harvest Extra Virgin Olive Oil in Mild Cognitive 
Impairment: the MICOIL pilot study" is published in the Journal 
of Alzheimer's Disease. 

The MICOIL study found that a long-term diet rich in early 
harvest extra virgin olive oil rich in phenols and especially 
oleocanthal, helps protect against Alzheimer's disease (AD) 
and Mild Cognitive Impairment (MCI). 

In the context of this work, scientists from the Department of 
Neurology of the Aristotle University of Thessaloniki and 
GAADRD - Alzheimer Hellas investigated, for the first time, the 
effect of high-yield phenols of early harvest extra virgin olive 
oil on moderate phenol content of extra virgin olive oil - and 
the Mediterranean Diet as a natural remedy for amnesic type 
mild mental disorder (Amnesic Mild Cognitive Impairment - 
aMCI). In addition, genetic predisposition (APOE e4) for AD 
was examined and extensive neuropsychological assessments 
were performed at baseline after 12 months. 

https://www.francealzheimer.org/lombre-de-la-covid-19-les-maladies-neuro-degeneratives/
https://www.francealzheimer.org/lombre-de-la-covid-19-les-maladies-neuro-degeneratives/
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aMCI is usually a precursor to AD and is characterised by 
memory loss and inability to perform complex daily activities. 
While there is no cure for MCI and AD (only symptomatic 
treatments for AD currently exist), the global effort against 
brain disorders focuses on the early detection and 
management of AD in the amnesic stage of MCI.  

A long-term intervention with a Mediterranean diet rich in 
extra virgin olive oil (50 ml daily) in 285 study participants, 
with a high vascular risk, resulted in better mental function 
compared to the controlled diet group.  

The study showed that long-term intervention with a high 
concentration of phenols in early-harvest extra virgin olive oil 
or moderate concentration of phenols in extra virgin olive oil 
were associated with a significant improvement in cognitive 
function compared to the Mediterranean diet, independent of 
the presence of APOE ε4. 

In the second evaluation, after 12 months of follow-up, the 
study revealed better performance in the treatment group 
compared to the control group. 

"To date, there is no other study that has examined in such 
detail the effects of extra virgin olive oil on the elderly with 
Mild Cognitive Impairment as an effective solution for 
cognitive impairment" said Magda Tsolaki, Professor at the 
Aristotle University of Thessaloniki. 

The scientific team consists of the Professor of the 
Department of Neurology of the Aristotle University of 
Thessaloniki, Magda Tsolaki, and the researchers: Eftychia 
Lazarou, Machi Kozori, Niki Petridou, Irene Tabakis, Ioulietta 
Lazarou, Maria Karakota, Iordanis Saoulidis, Eleni Melliou, and 
Associate Professor of the Department of Pharmacy of 
University of Athens, Prokopios Magiatis. The study can be 
found here: 

https://pubmed.ncbi.nlm.nih.gov/33044178/ 

30 October: EMA accepts Aducanumab 
marketing authorisation application for review 

In its 21 October press release, Biogen 
disclosed that it had submitted a 
European Medicines Agency Marketing 
Authorisation Application (MAA) for 
Aducanumab, a monoclonal β-amyloid 
antibody that has been evaluated in 
several Phase 2 and 3 clinical trials on 

mild Alzheimer’s disease and mild cognitive impairment. On 30 
October, Biogen and Eisai announced that the European 
Medicines Agency (EMA) had accepted the MAA for review 
following a standard timetable.  

Aducanumab will now be evaluated by the EMA’s Committee 
for Medicinal Products for Human Use (CHMP), a process that 
can take up to 210 days. If the CHMP issues a favourable 
scientific opinion, the European Commission will then decide 
whether to grant a marketing authorization for the drug, 
which would be valid in all EU and EEA-EFTA states.  

https://bit.ly/3fPD2YY 

1 November: Danish clinical research study 
shows that a healthy cardiovascular lifestyle can 
attenuate the genetic susceptibility to dementia  

On 1 November, Dr Juul 
Rasmussen, Prof. Ruth 
Frikke-Schmidt and 
colleagues published an 
article in the European 
Heart Journal, showing 
that a healthy 
cardiovascular lifestyle 
can reduce the chances 
of developing dementia 
even in the presence of genetic risk alleles such as ApoE4.  

The 4 allele of the ApoE gene (often termed ApoE4) is the 

most well-established genetic risk factor for dementia, 
increasing the risk of developing late-onset Alzheimer’s 

disease (AD) almost 8-fold. Conversely, the 2 allele of ApoE 

has been shown to confer protection against the development 
of AD and dementia. At highest risk of dementia and AD are 

individuals who carry two 4 alleles, with people who carry 

two 2 alleles sitting at the other end of the genetic risk 

spectrum. Alongside ApoE, several other genetic risk alleles 
have recently been identified through genome-wide 
association studies (GWAS). While clinical trials such as FINGER 
and PreDIVA show that many dementias may be prevented by 
changes in lifestyle habits, it is not yet fully understood 
whether, when and how these interventions should be 
targeted at groups with genetic risk factors for AD and 
dementia.  

To address this question, the researchers calculated 10-year 
absolute risk scores for all-cause dementia combining 
cardiovascular risk factors and genetics, by analysing data from 
over 61,000 participants in two Danish cohort studies: the 
Copenhagen General Population Study and the Copenhagen 
City Heart Study. Stratifying individuals based on their genetic 
risk, the researchers calculated hazard ratios across ages based 
on genetic risk and combined with hypertension status, 
smoking, physical activity, education and alcohol intake. There 
were some differences based on sex: for women, the 
modifiable risk factors with highest impact on dementia risk 
were diabetes, smoking and low education; whereas for men, 
diabetes, low physical activity and low education conferred the 
greatest risk of all-cause dementia. Importantly, individuals 
with fewer modifiable risk factors (e.g. no diabetes, no 
smoking and high education) had a reduced risk of developing 
dementia, even on a high-risk genetic background – indicating 
that a healthy cardiovascular lifestyle can confer substantial 
benefits even in the presence of genetic risk.  

 

https://pubmed.ncbi.nlm.nih.gov/33044178/
https://bit.ly/3fPD2YY
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2 November: Neuraly receives FDA clearance to 
initiate Phase II trial of NLY01 in AD 

On 2 November, 
Neuraly, a clinical stage 
biopharmaceutical 
company translating 
scientific discoveries into 
revolutionary new drugs 
for neurodegenerative 
disorders such as 
Alzheimer’s disease (AD) 

and Parkinson’s disease, announced it has received clearance 
from the US Food and Drug Administration (FDA) to initiate a 
Phase IIb clinical trial of NLY01 in AD. NLY01 works by 
activating a protein called glucagon-like peptide 1 receptor 
(GLP-1R). This protein is highly expressed on microglia, which 
are immune cells that reside in the brain.  

The Phase IIb trial is multicentre, randomised, double-blinded 
and placebo-controlled study assessing the safety, tolerability 
and efficacy of NLY01 in people with mild cognitive 
impairment due to AD. The company expects to recruit more 
than 500 research participants in the US, Canada and Europe. 
Topline results are expected by Q4 2023. 

https://bwnews.pr/3olYpEv  

2 November: Systematic analysis shows that 
Alzheimer’s disease and dementias are a leading 
cause of death from neurological disorders in 
the US  

On 2 November, collaborators from the US Global Burden of 
Disease (GBD) study published an article in JAMA Neurology, 
identifying the prevalence, incidence, mortality and quantity of 
disability-associated life years of different neurological 
disorders between 1990 and 2017 in America. Focusing on 
communicable and non-communicable neurological disorders 
such as stroke, meningitis, traumatic brain injury and 
Alzheimer’s disease and dementia, the GBD study used 
epidemiological and routinely collected data to calculate the 
prevalence, incidence, disability-adjusted life years (DALYs) 
and deaths caused by these disorders.  

Among the neurological disorders, tension-type headaches 
and migraine were the most prevalent, affecting over 121 
million and 68 million people in the US. AD and other 
dementias were fourth on the list by prevalence, affecting 
over 2.9 million people, but was associated with the second 
highest number of DALYs (2.6 million DALYs vs 3.6 million 
DALYs for stroke). While the age-standardised incidence, 
prevalence and DALY rates of most neurological disorders 
remained stable or slightly decreased between 1990 and 2017, 
the absolute incidence and mortality rates increased over 
time. AD and dementias constituted the leading cause of death 
during this period (38/100,000 population per year) and was 
one of the leading causes of DALYs (419 per 100,000 
population per year).  

https://bit.ly/2HUdrl0  

5 November: Findings from the LipiDiDiet 
clinical trial in prodromal Alzheimer’s disease 
indicate benefits in cognitive performance 

On 5 November, Tobias 
Hartmann of Saarland 
University presented the 
three-year results from 
the European study 
LipiDiDiet at the 13th 
Clinical Trials on 
Alzheimer’s Disease 
(CTAD) conference. The research results have also been 
recently published in the journal Alzheimer's & Dementia, the 
peer-reviewed journal of the Alzheimer’s Association. 

The LipiDiDiet trial is a randomised, controlled, double-blind 
and multicentre study investigating the effects of Souvenaid 
on cognition, memory, brain atrophy and related measures in 
prodromal Alzheimer’s disease (AD). Souvenaid is a nutritional 
drink, developed by Nutricia, containing an active ingredient 
called Fortasyn Connect - a combination of fatty acids, 
vitamins and other nutrients. 

311 participants aged 55 to 85 years received the nutritional 
intervention or the placebo (125 mL once‐a‐day drink) at 11 
study sites in Finland, Germany, the Netherlands and Sweden. 
The research participants were followed for up to three years 
of intervention. Findings showed significant reductions in 
decline between the intervention and the control group over a 
treatment period of three years, as measured by the primary 
and secondary endpoints. The nutritional intervention slowed 
the decline on clinical and other measures related to 
cognition, function, brain atrophy and disease progression for 
the NTB 5‐item composite score, Clinical Dementia Rating‐Sum 
of Boxes (CDR-SB), memory and brain atrophy measures. The 
results also indicate that the benefits of this intervention 
increased with long-term use. 

“We found that there was 20 percent less brain shrinkage in 
patients with Alzheimer's disease who received the nutrient 
cocktail than in those in the control group, which represents a 

https://www.alzheimer-europe.org/Glossary/brain
https://bwnews.pr/3olYpEv
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significant slowing in the rate of brain atrophy. The positive 
effects of the treatment were most pronounced in those 
patients who began taking the multinutrient formulation at 
the earliest prodromal stage of Alzheimer's disease”, said 
Tobias Hartmann. 

https://www.eurekalert.org/pub_releases/2020-11/su-lfb103020.php 

6 November: FDA Advisory Committee does not 
recommend approval of Aducanumab 

Aducanumab, a monoclonal β-amyloid antibody, has been 
evaluated in several clinical trials on mild Alzheimer’s disease 
and mild cognitive impairment, including the ENGAGE, 
EMERGE and PRIME trials. Since 7 August, Aducanumab has 
been under priority review at the US Food and Drug 
Administration (FDA).  

On 6 November, the FDA discussed Aducanumab during a 
meeting of the Peripheral and Central Nervous Systems Drugs 
Advisory Committee, which is charged with reviewing and 
evaluating data concerning the safety and efficacy of drugs for 
Alzheimer’s disease (AD) and other neurological indications. 
The FDA Advisory Committees provide non-binding 
recommendations to the FDA, which usually follows these 
recommendations when considering whether to approve 
drugs. The 6 November meeting was held virtually and 
broadcast live online, with the FDA encouraging public 
attendance via the webcast as well as public submissions to 
the Committee prior to the event.  

During the 7 hour-long meeting, representatives from Biogen 
and the FDA Division of Neurology delivered presentations on 
the efficacy and safety of Aducanumab based on data from 
EMERGE, ENGAGE and PRIME. The results of an FDA statistical 
review of these data were also presented, followed by an open 
public hearing during which submissions from advocacy 
groups, patient associations and other third parties were 
heard. The broadly positive findings of the FDA Division of 
Neurology contrasted with the negative report from the FDA 
biostatistical review, which identified flaws and inconsistencies 
in the results.  

11 members of the 17-strong Advisory Committee (which 
includes patient and consumer representatives alongside 
experts on biostatistics, neurology and epidemiology) had 
voting rights during the meeting, and were called upon to vote 
on four questions. The first question asked whether the 
positive EMERGE study - independent of the negative ENGAGE 
study - provided strong evidence to support the effectiveness 
of Aducanumab for the treatment of AD. To this question, the 
committee voted 1-yes, 8-no and 2-uncertain.  

The second question asked whether the Phase 1b PRIME study 
provided supportive evidence on the effectiveness of 
Aducanumab for the treatment of AD. To this question, the 
committee voted 0-yes, 7-no and 4-uncertain.  

The third question asked whether there was strong evidence 
of a pharmacodynamic effect of aducanumab on AD 
pathophysiology (e.g. β-amyloid or Tau accumulation in the 

brain). This question garnered the most positive responses 
from the Committee, which voted 5-yes, 0-no and 6-uncertain.  

 Finally, the fourth question asked whether, given the results 
of ENGAGE, EMERGE and PRIME, and the evidence of a 
pharmacodynamic effect of Aducanumab on AD 
pathophysiology, it was reasonable to consider EMERGE alone 
as primary evidence of effectiveness. To this question, 10 
Committee members voted no, with one uncertain vote.  

The FDA will now continue the review process, with a final 
decision on approval due by 7 March 2021. 

Presentations, transcripts and other materials for the FDA 
Advisory Committee meeting can be found here: 
https://bit.ly/3o4en5G and here: https://bit.ly/2JcitKx  

7 November: EIP Pharma reports results from 
Phase II study of neflamapimod in mild to 
moderate dementia with Lewy Bodies 

On 7 November, EIP Pharma, a clinical stage therapeutics 
company focused on treatments for neurodegenerative 
diseases, presented findings from the Phase II study of 
neflamapimod in mild-to-moderate dementia with Lewy 
bodies (DLB) at the 13th Clinical Trials on Alzheimer’s Disease 
(CTAD) meeting. During his oral presentation entitled “The 
p38α kinase inhibitor neflamapimod significantly improves 
cognition in patients with mild-to-moderate dementia with 
Lewy bodies”, John J Alam from EIP pharma presented the full 
results of the AscenD-LB study. 

The AscenD-LB study was a Phase II randomised, double-blind 
and placebo-controlled trial evaluating the effect of 
neflamapimod in people with DLB. 91 research participants 
were enrolled in the US and the Netherlands, they received 
capsules of neflamapimod or placebo with food for 16 weeks.  

Findings showed that neflamapimod was very well tolerated 
with no treatment discontinuation due to study drug-related 
adverse events. The AscenD-LB study met its primary endpoint 
by demonstrating a significant improvement on cognition in 
participants receiving neflamapimod three times daily 
compared to those receiving either placebo or neflamapimod 
twice daily, as assessed by the Neuropsychological Test Battery 
(NTB). The NTB, designed to primarily evaluate attention and 
executive function, was assessed at baseline, week 4, week 8 
and week 16. The positive effect on the NTB was evident at 
week 4 and was maintained throughout the 16-week study 
period. Furthermore, statistically significant improvements or 
trends were evident on multiple secondary clinical endpoints. 

"The demonstrated positive effects on the AscenD-LB study's 
primary endpoint, cognition, and as well as on a number of 
secondary endpoints, establishes proof-of-concept for 
neflamapimod as a possible treatment for patients with 
dementia with Lewy bodies. If these findings are confirmed in 
Phase III clinical studies, neflamapimod could potentially 
become the first approved therapy for this devastating 
disease," said investigator Stephen Gomperts.  

https://bit.ly/3qgOscX  

https://www.eurekalert.org/pub_releases/2020-11/su-lfb103020.php
https://bit.ly/3o4en5G
https://bit.ly/2JcitKx
https://bit.ly/3qgOscX
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11 November: Study suggests that weekly 
physical activity may help reduce the incidence 
of dementia 

On 11 November, 
collaborators from 
Yonsei University College 
of Medicine, Republic of 
Korea published an 
article in the journal 
Alzheimer's Research & 
Therapy, suggested that 

weekly physical activity may help to prevent the conversion of 
mild cognitive impairment (MCI) to dementia. 

In the published study, authors used data from the national 
health insurance claims database established by the National 
Health Insurance Service (NHIS) of Korea. They analysed data 
for 247,149 individuals who were enrolled between January 1, 
2009, and December 31, 2015. Of the 247,149 individuals 
analysed, 23,015 individuals converted to dementia.  

Authors reported that of these 23,015, 17,733 (77%) were 
diagnosed with dementia of the Alzheimer type. They 
investigated the association between the risk of developing in 
patients with MCI and the regularity of physical activity. 
Results showed that people who performed physical activity 
consistently had the lowest incidence of dementia of the 
Alzheimer type compared to the other. People with mild 
cognitive impairment who were engaged in vigorous or 
moderate physical activity (over 10 min more than one day per 
week) had a 18% reduced risk for developing dementia of the 
Alzheimer type compared to those who undertook irregularly 
physical activity. People with mild cognitive impairment who 
exercised three to five times per week had a 15% lower risk of 
developing Alzheimer's disease than those who exercised less 
than three times per week. In addition, those with mild 
cognitive impairment who started exercising after their 
diagnosis had an 11% lower risk of developing Alzheimer's 
disease than people who did not exercise at all. 

Scientists noted several limitations to their study including the 
fact that the evaluation of physical activity was based on self-
reporting by the participants. 

https://alzres.biomedcentral.com/articles/10.1186/s13195-020-
00707-1 

12 November: Cortexyme completes enrolment 
of its GAIN Phase II/III trial of COR388 in mild to 
moderate AD 

On 12 November, Cortexyme, a clinical-stage pharmaceutical 
company developing novel treatments for altering the course 
of Alzheimer’s disease (AD) and other neurodegenerative 
disorders, announced financial results and provided an update 
on its GAIN clinical trial. 

The GAIN Phase II/III study is a randomised, double-blind and 
placebo-controlled study assessing the efficacy, safety and 
tolerability of two dose levels (40 and 80mg) of COR388 oral 

capsules in people with mild to moderate AD. The company 
recruited 643 research participants in the US and Europe, and 
exceeded its target enrolment by approximately 12%. An 
interim analysis, which is being conducted by an independent 
Data Monitoring Committee, is scheduled for December 2020. 

On 5 November, Cortexyme presented the design of its GAIN 
trial and its baseline data at the 13th Clinical Trials on 
Alzheimer’s Disease (CTAD) meeting. Findings showed that 
participants enrolled in the trial have baseline biomarkers 
consistent with AD and potential responders to COR388. 

“We are pleased with the strong participation in the GAIN Trial 
and deeply appreciate the support and dedication of patients 
and the medical community as we approach the interim 
analysis before the end of this year,” said Casey Lynch, 
Cortexyme’s chief executive officer, co-founder, and chair.  

https://bwnews.pr/37oCl59 

16 November: Animal study in Nature 
Neuroscience shows that removal of pre-
amyloid seeds can reduce Alzheimer-like 
pathology in later life 

On 16 November, Dr 
Ruth Uhlmann and Prof. 
Mathias Jucker 
published an article in 
Nature Neuroscience, 
showing reduced 
Alzheimer-like pathology 
following removal of 
pre-amyloid seeds during the very earliest stages of disease 
development in mice. 

Accumulation and aggregation of misfolded beta-amyloid 
proteins in the brain is a pathological hallmark of Alzheimer’s 
disease (AD). Monoclonal antibody strategies currently being 
developed (e.g. Aducanumab) are based on the principle that 
removal of these toxic protein aggregates will address the 
underlying AD pathology, resulting in improvements in 
cognition. However, the results of secondary prevention trials 
for antibodies such as aducanumab, solanezumab and 
gantenerumab have been mixed. Potential explanations 
include not targeting a sufficiently early stage of AD, or non-
optimal targeting of the disease-inducing forms of amyloid.  

To address these questions, the researchers turned to animal 
models of AD, which replicate certain aspects of the human 
disease process. In particular, they wanted to look at the very 
earliest stages of AD, before amyloid deposition in the brain is 
detectable, to see whether targeting the pre-amyloid seeds 
could be beneficial. Using ultrasensitive tests, they showed 
that insoluble amyloid proteins could be detected in the brains 
of AD mice 1-2 months before more substantial amyloid 
aggregates were evident using standard tests. Surprisingly, 
treatment of young AD mice with a murine version of 
Aducanumab was able to remove the pre-amyloid seeds, 
resulting in an 80% reduction in amyloid seeding activity and 

https://medicalxpress.com/tags/lower+risk/
https://alzres.biomedcentral.com/articles/10.1186/s13195-020-00707-1
https://alzres.biomedcentral.com/articles/10.1186/s13195-020-00707-1
https://bwnews.pr/37oCl59
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plaque deposition in later life. Analysis of the plaques present 
in Aducanumab-treated animals suggested that the plaques 
were less mature than those in control-treated animals. 
Together, these results indicate that there may be much 
earlier stages of AD, prior to amyloid deposition that could be 
targeted for treatment.  

https://www.nature.com/articles/s41593-020-00737-w  

18 November: Clinical researchers use CSF 

analyses to identify three different AD subtypes 

On 18 November, Dr Betty Tijms and Prof. Pieter Jelle Visser 
published a paper in the Brain journal, in which they identify 
three different Alzheimer’s disease subtypes based on 
proteomics analyses of cerebrospinal fluid samples from 
participants in the EMIF-MBD and ADNI studies. 

The A/T/N classification for Alzheimer’s Disease (AD) defines 
AD based on the presence of amyloid plaques (A), tau tangles 
(T) or other neurodegeneration markers (N) in the brain. 
However, the clinical symptoms of AD vary considerably from 
individual to individual, with varying ages of onset and rates of 
disease progression. Cerebrospinal fluid (CSF) samples contain 
hundreds of different proteins, and analyses of these proteins 
using proteomics techniques might provide some clues and 
biological identifiers that better capture the clinical 
heterogeneity of AD.  

To evaluate the proteomic profiles in people with AD and their 
non-affected counterparts, the researchers analysed CSF 
samples from participants enrolled in the EMIF-MBD and ADNI 
clinical studies. In both cohorts, the proteomic profiles of CSF 
from participants with AD differed substantially from those of 
people without AD. Looking more closely at the CSF proteins 
that were present at increased or decreased levels, and 
analysing the biological processes associated with these 
proteins, the researchers identified three separate AD 
subtypes present across the two studies. The first was defined 
as a “hyperplastic” subtype, characterized by higher levels of 
neuronal injury, while the second subtype showed higher 
levels of innate immune activation, and greater brain atrophy 
on MRI scans. This subtype also appeared to show faster 
clinical progression of AD, with steeper worsening over time 
based on the CDR-SB cognitive test scale. The third subtype of 
AD was associated with increased markers of blood-brain-

barrier dysfunction and greater levels of vascular damage on 
MRI scans.  

https://academic.oup.com/brain/advance-
article/doi/10.1093/brain/awaa325/5986603#212827688 

23 November: TouchNEUROLOGY discusses 
targeting Beta-amyloid for treatment of early 
Alzheimer’s with Bengt Winblad 

TouchNEUROLOGY recently caught up with world renowned 
researcher in Alzheimer's disease (AD) Bengt Winblad 
(Karolinska University Hospital and Karolinska Institutet, 
Stockholm, Sweden) who is a member of the TouchNeurology 
Editorial Board. He gave his perspective on targeting Beta-
amyloid for treatment of early AD. Watch the interview, here: 

https://bit.ly/2KUnYhp  

24 November: TauRx and BrainMind have a 
dedicated website about educational materials 
on the role of Tau in AD 

TauRx Therapeutics and 
BrainMind have recently 
launched new 
educational materials on 
the role of tau in 
Alzheimer’s disease (AD). 
The illustrations are the 
result of the peer-
reviewed, published 
science, developed by 
BrainMind through an 
educational grant from 
TauRx, with an aim to explain to doctors and their patients 
how abnormal tau aggregation affects the brain and how this 
could be treated.  

The educational materials are now available online. The freely 
downloadable illustrated guides include:  

• Educational presentation: It provides in-depth information 
on the aggregation of tau as Alzheimer’s disease 
progresses and covers methods of targeting tau to slow 
the progression of the disease 

• Educational poster: It was developed to provide clinicians 
with a comprehensive understanding of how pathologic 

https://www.nature.com/articles/s41593-020-00737-w
https://academic.oup.com/brain/advance-article/doi/10.1093/brain/awaa325/5986603#212827688
https://academic.oup.com/brain/advance-article/doi/10.1093/brain/awaa325/5986603#212827688
https://bit.ly/2KUnYhp
https://www.alzheimer-europe.org/Glossary/Alzheimer-s-disease
https://www.alzheimer-europe.org/Glossary/AD
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tau aggregation contributes to the progression of 
Alzheimer’s disease and how it can be stopped. 

The content included in this website was created by the non-
profit BrainMind with grant support from TauRx 
Pharmaceuticals. 

You can download these materials. For free, here: 

https://www.targetingtau.com/  

 

DEMENTIA IN SOCIETY 
30 October: England footballer Nobby Stiles dies 
with dementia 

Nobby Stiles, one of 
England’s 1966 football 
World Cup winning 
players, has died at age 
78, following a long 
battle with prostate 
cancer and advanced 
mixed dementia 
(Alzheimer’s and 

vascular). 

Mr Stiles is the fifth member of the winning squad to have 
been diagnosed with dementia and his family are now calling 
for the Professional Footballers' Association to "address the 
scandal" of dementia in the game. Previous research has 
shown that ex-footballers are three and a half times more 
likely to die of dementia than the general population. The 
family calls for urgent action, both to investigate this link and 
to ensure support for former players with dementia, and their 
families. 

Our thoughts are with Nobby Stiles’ family and friends at this 
difficult time. 

31 October: Sean Connery dies with dementia 

Celebrated Scottish actor Sir 
Sean Connery died at the 
age of 90, with dementia. 
He was best known for his 
portrayal of James Bond, 
being the first to bring the 
role to life and appearing in 
seven Bond movies in total. 
He also won an Oscar in 
1988 for his role in The 
Untouchables. 

He passed away peacefully 
in his sleep, with his wife 
Micheline Roquebrune at 
his side, at the couple’s 

home in the Bahamas, where they had lived since the 1990s.  

Mr Connery’s family said that he had been unwell for some 
time and had developed dementia in his final months. He 
leaves behind his wife Micheline and sons Jason and Stéphane. 

9 November: Dementia Enquirers look at what 
happens when people with dementia are in the 
“driving seat” of research 

Is it possible for people with dementia to lead their own 
research – on topics that they choose? Can people with 
dementia assess research proposals – using principles which 
they themselves draw up? And what does - or could - it mean 
to people with dementia to be in the “driving seat” of 
research?  

The Dementia Enquirers programme - funded by the National 
Lottery Community Fund and hosted by Innovations in 
Dementia, a small UK-wide not-for-profit - seeks to answer 
these questions. It is led by the Pioneers - six people all living 
with dementia. 

In summer 2019, the Pioneers awarded 10 small grants to 
groups in the DEEP network. They recorded decisions on an 
expanded score sheet – using whatever worked best for them, 
including scores (1-5), or drawings ( - ☺) or words they came 
up with that mapped onto the scores. You can view a film of 
the Pioneers (and some advisors) reflecting on the grant 
making process. 

The motivation for many groups who applied was to explore 
issues that are important to them and also to learn some new 
skills as a group. The successful projects covered a whole 
range of topics including: the benefits of Amazon’s Echo 
(Alexa); the impact of people with dementia educating 
professionals; the emotional and practical experiences of 
stopping driving; and what transport systems can do to help 
people live independently with dementia.  

These projects are owned by DEEP groups and led by members 
with dementia. Mentors from the world of research have been 
available to provide advice and support. But importantly “they 
will be coming into our world rather than us going into theirs”.  

The pandemic has delayed some of the projects, but some 
have already produced their reports. 

https://www.targetingtau.com/
https://www.alzheimer-europe.org/Conferences/30AEC-2020/Online-conference-registration
https://www.dementiavoices.org.uk/
https://bit.ly/2LXkmcT
https://bit.ly/2LXkmcT
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The programme has done much more than simply fund small 
projects. We have worked hard to co-produce an accessible 
guide to carrying out research. The Pioneers have also hosted 
a seminar in partnership with the London School of Hygiene 
and Tropical Medicine, which explored what people with 
dementia can learn from other disability groups – and vice 
versa.  

There has also been a lot of work around ethical processes – 
which have often been perceived as daunting, inaccessible and 
time-consuming. This has resulted in the new DEEP-Ethics Gold 
Standards, which are now being tested with the next cohort of 
Dementia Enquirers project applications. 

None of this could have happened without the very generous 
and enthusiastic support of many allies – academics, funders 
and disability activists. We hope that the programme can 
influence the prevailing approaches in research – while 
bringing new respect for the skills, expertise and resilience of 
those who are living with dementia. The Pioneers have found 
it tiring but very rewarding to be leading this process – you can 
hear some of their reflections in this podcast. As one Pioneer 
summed up: 

“We’re on a journey. We don’t know where we’re going, but 
we’re going together” 

https://www.dementiavoices.org.uk/about-dementia-enquirers/  

12 November: Former EWGPWD member Agnes 
Houston MBE wins UK Dementia Care Award 
2020  

Agnes Houston MBE, a 
former member and 
Vice-Chairperson of the 
European Working 
Group of People with 
Dementia (EWGPWD), 
has won an award at 
the Dementia Care 
Awards 2020. The 
award recognises an 

“Exceptional Contribution by a Person/People Living with 
Dementia”. 

Agnes Houston, who was diagnosed with Early Onset 
Alzheimer’s Dementia in 2006 at the age of 57, joined the 
EWGPWD in 2012 and served as Vice-Chairperson of the group 
until 2016. 

She is an active member and Former Chair of the Scottish 
Dementia Working Group, with a long track record of 
campaigning for best practice and improving lives of people 
with dementia, in Scotland and abroad. The award ceremony 
took place online, on 12 November. 

23 November: Bob & Diane Fund awards Visual 
Storytelling Grant to Iranian photographer Jalal 
Shamsazaran  

On 23 November 2020, The Bob & Diane Fund announced it 
was awarding USD 5,000 (EUR 4,200) to Iranian photographer 
Jalal Shamsazaran for his project, “The Loss of Oral History”. 

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

The “Visual Storytelling Grant”, now in its fifth year, aims to 
bring awareness, interest, and support for funding research 
efforts, by awarding a photographer whose work tells the 
stories of people living with dementia, with dignity and 
respect.  

“The visual stories of patients and caregivers can humanize 
what is, in fact, a very cruel and dehumanizing disease,” says 
Gina. “My hope is that the work funded today, and in the 
future, will have a profound and lasting effect on people, 
persuading them to support and advocate for a cure.” You can 
view Jalal Shamsazaran’s work, “The Loss of Oral History” 
here: 

http://www.bobanddianefund.org/2020-grantee  

 

EDUCATION 
20 November: University of Bologna offers first 
masterclass in Italy on psychosocial 
interventions in dementia 

The University of Bologna is now 
offering a masterclass “Modelli, 
strumenti e interventi 
psicosociali nella clinica delle 
demenze”, or “Psychosocial 
models, tools and interventions 
in the clinic of dementias”. You can find out more, and apply 
for the course, here: 

https://bit.ly/39ubqHI  

https://bit.ly/2JD6WkJ
https://bit.ly/2JD6WkJ
https://soundcloud.com/dementia-diaries/dementia-enquirers-podcast-2-december-2019
https://www.dementiavoices.org.uk/wp-content/uploads/2020/07/The-DEEP-Ethics-Gold-Standards-for-Dementia-Research.pdf
https://www.dementiavoices.org.uk/wp-content/uploads/2020/07/The-DEEP-Ethics-Gold-Standards-for-Dementia-Research.pdf
https://soundcloud.com/dementia-diaries/the-pioneers-reflect-on-dementia-enquirers-feb-2020
https://www.dementiavoices.org.uk/about-dementia-enquirers/
http://www.bobanddianefund.org/2020-grantee
https://www.alzheimer-europe.org/Donation
https://bit.ly/39ubqHI


 

25 

NOVEMBER 

 2020 

 

2017 

NEW PUBLICATIONS & 
RESOURCES 

4 November: World Health Organisation releases 
video on supporting dementia carers 

Globally, most of the care and support for people with 
dementia is provided by family members and close friends. 
Many of them find caregiving rewarding, but it often takes a 
toll on carers’ health and well-being. 

In a new short video released by the World Health 
Organisation (WHO), five carers from different parts of the 
world share their stories and explain why information and 
support services for dementia carers are so important. One of 
the five featured carers is Jayne Goodrick, wife and supporter 
of Chris Roberts, Chairperson of the European Working Group 
of People with Dementia (EWGPWD). 

The WHO’s “Global action plan on the public health response 
to dementia” calls for countries all over the world to provide 
support and training to family members and friends of people 

with dementia, and the organisation’s iSupport is a training 
programme for carers of people living with dementia. 

Watch the video, here: https://youtu.be/k7x8Zqy6FAQ 

For more information on iSupport and the WHO’s work on 
dementia, see: https://www.who.int/health-topics/dementia 

17 November: New book “Wandering the Wards” 
is launched and available for free download 

On 17 November, the book 
“Wandering the Wards” was 
published. Authors Katie 
Featherstone and Andy Northcott 
provide a detailed and unflinching 
ethnographic examination of 
everyday life within the 
contemporary hospital, focusing on 
the everyday care of the largest 
patient group: people living with 
dementia. The book, which is open 
access and free to download, has 
been written with support from INTERDEM.  

Full title: Wandering the Wards: An Ethnography of Hospital 
Care and its Consequences for People Living with Dementia 
(Routledge Studies in Health and Medical Anthropology, 2020).  

Kindle edition available for free here: 

 https://www.taylorfrancis.com/books/9781003087335  

25 November: “Well I know now” dementia 
podcast series now includes episode with Nicci 
Gerrard  

 
“Well I Know Now” is a series of podcasts in which award-
winning blogger Pippa Kelly and her guests discuss what their 
dementia experiences have taught them. The series now 
includes a conversation with celebrated author, journalist and 
campaigner Nicci Gerrard (a.k.a. Nicci French, when writing 
psychological thrillers such as the Frieda Klein series, together 
with her husband Sean French). 

In 2014, she co-founded “John’s Campaign”, which calls for 
carers of people with dementia to be afforded the same rights 
as parents have to accompany their sick children to hospital. 
The inspiration for the campaign came from her late father, 
John Gerrard. For years, he lived well with dementia, but a 
five-week stay in hospital to treat leg ulcers saw him rapidly 
decline. Afterwards, he was unable to recognise his family, and 
had also faded away physically to an almost skeletal state. 

These experiences, the founding of the campaign and Ms 
Gerrard’s research into many aspects of dementia and 
dementia care led to her 2019 non-fiction book “What 
Dementia Teaches Us About Love”.  

John’s Campaign has recently 
turned its attention to people 
living in care homes, during the 
COVID-19 pandemic, 70 per cent 
of whom have dementia. Their 
loved ones have been unable to 
visit them for months, causing 
heartbreak, confusion and 
decline. The Campaign has asked 
the UK Government to review the 
guidance around care homes, saying that family carers are not 
visitors but rather are vital to the health and selfhood of 
people with dementia, and should be given the same 
protection, testing and status as key workers. 

You can listen to the podcast with Nicci Gerrard, here: 

https://t.co/M8OUg9cY07?amp=1
https://www.who.int/health-topics/dementia
https://www.taylorfrancis.com/books/9781003087335
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https://podcasts.apple.com/gb/podcast/nicci-

gerrard/id1513600445?i=1000500098967  

27 November: Newly-published book on 
dementia-friendly hospital design is funded by 
Robert Bosch Stiftung 

A new book, “Construction and Design Manual - Dementia-
friendly Hospital Buildings” has been published, funded by the 
Robert Bosch Stiftung, Stuttgart, Germany. 

Dementia-friendly architecture is particularly relevant in 
certain settings, including hospital design. Implemented in an 
aesthetically pleasing and non-stigmatising manner, it can 
benefit anyone during a hospital stay by creating an 
environment that is easy to read, generates a sense of 
security, and promotes well-being and recovery. 

This new manual begins by summarising the current state of 
research on architecture for individuals with dementia in acute 
care hospitals. Based on their years of experience in the field, 
authors Kathrin Büter and Gesine Marquardt then present 
approaches to creating tailored solutions. They outline general 
design principles while considering practical examples, and 
cover key  

A copy of the book can be purchased here: 

https://dom-publishers.com/products/dementia-friendly-hospital-
buildings  
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AE CALENDAR 2020 
Date Meeting AE representative 

1 December Alzheimer’s Association Academy meeting on legal capacity and decision making AE members and staff 

1 December Dementia Panel of the European Academy of Neurology Jean 

2-4 December Lausanne VII meetings Jean 

3 December WHO iSupport webinar Owen 

3 December EU Convention Bureaux Network Gwladys 

7 December Alzheimer Europe Board AE Board and staff 

7 December 
Webinar with representatives from AE member associations involved in supporting working 
groups of people with dementia  

Dianne, Ana and AE 
member associations 

8 December European Group of Governmental Experts on Dementia Jean and Owen 

9 December 
European Parliament meeting on “Maintaining dementia as a European priority during the 
COVID-19 pandemic” 

AE members, Board 
and staff 

9 December Alzheimer Europe Company Round Table meeting 
AE members, Board 
and staff 

10 December Meeting with EFPIA AD Platform Jean 

10 December EU-Fingers WP5 meeting  Ana and Dianne 

10 December ICCA RFP Think Tank session Gwladys 

11 December Neuronet communications expert group meeting Chris, Ange, Cindy 

11 December Health Advisory Board of GSK Jean 

14 December EU-FINGERS General Assembly Meeting 
Jean, Dianne, Ana, 
Cindy 

14 December Consultation with EWGPWD on training/rehabilitation technology  Ana and Dianne 

15 December EU-Fingers Advisory Board informative meeting Ana and Dianne 

15 December EMA EU Big Data Stakeholder Virtual Forum Ange and Cindy 

17 December Neuronet Working Group on Data Sharing and Reuse Ange, Cindy 

17 December Christmas online meeting of the EWGPWD Ana and Dianne 

 

CONFERENCES 
Date Meeting Place 

10-12 December 34th International Conference of ADI "Hope in the age of dementia", https://adi2020.org/ Virtual conference 

18-21 Feb 2021 

12th Panhellenic Conference of Alzheimer's Disease (PICAD) and 
the 4th Mediterranean Conference on Neurodegenerative Diseases (MeCoND), www.alzheimer-
conference.gr 

Thessaloniki, Greece 

9-14 March 2021 
AD/PD 2021 - The 15th International Conference on 
Alzheimer’s & Parkinson’s Diseases, https://aat-adpd.kenes.com/ Virtual conference 

26-29 June 2021 Brain & Brain PET 2021, http://brain2021.scot/ Glasgow, UK 

29 Nov-1 Dec 2021 31st Alzheimer Europe Conference Bucharest, Romania 

https://adi2020.org/
https://alzheimer-hellas.us18.list-manage.com/track/click?u=a4fa2fc735cbfc2d1cb063348&id=ba2559333a&e=60f3b0b26f
https://alzheimer-hellas.us18.list-manage.com/track/click?u=a4fa2fc735cbfc2d1cb063348&id=ba2559333a&e=60f3b0b26f
http://brain2021.scot/


 

28 

NOVEMBER 

 2020 

 

2017 

 


