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WELCOME
I would like to start off with
an announcement which
shows that advocacy can
yield real results. The
European Commissioner for
Health, Stella Kyriakides, has
confirmed that as part of the
EU4Health programme, operating grants will
be made available for health NGOs, at least
at the level of the 3rd Health Programme
(2014-2020). During a call between the
Commissioner and a coalition of health NGOs
including
Alzheimer
Europe,
the
Commissioner explained that the funding
arrangement was still under development
and that they expect to share more details in
November. The coalition has been
campaigning to #SaveEUHealthNGOs since
June 2021. We welcome this highly positive
development, and are now keen to see the
detail of the operating grants, particularly in
relation to scope, eligibility criteria and
timelines. I would like to thank all those
involved in this campaign, particularly the 57
MEPs who signed an open letter in June
outlining the importance of the policy
contributions of health NGOS and calling for
the reinstatement of operating grants as a
funding mechanism. I would also like to give
a special mention to those MEPs who
supported our social media campaign and in
particular Frédérique Ries, who wrote to
Health Commissioner Kyriakides again in
October, urging her to revise the
Commission's position on operating grants in
the field of health.
In other positive news around EU funding,
the European Parliament voted to support
the reversal of the cuts made by the
European Council to the 2022 EU budget,

restoring the levels originally proposed by
the European Commission, whilst topping up
key programmes. Of particular relevance for
dementia is the decision to increase funding
for Horizon Europe research programme as
well as the EU4Health programme.
Alzheimer Europe has published a new
edition of its “Dementia in Europe” policy
magazine, in an electronic format. It
highlights our efforts and those of our
member associations to make dementia a
European priority, and provides updates on
the latest national- and European-level policy
developments in the dementia field. The
magazine was launched to coincide with the
latest edition of our popular Alzheimer's
Association Academy series. These Academy
sessions have been running since December
2015, bringing together the member
associations of Alzheimer Europe, members
of the European Working Group of People
with Dementia (EWGPWD), and experts on
dementia from diverse institutions across
Europe and beyond. This latest session
focused on dementia-inclusive communities
and included speakers from the World Health
Organisation (WHO), World Dementia
Council (WDC) and from European
Alzheimer's associations.
In closing, I would like to remind everyone
that the 31st Alzheimer Europe Conference
(#31AEC) is fast-approaching, with only four
weeks to go. The conference will take place
online from 29 November to 1 December. At
the time of writing, we have 550 registered
delegates, with many more still expected to
join. I look forward to seeing you there!
Jean Georges
Executive Director
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COVID-19 SITUATION
1 October: TouchNEUROLOGY launches new
online COVID-19 hub with concise and practical
information for healthcare professionals

strongly linked to stroke and vascular cognitive impairment.
Studying the brains of people who died from COVID-19, the
researchers observed that they often had dead capillaries,
indicative of damage to endothelial cells. Looking more closely
at clinical samples and animal models of disease, they identified
an enzyme (a protease) produced by SARS-CoV-2 as a potential
culprit: when human endothelial cells were incubated with the
protease, they no longer produced functional NEMO proteins proteins that ensure endothelial cell survival. Without NEMO,
endothelial cells died and, in animal models, brain capillaries
withered away when faced with SARS-CoV-2 and its protease.
The route for SARS-CoV-2 to reach the brain remains unclear,
however; research is continuing to identify if and how the virus
that causes COVID-19 can directly infect brain cells in humans.
https://www.nature.com/articles/s41593-021-00926-1

To help address the continuing challenges of the global COVID19 pandemic, touchNEUROLOGY has created a COVID-19 Hub,
which aims to provide healthcare professionals with concise
and practical information on both the treatment of COVID-19
and the impact on non-COVID-related care.
Via the Hub, you can watch experts discuss the challenges of
managing patients with neurological conditions, such as
migraines and epilepsy, during the COVID-19 pandemic. To see
the Hub, click here: https://bit.ly/3AQeHvF

21 October: Researchers identify a potential
cause for the neurological problems associated
with COVID-19
Although
COVID-19
primarily affects the
respiratory system, many
people
also
report
neurological symptoms
during and after COVID19 infection, such as loss
of smell, confusion and
headaches. Long COVID is associated with cognitive
impairment, which can affect a substantial proportion of people
recovering from COVID-19, and an increased risk of stroke.
However, little is understood about the brain changes that
might underly these symptoms, and whether SARS-CoV-2, the
virus that causes COVID-19, can directly infect brain cells.
To address these questions, a team of researchers studied brain
samples from people who had been infected with SARS-CoV-2,
as well as animal models of COVID-19 infection. In an article
published in Nature Neuroscience on 21 October, the
researchers reported their findings, highlighting the presence of
dead endothelial cells in the brains of people who had COVID19.
Endothelial cells are specialised cells that line the walls of blood
vessels, playing an important role in regulating blood flow,
clotting, and inflammation. As such, endothelial dysfunction is

ALZHEIMER EUROPE
28 September: Alzheimer Europe meets with its
corporate sponsors
On 28 September, Alzheimer Europe (AE) hosted an online
Company Round Table meeting. It was attended by
representatives from Biogen, Essity, GE Healthcare, Grifols, Eli
Lilly and Nutricia. Jean Georges, the AE Executive Director,
updated the organisation’s sponsors on its 2022 activities with
a particular focus on the new strategic plan 2021-2025,
including the following six strategic objectives:
• Providing a voice to people with dementia and their carers
• Making dementia a European priority
• Changing perceptions and combating stigma
• Raising awareness of brain health and prevention
• Strengthening the European dementia movement
• Supporting dementia research.
Delegates were also provided an update on the AE calendar and
the upcoming meetings. It was also an opportunity to present
the sponsorship opportunities for collaboration for 2022.

12 October: Alzheimer Europe co-authors paper
on dementia risk communication
Alzheimer Europe is
delighted to have coauthored a new paper,
published in the journal
Alzheimer 's Research &
Therapy,
called
"Dementia
risk
communication. A user
manual for Brain Health
Services". It is part of a thematic series on Brain Health Services,
published on 12 October 2021.
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Growing evidence suggests dementia incidence can be reduced
through prevention programmes targeting risk factors. To
accelerate their implementation, a new generation of brain
health services is envisioned, involving risk profiling, risk
communication, risk reduction, and cognitive enhancement.
The purpose of risk communication is to enable individuals at
risk to make informed decisions and take action to protect
themselves and is thus a crucial step in tailored prevention
strategies of the dementia incidence. However, communicating
about dementia risk is complex and challenging.
This new paper provides an overview of perspectives on
communicating dementia risk from an ethical, clinical, and
societal viewpoint; insights gained from memory clinical
practice; available evidence on the impact of disclosing APOE
and Alzheimer’s disease biomarker test results gathered from
clinical trials and observational studies; the value of established
registries in light of BHS; and practical recommendations
regarding effective strategies for communicating about
dementia risk.
Based on the research reviewed, the paper recommends that
dementia risk communication should be precise; include the
use of absolute risks, visual displays, and time frames; based on
a process of shared decision-making; and address the inherent
uncertainty that comes with any probability.
Jean Georges, Executive Director, Alzheimer Europe is one of
the contributing authors. You can read the paper, here:
https://bit.ly/3DtTHvQ

19 October: Dementia in Europe issue 37
published as an e-magazine
Alzheimer Europe has
published a new
edition
of
its
“Dementia in Europe”
policy magazine, in an
electronic format. It
highlights our efforts
and those of our
member associations
to make dementia a
European
priority,
and provides updates
on the latest nationaland European-level
policy developments
in the dementia field.
The first section of the
magazine
includes
coverage of some of
the work Alzheimer Europe has been involved in and has helped
coordinate, beginning with the events we have hosted,
including a European Parliament Workshop which discussed the
changing understanding of Alzheimer’s disease, as well as a
recent session of the Alzheimer’s Association Academy during

which our members shared their excellent examples of
engagement with policy and decision makers to prioritise
dementia in their countries. The subsequent article introduces
Alzheimer Europe’s new strategic plan for 2021-2025, setting
out the future direction of the organisation.
We then hear from members of the European Working Group
of People with Dementia (EWGPWD), with examples of their
experiences attending and speaking at events, at a time when
we have only been able to meet virtually. Many of the events
they are invited to are around the subject of Patient
Involvement, so they also share some thoughts about this
aspect of their work.
The section closes with updates on two projects in which
Alzheimer Europe is involved. The bPRIDE (blood PRotein
ldentification to Discriminate dEmentias) project aims to
generate and validate blood tests for early and specific
diagnosis of the major dementia types, whilst the RECOGNISED
(Retinal and cognitive dysfunction in type 2 diabetes:
unravelling the common pathways and identification of
patients at risk of dementia) project is applying innovative
approaches to identify the molecular mechanisms involved in
the high prevalence of cognitive impairment and dementia in
the population with type-2 diabetes.
In the Policy Watch section, Dr Hans Kluge, Regional Director of
the WHO Europe region, has shared with us his views about the
place of dementia within their workstreams in the years ahead
and following on from this, we hear from our WHO colleagues
in Geneva, who share recent developments on the Global
Action Plan on Dementia.
The Brain Health Scotland initiative then shares its progress one
year on from its launch, having now developed and published a
Brain Health and Dementia Research Strategy, involving
different stakeholders to boost the position of dementia in
research in Scotland. From the Netherlands, the PRECODE
project team share their prevalence work which suggests there
may be as many as half a million people with young onset
dementia living in Europe, and underline what their findings
mean for policy-makers. The policy section concludes with a
recap of the most recent meeting of the European Group of
Governmental Experts on Dementia, who met in the summer to
share the latest developments and information form their
countries.
In our final section, Dementia in Society, we open by welcoming
Claudine Snape, the CEO of the recently rebranded Dementia
Jersey, to hear about her background and her plans for the
organisation. Angela Pototschnigg, member of the EWGPWD,
then tells us about the newly-formed national working group of
people with dementia in Austria. We’re delighted to see a new
group and another country recognising the importance of
involving people living with dementia in the decision-making
process!
We then take a “behind the headlines” look at the decision of
the U.S. Food and Drug Administration (FDA) to grant
accelerated approval for the drug aducanumab, the first
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treatment approved for Alzheimer’s disease since 2003. Staying
in America, we have an interview with Dr Jason Karlawish, codirector of the Penn Memory Center at the University of
Pennsylvania in Philadelphia, USA, about his new book, "The
Problem of Alzheimer's: How Science, Culture, and Politics
Turned a Rare Disease Into a Crisis and What We Can Do About
It".
Returning to Europe, our colleagues at Federazione Alzheimer
Italia have been busy launching a new dementia-friendly
initiatives website, and a new awareness raising campaign with
a specially composed song to accompany it.
In our final article, we are delighted to introduce Dementia
Lithuania, a new dementia organisation which was established
earlier this year. We are excited to be working with them and
supporting them to help prioritise dementia in their country.
A big thank you to all the contributing authors, interviewees and
to our sponsors, who make our magazine possible. You can
download the PDF, here:
https://bit.ly/DementiaInEurope37

19 October: Alzheimer Europe hosts an
Alzheimer's Association Academy meeting on
dementia-inclusive communities

On 19 October 2021, Alzheimer Europe held an online session
of its popular Alzheimer's Association Academy series. These
Academy sessions have been running since December 2015,
bringing together the member associations of Alzheimer
Europe, members of the European Working Group of People
with Dementia (EWGPWD), and experts on dementia from
diverse institutions across Europe and beyond.
Since the start of the COVID pandemic, these Academy sessions
have been held online. The Academy session on 19 October was
focused on European dementia-inclusive communities, and
included speakers from the World Health Organisation (WHO),
World Dementia Council (WDC) and from European Alzheimer's
associations, sharing their experiences and learnings on
dementia-inclusive communities, resources and centres. The
meeting was chaired by Owen Miller, Policy Officer at Alzheimer
Europe.
The first speaker was Katrin Seeher of the WHO (Department of
Mental Health and Substance Abuse), who spoke about the new
WHO toolkit for dementia-friendly initiatives, how it was

developed and the ways in which it could be implemented. She
explained the importance of supportive environments such as
dementia-friendly initiatives (DFI) in reducing ageism, stigma
and discrimination. The WHO toolkit was developed in
collaboration and consultation with many organisations,
individuals and experts by experience, including Alzheimer
Europe. It consists of two parts, the first of which sets the scene
and provides background information, and the second of which
covers implementation, monitoring and evaluation,
accompanied by facilitation tools for partners.
The next four presentations were aimed at providing examples
and learnings about dementia-inclusive activities, initiatives
and communities, from organisations based in different
countries in Europe. The first presentation was delivered by
Kamala Leemans, a local Project Coordinator in the Municipality
of Mechelen. Kamala's presentation was focused on the
"T'Monument" dementia-inclusive initiative based on
Mechelen. T'Monument is a meeting place for people with
dementia and their carers, where they can obtain information
and peer support, and participate in activities. In her talk,
Kamala emphasised the value of enabling participation and
creating judgement-free, community-based spaces for people
with dementia and their carers.
The second presentation was delivered by Mario Possenti of
Federazione Alzheimer Italia. Mario’s presentation was focused
on describing some of FAI’s work on dementia-friendly
initiatives and awareness-raising in different communities.
Mario provided some specific examples of community work on
dementia-friendly initiatives, such as a supermarket chain that
has organised dementia-friendly shopping sessions, a cognitive
stimulation path created in a public park, and a new network of
pharmacies, called “Farmacia, amica della demenza”. Through
this initiative, over 19,000 pharmacists took part in training
courses and learned useful tips on how to make their premises
more inclusive. Finishing his talk, Mario presented a recent
awareness campaign that was launched for world Alzheimer’s
month, called “don’t forget to love me”. This is the title of a song
by singer Paolo Ruffini in collaboration with Lorenzo Baglioni.
The campaign called for people to sign up to become dementia
friends and was widely covered in national news media,
attracting over 300,000 views, 900,000 interactions, with
dissemination via RAI TV, public radio, and major newspapers.
The third presentation was delivered by Štefanija Zlobec of
Spominčica, which means the forget-me-not flower, a symbol
that is often associated with dementia. Her presentation was
focused on the national Spominčica campaign to create
dementia-friendly spots (DFS), which started in 2016 with the
establishment of the first DFS at the Slovenian Office of the
Ombudsman of Human Rights. Currently, there are 265 DFS in
many different places, all over Slovenia: nursing homes,
pharmacies, police stations, fire stations, shops, doctor’s offices
and schools. Štefanija explained that the goals of DFS are to
raise awareness of dementia, to provide services and directions,
and to share knowledge - thereby reducing stigma in local
communities. She also described how DFS and Spominčica

4

OCTOBER

2021

activities were maintained during the COVID-19 pandemic,
keeping telephone lines open and staffed with specialists,
providing online activities and support.
Next up was Arlene Crockett, Director of Evidence and
Influencing (Dementia), at Life Changes Trust (LCT). Arlene
explained that since 2015, thanks to an endowment from the
UK National Lottery communities fund, LCT has funded 295
organisations across Scotland, benefitting over 20,000 people
with dementia and over 10,000 carers. This included funding for
over 40 dementia-friendly communities, which used the
funding to develop resources and initiatives benefiting people
with dementia and their carers. She emphasised that
community-based support and top-down, policy-led
approaches can work together in complementary partnership.
However, the impact of COVID19 has shown that even more
change is needed. Following Arlene's presentation, Helen
Rochford-Brennan, member of the EWGPWD, made an
intervention in which she called for countries and societies to
be held accountable for upholding the rights of people with
dementia as laid out in the United Nations Convention on the
Rights of People with Disabilities.
The final speaker at the Academy meeting was Lenny Shallcross,
Executive Director of the World Dementia Council (WDC). Lenny
spoke about the findings of the WDC in their evaluation of the
impact of dementia-friendly initiatives (DFIs). This work
spanned two years between 2018 and 2020, culminating in the
publication of a report that outlined their findings. The report
identified three types of DFIs; focused on awareness-raising,
enabling participation, or providing support. DFIs in these
categories were generally diverse and targeted at different
audiences (general public, people with dementia, carers). Lenny
also reflected on the current debate around terminology;
dementia-friendly vs dementia-inclusive, and rights-based
inclusion. Closing, Lenny stated that we need to collect better
data on the lived experience of dementia so we can really
evaluate the impact DFCs and DFIs.

29 October: The 31st Alzheimer Europe
Conference is nearly here – register now!
The 31st Alzheimer Europe Conference (#31AEC) is fastapproaching, with only four weeks to go! The conference will
take place online from 29 November to 1 December and while
registration will remain open throughout, the option to pay by
bank transfer will close two weeks prior to the conference. At
the time of writing, we have 550 registered delegates, with
many more still expected to join.
Conference registration gives you admission to all sessions,
access to poster presentations, to chat rooms and to all
conference videos after the event. Special rates are available for
people with dementia, students, and members of Alzheimer
Europe.
To ensure our event is as engaging and interactive as possible,
you will also have:
• the unique opportunity to interact with speakers
• the chance to meet other conference delegates in
discussion forums, and to interact with the sponsors and
exhibitors at their virtual booths
• the ability to arrange online meetings with speakers,
delegates, sponsors and exhibitors.
You can find out more about all the keynote speakers, here:
https://www.alzheimer-europe.org/Conferences/2021Online/Keynote-Speakers

See here for registration:
https://www.alzheimer-europe.org/Conferences/2021Online/Online-conference-registration

Alzheimer Europe networking (online)
On 1 October, Jean met with Novo Nordisk.
On 4, 20 and 25 October, Owen attended meetings on the campaign around operating grants in the EU4Health programme.
On 5 October, Ana and Dianne participated in the RADAR-AD webinar on Public Involvement in research.
On 5 October, Ange participated in a virtual plenary session on the availability and reusability of big health data.
On 6 October, Gwladys, Cindy, Chris and Jean had a meeting with Eventsforce.
On 7 October, Dianne attended the IMI webinar on “IMI impact on patient involvement”.
On 7 October, Owen attended the European Non Government Organisations meeting hosted by EDF.
On 7-8 October, Cindy and Jean attended the AMYPAD General Assembly.
On 7-8 October, Ana and Chris attended the second LETHE General Assembly meeting Vienna (Austria).
On 8 October, Jean met with Orion Pharma.
On 11 October, Ange joined a meeting of the BBMRI-ERIC stakeholder forum.
On 12 October, Ange attended the European Brain Summit, co-organised by EBRAINS and the Human Brain Project.
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On 13 October, Ana and Dianne moderated a consultation of the EWGPWD with the Neuronet project; Ange delivered a
presentation.
On 14 October, Ange and Cindy attended a meeting of the Neuronet Working Group on data sharing.
On 19 October, Alzheimer Europe organised an Alzheimer’s Association Academy on “Dementia-friendly communities” meeting.
On 19 October, Jean attended the MIRIADE Supervisory Board.
On 19 October, Dianne gave a presentation at the ESCP 2021 Virtual Symposium - Clinical pharmacy, working collaboratively in
mental health care.
On 19 October, Chris attended a webinar on the integration of multimodal data to meet clinical challenges.
On 21 October, Chris held a MIRIADE ESR workshop on communication & dissemination.
On 21 October, Ange held a MIRIADE ESR workshop on patient privacy.
On 20 October, Jean met with Biogen.
On 20 October, Cindy attended the AI-Mind Executive Board meeting.
On 21 October, Cindy, Ange and Chris attended the Neuronet Scientific Board Meeting.
On 21 October, Cindy attended the WDC global dialogue on non-amyloid targets for disease modification.
On 21 October, Ana and Dianne participated in the EURO-FINGERS educational event.
On 22 October, Jean met with Alnylam.
On 25 October, Owen attended a meeting with Commissioner Kyriakides and health NGOs regarding operating grants in the
EU4Health programme.
On 25 October, Ange presented at a webinar for the I~HD roundtable on health data use.
On 25 October, Ange attended a meeting of the EMA raw data project.
On 25-26 October, Jean attended Roche’s Global AD Patient Advisory Group.
On 26 October, Dianne attended the WDC global dialogue on psychosocial research.
On 27 October, Jean attended an EESC Hearing on "Towards a new care model for the elderly: learning from the Covid-19
pandemic".
On 27 October, Jean met with Roche.
On 28 October, Chris attended the second Monthly Meeting of the Joint Artificial Intelligence Network “JAIN”.
On 29 October, Ange participated in a session of the 2021 EPF Congress.
on the use of wearables and smartphone applications, the tier
2 study employs fixed sensors, to be placed in RADAR-AD
participants’ homes. Read more here.

EU PROJECTS
30 September: RADAR-AD tier 2 study starts technologies installed in participants’ homes
During September 2021,
the RADAR-AD sub-study
(tier 2) began. This is a
multicentre, observational
digital assessment study
among participants with
preclinical Alzheimer’s disease (AD), Mild Cognitive Impairment
(MCI) due to AD and mild-to-moderate AD.
The aim of the tier 2 study is similar to the aim of the main
RADAR-AD study (tier 1) - to find and validate remote
monitoring technologies (RMTs) which detect differences in
daily life functioning in all stages of AD.
The major difference between the two RADAR-AD tiers is the
type of RMTs used. Whereas the main RADAR-AD study focuses

1 October: New PARADIGM article published
A new article has been
published in the journal
Therapeutic Innovation and
Regulatory Science based on the work carried out by the IMIfunded project PARADIGM. The article is entitled “Optimising
Multi-stakeholder Practices in Patient Engagement: A Gap
Analysis to Enable Focused Evolution of Patient Engagement in
the Development and Lifecycle Management of Medicines” and
describes the gap analysis carried out by the project in relation
to the involvement of people living with different health
conditions in the process of developing medicines. This work
has revealed that a clear shift is taking place towards a greater
involvement of patients in medicines development, and it also
highlights some of the more relevant gaps and issues which still
need to be addressed. Project Officer Ana Diaz is one of the coauthors.
https://link.springer.com/article/10.1007/s43441-021-00313-9
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7 October: During IMI webinar on patient
involvement
RADAR-AD
project’s
Patient
Advisory Board discusses learnings from
involving people with dementia, mild cognitive
impairment and carers
On 7 October, the funder
of the RADAR-AD project –
the Innovative Medicines
Initiative (IMI), held a
webinar about its impact
on patient involvement in
collaborative research projects. In the past years, IMI-funded
initiatives have become evident game changers in the field of
patient involvement. Chris Roberts and Jayne Goodrick, core
members of the RADAR-AD Patient Advisory Board and
speakers at the recent IMI webinar, gave their testimony to this
development – patient representatives are taking an
increasingly more active role across research consortia and
providing invaluable insights. Among others, people living with
different health conditions are included as members of patient
advisory groups, advising on ethical issues, communication
activities, clinical visits and documentation, all the while
ensuring meaningful involvement of the patient perspective
within the project. Read the full news story here.

7-8 October: LETHE consortium gathers in
Austria for second General Assembly meeting

On 7 and 8 October, members of the LETHE consortium
gathered in Austria (Vienna) for their second General Assembly
meeting.
The event was hosted by the Medical University Vienna and
chaired by Sten Hanke (FH Joanneum), coordinator of the
project. The meeting focussed on summarising recent project
developments and discussing upcoming plans.
LETHE aims to provide a data-driven risk factor prediction
model for older individuals at risk of cognitive decline building
upon big data analysis of cross-sectional observational and
longitudinal intervention datasets from 4 clinical centres in
Europe including the 11- years analysis of the FINGER study.
Ten months into the project life, LETHE is still in its first phase.
The first day focussed on discussions regarding the technical
framework, as well as data flow, the adapted study protocol

which aims to follow a similar approach as the FINGER study,
the selection of sensor technology as well as on how to
approach data harmonization for a retrospective analysis of
data that will be contributed by the different clinical partners.
The second day revolved around dissemination and exploitation
activities and plans, including a short presentation on Alzheimer
Europe’s involvement by Chris Bintener. Apart from the
communication, Alzheimer Europe will also be involved in the
development of a Health Literacy Portal and involve a Patient
Advisory Board in the project.
This was followed on how the project may address its aim to
develop an AI-based risk prediction model. Next, partners
demonstrated a personal robot that may be used during the
trial.
The afternoon of the second day then followed with discussions
on the yet to be defined data collection and big data framework.
After that, a broader discussion on data protection and health
literacy followed. The meeting concluded after a steering
committee meeting at which the project coordinator and work
Package leaders took some decisions on how to move the
project forward.
Learn more about the project:
lethe-project.eu/

9 October: AMYPAD holds its General Assembly
Meeting

On 8 and 9 October, the “Amyloid imaging to Prevent
Alzheimer’s disease” (AMYPAD) consortium held its annual
General Assembly as a virtual meeting. The event brought
together AMYPAD delegates to report on the progress of the
project, to exchange ideas and discuss upcoming activities.
Frederik Barkhof and Gill Farrar, coordinators of the AMYPAD
project, kicked off the General Assembly by welcoming over 90
attendees. Following on from the introductory session, the first
session was held on the Diagnostic and Patient Management
Study (DPMS). With a total of 844 patients randomized on 900
originally planned, the study recruited 245 people with
Subjective Cognitive Decline, 342 with Mild Cognitive
Impairment and 258 with dementia. In addition, all visits and
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scanning activities have been completed by sites. After that, a
session was dedicated to the Prognostic and Natural History
Study (PNHS). The study comprises collaboration among sites
and parent cohorts in several countries across Europe.
Currently there are eight active cohorts (i.e. EPAD LCS, EMIFAD, ALFA+, FACEHBI, FPACK, UCL, Microbiota and 90+)
recruiting participants into AMYPAD PNHS. The AMYPAD PNHS
has currently consented 1,115 participants of which 1,081 have
already undergone their amyloid PET scan (as 7 October 2021).
Analysis of the data acquired in both studies has started and
preliminary results were presented for both clinical studies.
Following on from this presentation, a session around ethics
and dissemination was held, where Cindy Birck presented the
communication activities of the project. Next, a roundtable
discussion on the sustainability of the AMYPAD project was
held, where different approaches on sustainability with related
initiatives were presented and discussed. Then, the screen was
given in turn to Elisabetta Vaudano (IMI) who gave a feedback
on the AMYPAD progress and presented the Innovative Health
Initiative (IHI). Finally, updates were provided on the
management and financials.
On the second day, the AMYPAD consortium gathered for a
scientific exchange and discussion on the technical
developments. The WP2 “Tracer delivery, PET scanning and
image analysis” team presented main findings and
quantifications results from both clinical studies. Next, the floor
was given to seven AMYPAD researchers to showcase their
respective work in disease modelling. Gill Farrar and Frederik
Barkhof then drew the meeting to a close, thanking all the
participants for their active contribution to the meeting. Jean
Georges and Cindy Birck attended the meeting on behalf of
Alzheimer Europe.

12 October: The EBRAINS research infrastructure
launches a new service – the EBRAINS
HealthDataCloud - for sensitive medical brain
data

creation of the EBRAINS Research Infrastructure, which
provides the scientific community with extensive high-quality
data sets, atlases, modelling, computing and simulation tools,
as well as access to the European High-Performance Computer
network, allowing state-of-the-art brain research.
The EBRAINS research infrastructure will add a new service for
sensitive medical brain data to its offers for the scientific
community – the EBRAINS HealthDataCloud. This new tool will
provide a GDPR-compliant, federated research data ecosystem
that enables neuroscience research consortia across Europe
and beyond to work with sensitive neuroscience data
originating from human subjects, as well as defined routes for
sharing of the data and results.
This new HealthDataCloud project has recently been selected
as the winner of the ‘EBRAINS Service for Sensitive Data’ Call for
Expression of Interest. The project is coordinated by Europe’s
largest University Hospital Charité – Universitätsmedizin Berlin
(Germany) and includes partners from research and industry in
Germany, Switzerland, Sweden, Spain, Norway and Greece.
Dr Ira Haraldsen of Oslo University Hospital (Norway),
representing and leading the EU-funded AI-Mind project, is one
of the partners of HealthDataCloud. With this, AI-Mind will
receive a small fund for the project’s SSD (TSD) infrastructure
within EBRAINS.
The AI-Mind project has recently gotten access to the EBRAINS
research infrastructure, following its successful application to
the HBP EBRAINS Research Infrastructure Voucher Call.
In addition, some AI-Mind members were delighted to join the
first digital Summit of the Human Brain Project, which took
place on 12-15 October 2021. The Summit was a four-day event,
kicking off with the European Brain Summit, followed by an
internal day of HBP meetings carried out online, and finished off
by two days of an online scientific conference. The HBP Summit
2021 was a great opportunity for AI-Mind partners to hear the
latest developments of the project, discuss exciting scientific
results and discover the services and tools available on
EBRAINS.
For more information about HealthDataCloud, visit:
https://www.healthdatacloud.eu/

and read the press release:
https://www.humanbrainproject.eu/en/followhbp/news/2021/11/02/ebrains-healthdatacloud-tackling-thesensitive-data-challenge-in-brain-research/

13 October: EWGPWD participates in Neuronet
consultation on priorities and gaps in biomedical
research

The Human Brain Project (HBP) is set to achieve a deeper
understanding of the brain in a time of breath-taking progress
in computing and digital technologies. One of the key
achievements of this large scientific research project is the

On 13 October, members of the European Working Group of
People with Dementia (EWGPWD) and their supporters
participated in an online consultation for the Neuronet project.
As a Coordination and Support Action, Neuronet aims to
enhance collaborations and identify synergies between
neurodegenerative disease projects funded by the Innovative
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14 October: Neuronet hosts an online meeting of
its Data Sharing working group

Medicines Initiative (IMI). These projects represent a total
research investment of over EUR380 million, jointly supported
by the European Commission and the European pharmaceutical
industry (represented by the European Federation of
Pharmaceutical Industries and Associations/EFPIA).
In 2020, Neuronet conducted an exercise to map the global
biomedical research landscape for neurodegenerative diseases.
The second stage of this exercise aims to understand the
priorities and gaps in neurodegenerative disease research, from
the perspective of different stakeholders. The EWGPWD
consultation was organised to understand the perspectives and
views of people with dementia and their supporters.
The first half of the consultation was focused on the IMI
Strategic Research Agenda, which identifies four priorities for
neurodegenerative disease: 1) understanding disease
mechanisms and developing new biomarkers; 2) developing
new screening programmes for at-risk individuals; 3)
developing new clinical trial designs and 4) assessing novel
drugs for prevention and treatment of disease. The second half
of the consultation was focused on the dementia projects in the
IMI portfolio, which range from fundamental science projects
on disease mechanisms to more applied, clinical projects that
are looking at biomarkers, digital technologies, screening and
diagnosis methods.
During the consultation, which was facilitated by Dianne Gove
(Director for Projects) and Ana Diaz (Project Officer), EWGPWD
members and supporters provided their views on the Strategic
Research Agenda and on the disease areas and topics being
addressed by the IMI projects. They discussed topics that were
felt to be of particular value, such as screening and diagnosis,
and reflected on disease areas and stages that are less wellrepresented in the portfolio, such as vascular dementia and the
more advanced stages of Alzheimer's dementia. The feedback
provided by the consultation participants will be presented as
part of a Neuronet roundtable session at the Alzheimer Europe
conference in December. To find out more about Neuronet:

On 14 October 2021, Neuronet
convened an online meeting of
its data sharing Working Group
(WG), moderated by Lennert Steukers (Janssen; Project Leader
for Neuronet). The Neuronet Working Groups are cross-project
spaces for experts in Innovative Medicines Initiative (IMI)
neurodegeneration projects, enabling them address common
issues and priorities and identify opportunities for synergy and
collaboration. The Working Groups are organised around four
key areas of interest for IMI projects, one of which is data
sharing; the others are patient privacy & ethics, HTA/regulatory
interactions and sustainability.
Lennert kicked off the WG meeting by providing an update on
Neuronet activities. These include a recent survey of EFPIA
companies, to understand the impact of participation in IMI
Neurodegeneration projects, and the launch of an online
version of the Neuronet asset map, which presents an overview
of all the tangible, reusable assets developed by projects.
Following Lennert's presentation, discussions turned to an
upcoming report being developed by the group, which
addresses key challenges for data sharing and identifies
potential solutions based on good practice from IMI
neurodegeneration
projects.
Ending
the
meeting,
representatives from a new IMI neurodegeneration project
called EPND (European Platform for Neurodegenerative
Diseases) gave an overview of the data sharing strategy that will
be used by the project, which will start in November 2021. Find
out more about Neuronet:
https://www.imi-neuronet.org/

19 October: EPAD
announces a new
collaboration with Hummingbird Diagnostics
The EPAD team has
recently successfully sent
3,000 samples for RNA
analyses in Germany.
These samples were
collected annually from
research
participants
throughout
their
participation in the EPAD Longitudinal Cohort Study. Once
analyses are complete, the data will be integrated into the main
EPAD database, accessible via the Alzheimer’s Disease
Workbench of the Alzheimer’s Disease Data Initiative (ADDI).
The samples will be analysed by Hummingbird Diagnostics, a
German Biotech who have recently secured support from the
Alzheimer’s Drug Discovery Foundation (ADDF). Dr Bruno
Steinkraus, Ph.D. and colleagues at Hummingbird Diagnostics
are developing a blood test that detects bloodborne
microRNAs, molecules that help maintain the integrity of
neurons in the brain and are surrogate markers of the immune

https://www.imi-neuronet.org/
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system. Levels of microRNAs in the blood appear to be a reliable
biomarker showing progression of Alzheimer’s disease.

21 October: Neuronet convenes 7th meeting of its
Scientific Coordination Board

Next, Lewis Killin gave an update on the Neuro COHORT, which
intends to build a European parent cohort that continuously
follows up patients across Europe, to serve as basis to facilitate
specific research projects and studies.
The meeting ended with a wrap-up and concluding remarks by
Carlos Diaz.
https://www.imi-neuronet.org

21 October: Alzheimer Europe contributes to the
MIRIADE
training
week
for
Early-Stage
Researchers

On 21 October, the Innovative Medicines Initiative (IMI) funded
Neuronet Coordination and Support Action convened the seventh
Scientific Coordination Board meeting (SCB). The Board plays a
central role in determining how Neuronet should direct its
efforts. As leaders of IMI neurodegeneration projects, the SCB
members bring wide-ranging scientific, clinical, R&D and
computational expertise to the table, helping us to identify key
challenges and priorities to address.
The meeting was attended by representatives of the
AETIONOMY, AMYPAD, EPAD, EPND (to be launched in November
2021), Mobilise-D, PHAGO, and ROADMAP projects along with
members of the Neuronet consortium. Carlos Diaz, Coordinator
of Neuronet, kicked off the SCB meeting by providing some
general updates on Neuronet activities since the previous SCB
meeting, which was held on 22 March 2021.
These activities include new updates of the Knowledge Base &
Asset Map, collaborations between EPAD and PHAGO as well as
IDEA-FAST and MOBILISE-D, among others.
Next, Raj Long introduced the European Platform for
Neurodegenerative Diseases (EPND) consortium which is
planned to be launched in November 2021.
This was followed by a look into future activities of Neuronet,
by the project leader Lennert Steukers. They included an
introduction to results from a survey that Neuronet developed
to better understand the impact of IMI projects on industry
partners. The results were generally very positive and two
adapted versions will be launched to better understand the
impact on academic and SME partners too. Another topic of
discussion was a Neuronet supported workshop on key
considerations for using digital endpoints in Health Technology
Assessment that will take place at the Virtual ISPOR Europe 2021.
Concluding, the group discussed a landscape and gap analysis
workshop that will be held in early November.
This was followed by a presentation by Elisabetta Vaudano who
spoke about the current state-of-play with regard to the
upcoming Innovative Health Initiative, which will build on the
successes of, and lessons learnt from, IMI.

MIRIADE is a Horizon 2020funded, Marie Sklodowska-Curie
Innovative Training Network
(ITN), which aims to train a new
generation of scientists able to
optimise
and
accelerate
development of novel biomarkers for dementia. As well as
undertaking laboratory-based, in silico and clinical research on
biomarkers for different types of dementia, early-stage
researchers (ESRs) that are working on MIRIADE also receive
training on a range of academic and transferable skills, aiming
to prepare them for future careers as biomarker researchers.
As part of the Autumn 2021 MIRIADE training week, Alzheimer
Europe organised two sessions on communication,
dissemination, ethics and privacy regulations. First, Chris
Bintener (Project Communications Officer) held an interactive
session on communication and dissemination, describing some
of the communication channels that Alzheimer Europe uses for
outreach and external engagement. He then moderated
discussions on science communication activities with the ESRs,
answering questions about how to maximise engagement with
different stakeholders, and explaining how various platforms
can be leveraged to reach different audiences. Next, Angela
Bradshaw (Project Officer) delivered a session on ethics and
data protection, first outlining the fundamental principles of
biomedical ethics before moving on to the General Data
Protection Regulation, how it might apply to research being
carried out as part of MIRIADE, and how ESRs can ensure data
privacy in their work. Find out more about MIRIADE:
https://miriade.eu/

21 October: Members of the EU-FINGERS
Advisory Board participate in an informative
event
On 21 October members
of
the
EU-FINGERS
Advisory
Board
participated in an informative event. The event was organised
in the context of the JPND funded project EURO-FINGERS and
was co-hosted by Alzheimer Europe and the Karolinska
Institute. A speech was provided by Prof Miia Kivipelto on the
topic of brain health and risk reduction of cognitive decline and
dementia. This was followed by a very interactive Questions and
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Answers session between Prof Kivipelto and members of the
Advisory Board.
Project Officer Ana Diaz and Director for projects Dianne Gove
participated in the event.

25 October: New MinD co-design toolkits now
published!
The MinD project has
released
two
new
publications – two design
toolkits – to offer handson guidance to those who
wish to use co-designing in
the
dementia
care
context. They have been
developed to help any
person or organisation involved in the design process to work
together collaboratively, creatively and joyfully. The
publications are now available for download and use on the
Mind website: www.designingfordementia.eu
The Mindful Co-Design Toolkit offers an overview to the codesign approach generally, using examples and exercises. It
provides information and advice for designers and experts
with lived experience of dementia to work together to design a
better future: https://designingfordementia.eu/resources/mind-

tools/co-design-toolkit

The Mindful Scenario Task Analysis (MSTA) toolkit is a step-bystep guide to breaking down everyday situations into smaller
parts. It complements the co-design toolkit, allowing co-design
teams to pinpoint specific problems people with dementia and
their loved ones may experience, and to develop mindful
https://designingfordementia.eu/resources/mindsolutions:

tools/mindful-scenario-toolkit

The MinD project – Designing for people with Dementia – is a
network of researchers, care professionals and design staff
from across Europe, whose mission is to promote design as a
key tool to improve the health and wellbeing of those effected
by dementia. Together they have developed a collection of
design and research tools to which these two new publications
have now been added. All published resources can be found at:

https://designingfordementia.eu/resources

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

25 October: IDoService project team shares
interview results and discusses first design ideas
with project participants
The aim of the IDoService project
is to co-develop tools to make it
easier for people living with mild
to moderate dementia to connect
with relevant groups, to have
more opportunities for active

participation in meaningful activities and to feel valued for any
skills or expertise they might wish to share.
This month, the team organised three webinars with
participants of the IDoService project to share the main insights
from the focus groups and individual interviews. Between
February and August 2021, the team conducted three focus
groups and 17 individual interviews with people with lived
experience of dementia and key stakeholders. These were an
opportunity to discuss their experiences of participation in
activities meaningful to them as well as the accessibility and
availability of such activities. The interviews generated a great
amount of rich content and insights, especially regarding selfperceived benefits of activities, barriers and facilitators. It also
allowed participants to voice opportunities they are missing or
would like to have in Greater Manchester. For example,
participants reported looking for more opportunities to
participate in social and cultural activities. They also wanted
one-to-one support to be able to master personal challenges
again, such as hiking around Scotland or volunteering.
The webinars also offered the opportunity to discuss potential
design ideas emerging from the results and to hear participants’
feedback on the ideas. The ideas will be explored further at a
series of forthcoming co-design workshops with participants.
For this reason, researchers and designers interested in
codesigning were invited alongside participants to share their
co-design experience and suggestions for the forthcoming
workshops. Involving a variety of stakeholders, the workshops
will explore the speculative design ideas in a Greater
Manchester context.
For more information see: www.idoservice.org
For any questions or suggestions contact Dr Isabelle Tournier by
email idoservice@mmu.ac.uk or on Twitter @idoservice4dem1
The IDoService project builds on the interdisciplinary
participative design approach, ideas of empowerment and
social engagement developed during the European project
MinD (2016-2020).

27 October: Research opportunity: peer support
online!
Are you living with Young Onset
Dementia (diagnosis before age
of 65)? Then one of the PhD
students working on the
DISTINCT project needs your help! Esther Gerritzen and her
colleagues want to hear what you think about online peer
support.
You do not need to have any experience with online peer
support in order to take part. In this survey you can share any
ideas that you have about online peer support: What is good
about it? What can be improved? Are there any barriers for
you? Did you ever have a negative experience? Everyone’s
contribution, big or small, is of great help! Please click here to
open the survey.
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If you have any questions or comments, please contact Esther
Gerritzen (PhD student at the University of Nottingham, UK) via:
Esther.Gerritzen@nottingham.ac.uk

28 October: The RADAR-AD study is now
enrolling people with dementia
The RADAR-AD study uses
remote monitoring technologies
(such as Fitbit and smartphone
Apps) to understand how people
with and without dementia function in everyday life. The study
started in 2020 and the researchers have recruited most of the
participants they need, especially those with no cognitive
problems or with Mild Cognitive Impairment. The research sites
in the UK, Germany and Greece are now particularly looking for
people with mild Alzheimer’s dementia to take part.

Participants would need to know what their amyloid status is
(i.e. if they have amyloid plaques in their brains), which they
would perhaps know if they have had a lumbar puncture or PET
scan and to be able to participate in the study for eight weeks.
During these eight weeks, participants will be asked to use some
wearable devices and Apps.
If you are interested in participating, please contact Sajini
Kuruppu in the UK on sajini.1.kuruppu@kcl.ac.uk, Mara Gkioka in
Greece on gkiokaki@yahoo.gr or Dora Toth in Germany on
Dora.Toth@zi-mannheim.de

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:
AMYPAD – grant agreement 115952
EPAD - grant agreement 115736
AI-MIND – grant agreement 964220
LETHE – grant agreement 101017405

NEURONET – grant agreement 821513
Paradigm - grant agreement 777450
RADAR-AD – grant agreement 806999

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

Members of the European Alzheimer’s Alliance
Currently, the total number of MEPs in the Alliance stands at 93, representing 26 Member States of
the European Union and six out of seven political groups in the European Parliament. Alzheimer
Europe would like to thank the following MEPs for their support of the European Alzheimer’s Alliance
(EAA):
Austria: Claudia Gamon (Renew Europe); Monika Vana (Greens/EFA). Belgium: Frédérique Ries (Renew Europe); Kathleen van
Brempt (S&D); Hilde Vautmans (Renew Europe). Bulgaria: Radan Kanev (EPP); Andrey Kovatchev (EPP); Ilhan Kyuchyuk (Renew
Europe); Tsvetelina Penkova (S&D); Sergei Stanichev (S&D). Croatia: Biljana Borzan (S&D); Tonino Picula (S&D); Ruža Tomašić
(ECR). Cyprus: Costas Mavrides (S&D). Czech Republic: Tomáš Zdechovský (EPP). Denmark: Margrete Auken (Greens/EFA); Christel
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Schaldemose (S&D). Estonia: Urmas Paet (Renew Europe); Finland: Alviina Alametsä (Greens/EFA); Heidi Hautala (Greens/EFA);
Miapetra Kumpula-Natri (S&D); Sirpa Pietikäinen (EPP). France: François-Xavier Bellamy (EPP); Dominique Bilde (I&D); Nathalie
Colin-Oesterlé (EPP); Arnaud Danjean (EPP); Geoffroy Didier (EPP); Agnes Evren (EPP); Sylvie Guillaume (S&D); Brice Hortefeux
(EPP); Nadine Morano (EPP); Dominique Riquet (Renew Europe); Anne Sander (EPP); 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); Deirdre
Clune (NI); Ciarán Cuffe (Greens/EFA), Clare Daly (GUE/NGL); Frances Fitzgerald (EPP); Luke 'Ming' Flanagan (GUE/NGL); Billy
Kelleher (Renew Europe); Seán Kelly (EPP); Grace O’Sullivan (Greens/EFA). Italy: Isabella Adinolfi (NI); Brando Benifei (S&D);
Pierfrancesco Majorino (S&D); Aldo Patriciello (EPP); Patrizia Toia (S&D). Lithuania: Vilija Blinkeviciute (S&D). Luxembourg: Marc
Angel (S&D); Charles Goerens (Renew Europe); Christophe Hansen (EPP); Tilly Metz (Greens, EFA); Isabel Wiseler-Lima (EPP).
Malta: Roberta Metsola (EPP); Alfred Sant (S&D). Netherlands: Jeroen Lenaers (EPP); Annie Schreijer-Pierik (EPP). Poland: Elzbieta
Lukacijewska (EPP); Jan Olbrycht (EPP). Portugal: Sara Cerdas (S&D); José Gusmão (GUE/NGL); Marisa Matias (GUE/NGL); Clàudia
Monteiro de Aguiar (EPP); Manuel Pizarro (S&D). Romania: Cristian-Silviu Busoi (EPP); Marian-Jean Marinescu (EPP). Slovakia: Ivan
Stefanec (EPP). Slovenia: Franc Bogovič (EPP); Milan Brglez (S&D); 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).

EUROPEAN ALZHEIMER’S
ALLIANCE
12 October: MEP Patrizia Toia, member of the
European Alzheimer's Alliance, opens the STOA
Panel meeting on the International Brain Initiative
Understanding the human
brain is one of the most
significant challenges of
our
time.
Despite
considerable
research,
neuroscientists still lack an
integrative,
comprehensive understanding of the human brain. The
International Brain Initiative (IBI) has been established to
coordinate efforts across existing and emerging national and
regional brain initiatives.
In a workshop of the Panel for the Future of Science and
Technology (STOA) IBI representatives described their approach
to shaping the future of international neuroscience
collaborations through efforts in neuroethics, data policy and
the dissemination of scientific resources.
Patrizia Toia, STOA Panel member and a member of the
European Alzheimer's Alliance, opened the workshop by
welcoming attendees to the face-to-face meeting and
livestream, which was relayed as part of the 2021 Human Brain
Project (HBP) Summit, co-organised by Pawel Swieboda of
EBRAINS and Katrin Amunts of the HBP. Citing the 2019
Alzheimer Europe report on the prevalence of dementia in
Europe, she highlighted the growing burden of brain diseases in

Europe and called for greater investment in research, health
and care for people affected by dementia and other brain
diseases. She then handed over to the 2014 Nobel Prize winner
in Physiology or Medicine, Professor Edvard Moser, who spoke
about the complexity of brain structure and function,
highlighting the need for new tools and technologies to
understand neural circuitry and signalling. Following Prof.
Moser's presentation, IBI panellists including Prof. Amunts of
the HBP and experts from brain initiatives in Japan, China and
the US discussed the need to synergise efforts between
countries, enhancing mutual understanding, knowledge sharing
and advancing science.
Closing remarks were delivered by Patrizia Toia, MEP Eva Kaili
(STOA Panel member) and Amy Bernard of the Kavli
Foundation, stressing the importance of advancing efforts of
the international neuroscience community.
A recording of the livestream can be accessed here:
https://multimedia.europarl.europa.eu/en/international-braininitiative-shaping-future-of-globally-coordinatedneuroscience_20211012-1500-SPECIAL-STOA_vd

EU DEVELOPMENTS
15 October: European Disability Forum proposes
amendments for electoral reform
The European Disability Forum
(EDF) has published a position
paper on the reform of the
European Union (EU) electoral law,
following proposals published by
the European Parliament to make
EU elections more inclusive for
Europeans with disabilities.
The EDF paper includes a number of
amendments which aim to ensure
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the right to vote and the right to stand as candidates for persons
with disabilities, as well as improving the accessibility of the
European Parliament elections.
The EDF has proposed a set of amendments to the draft report
(published in July 2021), with the following objectives:
• Ensuring the right to vote and stand as candidate regardless
of legal capacity status.
• Improving the accessibility of the EU elections for persons
with disabilities by tackling three crucial elements at
national level: the introduction of accessibility
requirements, the implementation of specific solutions for
persons with disabilities, and guaranteeing free choice of
assistance to vote.
• Ensuring the right to vote for people living in closed
residential settings.
• Guaranteeing accessibility in electronic and internet voting,
and in electoral materials by using the existing EU
harmonised accessibility legislation.
• Assuring the meaningful involvement of persons with
disabilities and their representative organisations in their
countries’ efforts to make elections more inclusive, and
making sure that citizens with disabilities receive
information about the measures put in place.
The position paper can be accessed at:
https://www.edf-feph.org/edf-proposals-for-a-new-eu-electoral-law/

18 October: Frédérique Ries, MEP, renews call for
operating grants for health NGOs

She concluded by noting that that the Commission’s approach
had left health NGOs facing an uncertain future at a time when
health was prominent on the European agenda, with a budget
which was significantly higher compared to previous Health
Programmes.
This initiative by Frédérique Ries follows an open letter on 2
June signed by 57 MEPs and 22 European organisations which
outlined the importance of the policy contributions of health
NGOS and called for the reinstatement of operating grants as a
funding mechanism for them. Despite assurances of support for
civil society at a meeting between NGOs and the Commissioner
on 30 July, no resolution has been reached to date which led Ms
Ries to call yet again on the Commissioner for the return of
operating grants.

21 October: MEPs vote for greater funding for
health and research
On 21 October, the European
Parliament voted to support the
reversal of the cuts made by the
European Council (equivalent to
around EUR 1.43 billion) to the
2022 EU budget, restoring the
levels originally proposed by the European Commission, whilst
topping up key programmes.
Of particular relevance for dementia is the decision of MEPs to
increase funding for the Horizon Europe research programme (an
additional EUR 305 million to that proposed by the
Commission’s draft budget), as well as the EU4Health
programme, which has been allocated an additional EUR 80
million to strengthen the European Health Union and to make
national health systems more resilient.
An accompanying resolution, adopted with 521 against 88 votes
and 84 abstentions, summarises Parliament’s position and is

available here.

The vote launches three weeks of “conciliation” talks with the
Council, with the aim of reaching a deal for next year’s budget,
which then has to be voted on by Parliament and signed by its
President.

21 October: European Parliament approves
Horizon Europe partnerships
On 11 October, Frédérique Ries, MEP (Belgium), wrote to
Health Commissioner Kyriakides urging her to revise the
Commission's position on operating grants in the field of health
and to reintroduce these as part of the 2022 EU4Health Work
Programme.
Ms Ries reminded the Commissioner that operating grants had
consistently demonstrated their significant added value to the
EU health programme and ensured the sustainability and
continuity of work for health NGOs. In addition, other
Commission Directorates had maintained operating grants for
NGOs in their areas.

On 21 October, the European Parliament voted to approve nine
proposed Public Private Partnerships (Joint Undertakings) as
part of the Horizon Europe research programme.
Parliament’s resolution was focused on ensuring effective
spending of the EUR 22 billion budget for the nine Partnerships,
with EUR 10 billion of the funding coming from the budget of
Horizon Europe.
Of the approved Partnerships, the Innovative Health Initiative
(IHI) is of particular relevance for dementia, as it is the
“successor” programme to the Innovative Medicines Initiatives
(IMI 1 & 2), which has funded many dementia-related research
projects in recent years.
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The IHI will involve industry partners from the pharmaceutical,
vaccines and medical technologies sectors, however, the details
of the programme are not yet finalised. A draft “Strategic
Research and Innovation Agenda” was published in July 2021,
outlining how the future Partnership may be structured.
Member States will officially adopt the legislation at a Council
meeting at the end of November, with approval highly likely
following an agreement between the Parliament and Council in
September.

25 October: Health Commissioner commits to
operating grants for health NGOs

On 25 October, the European Commissioner for Health, Stella
Kyriakides, confirmed that as part of the EU4Health
programme, operating grants will be available for health NGOs,
at least at the level of the 3rd Health Programme (2014-2020).
During a call between the Commissioner and health NGOs
(Alzheimer Europe, European Patients Forum, European Public
Health Alliance and EURORDIS), Commissioner Kyriakides
explained that the funding arrangement was still under
development and that they expected to share more details
early in November.
The above NGOs, who coordinated the #SaveEUHealthNGOs
campaign, welcomed this news and consider the
Commissioner’s decision an incredibly positive development.
The organisations are now keen to see the detail of the
operating grants, particularly in relation to important aspects
such as the scope, eligibility criteria and the timelines of the
grants.

29 October: European Patients' Forum hosts a
session on "the road to patient empowerment data and digital health literacy" on the final day of
its Annual Congress
The 2021 European Patients'
Forum (EPF) congress was held
online over four days between 26
and 29 October, under the
banner "Digital transformation of healthcare". The congress
tackled the topic of digitalised healthcare over a series of
sessions addressing different facets of this complex topic, from
new developments in artificial intelligence technologies, to
policy advances and the health data space. A leitmotif for the
congress was patient involvement and engagement, placing

their needs and values at the heart of discussions. The first
session of 29 October was moderated by Jessica Pacey, CEO of
67Health, and was focused on patient empowerment and the
growing movement of data and digital health literacy.
Birgit Bauer kicked off the session by showcasing the tools and
resources that make up the Data Saves Lives toolkit, stemming
from an initiative to equip and empower patient communities
to engage in discussions on health data use and sharing. Kristine
Sorensen, a health literacy expert who advises many national
and global organisations, continued by outlining how
empowering communities on health data literacy is strongly
dependent on gradients such as socioeconomic status,
explaining that limited available resources usually mean a lower
health status.
The main body of the session was devoted to a panel discussion,
involving Nick Schneider (Head of Division on new technologies
and data use at the German Federal Ministry of Health), Aleš
Bourek (head of the Center for Healthcare Quality at Masaryk
University,
Brno)
Kristine
Sorensen
and
Angela
Bradshaw (Project Officer at Alzheimer Europe). These
discussions underlined the importance of digital health and
health literacy for patient communities, highlighting that
without health data literacy it is more challenging to make
informed decisions for patients, family members and
caregivers. Some challenges were also highlighted, with Nick
Schneider stating that providing health data literacy to patients
can be difficult due to the regulatory environment which can
prohibit patients from accessing data, Aleš Bourek pointed out
healthcare professionals should be able to translate
information with the community, including health data, to help
empower patients.
Closing the session, all speakers and panellists were invited to
identify an action that will make a difference to trust in health
data sharing. Here, key messages revolved around improving
transparency, communication and reducing stigma, identifying
these as important enablers for health data literacy in
communities.
Find out more about the Congress:
https://epfcongress.eu/

POLICY WATCH
28 September: Alzheimer Portugal debates “The
cost and burden of Alzheimer’s disease in
Portugal”
On 28 September 2021, Alzheimer Portugal organised a debate
about a recent study on “The Cost and Burden of Alzheimer
Disease in Portugal”, with the support of Biogen.
The study was conducted by Professor João Costa from CEMBE
– Center for Evidence Based Medicine. CEMBE is a structural
unit of the Lisbon School of Medicine.
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Starting with the presentation of the study by its author, the
debate had as its participants Victor Herdeiro, President of the
Executive Board of the Central Administration of the Health
System (ACSS), Manuel Gonçalves Pereira, psychiatrist and
researcher at Nova Medical School, António Leuschner,
President of the Mental Health National Council and
coordinator of the Health Strategy for Dementia, and Alzheimer
Portugal Vice President, Rosário Zincke. The debate was chaired
by Dulce Salzedas, a journalist specialised in health issues.
The study included only Alzheimer’s disease, not other forms of
dementia, throughout the year 2018 and only in continental
Portugal (i.e. excluding Madeira and the Azores).
Alzheimer Portugal reports that the study revealed very strong
figures which are extremely important to share and which must
imperatively be seen by policy decision makers. “They can no
longer ignore the importance of recognising dementia as a
public health priority”, said Alzheimer Portugal.
According to the study, Alzheimer’s disease is responsible for
7% of the total of the years of life lost by premature death in
Portugal. Premature death is responsible for 63% of the disease
burden and the total burden associated with Alzheimer’s
disease in 2018 was of 122,663 years of healthy life lost due to
disability (Disability -adjusted life years DALYs).
Concerning costs, Portuguese society spends about EUR 2
billion (corresponding to about 1% of the Portuguese GDP)
every year on the disease, mainly for non-medical costs (about
EUR 1,8 billion) including informal care (1.1 billion) and social
support (551 million).
Regarding informal care costs (54% of the total costs), these
were estimated according to the proxy good method that is
based on the time spent on caregiving at the labour market
prices of a close market substitute, in this case the national
minimum wage.
This percentage highlights the important role informal carers
play in Portuguese society, and it is very clear to Alzheimer
Portugal that the legislation that regulates rights and duties and
foresees some measures to protect carers are not enough to
recognise the value of caring, sometimes provided by

neighbours and friends and not only by family members, or by
family carers that have to completely leave their professions to
care for their loved ones full time.
At the debate, Alzheimer Portugal took the opportunity to ask
the President of the Executive Board of the Central
Administration of the Health System when the Government will
implement the Dementia Health Regional Plans, which was
promised in the Portuguese Recovery and Resilience Plan, in the
framework of The Mental Health Plan Reform. After some
hesitation, he responded “soon”.
Alzheimer Portugal truly hopes so, as the Plans have been ready
since 2019 and must be seen as the priority not only to improve
the quality of life of people living with dementia and their carers
but also to allow a rational approach based on prevention, early
detection, availability of clinical and comprehensive diagnosis,
therapeutic intervention at primary care level, hospital and
specialised care, and defining a care pathway.
There is no time to lose, insists Alzheimer Portugal, as the
number of people living with dementia will not stop growing.
Alzheimer Europe’s Dementia in Europe Yearbook 2019 –
Estimating the Prevalence of Dementia in Europe estimates that
by 2050 there will be 346,905 people living with Alzheimer’s
disease or another form of dementia, in Portugal. This number
corresponds to 3,82% of the country’s population.
Recognising dementia as a priority is not only an ethical and
legal demand - as no one should be left behind - but also a
political obligation. Indeed, there is a written commitment from
the Government to implement the Dementia Health Regional
Plans and the National Health Plan, which states the following
goals:
1) Reduce premature mortality (under 70 years old) by
20%
2) Increase the health life expectancy at 65 years old by
30%
3) Reduce non-communicable diseases risk factors.
The right strategy - based on prevention, early diagnosis, and
defining a care pathway – would not only fulfil political goals but
also reduce costs, stresses Alzheimer Portugal, insisting it will
not miss this opportunity to call upon the Portuguese
Government to finally recognise dementia as a priority.

1 October: Davos Alzheimer’s Collaborative
issues call for proposals for healthcare system
innovators to improve Alzheimer’s disease
detection
The Davos Alzheimer’s Collaborative (DAC) has issued a request
for grant proposals for implementing and evaluating a solution
that increases rates of cognitive assessment for older adults –
and ultimately improves detection of Alzheimer’s disease (AD)
in healthcare systems worldwide.
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The DAC was initiated by The World Economic Forum (WEF) and
The Global CEO Initiative on Alzheimer’s Disease and launched
in January 2021. It aims to orchestrate a global effort to combat
Alzheimer’s disease, by linking, scaling, and building on existing
efforts across every sector mission through three key initiatives:
Global Cohort Development, Global Clinical Trial Platform and
Healthcare System Preparedness. This new funding opportunity
is part of the Healthcare System Preparedness initiative.
The DAC’s intention is to award up to USD 2 million to
approximately 3-5 innovators in early 2022. The deadline for
the initial submission, a brief concept paper, is 1 December
2021. Candidates selected to move forward will be asked to
provide a full proposal following the review of the concept
paper. These candidates will be notified mid-January 2022.
Further information, including a detailed RFP document, is
available at https://www.davosalzheimerscollaborative.org/
You can also reach out to
inquiry@davosalzheimerscollaborative.org

21 October: World Dementia Council hosts global
dialogue on non-amyloid targets for disease
modification
The dementia landscape project was
launched by the World Dementia
Council (WDC) in 2021, aiming to
review
international
progress
towards the 2025 goals identified at
the 2013 G8 dementia summit. As
part of this project, the WDC is
hosting a series of global dialogues
with members of the international
dementia community, reflecting on
where we have come from, where
we are now, and what the next steps
should be. On 21 October, WDC hold a global dialogue on nonamyloid targets for disease modification, where attendees
discussed future approaches to the development of disease
modifying treatments as part of the dementia landscape
project.
Attending by over 60 international experts in the field, the
global dialogue was chaired by Dr Maria Carrillo, chief science
officer, Alzheimer's Association, and Professor Philip Scheltens,

professor of cognitive neurology and director, Alzheimer
Center, Amsterdam University Medical Centers.
The meeting was kicked off by Lenny Shallcross, the WDC
executive director. Then, Dr Laurie Ryan (Chief of the Clinical
Interventions and Diagnostics Branch in the Division of
Neuroscience at the National Institute on Aging (NIA), part of
the NIH) presented a couple of slides on the NIA translational
Alzheimer’s disease research program and the ongoing
preclinical drug development. She highlighted that the majority
of projects/trials are looking at non-amyloid targets. Following
Laurie’s presentation, Professor Malú Tansey (Norman and
Susan Fixel Professor of Neuroscience and Neurology, CoDirector
Center
for
Translational
Research
in
Neurodegenerative Disease and the Parkinson’s Foundation
Research Center) outlined the partnership of NIA with private
organisations for Alzheimer’s disease research and the NIH
portfolio of non-amyloid targets. She also mentioned the recent
publication of a roadmap article in the journal Nature review
neurology including a research prospectus for advancing our
understanding of peripheral-central immune crosstalk in
Alzheimer’s disease, next steps needed to overcome conceptual
and methodological challenges, opportunities for future
interdisciplinary research, and suggestions for translating
promising mechanistic studies into therapeutic interventions.
The two brief presentations were followed by an hour of lively
discussion, moderated by Dr Maria Carrillo, with comments
from high-profile researchers, clinicians, data scientists and
patient organisations and industry representatives. A transcript
of the data sharing global dialogue will be found on the WDC
website. AE Project Officer Cindy Birck attended the WDC
dialogue.
https://worlddementiacouncil.org/DLP/global-dialogues/nonamyloid-targets

26 October: World Dementia Council hosts global
dialogue on psychosocial research in dementia
The dementia landscape project was
launched by the World Dementia
Council (WDC) in 2021, aiming to
review
international
progress
towards the 2025 goals identified at
the 2013 G8 dementia summit. As
part of this project, the WDC is
hosting a series of global dialogues
with members of the international
dementia community, reflecting on
where we have come from, where
we are now, and what the next steps
should be. On 26 October, WDC held a global dialogue on
psychosocial research in dementia as part of this dementia
landscape project.
Attended by over 40 international experts in the field, the global
dialogue was opened by Lenny Shallcross and Anthea Innes. The
session took the format of an open discussion led by a few short
presentations by Mary Mittelman, Research Professor in
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Psychiatry from NYU Grossman School of Medicine, Perla
Werner, Professor of Community Mental Health at University of
Haifa, Bob Woods, Professor Emeritus of Clinical Psychology of
Older People, Bangor University which were introduced by the
WDC co-chair Huali Wang.
The brief presentations were followed by 40 minutes of lively
discussion, moderated by Anthea Innes. Hilary Doxford, former
Vice Chair of the European Working Group of People with
Dementia, also provided a short presentation in which she
captured and summarised some of the important issues that
had been raised, explained how this was relevant to people with
dementia and thanked the researchers present for their
important work. AE Director for Projects, Dianne Gove,
attended the WDC dialogue and took part in the discussion.

27 October: New report about the cost of
memory-related diseases is launched in Finland,
including policy recommendations
Memory-related diseases are a
growing public health issue in
Finland as the population ages.
At the same time the cost of diseases increases too. On 21
September, World Alzheimer Day, The Alzheimer Society of
Finland and Biogen published a report on the impact of
memory-related diseases.
The report highlights that the increase in costs can be slowed
down, if memory-related diseases are found and diagnosed
early enough. The report also gives out policy
recommendations that would help to control and reduce the
costs.
“Timely diagnosis is a cornerstone of good care and other
services. Even today diagnosis may be delayed because of a lack
of knowledge, shame, or insufficient expertise of health care
services professionals” said Katariina Suomu, Executive director
of Alzheimer Society of Finland.
“A big structural reform in social and health care services is
being carried out in Finland at the moment. Now we have the
momentum to make the quality of services related to memoryrelated diseases better too”, she concluded.

MEMBERS NEWS
30 September: Reaching new audiences with
webinars in Finland
When the Covid-19 pandemic made live events impossible, The
Alzheimer Society of Finland (Muistiliitto) thought about the
ways to reach people online. Webinars have been a successful
way to do this.

Muistiliitto
organised
several webinars this year,
for example during Brain
Awareness Week and
Memory Week. A webinar
about active everyday life
and rehabilitation was
organised with partners
and took place in late
September.
Each of the webinars had audiences in the hundreds and their
feedback has been positive.
“With advertising on social media, we were able to reach people
who didn’t know about us before”, said Anne Leinonen,
Communications Coordinator at The Alzheimer Society of
Finland.
“With webinars we can reach people all around Finland. We feel
that they are an important part of our activities, and we will
continue to organise them even when the pandemic is over”,
she stated.

30 September: Alzheimer Scotland’s Memory
Walk connects supporters across the globe in
honour of loved ones

Scotland’s Memory Walk welcomed participants from across
Scotland and beyond to fundraise and walk in memory of loved
ones who have been affected by dementia. It reached far
corners of the country and spanning internationally to Hong
Kong, New Zealand and Canada.
This year’s campaign raised over GBP 112,000 (approx. EUR
132,000) from the two-day September event which asked
supporters to register for free and take part in their own
memory walk. Participants were encouraged to choose their
own route, and for many of them, the route chosen held a
significant meaning or memory. Funds raised will be used to
support people living with dementia across Scotland including
their families and carers.
With the introduction of a new fundraising platform,
participants were able to sign up, gain access to resources and
fundraise all in one place. This successfully increased the
participants’ event experience and maximised fundraising
opportunities. People were invited to connect with Alzheimer
Scotland and fellow supporters via a dedicated Facebook group,
a digital resource which has proved invaluable for third sector
organisations throughout the pandemic.
With two successful events in this new virtual format,
participant feedback shows that despite walking their own
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routes, people feel more connected than ever to the cause and
to their loved ones. Historically, Alzheimer Scotland has hosted
up to 13 mass gathering events, moving to a virtual offering due
to Covid-19. Data shows that the virtual format has had an
improved return on investment and will therefore shape how
the charity delivers the event in the future.
One participant said:
“I have previously taken part in an organised mass gathering
walk & then two years running we chose our own route. This
year was particularly poignant as it was around my mum’s home
area- I felt this was much more of a “memory” walk than an
organised event.”
Alzheimer Scotland welcomes your organisation to get in
touch should you be interested in finding out more about
hosting your own stakeholder events.
Contact their team via memorywalk@alzscot.org

14 October: In Memoriam Archie Noone (19412021)
We were deeply saddened
to learn of the passing of
Archie
Noone,
Vice
Convener of Alzheimer
Scotland’s
Board
of
Trustees, member of the
Scottish
Dementia
Working Group (SDWG)
and the Chair of the SDWG
Research Group. Mr Noone was also a former lecturer of
Anthropology.
As well as working with the Care Inspectorate, and on the
National Care Standards and the Dementia Champions
programme, he also took part in a debate held in the European
Parliament about older people and dementia. Mr Noone also
presented at conferences locally, nationally and internationally
sharing his lived experience, including at a number of Alzheimer
Europe Conferences over the years.
He worked hard to actively promote the work of the SDWG and
of Alzheimer Scotland, and was recently recognised with a
Lifetime Achievement Award at the Alzheimer Scotland Annual
Conference 2021.
He was very well liked and respected by his colleagues and by
those he came into contact with through his advocacy and
policy work and he will be sorely missed by the dementia
community. Our heartfelt condolences go out to all of Archie
Noone’s family, friends and colleagues.

18 October: CEAFA begins a new stage at the
head of the Iberoamerican Alzheimer Federation
(AIB) with the aim of changing the stigma
associated with the disease
The CEO of the Spanish Alzheimer's
Confederation (CEAFA), Jesús Rodrigo,
has been elected as the new president
of the Iberoamerican Alzheimer's
Federation (AIB), with the aim of
continuing to work for the detection
and diagnosis of dementia which, in
Spain, affects a total of 1,200,000
people. CEAFA's objectives also include changing the stigma
associated with the disease.
The decision was made during the general assembly of the AIB
in which the new board of directors was approved. Until now, it
was chaired by ALMA, the Alzheimer Association of Argentina.
The AIB is a non-profit organisation founded in 2003 to be the
defence federation for Spanish and Portuguese-speaking
Alzheimer's associations. It is currently made up of members
representing Argentina, Bolivia, Chile, Costa Rica, El Salvador,
Spain, Honduras, Ecuador, Nicaragua, Guatemala, Mexico,
Dominican Republic, Peru, Puerto Rico, Uruguay, Aruba, Brazil,
Colombia, Cuba, Panama, and Venezuela.
CEAFA CEO Jesús Rodrigo, has a degree in Pedagogy and has
been a member of the board of directors of Alzheimer's Disease
International (ADI) for a period of four years. In addition, he is a
member of the technical committee of the Strategy and
Neurodegenerative Diseases of the National Health System and
has been a member of the Board of Alzheimer Europe (20142020).
In his own words, this new presidency is an “enormous
responsibility”, representing CEAFA and leading an organisation
that brings together 21 Latin American countries, and brings a
“great challenge” consolidating the AIB project and generating
a framework of knowledge and exchange of experiences that
result in the improvement of the care of affected people and
their quality of life.

19 October: Alzheimer Bulgaria receives funding
for “Digital Grandchild” project
Alzheimer Bulgaria is
ranked for funding under
the
2021
Social
Innovation programme of
the Municipality of Sofia
for the project Digital
Grandchild. The amount
that the association will
receive
for
the
implementation of the project is BGN 4,910 (EUR 2,510).
Digital Grandchild is a project that aims to create a handbook
for an online therapeutic service that will enable older people
(over 65) with dementia to receive attention and care during
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the pandemic. A guide will be created to help these people to
use digital contact tools (namely Skype, Viber, Zoom and
WhatsApp). The aim is to facilitate the connection between
people with early dementia and their loved ones and help to
overcome social isolation.
The handbook will include detailed information on the steps
users need to follow in order to connect with their loved ones
on one of the four platforms. It will be adapted by pre-testing
to be suitable for use by older people with early dementia.
The handbook will be developed by students pursuing related
areas in the social fields, which will raise awareness among
future professionals and will emphasise the need to improve
social services for people with dementia and their loved ones.
The project will also help create intergenerational contact and
develop a more inclusive society for older people affected by
dementia.
The project’s activities will take place over a period of eight
months, during which the handbook will be developed, tested
and edited. The final version is expected to be completed in
November 2021, when it will be printed in 50 copies and the
online version will be uploaded on the association's website,
where it will be available for download, for anyone who is
interested.
Further information is available on the Alzheimer Bulgaria
website (in Bulgarian): https://bit.ly/3nIbdGg
Pictured: The project team (LtR) Irina, Viktoria, Polina and
Kalina.

of Ireland (NUI) Galway, hosted the focus groups. The advocates
were supplied with a summary draft document, and they shared
their thoughts on the contents, drawing on their lived
experience
to
inform
their
responses.
Although the model has already gone through rigorous
consideration by the authors and stakeholders, including
people affected by dementia, The ASI’s advocacy groups were
delighted to have the opportunity to add their experience to the
recommendations before the document is agreed and
published.
The model was developed by the National Dementia Office in
conjunction with the Centre for Economic and Social Research
on Dementia in NUI Galway, and the Dementia Services
Information and Development Centre. It is informed by the
work and outputs of diagnostic and post-diagnostic projects led
by the National Dementia Office between 2017-2019 and by an
expert Advisory group (which included a representative from
both the IDGW and the DCCN), and consultations with key
stakeholders.
For more information on the Irish Dementia Working Group or
the Dementia Carers Campaign Network, or to join one of these
advocacy groups, please visit the Creating Change tab of
www.alzheimer.ie, email advocacy@alzheimer.ie, or follow
@IrishDementiaWG and @DCCNIRL on Twitter.

22 October: The Alzheimer Society of Ireland’s
advocacy groups consult with the National
Dementia Office on the Draft Model of Care for
Dementia in Ireland

Having identified the
difficulties
faced
by
people diagnosed with
Alzheimer's or other types
of dementia and their
families, the Turkish
Alzheimer Association has
developed a project to
raise awareness about these complications and to prevent
discrimination and protect social and working rights of those
people affected, reducing the social exclusion of families and
informal carers. The project aims to train carers in order to
equip them with skills acquired in caring for their loved ones in
a structured format and to award them with a certificate
accredited by the Turkish Alzheimer Association and Istanbul
University Medical School Department of Behavioural
Neurology and Movement Disorders.
The project is named “Design of e-Learning Training Program for
the Support of Women Caring for Elderly or Alzheimer's
Patients & Inclusion of Their Services in Home and Community
Based Service Programs & Participation in Social Life and Labour
Force.”
For the funding of the project the Association applied to the
Civil Society Support Foundation for an “All-Ages Grant
Support”, and the project proposal was awarded 120,000
(approx. EUR 11,000) in financial support from AgeSA Hayat ve

The Irish Dementia Working Group (IDWG) and the Dementia
Carers Campaign Network (DCCN), supported by The Alzheimer
Society of Ireland (The ASI), are advocacy groups for those who
have experience of living with dementia, or experience of caring
for, or supporting, someone with dementia.
Recently, advocates from both groups met with the HSE’s
(Health Service Executive) National Dementia Office for a
consultation on the Draft Model of Care for Dementia in Ireland.
The ASI was delighted to support this engagement and to
enable people living with dementia and their carers and
supporters to have their voices heard in this important
consultation.
Dr Emer Begley, Acting General Manager of the National
Dementia Office, and Dr Fiona Keogh of the Centre for
Economic and Social Research on Dementia, National University

26 October: Turkish Alzheimer Association
launches initiative to train informal female carers
to become formal carers
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Emeklilik, which is one of the leading private pension and life
insurance companies.
It is planned to realise the project within a year, as the launch
was officially done on 21 September 2021 for World Alzheimer's
Day. It is anticipated, therefore, to publicly announce the results
and outputs at a Press Conference to be held on 21 September
2022 and to make them available to anyone, free of charge.
By means of the scientific support of Istanbul University Medical
School and volunteer experts in the field of psychology,
sociology, social services, nursing, physiotherapy and
educational sciences, this e-learning training programme is
envisaged to be a very successful and useful tool.

27 October: Alzheimer Scotland launches world’s
first virtual dementia resource centre
Alzheimer
Scotland
launched the world’s first
virtual dementia resource
centre
on
World
Alzheimer’s Day 2021. The
Virtual Resource Centre
offers the resources of a
Dementia
Resource
Centre to an online audience, removing the constraints of
distance, travel, and opening times of traditional resources in
the community.
The Virtual Resource Centre is a web application that can be
accessed in the web browser of smart devices, PCs, and laptops.
The virtual environment has been designed with input from
people living with dementia and carers to feel true to life, like
you are stepping into one of Alzheimer Scotland’s “bricks and
mortar” Dementia Resource Centres. In a familiar setting,
people living with dementia and carers can access dementia
friendly live-streamed events and recorded Alzheimer Scotland
group activities along with a curated selection of content from
partner organisations.
Video conferencing and call scheduling is currently in
development for the Virtual Resource Centre. Once in place,
visitors will be able to join online dementia friendly live
activities and interest groups, or schedule one-to-one video
consultations with allied health professionals.
Alzheimer Scotland has also partnered with Care Visions and
South Lanarkshire Council to co-create bespoke virtual spaces
to showcase their products and learning materials. This
innovative 24/7 platform will continue to provide groundbreaking opportunities for education, new models of service
delivery and be a valuable place for others in the field of
dementia research, care, and support to showcase their
products, offerings and learning.
Visit the Virtual Resource Centre here: www.alzscot.org/virtualresource-centre

If you would like to find out more, please contact
kjamieson@alzscot.org

28 October: Alzheimer Iceland supports families
affected by dementia with regular support group
meetings and via Counselling and support
interviews
Since January 2017, Alzheimer
Iceland has been providing
support groups for the relatives
of people with dementia twice a
month and since October 2019, a support group for "younger"
descendants of people with dementia once a month. All
relatives of people with dementia are welcome and are
encouraged to attend and participate. There is no need to
register, and admission is free. Relatives are a diverse group of
people with different needs, but what they have in common is
having a loved one at home, in a specialised day care centre or
in a nursing home. The groups are based on the ideology of peer
support and the purpose of these meetings is for people to
meet, chat and share their experiences. Supporting others in
similar situations can improve their well-being and reduce
stress.
Sigurbjörg Hannesdóttir, occupational therapist, works as the
educational director of the Alzheimer Iceland and she also gives
advice at the association's office. Counselling and support
interviews are offered for individuals and couples and family
meetings if more members want to come together. It does not
matter where in the process an individual or family is at present,
when asking for an interview. For those who do not have a
home or live outside the capital area, they can call and request
a counselling interview by phone or teleconferencing
equipment.
Alzheimer Iceland offers its members legal advice free of charge
(only legal advice, not case management or documentation).
The counselling most often takes place by phone. Telephone
counselling is offered for those living outside the capital area.

SCIENCE WATCH
6 October: Cassava Sciences initiates a Phase III
trial of simufilam for Alzheimer’s disease
On 6 October, the
biopharmaceutical
company
Cassava
Sciences announced the
initiation of an initial
Phase III study evaluating
the safety and efficacy of
simufilam,
its
investigational oral treatment for Alzheimer’s disease (AD). A
second Phase III study of simufilam in AD is expected to begin
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by the end of the year. Simufilam is a small molecule drug
targeting the altered form of filamin A found in the AD brain to
restore its normal shape and function.
The first Phase III trial, called RETHINK–ALZ, is designed to
evaluate the safety and efficacy of oral simufilam (100mg) in
people with mild to moderate AD. Around 750 participants,
aged 50 to 87 years, will be randomly assigned to receive either
a placebo or tablets of simufilam, twice daily, for one year. The
second Phase III study, called REFOCUS-ALZ, will evaluate the
safety and efficacy of oral simufilam (100 mg and 50 mg) over
18 months in approximately 1000 participants, aged 50 to 87
years old with mild to moderate AD. Both studies will recruit
participants in the US, Canada and eventually overseas.

8 October: Roche has been granted US FDA
Grants Breakthrough Therapy designation for
gantenerumab in AD
On 8 October, Roche has
announced that the US
Food
and
Drug
Administration (FDA) has
granted
Breakthrough
Therapy designation for
gantenerumab, an anti-amyloid beta antibody developed for
subcutaneous administration, for the treatment of Alzheimer's
disease (AD). According to the FDA, the Breakthrough Therapy
designation is a process designed to expedite the development
of drugs that are intended to treat a serious condition. The
benefits of a Breakthrough Therapy designation include more
intensive guidance on an efficient development program as well
as eligibility for rolling review and potentially priority review.
The FDA's decision on gantenerumab is based on data showing
that gantenerumab significantly reduced brain amyloid plaque
in the ongoing SCarlet RoAD and Marguerite RoAD open-label
extension trials, as well as other studies.
Roche is evaluating gantenerumab in two ongoing parallel,
global, placebo-controlled and randomised Phase III trials,
named GRADUATE 1 and 2. Both trials are investigating the
effect of gantenerumab on amyloid load and downstream
biomarkers of disease progression as well as the safety and
efficacy of gantenerumab in people with early AD. The studies
include more than 2,000 participants in up to 350 study centres
in more than 30 countries worldwide. Both trials are expected
to be completed in the second half of 2022.
https://www.roche.com/investors/updates/inv-update-2021-1008.htm

13 October: Anavex Life Sciences announces the
continuation of its Phase IIb/III study for AD
following recommendation of the Independent
Data Safety Monitoring Board
On 13 October, Anavex Life Sciences Corp - a clinical-stage
biopharmaceutical company developing therapeutics for the
treatment of neurodegenerative diseases including Alzheimer’s
disease (AD) – announced that the Independent Data Safety

Monitoring Board (DSMB) has completed its pre-planned
review of its Phase IIb/III study of ANAVEX2-73 (blarcamesine)
for AD.
The DSMB reviewed the interim safety data for the ANAVEX273 Phase IIb/III clinical study and its Open Label Extension
ANAVEX2-73-AD-EP-004 ATTENTION-AD study. Upon review of
the interim safety data, the DSMB recommended the
continuation of the studies without modification.
The Phase IIb/III ANAVEX2-73-AD-004 clinical study is a doubleblind, randomised, placebo-controlled and 48-week trial
evaluating the safety and efficacy of ANAVEX2-73 for the
treatment of early AD. The trial enrolled 509 participants, who
received either two different ANAVEX2-73 doses or placebo.
Primary and secondary endpoints will assess safety and both
cognitive and functional efficacy, measured through ADAS-Cog,
ADCS-ADL and CDR-SB. ANAVEX2-73-AD-EP-004 is the 96-week
open label extension of the placebo-controlled Phase IIb/III
ANAVEX2-73 study. The company anticipates topline data in the
second half of 2022.

23 October: New study finds that mirtazapine has
no effect on agitation in people with dementia
New research led by the
University of Plymouth
(UK) has shown that the
anti-depressant
mirtazapine has no effect
on agitation in a clinical
trial in people with
dementia. Findings were published in The Lancet journal on 23
October.
The SYMBAD Phase III trial was a parallel-group, double-blind
and placebo-controlled trial evaluating the safety, clinical and
cost effectiveness of mirtazapine in people with dementia and
agitated behaviours. The trial enrolled 204 UK participants who
received either mirtazapine (45 mg) or placebo daily for 12
weeks and were followed up for up to one year. The primary
outcome of the trial was the clinical effectiveness of
mirtazapine in terms of reduction of agitation, measured by the
Cohen-Mansfield Agitation Inventory (CMAI) score at 12 weeks.
The results showed that the mean CMAI scores at 12 weeks
were not significantly different between participants receiving
mirtazapine and those receiving placebo. While there were
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similar levels of adverse effects in both groups, there were also
more deaths in the group of participants who received
mirtazapine (n=7) than in the group of those who received the
placebo (n=1) by week 16. Researchers concluded that the data
from this study do not support using mirtazapine as a treatment
for agitation in dementia.
https://doi.org/10.1016/S0140-6736(21)01210-1

26 October: Eli Lilly initiates rolling FDA
submission for its anti-amyloid drug donanemab
in early Alzheimer's disease

On October 26, Eli Lilly published its report on the third-quarter
2021 financial results, summarising key earnings and revenue
figures and detailing advances in regulatory submissions for
drugs in indications such as type 2 diabetes, heart failure and
atopic dermatitis.
The company also announced that it had initiated rolling
submission of a biologics licence application for donanemab to
the US Food and Drug Administration (FDA), for accelerated
approval in early Alzheimer's disease. Donanemab is an
investigational antibody therapy that targets amyloid plaques in
the brain for clearance by the immune system, and is delivered
via monthly intravenous infusions. Results of the TRAILBLAZERALZ study, which recruited 272 participants with early-stage,
symptomatic Alzheimer's disease, were published in the New
England Journal of Medicine in May 2021. These results showed
some improvement for primary outcomes of cognition and
activities of daily living after 76 weeks, but mixed results on
secondary outcomes in similar areas.
The company also announced plans to conduct a Phase 3 headto-head clinical trial comparing donanemab to Biogen's antiamyloid drug, aducanumab. The goal of this trial, called
TRAILBLAZER-ALZ 4, is to assess superiority of brain amyloid
plaque clearance in early symptomatic Alzheimer's disease.
Enrolment is expected to begin this year. To find out more:
https://investor.lilly.com/news-releases/news-release-details/lillyreports-robust-third-quarter-2021-financial-results

26 October: Cortexyme reports top line data from
its Phase 2/3 GAIN trial for AD
On 26 October, Cortexyme, a clinical-stage pharmaceutical
company developing novel treatments for altering the course of
Alzheimer’s disease (AD) and other neurodegenerative

disorders, reported top-line results from its Phase II/III GAIN
Trial. This study is a randomised, double-blind and placebocontrolled 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. COR388 is an oral smallmolecule inhibitor of gingipains, which are proteins that are
released by bacteria species (P. gingivalis) that have been
identified in brain tissue and cerebral spinal fluid of people with
AD.
643 participants were recruited in the study. Results showed
that the study failed to meet its co-primary endpoints as
measured by ADAS-Cog11 and ADCS-ADL at end of the
treatment period (48 weeks) in the overall population. In a
group of participants, representing up to half of the
participants, with P. gingivalis detected in their saliva, the drug
showed 57% slowing of cognitive decline as measured by ADASCog11 in the 80mg group compared to placebo, but failed to
show significant benefits on the ADCS-ADL co-primary
outcome. The most common adverse events were
gastrointestinal, such as diarrhoea and nausea.
Cortexyme will present further results from the GAIN trial at the
upcoming 14th Clinical Trials on Alzheimer’s Disease (CTAD
2021) conference to be held on 9-12 November 2021.
https://www.cortexyme.com/cortexyme-reports-gain-trial-datademonstrated-relationship-between-reduction-of-p-gingivalisinfection-and-slowing-of-alzheimers-disease-progression/

27
October:
Panhellenic
Federation
of
Alzheimer’s Disease and Related Disorders is
conducting a study into the effects of cannabidiol
in Mild Cognitive Impairment
In recent years, there has been a
growing interest, supported by a
large number of experimental,
epidemiological and clinical
studies, about the beneficial
effects of cannabidiol in
preventing various pathologic
conditions,
including
brain
neurodegeneration. In vitro
studies demonstrate that a
treatment with cannabidiol can
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inhibit hyper-phosphorylation of Tau protein leading to the
reduction of neuronal loss.
The Panhellenic Federation of Alzheimer’s Disease and Related
Disorders is conducting a study on the effects of cannabidiol on
cognition and mental health of patients with Mild Cognitive
Impairment (MCI). The methodology rigour plan of the present
randomised clinical trial will cover every aspect of the disease
and eliminate possible limitations with careful selection of
inclusion and exclusion criteria, with randomisation of the
sample and with the use of all the contemporary means and
measures, such as neuropsychological assessment, MRI,
analysis of blood and cerebrospinal fluid biomarkers. The
effects of cannabidiol will be compared with the effects of
homotaurine and Mediterranean Diet and the participants will
be divided further into Apolipoprotein ε3 carriers and
Apolipoprotein ε4 carriers in order to clarify the role of this
specific allele in the treatment. The effects will be measured
with an extensive neuropsychological assessment, blood
biomarkers before the beginning of treatment and each year for
two years.
So, the present study is going to be the first in vivo clinical trial
internationally which will examine thoroughly the effects of
cannabidiol in MCI patients. Moreover, the extensive
neuropsychological assessment will clarify the specific areas of
cognition which can be improved by both the cannabidiol and
the homotaurine. The analysis of blood biomarkers makes the
results more reliable. For this reason, the results will give new
evidence on the use of cannabidiol in order to prevent
Alzheimer's disease, say the researchers.

DEMENTIA IN SOCIETY
1 October: Serbia has a new national Alzheimer’s
society
The Serbian Society for Alzheimer
Disease (SUAB) was recently
formed, with the main aim of
improving the quality of life of
people with dementia and their
families in Serbia.
Experienced
healthcare
professionals in the fields of neurology and psychiatry, experts
in the field of social protection of adults and older people, and
informal carers with experience in caring for people with some
form of dementia, came together to found this new association.
They hope to achieve a number of goals in the areas of social
and health care, increasing social inclusion and exercising the
human rights of people with Alzheimer's disease (AD) and all
other types of dementia and their families.
The head office of the Association is in Belgrade, but it is also
active in Novi Sad, Niš, and Vršac. At the moment, it has 14
members of which 5 are informal carers. It also has 10
volunteers. They are currently piloting a day-care centre service
in Belgrade, in cooperation with the Association of Citizens’

Amity, along with the Counselling Service for Informal Carers in
Belgrade.
The association plans to:
• support and advocate for reforms of social and health
care policies and programmes aimed at people living
with AD and other dementias and their families, as well
people at risk
• develop missing community-based services for people
with dementia and their informal carers
• carry out capacity-building of both institutional
professionals and NGO activities, working with the
target group
• support and carry out capacity building of informal
caregivers of the people with AD and other dementia
types
• raise public awareness of the importance of
prevention
• include people with mild cognitive disorders into the
programme and policy proposal drafting.
The SUAB is a membership-based organisation welcoming all
people sharing the common purpose of supporting people with
Alzheimer's disease and all other types of dementia and their
families, in accordance with the Articles of the Association.
Head Office: 1 Pariske komune Street, 110070 Novi Beograd,
Belgrade, Serbia
www.alchajmer.rs

14 October: InCARE project invites you to take its
survey
on
experiences,
attitudes
and
expectations about long-term care
The InCARE
project (cofunded by the European
Union) team is inviting
you to share your point of
view through a survey on
experiences,
attitudes,
and expectations about
long-term care.
The project team aims to
use this survey to understand how people view care for older
people with support needs. How do they want those close to
them or themselves to be looked after, should they need it?
What are their experiences with receiving or providing care?
And what are their expectations for the future?
Findings from this study will be used to raise awareness of the
challenges faced by older people with care needs and their
families, and to advocate for policies that can support them.
If you are able and willing to contribute, you can answer the
survey directly here. This should not take more than 15 minutes
of your time. This is a general population survey, available in
eight languages (EN, DE, ES, FR, MK, NL, RO, SQ - more may be
added).
https://lse.eu.qualtrics.com/jfe/form/SV_6nc3RoO51iB0Bng

24

OCTOBER
2021

25 October: New centre for people with dementia
opens in Belgrade
The Serbian Society for Alzheimer's disease was founded in
2020 by doctors, social workers and carers. In Serbia, the
patients, after receiving therapy, are being left to fend for
themselves. Family members, often only one person, take care
of them. That is why the Society launched a pilot project earlier
this year – a centre for people with dementia - in cooperation
with the Amity Association and under the auspices of the
Serbian Ministry of Family Welfare and Demography.
Currently, the Centre is open only on Thursdays from 4 pm to 7
pm. The hope, however, is that it will continue to work next year
with a constantly increasing number of hours and days. The
organisers are aware that to provide adequate help, it is
necessary for the centre to work continuously. This is only the
first step, but it has proven to be very successful already.
Activities in the centre are carried out by a social worker and a
team of volunteers. A retired professor of music is constantly
present, helping with one of the favourite activities in the
Centre – singing and members of the local choir of the elderly
are often guests at the centre. Ladies from a knitters'
association organise handicrafts, and dementia centre users
also enjoy bowling. The staff will be joined by a social worker
with several years of experience in caring for older people, who
is also a certified yoga instructor. Another social worker, the
president of the board, runs the chat rooms.
All these activities, but also socialising with other people, the
joy of creating and a sense of usefulness, mean that the users
of the centre think of Thursdays as a special day of the week.
Within the centre, carers have the opportunity to meet and
share experiences. In addition, they can seek the advice of a
medical specialist and a social worker. Good results mean that
the centre will continue to work and although there is a long
road ahead, the staff are ready to keep walking!

30 October: Dementia Alliance International (DAI)
Board announces resignation of CEO, Kate
Swaffer
The Board of Dementia
Alliance
International
(DAI) has announced the
resignation of its CEO,
Kate Swaffer, effective 30
October
2021.
Kate
Swaffer is one of the eight
co-founders of Dementia
Alliance International (DAI). She is also the long-serving former
Chair, and a board member of the organisation.
You can read more on the DAI website:
https://www.dementiaallianceinternational.org/dai-boardannounces-resignation-of-ceo-kate-swaffer/

NEW PUBLICATIONS &
RESOURCES
18 October: New book on "Dementia and Place:
Practices, Experiences and Connections" is
published
A new book called "Dementia and
Place: Practices, Experiences and
Connections", edited by Richard Ward,
Andrew Clark and Lyn Phillipson, has
been published.
Giving voice to the lived experiences of
people with dementia across the
globe, including in Australia, Canada,
Sweden and the United Kingdom, this
critical and evidence-based collection
engages with the realities of life for
people living with dementia at home
and within their neighbourhoods.
The text addresses the fundamental social aspects of
environment, including place attachment, belonging and
connectivity. The chapters reveal the potential and expose the
challenges for practitioners and researchers as dementia care
shifts to a neighbourhood setting.
The "neighbourhood-centred" perspective provides an
innovative guide for policy and practice and calls for a new
place-based culture of care and support in the neighbourhood.
Find out more and order the book here:
https://policy.bristoluniversitypress.co.uk/dementia-and-place

EDUCATION
29 October: Charles Scerri to deliver inaugural
lecture for new Dementia Digest Series
The
team
at
the
University
of
Northampton Dementia
Research and Innovation
Centre
(NDRIC)
is
delighted to be launching its “Dementia Digest Series”. This is a
lunchtime series of knowledge exchange events, each of which
will be led by a keynote speaker, with opportunities for the
participants to exchange ideas and views in discussion and
debate. The inaugural lecture is being delivered by Professor
Charles Scerri, Vice Chair of Alzheimer Europe. Prof. Scerri will
be speaking about “National Dementia Strategies across
Europe” from 12.30-1.30pm GMT on 2 December 2021.
To register please visit: bit.ly/DementiaDigest
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AE CALENDAR 2021
Date
2 November
5 November
8 November
8 November
8-11 November
9 November
10 November
11 November
15-18 November

Meeting
EWGPWD meeting
ABOARD Project Meeting
IEEPO conference – Think Global, Act Local
Neuronet NeuroCohort taskforce meeting
44th World Hospital Congress (Barcelona, Spain)
I~HD 2nd virtual plenary - scaling up the use & reuse of big health data
WDC Dialogue on Early-Career Scientists in Dementia
RADAR-AD PAB meeting
Lausanne VIII Dialogue

16 November

Alzheimer’s Association Academy “Gender, sex and sexuality”

16-17 November

Novo Nordisk Advisory Board Meeting

18 November

EU-Fingers General Assembly

18 November
22 November
23 November
24 November
25-26 November
29 November-1
December

VirtualBrainCloud GA meeting
PERMIT workshop
PRIME webinar on Alzheimer's disease
Meeting with Roche
EU-Fingers Advisory Board meetings
31st Alzheimer Europe Conference “Resilience in Dementia: Moving beyond
the COVID-19 pandemic”

AE representative
Dianne, Ana
Jean
Owen
Ange
Jean
Ange
Ange
Dianne, Ana
Jean
AE members, Board and
staff
Jean
Dianne, Ana, Cindy and
Jean
Ange, Jean
Dianne, Ana
Ange
Jean
Cindy, Ana
AE members, Board and
staff

CONFERENCES 2021-2022
Date
29 Nov-1
December
15-20 March
2022
5-7 December
2022

Meeting
31 Alzheimer Europe Conference, https://www.alzheimereurope.org/Conferences/2021-Online
International Conference on Alzheimer's and Parkinson's Diseases and related
neurological disorders (AD/PD 2022), https://adpd.kenes.com/
32nd Alzheimer Europe Conference, https://www.alzheimereurope.org/Conferences
st

Format/ Place
Virtual
Barcelona, Spain
Bucharest, Romania

The Alzheimer Europe newsletter received funding under an operating grant from the European Union’s Health Programme (2014-2020).
The content of this newsletter represents the views of the author only and is his/her sole responsibility; it cannot be considered to reflect
the views of the European Commission and/or the Consumers, Health, Agriculture and Food Executive Agency or any other body of the
European Union. The European Commission and the Agency do not accept any responsibility for use that may be made of the information
it contains.
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