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WELCOME
As every year, this edition of
our newsletter covers news
from both July and August.
We are proud to have
published a paper on timely
diagnosis and care for people
with dementia from ethnic
minority groups, in the International Journal
of Geriatric Psychiatry, this month. An expert
ethics working group led by Alzheimer
Europe earlier produced an extensive report
on this issue, a policy brief and a guide for
health and social care workers. The newlypublished paper provides a brief summary in
which the members of the expert working
group present some of the key challenges
and recommendations for healthcare
clinicians.
Earlier in the summer, we also published our
Annual Report showcasing our work in 2020,
much of which would not have been possible
without an operating grant from the
European Commission. These past few
weeks, we have been responding to the
disappointing decision by DG Santé to
exclude the operating grants mechanism
from its 2021-2022 EU4Health Annual Work
Programme. This decision puts key activities
of European health NGOs in jeopardy, and
this during the greatest public health crisis in
living memory. We hope, following our
online campaign together with a coalition of
health NGOs, and a number of meetings with
DG Santé and EU Health Commissioner Stella
Kyriakides, that they will reconsider.
On a more positive note, we are delighted to
welcome Austrian MEP Claudia Gamon to the
European Alzheimer’s Alliance, taking the

number of MEPs in the Alliance to 93 across
26 countries. We are also hugely grateful to
the 56 MEPs (including many from the
Alliance) who support our call to reinstate
operating grants and especially those who
have taken the time to contribute to our
#SaveEUHealthNGOs social media campaign.
The World Health Organisation has launched
a toolkit for the promotion of dementiafriendly initiatives. This resource is its latest
tool for establishing and scaling-up
dementia-friendly initiatives globally.
On the research front, a new paper on the
global prevalence of Young-Onset Dementia
has been published in the journal JAMA
Neurology. This important research aims to
provide policy makers with much-needed
information to organise health care in an
appropriate way as the rates indicate the
condition to be more prevalent than
previously thought.
A number of other noteworthy research
developments were announced during the
Alzheimer’s
Association
International
Conference and we report on some of these
in the “AAIC watch” section of this
newsletter.
Regarding our own conference, we are
looking forward to the 31st Alzheimer Europe
Conference (#31AEC), which will be held
online from 29 November to 1 December.
Please take advantage of early bird
registration, available until 15 September.
The exciting conference programme is
available on our website.
Jean Georges
Executive Director

24
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Sponsors of the month

Alzheimer Europe would like to express its gratitude to
two new sponsors for its 2021 activities.
Read more about sponsorship opportunities here:
http://bit.ly/sponsorAE

The authors conclude by underlining the importance of
considering the harms of public health measures for people
with dementia, calling for: caregivers to be prioritised for
vaccines; improved work-life balance policies for family
caregivers; and the restoration of routines, support, care home
visits and therapeutic activities for people with dementia, for
example via outdoor visits and the use of personal protective
equipment. The Open Access article can be found here:
https://www.thelancet.com/journals/eclinm/article/PIIS25895370(21)00327-8/fulltext

23 August: Alzheimer Slovenia supports and
empowers people with dementia during COVID19, through its network of "Dementia Friendly
Points" and its helpline

COVID-19 SITUATION
31 July: New research shows the damaging effect
of COVID-19 isolation measures on the cognition
and mental health of people living with dementia
A systematic review of
research studies has
shown the damaging
effects that COVID-19
isolation measures have
had on the cognition,
function
and
mental
health of people with
dementia.
Published on 31 July in the EClinicalMedicine journal, the
systematic review synthesises evidence from 15 studies
published during the first year of the COVID-19 pandemic (to 27
February, 2021), comprising all the available quantitative data
on the effect of COVID-19 related isolation measures on the
cognitive, psychological and functional health of people with
dementia. The 15 publications include community-based and
care home-based studies in Argentina, Brazil, France, Italy,
Ireland, Portugal and Spain, involving over 6,400 people with
dementia.
Of the 13 studies involving people living with dementia in the
community, 61% reported a decline in cognition in a proportion
of the population studied. Concentration, memory, orientation
and communication were the most frequently-affected
cognitive domains. Almost all of these studies also reported
worsening or new onset of behavioural and psychological
symptoms of dementia, with half of the studies reporting
adjustment of pharmacological treatment for these symptoms
(e.g. introduction of antipsychotics). Although only two studies
on the effect of isolation on care home residents with dementia
were identified, these similarly reported worsening memory,
depression and anxiety in over 50% of residents.

Dementia friendly activities and campaigns in local
communities have provided substantial support to people with
dementia and their carers during the COVID-19 pandemic.
Spominčica (Alzheimer Slovenia) is coordinating a network of
more than 240 Dementia Friendly Points. The network consists
of organisations, from Ministries, the Human Rights
Ombudsman, care homes for elderly people, pharmacies,
libraries, schools, shops, police stations, centres for social work,
to local hairdressers, who are engaged in changing their services
and their communities to become more dementia friendly.
Their employees participated in a training about dementia, first
signs, communication and available services for families with
dementia.
Throughout the summer months, the Dementia Friendly Points
network welcomed 18 new members including Ljubljana
Pharmacies and the Ministry of the Environment and Spatial
Planning and Public Payments Administration.
Dementia Friendly Points have proved to have a significant role
in providing access to information about dementia and services
during COVID-19 in their local communities.
Spominčica has also engaged with several experts, psychiatrists,
neurologists, psychologists, nurses and lawyers to provide
additional support on its telephone helpline. Carers of people
with dementia use the telephone helpline service a lot, since it
operates every day from 8:00 till 22:00, and provides an
important and accessible communication channel. Spominčica
2
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has also prepared a "Guide during COVID - 19 for people with
dementia and their relatives", which is available on the
organisation's website: https://www.spomincica.si/
Spominčica has also been able to provide assistance and
support to people with dementia and their relatives, who are in
even greater distress during the pandemic, as the organisation
was successful in the public tender for the action called "With
modern approaches, we strengthen the strength of older
people, people with dementia and their relatives in the period
COVID-19" co-financed by the Republic of Slovenia and the
European Union from the European Social Fund. The
organisation is now carrying out this action.

ALZHEIMER EUROPE
14 July: Alzheimer Europe publishes its Annual
Report 2020
Our 2020 Annual Report
looks back at our activities
and achievements last
year. As in the past, our
core
activities
were
funded by an operating
grant awarded by the
European Commission in
the framework of the
European Union’s health
programme. This support
allowed Alzheimer Europe
and its 37 national
member organisations to
give a voice to people with
dementia, make dementia
a public health priority,
support dementia research and strengthen the European
dementia movement, all the while ensuring these activities
were firmly rooted in a rights-based approach. You can read our
Annual Report, here:
https://bit.ly/AE_Annual_Report_2020

19 July: Alzheimer Europe, together with
coalition of EU Health NGOs, campaigns for DG
SANTE to bring back Operating Grants
Alzheimer Europe, an umbrella organisation of 37 national
Alzheimer’s associations from 33 European countries,
supported a call made on 25 June by European health NGOs,
asking the European Commission to restore operating grants in
the EU4Health Programme in order to support core activities of
European NGOs. The call was issued in response to the
publication of the 2021-2022 EU4Health Annual Work
Programme, in which the operating grant mechanism was

discontinued by a unilateral decision by the European
Commission’s DG SANTE, despite this mechanism having been
explicitly included in the EU4Health Programme by the
European Parliament and Council of Ministers during the
legislative process leading to the adoption of the programme.
All other Commission departments have kept operating grants
in their work programmes and some have even added funding
to and increased the scope of these grants.
In addition to the call issued on 25 June, Alzheimer Europe and
a coalition of EU Health NGOs including the European Patients‘
Forum, the European Public Health Alliance and Eurordis - Rare
Diseases Europe, launched a social media campaign on 19 July
2021. The campaign, which can be followed and supported via
the hashtag #SaveEUHealthNGOs asks DG SANTE and Health
Commissioner Stella Kyriakides to reconsider this worrying
decision, particularly in the midst of the greatest public health
crisis in living memory.
Abandoning this key funding mechanism of support to health
NGOs risks seriously undermining the outstanding and
pioneering work of European organisations in the field of public
health.
Jean Georges, Executive Director of Alzheimer Europe,
commented: “Rather than cutting funding to EU health NGOs
already impacted by the pandemic, the Commission should
treat them as partners to achieve the ambitious objectives of
the EU4Health programme and adequately support their
activities."

26 July: Alzheimer Europe contributes to paper
on complementary pre-screening strategies to
uncover hidden prodromal and mild Alzheimer's
disease
On 26 July, researchers from the
public-private
MOPEAD
partnership published an article
on
complementary
prescreening strategies to uncover
hidden prodromal and mild
Alzheimer's
disease
in
Alzheimer’s & Dementia, the
journal of the Alzheimer’s
Association.
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In the published paper, scientists focused on the success using
four complementary pre-screening strategies, namely:
1) a web-based pre-screening tool,
2) an open house initiative,
3) a primary care–based protocol for early detection of
cognitive decline, and
4) a tertiary care–based pre-screening at diabetologist clinics.
The team reported that among an overall 2.847 pre-screened
individuals, 1.129 (39.7%) people were identified to be at high
risk of having prodromal Alzheimer’s disease (AD) or dementia.
They also underlined that the corresponding proportion for the
different initiatives were differing. The lowest proportion of
people identified among participants were those who made use
of the web-based pre-screening (36.8%), this was followed by
the people who joined the open house initiatives (35.6%). At the
same time, the primary care–based protocol led to 44.4%
positive cases and the highest positivity rate was observed in
the tertiary care–based pre-screening (58.3%).
Looking at age and sex differences, the team noted that “the
likelihood of a positive pre-screening result seems to increase
with age but was not influenced by sex”. Furthermore, they
note that the likelihood of a positive pre-screening differed
among participating countries (Slovenia, Spain, Sweden, the
Netherlands and Germany).
Concluding, the researchers note that the four engagement
initiatives were able to identify four individuals at high risk of
having prodromal AD or dementia for every 10 pre-screened
individuals while also highlighting some differences in the
characteristics of participants, depending on the initiative
they’ve participated in.
https://doi.org/10.1002/alz.12441

31 July: 31st Alzheimer Europe Conference
programme is available online. Register now to
get Early Bird reduction!

Alzheimer Europe would like to thank everyone who submitted
abstracts for its virtual 31st Annual Conference (#31AEC). The
final selection was made during July 2021 and notifications have
been sent to all applicants. Our committee has reviewed all
submitted abstracts (ahead of schedule - thank you!) and
selected 59 oral presentations, 139 quick oral and 39 posters.
Looking forward to our 2nd virtual conference! View the agenda,
here: https://bit.ly/31AEC-agenda

Early Bird registration fees are available until 15 September, so
register now, to avoid missing out!
Keep an eye on https://www.alzheimer-europe.org/Conferences
and on our social media accounts (Twitter, Facebook. LinkedIn)
for more information about registrations, the virtual
conference platform, and all other aspects of the conference.
#31AEC is organised under the banner “Resilience in dementia:
Moving beyond the COVID-19 pandemic” and will take place
from 29 November to 1 December 2021.

4 August: Alzheimer Europe responds to draft
WHO global action plan consultation
Alzheimer Europe has submitted
a response to the World Health
Organization’s
(WHO)
consultation on the first draft of
the intersectoral Global Action
Plan on Epilepsy and Other
Neurological Disorders.
Alzheimer Europe has previously
responded to the discussion
paper on the on the proposed global action plan, in which we
welcomed the objectives of the plan, whilst noting some of our
concerns about a broader and overarching approach to
neurological conditions.
In the response to the draft plan, Alzheimer Europe:
• Reiterated its support for the overarching objectives of the
plan, including adopting a human rights-based approach
• Sought clarity on the overlapping nature of the plan with
other areas of WHO’s work, including the Global Action
Plan on Dementia
• Expressed reservations about the lack of recognition for the
distinct nature of neurological and neurodegenerative
conditions, particularly the progressive nature of the latter
• Highlighted issues related to some of the aims and strategic
objectives, including in relation to care pathways, service
integration etc.
You can find more information about the global action plan
here:
https://www.who.int/news-room/articles-detail/Web-basedconsultation-on-the-first-draft-of-the-Intersectoral-global-actionplan-on-epilepsy-and-other-neurological-disorders

You can read Alzheimer Europe’s full response to the draft
global action plan here:
https://www.alzheimer-europe.org/Policy/Our-opinion-on/2021WHO-draft-Intersectoral-global-action-plan-on-epilepsy-and-otherneurological-disorders
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19 August: Alzheimer Europe publishes article on
timely diagnosis and care for people with
dementia from ethnic minority groups, in the
International Journal of Geriatric Psychiatry
In a just society, everyone
should have equal access
to healthcare in terms of
prevention, assessment,
diagnosis, treatment and
care.
Europe
is
a
multicultural society made
up of people who identify
with a wide range of
ethnic groups. Many older
people from minority
ethnic groups also have a
direct
migration
background.
Several
studies have shown that
there is a lack of equity in relation to dementia diagnoses and
care because equal opportunities do not necessarily translate
into equal outcomes. An expert ethics working group led by
Alzheimer Europe has produced an extensive report on this
issue, a policy brief and a guide for health and social care
workers. In this brief summary, the authors/members of the
expert working group present some of the key challenges and

recommendations for healthcare clinicians striving to provide
timely diagnosis and good quality care and treatment to people
with dementia from all ethnic groups.
“The challenges of achieving timely diagnosis and culturally
appropriate care of people with dementia from minority ethnic
groups in Europe” has now been published online in the
International Journal of Geriatric Psychiatry. We would like to
thank the members of our expert working group on ethical
issues for their contributions to this report. The group, chaired
by Director for Projects Dianne Gove, includes our Executive
Director Jean Georges and external experts Thomas Rune
Nielsen, Carolien Smits, Charlotta Plejert, Mohammed Akhlak
Rauf, Sahdia Parveen, Siiri Jaakson, Daphna Golan-Shemesh,
Debi Lahav, Ripaljeet Kaur, Michal Karen Herz, Jessica Monsees,
and Jochen René Thyrian.
This article reports on work which received funding under an
operating grant from the European Union's Health Programme
(2014-2020) in 2018 and from the Robert Bosch Stiftung
between 2018 and 2021 (including work on this article).
You can read it, here:
http://doi.org/10.1002/gps.5614

Alzheimer Europe networking (online)
On 1 July, Jean attended a meeting of the Patients and Consumers’ Working Party of the European Medicines Agency.
On 1 July, Dianne and Ana took part in the European Working Group of People with Dementia consultation for Roche.
On 7 July, Jean attended a World Dementia Council global dialogue on dementia and health systems readiness.
On 7 July, Jean and Owen attended a meeting with DG SANTE regarding Operating Grants in the EU4Health programme.
On 8 July, Jean attended a meeting of the Biogen Brain Trust.
On 8 and 9 July, Jean attended a nutrition and dementia workshop of the Alzheimer’s Association.
On 12 July, Jean met with TauRx.
On 12 July, Jean and Owen attended a meeting with other health NGOs to discuss Operating Grants in the EU4Health programme.
On 13 July, Alzheimer Europe organised an Alzheimer’s Association Academy on the European regulatory system for new
Alzheimer’s medicines.
On 13 July, Jean met with representatives of the European Union Geriatric Medicine Society.
On 14 July, Owen, Jean, Chris and Kate participated in a communications call with other civil society organisations to prepare the
campaign to #SaveEUHealthNGOs.
On 27 July, Cindy attended the PRODEMOS work package leader meeting.
On 30 July, Jean attended a meeting between EU Health Commissioner Stella Kyriakides with representatives of the European
Patients’ Forum, European Public Health Alliance, Eurordis and Alzheimer Europe.
On 30 July and 2 August, Owen and Jean attended a meeting with other health NGOs to discuss next steps following the meeting
with EU Health Commissioner Stella Kyriakides.
On 12 August, Jean met with the Global Coalition on Aging.
On 19 August, Angela met with representatives of the Innovative Medicines Initiative projects on digital endpoints.
On 25 August, Owen attended a webinar with WHO Europe in advance of the 71st WHO Regional Committee for Europe.
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EU PROJECTS
1 July: EPAD has been featured in the inaugural
ADDI newsletter
On 1 July, the Alzheimer’s
Disease
Data
Initiative
(ADDI) released its first ever
newsletter, in which EPAD is
featured as a key partner
and the first project to place
its entire dataset onto the Alzheimer’s Disease (AD)
Workbench.
From January 2015 until February 2020, a total of 2,096
participants were screened as part of the EPAD Longitudinal
Cohort Study (LCS) across nine European countries, collecting a
wide range of cognitive, clinical, neuroimaging and biomarker
data. From these participants, EPAD followed up with 1,225
after one year, 421 after two years and 121 after three years.
As the project progressed, four datasets have freely been made
available ensuring the use of the data for the Alzheimer’s
disease research community worldwide.
The latest and final EPAD dataset called Version.IMI (V.IMI) is
now available in the AD Workbench and will provide even
greater value to the global neuroscience research community.
All the data collected and processed during the IMI period of
EPAD have been included in this V.IMI release.
EPAD members are pleased that this incredibly rich data source,
including data that have been collected annually from research
participants throughout their participation in the LCS, has been
incorporated into the AD Workbench. It is an important step in
continuing to share the LCS data in the long-term and ensuring
that this valuable resource is used by the research community
to generate as much knowledge as possible. The ADDI platform
will provide a crucial acceleration in scientific breakthroughs on
the causes, diagnosis, and prevention of Alzheimer’s disease.
You can read the ADDI newsletter here.

there was a clear drive to develop new solutions to maintain
contact with trial participants and continue research.
The meeting began with updates from Professor Miia Kivipelto,
founder of World-Wide FINGERS and head of the Scientific
HelpDesk, and Dr Maria Carillo, the Chief Scientific Officer of the
Alzheimer’s Association. The network also welcomed new
members, including research groups from Mauritius,
Philippines and Burundi, meaning the total number of
participating countries was in excess of 40.
The meeting included presentations from researchers who are
running multidomain dementia prevention trials in Finland,
Netherlands, US, China and Latin America, among others.
https://fbhi.se/world-wide-fingers-global-meeting/

10 August: New AMYPAD paper showing the
value of regional and longitudinal amyloid
assessments to predict change in cognitive
performance
A new paper entitled “Regional
amyloid accumulation predicts
memory decline in initially
cognitively
unimpaired
individuals” has recently been
published in the journal Alzheimer’s & Dementia: Diagnosis,
Assessment & Disease Monitoring. This study was led by the
members of the AMYPAD consortium and aimed to investigate
the relationship between amyloid burden and subsequent
cognitive decline in an initially cognitively unimpaired
population. The authors showed that quantifying longitudinal
and regional changes in amyloid beta can improve the
prediction of cognitive functioning in initially cognitively
unimpaired individuals. Congratulations to the authors!
The paper can be read here: https://doi.org/10.1002/dad2.12216

5 August: Over 40 countries join the World-Wide
FINGERS Global Meeting on multidomain
dementia prevention trials

25 August: IDoService project team finalises
interviews with the community

The World-Wide FINGERS Network held its Global meeting on 5
August 2021. Members of the network from across the globe
met via video conference, to present updates from their
ongoing and new multidomain dementia prevention trials and
discuss challenges with their colleagues. Despite the limitations
brought on by the global pandemic, many members spoke
about how well they had managed to adapt to the unique
circumstances. By incorporating online and digital resources

The IDoService project aims to
co-develop tools to make it
easier for people living with mild
to moderate dementia to
connect with relevant groups,
and to have more opportunities for active participation in
meaningful activities and feel valued for any skills or expertise
they might have to share. To understand the particular situation
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of people in Greater Manchester, the IDoService project
conducted a series of focus groups and individual interviews
with people with lived experience of dementia and key
stakeholder in the field of dementia support between February
and August 2021.
This summer has seen the completion of interviews with the
community. After interviews with stakeholders working in the
field of dementia and activities during the spring, the project
team conducted interviews with people living with mild to
moderate dementia and a close relative or friend. Participants
shared their experiences of participation in activities that were
meaningful for them, such as swimming, meeting friends,
gardening, or singing with a choir. Interviews offered an
opportunity to discuss the accessibility and availability of
activities, but also needs and preferences regarding social and
leisure opportunities. Recruiting participants during the current
COVID-19 context and organising remote interviews was
challenging but the project team has had great support from
service providers in Greater Manchester.

The project team is now in the process of analysing and
synthesising all insights to prepare for the co-design workshops
that they will hold in the autumn. Including people living with
dementia as co-designers, the workshops will rely on these
insights to explore speculative design ideas. The final aim of this
work is to co-develop a service allowing people living with mild
to moderate dementia to have better access to tailored
activities to realise themselves.
More information can be found on the project website,
www.idoservice.org. For any questions or suggestions about The
IDoService project and its activities, please do not hesitate to
contact the research team via email (idoservice@mmu.ac.uk) or
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).

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

EURO-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
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).
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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
15 July: Claudia Gamon MEP joins European
Alzheimer’s Alliance
Alzheimer Europe is delighted to welcome
Claudia Gamon MEP (Renew Europe, Austria)
to the European Alzheimer’s Alliance, taking
the number of MEPs in the Alliance to 93
members from 26 countries.
We look forward to working with Ms Gamon
to help make dementia a European policy
priority!

EU DEVELOPMENTS
25 June: Three young MEPs narrate new
animated video, aiming to raise awareness of
Alzheimer's disease

A cross-party trio of young Members of the European
Parliament (MEPs) have narrated a new animated video, aiming
to raise awareness around Alzheimer's disease and dementia.
The video, "Time to prioritize the rapidly growing challenge of
Alzheimer’s disease" was published online on 25 June 2021, and

is produced by Politico Studio and Biogen, with support from
the Global Coalition on Aging (GCOA), the European Brain
Council (EBC) and eu40.
The MEPs involved are: Claudia Gamon, MEP (Austria) who
recently joined the European Alzheimer's Alliance (EAA);
Sara Cerdas, MEP (Portugal) who is also a medical doctor and
also a member of the EAA and Tomislav Sokol, MEP (Croatia).
The full video is available at:
https://www.youtube.com/watch?v=fnHT2gq_nbc

1 July: European Commission and European
industry associations publish a draft Strategic
Research and Innovation Agenda for the
Innovative Health Initiative

Last month, the European Commission and a coalition of
European Industry associations published a draft Strategic
Research and Innovation Agenda (SRIA). The SRIA will guide the
work that is carried out in the proposed Innovative Health
Initiative framework, the Horizon Europe successor to the
Horizon 2020-cofunded Innovative Medicines Initiative 2 Joint
Undertaking (IMI2 JU).
Building on lessons learned from IMI2 JU, which was the world's
largest public-private partnership (PPP) focused on accelerating
drug development, the SRIA for the proposed Innovative Health
Initiative (IHI) brings new partners and stakeholders to the
table. Co-developed by five Industry associations (COCIR, EFPIA,
EuropaBio, MedTech Europe and Vaccines Europe) and the
European Commission, the SRIA identifies the scope, objectives
and activities of the IHI. The proposed IHI will cover the entire
continuum of care, from prevention and diagnostics to
treatment and disease management. General objectives
include; 1) the creation of an EU-wide research and innovation
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system for healthcare; 2) fostering the development of safe,
effective and people-centric innovations that respond to unmet
public health needs; and 3) driving cross-sectoral health
innovation, towards a globally competitive European health
industry. The SRIA can be downloaded here:
https://www.euhealthppp.org/strategic-agenda

5 July: European Commission publishes Horizon
Europe health cluster calls
The European Commission has
published health-focused calls
for research, as part of its Horizon
Europe research programme. The
calls are grouped under the six
“destinations” of the health
cluster, which sits within the second pillar of Horizon Europe:
“Global Challenges and European Industrial Competitiveness”.
The calls under each of the “destinations” are as follows:
• Destination 1. Staying healthy in a rapidly changing society
• Destination 2. Living and working in a health-promoting
environment
• Destination 3. Tackling diseases and reducing disease
burden
• Destination 4. Ensuring access to innovative, sustainable
and high-quality health care
• Destination 5. Unlocking the full potential of new tools,
technologies and digital solutions for a healthy society
• Destination 6. Maintaining an innovative, sustainable and
globally competitive health industry
The deadline for applications is 21 September 2021. The full list
of calls can be found at:
https://hadea.ec.europa.eu/calls-proposals/calls-horizon-europecluster-1-health-now-open_en

31 July: European Commission confirms that the
Clinical Trials Regulation will enter into
application on 31 January 2022
Although the EU Clinical Trials Regulation (CTR) was adopted in
2014, its full application has been hampered by issues signing
off the EU portal and database for clinical trials, also known as
the Clinical Trials Information System (CTIS). Following an
independent audit of the new system that was completed
earlier this year, the European Commission has confirmed that
31 January 2022 will be the date of entry into application of the
CTR, and the go-live of the CTIS.
The CTR was designed to create a harmonised environment for
clinical trials conducted in the EU, aiming to guarantee the
safety of participants and increasing transparency of
information about clinical trials. A cornerstone of the CTR is the
CTIS, an online portal which will act as a single EU entry point
for clinical trial applications, and for monitoring of clinical trials
during their life cycle.

The CTIS will allow sponsors to submit a single application for
clinical trials based in multiple EU/EEA countries, cutting down
on paperwork and administrative burden. The application will
then be transferred to national competent authorities and
ethics committees for each country involved. In creating the
CTIS, the EU hopes to facilitate recruitment of participants
across the EU/EEA, and enable greater sharing of knowledge,
resources and data between stakeholders. The system will also
include a public area where people can access information on
all clinical trials conducted in the EU and their outcomes.
More information on the CTR and CTIS can be found here:
https://www.ema.europa.eu/en/human-regulatory/researchdevelopment/clinical-trials/clinical-trials-regulation

10 August: EMA approves a new generic for the
diagnosis of dementia with Lewy bodies
The
European
Medicines
Agency (EMA) has approved the
medicine Celsunax to help in
the diagnosis of movement
disorders and dementia (loss of
intellectual function). Celsunax is used to help distinguish
between dementia with Lewy bodies and Alzheimer’s disease.
This medicine is a generic version of DaTSCAN. Both Celsunax
and DaTSCAN contain the same active radiopharmaceutical
substance ioflupane.
Celsunax can only be obtained with a prescription and should
only be used in people who have been referred by a doctor with
experience in the management of movement disorders or
dementia.
The EMA concluded that, in accordance with EU requirements,
Celsunax has been shown to be comparable to DaTSCAN.
Therefore, the Agency’s view was that, as for DaTSCAN, the
benefits of Celsunax outweigh the identified risks and it can be
authorised for use in the European Union.
For further information please see the page entitled “Celsunax”
on the EMA website at:
https://www.ema.europa.eu/en/medicines/human/EPAR/celsunax
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1 July: World Dementia Council hosts global
dialogue on data sharing in dementia research

POLICY WATCH
28 June: WHO launches global report on AI and
health, identifying guiding principles to maximise
the benefits of AI

On 28 June, the World Health Organisation (WHO) launched its
global report on Ethics and Governance of Artificial Intelligence
for Health. Developed following 18 months of consultation with
experts in ethics, digital technologies, law and human rights,
alongside representatives of national health ministries, the
report identifies the ethical challenges and risks associated with
the use of artificial intelligence (AI) technologies in health.
These include issues caused by the digital divide, challenges in
allocating accountability and responsibility for decision-making
with AI, and problems linked to bias in AI, which may exacerbate
discrimination.
The report also identifies ways to embed ethics in the use of AI
for health, including involvement of patients and the public in
the design and deployment of AI, accurate and timely impact
assessments for new AI technologies, and ensuring
technologies are designed in a transparent and ethical way.
Linked to this, six core principles for ethical AI in health are
identified: 1) protecting autonomy; 2) promoting human wellbeing, human safety, and the public interest; 3) ensuring
transparency, explainability and intelligibility; 4) fostering
reproducibility and accountability; 5) ensuring inclusivity and
equity and 6) promoting AI that is responsive and sustainable.
In her foreword, Dr Soumya Swaminathan, Chief Scientist of the
WHO, calls for all stakeholders, at all levels and across all
disciplines, to work together to integrate ethical norms at every
stage of a technology's design, development and deployment,
so that all populations can equally benefit from the great
promise of these technologies in the future.

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. Last
month, the WDC turned its attention to data sharing in
dementia research, exploring the advances that have been
made - and the challenges that remain.
Attended by over 60 international experts in the field, the global
dialogue on data sharing was chaired by Dr Tetsu Maruyama
(CEO of the Alzheimer's Disease Data Initiative/ADDI) and Dr
Lara Mangravite (President of Sage Bionetworks). The meeting
was kicked off by Prof. Andrew Morris of Health Data Research
UK (HDRUK), who outlined some of the ways in which HDRUK is
enabling data sharing, and presented a case study of data
sharing as an enabler of more effective public health responses
during the pandemic. Next, our Project Officer, Angela
Bradshaw, highlighted some of the key findings from our recent
report entitled "Data sharing in dementia research - the EU
landscape", focusing primarily on challenges and opportunities
linked to the GDPR. Barriers and enablers were identified, such
as improved regulatory alignment, and greater involvement of
people with dementia in the design and conduct of research.
Finishing the introductory presentations, Dr Suzana Pentaceska
of the US National Institute on Aging (NIA) described their
approach to enabling Open Science, and the way it can
accelerate dementia research and drug discovery.
The three brief presentations were followed by an hour of lively
discussion, moderated by Dr Maruyama, with comments from
high-profile researchers, clinicians, data scientists and patient
organisations and industry representatives. Key questions that
emerged included how to develop technical infrastructures for
data sharing - and how to incentivise communities to adopt and
use them; and the need to ensure data quality and provenance,
developing a community of data users to generate insights
without compromising patient privacy.
Upcoming global dialogues will address health systems
readiness and dementia in an ageing society. A transcript of the
data sharing global dialogue can be found via the link below.
https://worlddementiacouncil.org/sites/default/files/202106/DLP%20-%20Transcript%20-%20Data.pdf

https://apps.who.int/iris/rest/bitstreams/1352854/retrieve
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8 July: Philip Scheltens is appointed as new Chair
of the World Dementia Council

On 8 July 2021, Professor Philip Scheltens, director of the
Alzheimer Center at Amsterdam UMC was appointed as new
Chair of the World Dementia Council (WDC). This international
council aims to raise awareness among governments around
the world about dementia and want to improve the lives of
people affected by dementia. Scheltens will remain affiliated
with Amsterdam UMC as a professor and researcher.
In 2013, the G8 (currently G7) established the World Dementia
Council. The council consists of twenty-four dementia experts
and world leaders. They all come from academia, industry or
NGOs in both high-income and low- and middle-income
countries. The council’s multi-sectoral composition is its
strength. It places the council in a formidable position to
identify opportunities between sectors and organisations, in
order to accelerate progress in addressing the challenges of
dementia and influence collaboration in ways that will help
catalyse the global response to the condition.
https://www.amsterdamumc.org/en/research/institutes/amsterdamneuroscience/news/philip-scheltens-new-chair-of-internationalworld-dementia-council.htm

8 July: Scotland is among the first countries in
the world to develop a standalone research
strategy for brain health and dementia

government-sponsored, standalone research strategy for brain
health and dementia. The overall aim of the strategy is to create
an environment in Scotland to promote the conditions for the
highest quality of brain health and dementia research and the
rapid implementation of research into practice.
The primary purpose of this strategy is to facilitate relevant
high-quality research that translates rapidly into health and
social care practice as effectively as possible. The
recommendations made in the strategy also lay the groundwork
to engage more people in research activity across Scotland. To
guide this, the strategy has been developed, and will be
delivered, with people rather than for people. This first ever
strategy serves as a framework from which organisations will be
able to build their own action plans for delivery through the
creation of brain health and dementia research boards locally
and nationally. The strategy recommends four key actions:
• Brain health and dementia research boards should be
developed locally within NHS boards to pursue the local
research agenda in relation to dementia and brain health.
Representatives from these local boards should come
together to form a national forum to provide strategic
oversight.
• The national forum will provide a rapid research-review
service to create a process that facilitates rapid translation
of research into practice – COVID-19 has demonstrated
that it doesn’t have to take years to get research findings
into practice.
• A national scoping review should be undertaken to
investigate the current situation regarding research careers
in brain health and dementia in Scotland. This will identify
bottlenecks and barriers that obstruct research careers in
brain health and dementia at all levels. The findings of the
review will help facilitate progression to more senior career
levels.
• A national strategy oversight board will be established to
take responsibility for monitoring and supporting
implementation of the strategy across Scotland.
You can read the full strategy, here:
http://www.sdrc.scot/researchstrategy

18 August: Greece is making progress in rolling
out its National Action Plan for Dementia

On 8 July 2021, the Scottish Brain Health & Dementia Research
Strategy was launched. It is the first such strategy of its kind and
was prepared by Alzheimer Scotland, The Scottish Dementia
Research Consortium and Brain Health Scotland and endorsed
by a broad range of national organisations.
Many countries have dementia plans or strategies but Scotland
is among the first countries in the world to develop a

The purpose of the National
Action Plan for Dementia in
Greece is the care of people with
dementia, the promotion of the
mental health of elderly people
and the prevention of dementia.
There has been some good
progress made, recently, in terms of the roll-out of some actions
to support people with dementia:
For the first time in the country, new units for the end stages,
each accommodating up to 25 people with dementia, will open
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in Thessaloniki and Kalamata, under the auspices and funding
of the Ministry of Health.
At the same time, on 8 July 2021, it was decided to implement
the creation of eight new nursing homes in various areas of
Greece and to provide for the establishment of seven new day
centres, mobile units and a psycho-geriatric centre.
Taking into account the ageing of the population, and in the
framework of the National Action Plan for Dementia, it has also
been decided to support the areas in Athens, Central Greece,
and Central and Eastern Macedonia. In fact, in order to
strengthen the interconnection of support services for people
with Alzheimer's or other types of dementia, at the community
level, there is an initiative in progress, combining the operation
of day centres, memory clinics in hospitals, open care centres
for the elderly and mobile units.
We would like to thank the Panhellenic Federation of
Alzheimer's Disease and Related Disorders for giving us this
update on the current situation in Greece.

MEMBERS’ NEWS
13 July: CEAFA launches new "Network of Active
Agents in the early detection of Alzheimer's"
With the aim of promoting the
advantages of early and accurate
diagnosis of Alzheimer's disease
(AD) from a social health
perspective and from an ethical
and economic point of view,
Confederación Española de
Alzheimer (CEAFA) has launched
the "Network of Active Agents in
early detection of Alzheimer's".
CEAFA presented this new network in a webinar in which
leading specialists shared arguments and debated the
importance of early detection of AD at different levels of care.
In this digital forum, the president of CEAFA, Cheles Cantabrana,
explained the reasons for the creation of the Network of
Agents, the advantages of early and accurate diagnosis from the
perspective of safety, the socio-sanitary perspective, the
economic perspective, and the ethical perspective as an
unavoidable starting point for a comprehensive approach to AD
and any form of dementia. Read more (in Spanish), here:
https://www.geriatricarea.com/2021/07/13/ceafa-pone-en-marchala-red-de-agentes-activos-en-la-deteccion-precoz-del-alzheimer/

31 July: Alzheimer Society of Ireland launches
new research service "TeamUp For Dementia
Research", in collaboration with Dementia
Research Network Ireland
In July 2021, The Alzheimer Society of Ireland launched a new
research service in collaboration with Dementia Research
Network Ireland – TeamUp For Dementia Research. TeamUp
For Dementia Research enables people living with dementia

and their family members to register their interest in
participating in dementia research. Then, when a relevant
research study arises, the person is informed about the
opportunity and supported to connect with the research team.
TeamUp For Dementia Research was set up because there is
currently no one streamlined way for people living with
dementia and their families to find and participate in dementiarelated research in Ireland. This has created inequity in access
to research opportunities for people affected by dementia and
a substantial challenge for research teams.
With less than 0.5% of people with dementia currently
participating in research in Ireland, this service aims to increase
participation and connect people with opportunities to take
part in research in a safe way that puts the people who use our
services and the public first.
"Irish people are incredibly altruistic when it comes to
dementia-related research and really go above and beyond with
their time and energy. The opportunity to participate in
research is an important holistic part of living well with
dementia. It's important for clinicians and researchers to
provide opportunities for people to take part in research and
TeamUp For Dementia Research creates this link. Ireland is not
accepting the 'status quo' of no treatment or no cure for
dementia. We are changing the narrative" said Prof. Sean
Kennelly, Dementia Research Network Ireland Chair and
Consultant Physician in Geriatric and Stroke Medicine.
"The ASI is delighted to play its part in supporting dementia
research by developing this fantastic new service. We want
everyone in our communities to have the option of taking part
if they wish" enthused Dr Laura O'Philbin, Interim Research &
Policy Manager at The Alzheimer Society of Ireland.
"I have signed up for The Alzheimer Society of Ireland's TeamUp for Dementia Research because I believe in the power of
research. For me research is more than just finding answers;
research brings hope and understanding to people living with
dementia and their families. When I took part in my own
research, it helped me come to terms with our new way of life
and understand my mom more and how she may be feeling. It's
for these reasons I think others should be involved in this new
initiative" said family carer Alison McCarthy.
"Research brings me hope. As far as I'm concerned, GO
RESEARCH" said Sean Mackell, living with dementia.
The goals of TeamUp For Dementia Research are:
• To make research more accessible to people living with
dementia and their families
• To enhance dementia research in Ireland
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To ensure that more people living with dementia and their
families have their voices heard in research
Who can sign up?
TeamUp For Dementia Research is open to people living with
dementia and current or former family members who are over
18 and living in the Republic of Ireland.
Support TeamUp For Dementia Research
Please support TeamUp For Dementia Research by spreading
the word. Should you wish to display or distribute leaflets
please contact teamup@alzheimer.ie to arrange free delivery.
For more information visit www.teamupfordementia.ie

•

4 August: English Football Association
announces charity partnership with the
Alzheimer's Society
Following
a
competitive
application process, the English
Football Association (FA) has
chosen the Alzheimer's Society as
their charity partner for the next
two football seasons.
The
2021-2023
charity
partnership will be officially
launched at the Community Shield match between Manchester
City and Leicester City, which will take place on Saturday 7
August. Through this partnership, the FA and the Alzheimer's
Society will work together to raise awareness of dementia,
fundraise and tackle stigma around the condition, building
dementia-friendly football networks and facilities to help
people living with dementia and their families to continue
enjoying the game. The FA and local football clubs will also be
able to refer their staff, players and supporters to the
Alzheimer's Society for dedicated dementia support.
Commenting on the announcement, Kate Lee, Chief Executive
at the Alzheimer's Society, said: "For so many fans and former
players living with dementia, that passion and common interest
is their form of escapism after a diagnosis…Together, we can
help ensure that millions of football supporters and their
families know our services are here, change how fans and
players receive support and create a dementia inclusive
industry, so people with dementia can continue to remain part
of the game."
https://www.alzheimers.org.uk/news/2021-08-04/alzheimerssociety-confirmed-football-association-the-fa-official-charity-partner

11 August: Alzheimer Nederland launches Dutch
website specifically for people with dementia
On 11 August, Alzheimer Nederland launched a new Dutch
website. The website was created for anyone new to a
dementia diagnosis. It provides easy to read and/or listen to
information without causing distraction. The contents focus on
living a good life with dementia, a life that can be lived with
confidence. It aims to let people read and learn, for example,

about being able to do things themselves, even when it no
longer happens automatically.
Check out the new website, here:
www.dementia.co.uk/ikhebdementia

20 August: Alzheimer Bulgaria hosts workshop
on "Enhancing the quality of life, functioning and
communication of persons with dementia"

Alzheimer Bulgaria, in collaboration with professor of
psychology Felix Diaz from the American University in Bulgaria,
organised a workshop about “Enhancing the quality of life,
cognitive functioning and communication of persons with
dementia”.
The workshop was designed by Prof. Diaz and aimed at bringing
the principles and procedures of some established assessment
and intervention techniques, into the everyday work of formal
and informal caregivers for people with dementia. The purpose
was to explore with the participants how they can apply the
techniques in their everyday work in practical ways, while
taking into account that the improvement in the quality of life
of the person with dementia should not to be detrimental to
the caregiver, but rather should benefit everybody in the home
or in the professional relationship.
The aim of the workshop was not only to promote an approach
to dementia, but also to obtain information about the lives,
conditions and competences of the families of people with
dementia in Bulgaria. This signals a step forward in improving
the quality of life of people affected by dementia in Bulgaria, in
raising awareness and in creating a network between these
families.
The workshop was held in three cities in Bulgaria and proved to
be very beneficial for the participants (according to their own
feedback). They were able to share their personal stories, to
receive practical advice on their specific cases and to learn
about more person-centred approaches to support people with
dementia.
All participants received certificates of attendance and
Alzheimer Bulgaria and the American University of Bulgaria plan
to continue their work together for future initiatives.
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The workshop was funded by the Open Society University
Network and also received support from Telus International
Europe.

22 August: "Involve, Rehabilitate, Include and
Support" is an innovative project developed by
Alzheimer Portugal to provide support in rural
areas

During the first year of COVID-19, in Portugal, day care centres
were closed, so Alzheimer Portugal felt the need to find
different ways of supporting people living with dementia and
their family carers.
Avoiding cognitive decline, stress and depression and the loss
of mobility were the main reasons for developing a new project
named “IRIA - INSERIR, REABILITAR, INCLUIR, APOIAR (Involve,
Rehabilitate, Include and Support), in the pandemic framework.
This is a project developed in Pombal, a rural area located in the
middle of Portugal where Alzheimer Portugal has a branch.
IRIA is the result of an application to the BPI “la Caixa” Rural
2020 awards. BPI is a bank that supports social initiatives. There
are different stakeholders involved, namely local branches of
the municipality. These are very important to provide room to
organise individual or group meetings, allowing the proximity of
the project to the population.
This is a very innovative project. A team of different therapists
goes to each family home, where different activities and
therapies are developed according to individual needs and
wishes, with the aim of enhancing the quality-of-life and
functionality of each participant. Social and psychological
support, physiotherapy, occupational therapy, in-home training
and self-help groups are some of the services delivered.
There is a van dedicated to the project, allowing the most
hidden places and villages of the rural area of Pombal to be
reached.
Currently, 16 people living with dementia and 19 carers are
participating, free of charge, in this project. There are another
8 families on a waiting list to be evaluated, and for the definition
of an individual intervention plan.
This project is an initiative that Alzheimer Portugal hopes to see
multiplied in the framework of the Recovery and Resilience
Facility (RRF) whose implementation is about to start. An
investment of EUR 85 million is earmarked for “The Mental
Health Plan Reform”, which includes the Dementia Health
Regional Plans and measures related to the improvement of
proximity services with special focus on home and community
services and facilities.

23 August: Alzheimer Slovenia
summer creative arts workshops

organises

During the hot summer
months,
Spominčica
(Alzheimer
Slovenia)
organised a series of
creative arts workshops, in
cooperation with the
National
Gallery
of
Slovenia. They organised
several workshops where
participants looked at
reproductions of the
paintings
from
the
National Gallery, developed stories based on the memories and
feelings associated with the paintings and tried their hand at
producing new works of art themselves.
Spominčica organised the workshops also in the gardens of care
homes for elderly people. The workshops were a great success
and during the last days of August, they organised guided tours
in the National Gallery, for people with dementia. For the
occasion, Ljubljana Passenger Transport provided free bus
transport.
The basic idea of the creative art therapy sessions - developed
within Erasmus+ KA2 project AD-ARTS – www.adarts.eu - is that
people living with dementia, through the use of artistic
materials and the creative process, are facilitated in the
expression and processing of their experiences. Spominčica has
developed different training activities with the use of music
therapy, art therapy, dance therapy and drama therapy.
The aim of the workshops, which were performed also in Spain,
Italy, Greece and Turkey, was to validate the developed training
activities together with people with dementia. The final results
of the AD-ARTS project will be presented at a conference in late
September.

AAIC WATCH
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26 July: Studies presented at AAIC show that
reducing air pollution may benefit brain health
and reduce dementia risk

New research presented in July at the 2021 Alzheimer's
Association International Conference (AAIC) has revealed the
potential benefits of reducing air pollution for brain health and
dementia risk.
Previous studies have found that people living in areas with high
levels of air pollution may be at greater risk of developing
dementia. To understand whether reducing air pollution could
improve brain health and reduce dementia risk, researchers
analysed data from long-term epidemiological studies of people
living in the US and in France.
Dr Xinhui Wang (University of Southern California) studied a
group of women aged 74-92 in the Women's Health Initiative
Memory Study - Epidemiology of Cognitive Health Outcomes
(WHIMS-ECHO) who didn't have dementia at the start of the
study. Analysing data from a period of 10 years between 20082018, Dr Wang looked at how cognitive test scores fluctuated in
different geographic areas, and whether this was associated
with decreases in air pollution. She found that women living in
locations with greater improvements in air quality were less
likely to develop dementia, with reductions in dementia risk of
14% and 26% based on measures of particulate air pollution
(PM2.5) and traffic pollution (NO2).
Studying a French cohort of more than 7,000 participants aged
over 65, Dr Noemie Letellier of the University of California, San
Diego, found that improvements in air quality between 19902000 were linked with reduced risk of all-cause dementia (15%
risk reduction) and Alzheimer's disease (17% risk reduction) for
every microgram of gaseous pollutant per cubic metre of air
(PM2.5).
Together, these studies indicate that air pollution may be an
important factor in the development of dementia, providing
evidence that improving air quality could have substantial brain
health benefits.
https://www.alz.org/aaic/releases_2021/air-pollution-dementiarisk.asp

27 July: Use recommendations for aducanumab
presented by expert panel at AAIC
Following FDA approval of
aducanumab in early June, a
small panel of experts on
Alzheimer's disease (AD) have
developed
clinical
use
recommendations for the antiamyloid drug in the US. The
recommendations were published in the Journal of Prevention
of Alzheimer's disease, and presented at the 2021 Alzheimer's
Association International Conference (AAIC).
As a monoclonal antibody designed to clear amyloid plaques
from the brain, aducanumab is delivered by monthly
intravenous infusions and requires careful monitoring using
brain imaging scans. During his presentation at the 2021
Alzheimer's Association International Conference (AAIC), Prof.
Jeffrey Cummings and colleagues recommended that
aducanumab should only be prescribed to adults with mild
cognitive impairment linked to AD and early AD dementia, as
these were the groups that were studied in the clinical trials of
aducanumab.
The expert panel recommended that patients receiving
aducanumab should follow a similar treatment course to
participants in the clinical trials, with gradual titration up to the
10mg/kg dose over a period of 6 months, and a minimum of
four MRI scans within the first year of treatment. Additional
MRI scans should be carried out if patients being treated with
aducanumab experience any symptoms of amyloid-related
imaging abnormalities (ARIA - a well-known side-effect of
aducanumab), and treatment should be halted in patients with
symptomatic, MRI-confirmed ARIA, as well as those with nonsymptomatic, but moderate or severe ARIA.
The expert panel emphasised the importance of patientcentred and informed decision-making, involving care partners
where relevant. They recommended that discussions should
cover the potential risks as well as the benefits of aducanumab,
the safety monitoring required, and the utility of APOE4 genetic
testing to identify whether patients may be at greater risk of
severe ARIA. The panel noted that the effective deployment of
aducanumab
treatment
would
require
substantial
infrastructure for appropriate administration, including experts
in early AD diagnosis; facilities to perform and interpret brain
imaging scans and lumbar punctures; and infusion centres for
aducanumab administration. The recommendations can be
accessed via this link:
https://link.springer.com/article/10.14283/jpad.2021.41

28 July: Members of the Executive of the
EWGPWD are present at AAIC21
The Executive of the European Working Group of People with
Dementia (EWGPWD) - Chris Roberts, Bernd Heise and Kevin
Quaid - participated in one of the ECRPIA (Early Career
Researchers Professional Interest Areas) workshops during the
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AAIC21 Conference. The workshop was entitled “Putting people
with dementia at the centre of our work”. The three members
of the Executive recorded a short videoclip explaining why
Public Involvement (PI) in dementia research is important, what
should be considered when involving people with dementia in
this way and their own experience of being involved in the PI
activities carried out by Alzheimer Europe. With this video, they
wanted to provide some tips and encourage researchers
starting their career to involve people affected by dementia in
their work.

29 July: Eli Lilly presents data demonstrating
relationship between reduction of amyloid plaque
and slowing of cognitive decline

On 29 July, Eli Lilly presented data from its Phase II study with
donanemab at the Alzheimer’s Association International
Conference (AAIC).
The TRAILBLAZER-ALZ study was a Phase II, multi-centre,
randomised and placebo-controlled clinical trial of donanemab
in people with early, symptomatic Alzheimer's disease (AD). The
study enrolled 272 participants aged between 60 and 85, 131 of
whom were assigned to receive donanemab 700 mg every four
weeks for the first three doses, then 1400 mg every four weeks,
for up to 76 weeks.
The first presentation showed a reduction of the number of
amyloid plaques following donanemab treatment at 24 weeks
in people with early symptomatic AD. Participants who reached
a complete amyloid plaque clearance were able to stop or
reduce dosing of donanemab earlier than other participants. In
addition, donanemab treatment was associated with less
cognitive decline and participants who reached early complete
amyloid plaque clearance at 24 weeks showed a significant
decrease of tau progression. In the second presentation, Lilly
presented data showing that treatment with donanemab
resulted in early reduction of plasma P-tau217, which is a bloodbiomarker associated with amyloid and tau pathology. This

decrease was correlated with significant changes of the level of
amyloid plaques.
Donanemab is also being studied in the ongoing Phase III
TRAILBLAZER-ALZ 2 study in people with early symptomatic AD.
A new Phase III trial, named TRAILBLAZER-ALZ 3, is expected to
start recruitment by the end of the year. This study will evaluate
whether treatment with donanemab can slow the clinical
progression of AD in people who have evidence of Alzheimer's
pathology, but don't yet demonstrate clinical symptoms.
https://investor.lilly.com/news-releases/news-release-details/lillyreleases-donanemab-data-demonstrated-relationship-between

29 July: Biogen and Eisai announce the design of
the
observational
study
evaluating
the
effectiveness and safety of aducanumab
On 29 July, Biogen and Eisai presented the design of the new
observational Phase IV study in Alzheimer’s disease (AD),
named ICARE AD-US, at the Alzheimer’s Association
International Conference (AAIC).
Following the recent announcement by the US Food and Drug
Administration (FDA) to approve aducanumab for the
treatment of AD, Biogen has been required to conduct a postapproval clinical trial to confirm the benefit of the drug. ICARE
AD-US is a study that will provide information on the long-term
effectiveness and safety of aducanumab, which is delivered via
monthly intravenous infusions and involves regular monitoring
via brain scans. The primary objective of the study is to
characterise and evaluate real-world, long-term changes in
cognition, function and neuropsychiatric status in people
receiving aducanumab. Secondary objectives are related to
gaining a better understanding of the drug’s safety in real-world
clinical practice.
The ICARE AD-US trial is expected to enrol 6,000 participants
with AD over four years from approximately 200 sites in the US,
with at least 16% of Latinx and Black/African American
participants, as part of Biogen’s commitment to increase
participation
from
traditionally
underrepresented
communities. All the participants will be monitored for a period
of up to five years. This study is part of one of three programs
to generate post-approval data on aducanumab, including the
ongoing re-dosing Phase IIIb EMBARK study and the planned
confirmatory Phase IV post-marketing requirement study.
https://www.globenewswire.com/newsrelease/2021/07/29/2271775/0/en/Biogen-and-Eisai-AnnounceDesign-of-ADUHELM-ICARE-AD-US-Study-the-First-Real-WorldObservational-Phase-4-Study-in-Alzheimer-s-Disease-at-AAIC2021.html

29 July: COVID-19 is associated with worsening
cognitive
function
and
acceleration
of
Alzheimer's disease pathology
New research reported at the 2021 Alzheimer's Association
International Conference (AAIC) has found that older people are
more likely to experience worsening cognitive function after
COVID-19 infection. People with COVID who experience
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SCIENCE WATCH
28 June: Anavex Life Sciences announces that
blarcamesine improved symptoms for people
with Parkinson disease dementia

neurological symptoms also have higher levels of Alzheimer's
disease-associated proteins in their blood, suggesting an
acceleration of Alzheimer's disease pathology.
Initial findings presented by Dr Gabriel de Erausquin of the
University of Texas Health Science Center showed that older
Amerindians from Argentina experienced persistent problems
with forgetfulness, language and executive function months
after recovery from COVID-19. As part of the Alzheimer's
Association-led global SARS-CoV2 consortium, Dr de Erausquin
evaluated a cohort of almost 300 older adult Amerindians
between 3 and 6 months after COVID-19 infection, over 50% of
whom experienced cognitive symptoms. People with worsening
cognitive function also tended to have anosmia (problems with
the sense of smell).
Prof. Thomas Wisniewski of the New York University Grossman
School of Medicine reported the results of a study evaluating
the presence of Alzheimer's disease-associated proteins such as
Tau, amyloid-beta and neurofilament light chain in plasma
samples from COVID-19 patients admitted to hospital.
Comparing a group of 158 patients who experienced
neurological symptoms (such as confusion) with patients who
did not experience these symptoms, the researchers found
higher levels of these proteins in their blood, suggesting an
acceleration of Alzheimer's disease pathology.
A team of researchers in Greece led by Dr George Vavougios
studied a group of previously hospitalised COVID-19 patients for
two months after discharge. Similar to the study of Argentinian
Amerindians, over 50% of the 32 patients studied experienced
cognitive decline in the months after recovery from COVID-19.
People who were older and with higher waist circumference
experienced more severe cognitive symptoms, associated with
lower levels of oxygen saturation in the blood.
Dr Heather Snyder, Vice President of Medical and Scientific
Relations at the Alzheimer's Association, called for more
research on how COVID-19 infection affects cognition, stating:
"These new data point to disturbing trends showing COVID-19
infections leading to lasting cognitive impairment and even
Alzheimer's symptoms. With more than 190 million cases and 4
million deaths worldwide, COVID-19 has devastated the entire
world. It is imperative that we continue to study what this virus
is doing to our bodies and brains."

On 28 June, Anavex Life
Sciences Corp - a clinicalstage biopharmaceutical
company
developing
therapeutics for the
treatment
of
neurodegenerative diseases – reported new data from its Phase
II clinical trial for the treatment of people with Parkinson’s
disease dementia (PDD).
The ANAVEX2-73-PDD-001 study was a randomised,
international, double-blind, multicentre and placebo-controlled
proof of concept Phase II clinical trial that enrolled 132 people
with PDD who received blarcamesine, also named ANAVEX2-73,
(30 or 50 mg) or placebo. Results showed that the drug was
generally safe, well tolerated and had significant improvements
in symptom scores on primary and secondary endpoints for
people with PDD. After 14 weeks of treatment, the higher dose
of blarcamesine demonstrated statistically significant clinical
improvements in the Cognitive Drug Research (CDR)
computerized assessment system analysis and the Movement
Disorder Society’s Unified Parkinson Disease Rating Scale (MDSUPDRS), compared to placebo. These tests evaluated cognition
and both motor and non-motor symptoms associated with PD.
These improvements were linked to an increase in the
expression of the SIGMAR1 mRNA biomarker, which is involved
in the transport of lipids and proteins within the cell and plays
a role in the development of neurodegenerative diseases.
Blarcamesine is designed to activate SIGMAR1.
The company plans to present these data this year at a scientific
conference and submit them to the US Food and Drug
Administration (FDA) to seek regulatory guidance.
https://www.anavex.com/anavex-life-sciences-announces-anavex273-blarcamesine-improved-both-primary-cognitive-and-secondarymds-updrs-efficacy-endpoints-with-significant-biomarker-correlationin-placebo-controlled-p/

2 July: Alector and GSK announce collaboration
to develop therapies for neurogenerative
diseases
On 2 July, Alector and GlaxoSmithKline (GSK) have announced a
strategic global collaboration for the development and
commercialisation of two therapies for neurogenerative
diseases. Both investigational therapies using antibodies (AL001
and AL101) are designed to elevate the levels of progranulin in
the body, which is a key regulator of immune activity in the
brain.

https://www.alz.org/aaic/releases_2021/covid-19-cognitiveimpact.asp
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A
Phase
III
study
evaluating the efficacy and
safety of AL001 in people
at risk for or with
frontotemporal dementia
due to a progranulin gene
mutation is currently
underway in US, Australia
and Europe. A Phase II
study is investigating the safety and efficacy of AL001 in
participants at risk for or with frontotemporal dementia due to
mutations in the progranulin or C9orf72 genes (a mutation in
one of these genes is a major genetic cause of frontotemporal
dementia). AL001 is currently underway in a Phase I clinical trial
with healthy volunteers and is intended to be developed for
treatment of Parkinson’s disease and Alzheimer’s disease.
Under the terms of the collaboration agreement, Alector will
receive USD 700 million in upfront payments. Alector will also
be eligible to receive up to an additional USD 1.5 billion in
clinical development, regulatory and commercial launchrelated milestone payments.
https://www.gsk.com/en-gb/media/press-releases/gsk-and-alectorcollaboration-in-immuno-neurology/

5 July: TouchNEUROLOGY discusses REM Sleep
Behaviour Disorder and Neurodegeneration with
Professor Claudia Trenkwalder

TouchNEUROLOGY was joined by Professor Claudia
Trenkwalder (Paracelsus-Elena-Hospital, Kassel Germany,
University Medical Center, Goettingen, Germany) to discuss her
presentation on “REM Sleep Behaviour Disorder (RBD): future
implications for neurodegenerative disease”, from the 7th
Congress of the European Academy of Neurology – Virtual 2021.
The interview was published online, on 5 July 2021:
https://touchneurology.com/alzheimers-diseasedementia/conference-hub/claudia-trenkwalder-ean-2021-rem-sleepbehaviour-disorder-and-neurodegeneration/

7 July: Aducanumab and persons with Down
Syndrome: what do we do now? NTG publishes
Consensus statement on new drug following FDA
approval

On 7 July, the National Task Group on Intellectual Disabilities
and Dementia Practice (NTG) published a consensus statement
on issues related to Down Syndrome and aducanumab. NTG is
a US-based, not-for-profit organisation advocating for people
with intellectual disability and their families who are affected
by Alzheimer's disease and dementias.
The NTG statement was co-developed with a panel of experts
following on from the approval of aducanumab by the US Food
and Drug Administration (FDA) on 7 June, via its Accelerated
Approval pathway. In their consensus statement, which has also
been endorsed by several organisations and patient
associations, the NTG underlines the fact that Down Syndrome
(DS) is a noted risk factor for early-onset Alzheimer's disease
(AD), with an estimated 90% lifetime risk of developing the
disease. Recent studies indicate that people with DS who
develop AD often have high levels of amyloid plaques in their
brains, similar to neurotypical people who develop AD - and the
population of people with mild cognitive impairment (MCI) or
mild AD who participated in the aducanumab clinical trials.
In their statement, the NTG draws attention to important issues
with the aducanumab trials and FDA approval for people with
DS, notably a lack of data on applicability of anti-amyloid drugs
for people with DS, absence of protocols for use, and the
unknown efficacy of aducanumab in people with a high brain
amyloid load from early age. To address these and other issues,
the NTG and co-signatories of the statement call for participants
with DS to be included in ongoing and additional clinical trials
for aducanumab; the development of protocols for assessment
and decision-making in relation to people with DS and
aducanumab; systematic screening for early symptoms of AD in
people with DS and/or intellectual disabilities; and the
involvement of the adult with DS, their families and caregivers
in the decision-making process. The full statement can be
accessed via the NTG website, here:
https://2e626e23-9885-43be-a9e4d60d120ed14f.filesusr.com/ugd/8c1d0a_42a74c2047ce44808efca04
b0f18125d.pdf

8 July: FDA updates the prescribing information
for aducanumab, limiting it to people with MCI or
mild AD
On 8 July, Biogen and Eisai
announced that the FDA had
approved an updated label for
aducanumab, narrowing the prescribing instructions to specify
the population studied in the clinical trials for the drug.
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The new prescribing information now includes the following
phrase: "(treatment with aducanumab) ...should be initiated in
patients with mild cognitive impairment or mild dementia stage
of disease, the population in which treatment was initiated in
clinical trials. There are no safety or effectiveness data on
initiating treatment at earlier or later stages of disease than
were studied." Aducanumab was approved by the FDA via its
Accelerated Approval pathway, based on clinical trial data
showing that aducanumab could reduce amyloid plaques in the
brains of people treated with the drug.
Regulatory authorities including the European Medicines
Agency, the UK Medicines and Healthcare products Regulatory
Authority and Swissmedic are currently reviewing aducanumab
for use in their respective regions.
https://investors.biogen.com/news-releases/news-releasedetails/fda-approves-updated-aduhelmtm-prescribing-informationemphasize

8 July: New genomic atlas of proteins in the brain,
CSF and plasma identifies potential new targets
for AD treatment

Proteins are known as the workhorses of our cells, carrying out
most of the functions necessary for life. To date, many studies
aiming to identify the underlying mechanisms that cause
Alzheimer's disease (AD) have focused primarily on our genes,
rather than the proteins they encode. In a new study published
in Nature Neuroscience on 8 July, researchers use a genomic
atlas mapping the proteome of the brain, cerebrospinal fluid
and plasma to identify genes with encoded proteins that may
contribute to the development of AD.
Using samples gathered from over 1,500 participants from
Washington University School of Medicine in St. Louis, of whom
almost 800 had an AD diagnosis, the team of researchers (led
by Prof. Carlos Cruchaga) used an aptamer-based platform to
measure the concentrations of hundreds of different proteins.
The proteins identified were then mapped to their respective
genetic loci, creating an atlas in which protein levels in different
tissues were linked to their underlying genetic variants. Testing
the accuracy of this atlas using statistical and AI-based methods,
the researchers were able to identify many proteins that were
previously known to be linked to the development of AD (APOE,

for example), as well as novel pathways that could potentially
be targeted using drugs currently prescribed for nonneurological conditions.
Summary statistics for the shared dataset are freely available
online, with individual-level data accessible through formal
request to the study authors.
https://www.nature.com/articles/s41593-021-00886-6

19 July: Systematic review & Meta-analysis
provides estimates of Young-Onset Dementia
highlighting that the condition affects almost 4
million worldwide
On 19 July, a group of researchers published a new paper on the
global prevalence of Young-Onset Dementia (YOD) in the
journal JAMA Neurology. This important research aims to
provide policy makers with much needed information to
organise health care in an appropriate way as the rates indicate
the condition to be more prevalent than previously thought.
The team used various data bases to identify appropriate
population-based studies throughout the past 30 years and
thereby identified 95 unique studies. Out of these, 74 contained
5-year age ranges that fed into the meta-analysis.
Th results of the study include an overall estimate of the agestandardized prevalence of YOD of 119.0 per 100 000
population as well as estimates of YOD for 5-year age bands
(from 30 to 34 years up to 60-64 years). Taking the United
Nations world population of 2019 into account, this estimate
translates to 3.9 million people living with YOD throughout the
world.
In addition, the researchers report that prevalence between
men and women seemed to be similar (slightly higher in women)
and that there were differences between high-income
countries (crude estimate, 663.9 per 100 000 population)
compared with upper–middle income (crude estimate, 1873.6
per 100 000 population) and lower–middle-income (crude
estimate, 764.2 per 100 000 population) countries. At the same
time, the team highlights that estimates of the prevalence in
low-income countries and younger age ranges remain scarce,
underlining the need for more population-based studies in
these.
Read the full publication here:
https://jamanetwork.com/journals/jamaneurology/fullarticle/278191
9

22 July: Results of Phase III HARMONY trial of
pimavanserin for dementia-related psychosis
have been published in the New England Journal
of Medicine
On 22 July, a team of researchers published the results of the
HARMONY Phase III clinical trial, in the New England Journal of
Medicine. The Phase III HARMONY trial was a double-blind,
randomised and placebo-controlled study designed to evaluate
the efficacy of pimavanserin in treating dementia-related
psychosis. The trial enrolled 392 participants with dementia (i.e.
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vascular, frontotemporal or Alzheimer’s disease dementia,
dementia with Lewy bodies or dementia associated with PD)
having previously experienced dementia-related psychosis.
During the initial 12-week open-label treatment period, 217 of
351 patients (61.8%) had a sustained reduction in psychosis
symptoms, of whom 105 were assigned to receive pimavanserin
and 112 to receive placebo. A relapse occurred in 12 of 95
patients (13%) in the pimavanserin group and in 28 of 99 (28%)
in the placebo group.
The study met its primary endpoint of delaying relapse of
psychosis compared to placebo and was stopped for efficacy at
the pre-planned interim analysis. Participants with dementiarelated psychosis who had a response to pimavanserin had a
lower risk of relapse then the placebo group. Common adverse
events that occurred were headache, constipation, and urinary
tract infection.
https://www.nejm.org/doi/full/10.1056/NEJMoa2034634

29 July: Cassava Sciences announces that
simufilam improved cognition in open-label study
for mild-to-moderate AD
On

29
July,
the
biopharmaceutical
company Cassava Sciences
announced positive results
from an interim analysis of
its open-label study of
simufilam in Alzheimer’s
disease (AD). 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 open-label study is evaluating the safety and tolerability of
simufilam (100 mg twice-daily) for 12 months or longer in
people with mild to moderate AD. This study was initiated in
March 2020 and has completed its target enrolment of 150
participants.
The pre-planned interim analysis was conducted with data of
the first 50 participants who have completed 9 months of drug
treatment. Results showed that participants who received
simufilam had improved cognition and behaviour scores.
Simufilam improved cognition scores 3.0 points on ADAS-Cog11,
an 18% mean improvement, baseline to month 9 and reduced
dementia-related behaviour on the Neuropsychiatric Inventory
(NPI) test. The company reported that over 50% of study
participants had no neuropsychiatric symptoms at month 9,
compared to 34% at baseline. In addition, simufilam was found
to be safe and well-tolerated. Adverse events were mild and
transient.
Cassava Sciences plans to initiate a Phase III clinical program
with simufilam in people with mild to moderate AD.
https://www.cassavasciences.com/news-releases/news-releasedetails/cassava-sciences-announces-positive-cognition-datasimufilam

11 August: Researchers identify a new genetic
mutation that causes a form of early-onset, fastprogressing Alzheimer's disease

In an article published in the Science Translational Medicine
journal on 11 August, a team of researchers led by Prof. Martin
Ingelsson describe a rare, inherited genetic mutation that
causes a form of early-onset Alzheimer's disease (AD).
One of the pathological hallmarks of AD is the accumulation of
amyloid plaques in the brain. These plaques are composed of
amyloid beta proteins, which are encoded by a gene called APP
(amyloid precursor protein). Several genetic mutations in APP
have previously been reported, and are associated with the
development of AD and dementia.
In their Science Translational Medicine article, Prof. Ingelsson
and colleagues report a new mutation in APP, which was
discovered in a family from Uppsala, Sweden. Molecular
analyses showed that the Uppsala mutation is composed of a
short deletion in the genetic sequence of APP, which results in
the increased production of damaging amyloid beta proteins
that have a higher propensity to aggregate in the brain.
Analysing the clinical course of disease in three family members
with the novel mutation, researchers found that the age of
onset was generally in the early 40's, with symptoms including
memory loss and problems with language, and rapid disease
progression to severe dementia.

19 August: Having a cognitively stimulating job
might reduce the risk of developing dementia,
according to new research in the BMJ
New research published in the British Medical Journal on 19
August has found that people with mentally stimulating jobs
may be at lower risk of developing dementia in older age.
Using data from over 100,000 participants in cohort studies
from the IPD-Work consortium (Individual Participant Data
meta-analysis in working populations), Prof. Mika Kivimäki and
colleagues at University College London examined the
association between cognitively stimulating work and dementia
risk over time. Following a model developed by the sociologist
Robert Karasek, highly-stimulating jobs were defined as those
which were mentally demanding and in which the employee
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had to control and organise her/his own work. On the other
hand, low-stimulation jobs were defined as those where
employees had little control over their work, which was often
repetitive and non-demanding.
Participants were tracked for an average follow-up period of 17
years, looking at if and when they developed dementia, and
assessing the presence of established risk factors for the
disease. The researchers found that the incidence of dementia
was 7.3 people per 10,000 in the group with low cognitive
stimulation at work. In comparison, participants with highly
stimulating jobs had a dementia incidence of 4.8 people per
10,000, even when data was corrected to adjust for risk factors
such as hypertension and education status. In relation to the
age of dementia onset, this equates to a delay of approximately
1.5 years, although the researchers cautioned that there may
be considerable variation between individuals.
https://www.bmj.com/content/374/bmj.n1804

DEMENTIA IN SOCIETY
8 July: Submission open for participation in the
World JAIN Challenge
Prototypes and product descriptions
can be submitted for the World JAIN
Challenge (WJC) from now on until
28 January 2022. The WJC 2022 is a
public competition for developed or
prototyped technical products and
services
based
on
Artificial
Intelligence. It concerns products
that support the quality of life and
self-reliance of people with memory
problems or dementia and their
informal carers and that will support
professionals and informal carers in providing optimal care for
their loved ones.
The selected finalists will present their product prototype or
full-fledged product on the 23 and 24 March 2022. The
announcement of the winners will be on 6 April 2022.

The WJC will combine the knowledge of people with memory
problems or dementia, informal carers, and healthcare
professionals which will aims to lead to improvements in
dementia care worldwide. The WJC will bring all people
involved together, from different countries, to form a World
learning community, in which we learn from each other and
inspire each other. Together we can take innovative steps in
healthcare and thereby improve the lives of people with
dementia and their informal carers.
The WJC is organised in close collaboration with INTERDEM and
the INTERDEM Taskforce Assistive Technology, Alzheimer
Nederland and Alzheimer Europe.
More information about the WJC and how to register your
prototype or product can be found here:
https://www.jainprojects.com/

And via LinkedIn also here:
https://www.linkedin.com/events/worldjainchallenge681054134003
6755456/

NEW PUBLICATIONS &
RESOURCES
29
June:
Deutsches
Zentrum
für
Neurodegenerative Erkrankungen launches its
"EU-Atlas: Dementia & Migration"
On 29 June 2021, the
Deutsches Zentrum für
Neurodegenerative
Erkrankungen
(DZNE)
Rostock/Greifswald
in
cooperation with the
Robert Bosch Stiftung
(RBS) held its "Dementia
Day and Launch Event ‘EU-Atlas: Dementia & Migration'". An
opening statement by Dr B. Klapper (RBS) was followed by a
detailed presentation by the ‘EU-Atlas’-team (in cooperation
between DZNE Rostock/Greifswald & the Institute for
Community Medicine Greifswald, funded by RBS). Researchers
from the ‘EU-Atlas’ project presented the atlas and highlighted
selected results. Estimations about the number of people with
a migration background with dementia were presented as well
as analyses of national dementia plans, dementia care
guidelines, healthcare systems and services for all EU, EFTA
(European Free Trade Association), and UK countries.
Dianne Gove (Alzheimer Europe) followed with a presentation
about the work on intercultural care that was carried out by an
expert group of Alzheimer Europe and funded by RBS. This
included:
a) a report on intercultural care and support, aiming at
improving the situation of people with dementia, their carers
and professional carers from minority ethnic backgrounds;
b) a policy statement, containing extensive recommendations
for governments;
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c) a database of initiatives for intercultural care and support for
people with dementia that aimed at identifying and sharing
tried and tested initiatives and materials;
d) a guide/handbook for social care workers on providing
dementia care, that corresponds to the needs of people from
ethnic groups.
The event was completed with a lively panel discussion.
Participants from different fields discussed the findings, shared
their expert experiences and what is needed to facilitate
culturally sensitive care. Güleç Isik-Dirim (Netherlands)
contributed her experience as a family caregiver of persons with
dementia from ethnic minorities. Mohammed A. Rauf (UK)
reported from his work on a community level. Rune Nielsen
(Denmark) and Sahdia Parveen (UK) shared their insights as
researchers and Sirpa Pietikäinen, MEP (Finland) reported from
a policy perspective. Comprehensive evidence, expertise and
the discussion highlighted an urgent need for action on
different levels, especially research, policy, and healthcare.
The stream of this event can be found here:
https://www.youtube.com/watch?v=dhi26OxNJGw

The

online-version

of

the

https://www.dzne.de/europa-atlas/

atlas

is

available

at:

Pictured: The 'EU-Atlas'-team (from left to right): Tim
Schmachtenberg, Dr J. René Thyrian, Maria Isabel Cardona,
Jessica Monsees.

19 July: Researchers publish report to help
develop evidence base for dementia training in
acute NHS hospitals
On 19 July, a team of
researchers published a
new resource based on
the findings of a survey of
dementia training in 87
acute NHS hospitals in
England.
The
report
presents
findings from the first phase of the DEMTRAIN research study.
Each of the recipient hospitals took part in their national online
survey to map the variation in staff dementia training provided
to acute NHS hospital staff in England. The report aims to inform
hospital dementia leads, trust and hospital managers/ leaders,
staff and people living with dementia, carers and families, and
dementia organisations and community groups that advocate
on their behalf. The information can inform their hospital’s
dementia training plans and for educating their workforce to
deliver high quality care and support for people living with
dementia.
It furthermore provides reflections, recommendations and an
infographic model summarising the facilitators of and barriers
to implementing hospital dementia training. All DEMTRAIN
research (from other phases of the study) analysed to the
release date has informed the model. This has also been

accompanied by an interactive web-based resource, which is
available via:
https://www.bradford.ac.uk/dementia/research/currentprojects/demtrain/training/

Download the report here:
https://bit.ly/DEMTRAIN_report_Hospitals

6 August: New WHO toolkit aims to promote the
inclusion of people with dementia in society
On 6 August, the World Health Organisation (WHO) launched a
new toolkit for the promotion of dementia-friendly initiatives.
This resource is the WHO’s latest tool for establishing and
scaling-up dementia-friendly initiatives globally. The toolkit
helps countries raise public awareness and understanding of
dementia to support people living with dementia to remain in,
and be a significant part of, their communities. It assists people
working in communities to plan, implement and evaluate
dementia-friendly programmes or integrate dementia into
other initiatives, such those relating to age-friendly
environments and the UN Decade of Healthy Ageing.
The toolkit consists of a conceptual framework for creating a
dementia-inclusive society and provides practical modules
focusing on: starting a new initiative; integrating dementia into
an existing initiative; scaling-up; and monitoring and evaluation.
The modules can be used together or separately, and can be
adapted to suit local needs and settings.
Dementia awareness and friendliness are one of the action
areas included in the Global action plan on the public health
response to dementia 2017-2025. A better understanding of
dementia helps lead to communities where people with
dementia can lead meaningful, safe and dignified lives.
https://www.who.int/publications/i/item/9789240031531

18 August: Latest edition of the Journal of Urban
Design and Mental Health focuses on ageing and
dementia-friendly urban design
Edition 7 of the Journal of Urban Design and Mental Health has
a special focus on ageing and dementia-friendly urban design.
The journal is a biannual open-access, peer-reviewed and multidisciplinary journal, published online by the Centre for Urban
Design and Mental Health, a global think tank and knowledge
platform looking at how to design better mental health into
cities.
This edition has two guest editors, Daniel R. Y. Gan and Zdravko
Trivic. Dr Gan is a community gerontologist at Simon Fraser
University, Vancouver. He conducts research at the intersection
of planning, psychology and gerontology to improve the
cognitive health of older adults living in community. Dr Trivic is
Assistant Professor at the Department of Architecture, School
of Design and Environment, National University of Singapore.
His research interests include: multi-sensorial urbanism, healthsupportive and ageing-friendly neighbourhood design, urban
space in high-density contexts, creative placemaking and
community participation.
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Their research for this edition of the
Journal of Urban Design and Mental
Health included "Wayfinding and
Urban Design from the Perspective
of People Living with Dementia – A
Call for Participatory Research"
(Helga Rohra, Jim Mann, Mike
Rommerskirch-Manietta, Martina
Roes, Saskia Kuliga), and "A
Comparative Analysis of Selected
Mental Health Disorders among
Older Residents of Suburbs versus
Neighborhoods" (Hamid Iravani, Mina Moghtaderi, Rana
Romina Iravani). Download edition 7 of the Journal of Urban
Design and Mental Health, free:

USD 25,000 grant to implement change locally with a focus on
public health approaches and equity through the Pilot Awards
for Global Brain Health Leaders.
Optimal candidates are passionate about this type of work and
are typically in the early stages of their careers with a local
champion that will allow them to spend a year abroad and
return to their post. The 6th class of Atlantic Fellows will begin
in September 2022. More information and links to apply can be
found at:

https://urbandesignmentalhealth.com/edition-7.html

The German based Research and Development organisation
Life Molecular Imaging is seeking a PET imaging scientist to join
its team.
The successful candidate will support the design, execution, and
image analysis of amyloid and tau PET clinical trials in
neurodegenerative diseases, but the role may also include
other radiotracers and diseases. The candidate will be
responsible of actively leading the set-up of participating
centres and development of PET image analysis for the clinical
trials. It is also expected that the candidate will participate in
the scientific interpretation and statistical analysis of the
results. The candidate may also participate in the preparation
of the clinical study reports and scientific communications of
the results such as manuscripts and congress presentations.
The contract is for a fixed term of two years. Interested
candidates should send their application or address any
questions on the position to Anne-Kathrin Kirchner at:

EDUCATION
9 August: Call for 6th class of Atlantic Fellows for
Equity in Brain Health program open!
The 6th class of Atlantic Fellows for Equity in Brain Health
program is a paid residential one-year leadership and
community training program that accepts applications from all
specialties (medical and non-medical). It aims at individuals
who want to work with the Global Brain Health Institute on their
mission to protect the worlds aging populations from threats to
brain health. The classes can be taken at either the University
of California, San Francisco (USA) or Trinity College Dublin
(Ireland).
After fellowship, the institute accompanies trainees to
implement activities in their home region. According to the
institute, about 2/3 of fellows return to their countries with a

https://www.gbhi.org/apply

JOB OPPORTUNITIES
10 August: Life Molecular Imaging seeks a PET
imaging scientist

jobs@life-mi.com
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Pietikäinen (Finland), Chris Roberts, Chairperson of the European Working Group of People with Dementia (United
Kingdom), Karin Westerlund (Sweden), Maria do Rósario Zincke dos Reis (Portugal).

Alzheimer Europe Staff:

Executive Director: Jean Georges; Communications Officer: Kate Boor Ellis; Conference and Event
Coordinator: Gwladys Guillory; Director for Projects: Dianne Gove; Project Communications Officer:
Christophe Bintener; Project Officers: Cindy Birck, Angela Bradshaw, Ana Diaz; Policy Officer: Owen Miller;
Finance Officer: Stefanie Peulen; Administrative Assistant: Grazia Tomasini.
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AE CALENDAR 2021
Date
31 August and 1
September
2 September
3 September
6, 8, 9 September
7 September
7 September
9 September
13 September
13 September
13-15 September
14 September
14 September
15 September
15 September
16 September
17 September
23-24 September
27 September
28 September
28 September

Meeting

AE representative

Online seminar: Indigenous peoples: Language, culture and life cycle

Dianne

WHO launch of Global Dementia Status Report
European Working Group of People with Dementia meeting
EU-FINGERS Advisory Board Meetings
RADAR-AD webinar. “Reimagining clinical drug trials with digital measures of
cognition”
EDF ENGO meeting
DZNE International conference on participatory research in dementia
European Inter-Societal Consensus Meeting on mild cognitive impairment
NeuroCohort Taskforce meeting
WHO Regional Committee for Europe
PRIME meeting on dissemination to patient organisations
Alzheimer’s Association Academy on advocacy
EFPIA AD Platform
EFPIA Patient Think Tank meeting
Virtual Brain Cloud General Assembly
AI-Mind General Assembly
PRODEMOS Annual General Meeting (Amsterdam, Netherlands)
Alzheimer Europe Board meeting
European Parliament Workshop: “The innovative Medicines Initiative”
Company round table meeting

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

CONFERENCES 2021
Date
23-26 September

Meeting
15th World Congress on Controversies in Neurology (CONy),
https://cony.comtecmed.com/

3-7 October

XXV World Congress of Neurology (WCN 2021), https://2021.wcn-neurology.com/

6-8 October

Healthcare Clowning International Meeting, https://www.hcim2021.com/

26-29 October
29 Nov-1 Dec

Digital transformation of healthcare: the added value of patient partnerships
(EPF), https://epfcongress.eu/
31st Alzheimer Europe Conference, https://www.alzheimereurope.org/Conferences/2021-Online

Format/ Place
Dubai, United Arab
Emirates
Virtual congress
The Hague,
Netherlands
Virtual
Virtual

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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