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PATIENT ASSOCIATION’S PERSPECTIVE
Despite the large number of local, national and European initiatives on Alzheimer’s disease (AD) and other
forms of dementia, much stigma continues to surround the disease, often fuelled by misconceptions. The timing
of a diagnosis of the disease poses another major challenge: all too often, diagnosis occurs at a late stage, after
the disease has progressed. At this stage, the symptoms often have become difficult to deal with, and access to
support becomes more problematic.

Press conference on the importance of timely diagnosis at the Medical Chamber of Slovenia (World Alzheimer
Month, 19 September 2018). Pictured (from left to right): prof. Zvezdan Pirtošek (UMCLJ), Vlasta Nussdorfer
(Ombudsman of Human Rights, Zdenka Čebašek Travnik (President of the Medical Chamber), Štefanija L.
Zlobec (president of Spominčica), Milica G. Kramberger (UMCLJ).

In light of an increasingly ageing population and its
associated impact on the financial sustainability of
health and social systems, it is urgent to find solutions
to shift the paradigm from late to timely diagnosis.
MOPEAD (Models Of Patient Engagement for
Alzheimer’s Disease) is looking at finding innovative
solutions to promote timely diagnosis of AD. The goals
of this cutting-edge Innovative Medicines Initiative
(IMI)-funded project are two-fold:
• raise awareness amongst the general population,
health professionals and policy makers about
AD in a diagnostic context. These efforts include
general information about the disease, normal
ageing vs dementia, risk factors to develop AD,
prevention and, above all,
• provide valuable timely diagnosis and postdiagnostic support, as well as some prevention
tips.
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All this is presented in a set of four user-friendly
infographics and ‘Educational Leaflet’ translated into
the language of the clinical sites in the five participating
countries. The project video provides a dynamic and
engaging presentation of MOPEAD.
Raising awareness about AD, recognition of its
symptoms and the importance of early diagnosis is
still a priority in all European countries. Citizens that
recognize the symptoms of decline in their cognitive
abilities get informed about the disease, seek formal
diagnosis and often have less fatalistic feelings about
their future. They know what to expect, how to prepare
for the future and what treatment and care services
are available.
Timely diagnosis also opens access to clinical studies.
Engagement of patients with early symptoms of AD
in clinical trials gives more prospect for discovery of
new pharmacological treatment. At the same time,
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it is also important to engage these patients in nonpharmacological treatment studies and studies of
innovative care approaches. Evidence based treatment
and efficient care services are needed by the persons
living with AD and other kinds of dementia today.
Efficient patient engagement strategies that
significantly impact society will be presented to
local, national and EU policymakers through policy
recommendations that help build a favourable timely
diagnosis environment. MOPEAD supports the
EU2020 strategy goals, the EU Health for Growth
Programme and Horizon 2020 which all strive to
make healthcare services more sustainable, encourage
innovation in health and improve public health.

MIND
YOUR
MEMORY
YOURSELF—Call to Action

MIND

MOPEAD’s Call to Action, “Mind your memory, mind
yourself,” encourages a cultural shift towards a timely
diagnosis of AD in the initial symptomatic stages of
the condition: https://www.mopead.eu/support

The campaign aims to increase awareness about AD,
memory complaints and cognitive decline amongst
professionals, the general population and decision
makers. The campaign also highlights central project
results. The Call to Action also encourages the
involvement and engagement of both individuals and
society to be aware of the differences between normal
age-related cognitive decline and a pathological
THE process such as AD.

DEMENTIA RESEARCH AND
INNOVATIVE MEDICINES INITIATIVE

Four static infographics and an animated infographic
MOPEAD is one of a number of projects focusing on have been developed:
AD and dementia that are funded by the Innovative
Medicines Initiative (IMI). In this article, Elisabetta
Vaudano, IMI Principal Scientific Officer, outlines
some of the central challenges to finding a cure for AD
and how collaboration helps tackle existing barriers.
The
MOPEAD
project adds an
important element
to the IMI dementia
portfolio by focusing
on the challenge
of detection of the
“hidden” dementia What is MOPEAD? introduces the project, its
in
different objectives and its innovative approach to timely
European countries, diagnosis, and explains why it has been conceived.
both as a public
health
problem
as well as its
psychological and
cultural challenges.
You can read the full interview with Elisabetta
Vaudano on MOPEAD website https://www.mopead.
eu/single-post/2018/11/22/Dementia-Research-andthe-Innovative-Medicines-Initiative

Why is timely diagnosis of Alzheimer’s disease
so important? illustrates the benefits of a timely
diagnosis for patients and carers, the role of health
providers and the value of a timely diagnosis for
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society. Each benefit is further explained with a
personal quote from a patient, a health professional
and a representative of civil society.

engaging visual aid summarises and complements
the four static infographics that have been prepared
to support the clinical sites in their recruitment.
Link to the video: https://www.youtube.com/
watch?v=wPLdlzV7v30

The concepts of the infographics and additional
disease specific information have been pulled together
in a user-friendly leaflet to be handed out to patients
in the different recruitment centres. The leaflet’s aim
is to raise awareness, address some misconceptions
and engage the public to take part in the project.
The testimony of three patients explains how their
diagnosis has changed their lives and includes
definitions of terminology as well as a visual that
explains the different stages of AD. It is designed to
Risk factors for Alzheimer’s disease presents both be a useful tool for patients, as it contains relevant
the main non-modifiable and modifiable risk factors information for those who are first informed about
associated with the development of AD. The aim is memory issues.
to draw attention to diabetes and other common risk
factors to encourage citizens at risk about the need of
checking their memory.

Memory matters aims to make a distinction between
cognitive deficits in normal ageing and those in
dementia in order to counter the commonly accepted
idea that cognitive impairment comes naturally with
ageing. As this misperception is a key barrier to timely
detection and treatment, the infographic contains
a call to action inviting all those with questions to
consult a doctor or visit a memory clinic.
MOPEAD animated infographic supports the
dissemination of the
project in a condensed
lively and friendly way
to a large audience (the
general public, patients
and
their
families,
health professionals, the
scientific
community
and policy makers). The
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The infographics and leaflet have been translated into
the language of the countries where the recruitment
takes place: Catalan, Dutch, German, Spanish,
Slovenian and Swedish.

DEMENTIA IN EUROPE MAGAZINE
SUPPLEMENT ON MOPEAD
The latest issue of the Dementia in Europe Magazine
also includes a special 16-page supplement showcasing
the work of the MOPEAD project. This special
supplement includes a general overview of the project,
information about each of the project’s work-streams
and their goals, interviews with the project leadership,
as well as some of the educational materials on AD
and dementia the project has produced.
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in July, all MOPEAD sites have collectively seen over
1,660 subjects in pre-screening and 386 subjects have
been selected to be further evaluated at MOPEAD
specialist clinics.
The figures are positive, but leave room for
improvement. A “Recruitment Newsletter” is released
every month in order to help boost these figures and
keep everyone involved in the project motivated.
You can view the latest MOPEAD Recruitment
Newsletter here: https://goo.gl/Cv8xec.
The pre-screening findings show that the Citizen
Science and Open House strategies, where individuals
voluntarily engage in the pre-screening, lead to a
higher rate of individuals willing to receive a formal
diagnosis. In the PCP and Tertiary Care settings,
where PCPs and diabetologists identify individuals
with possible MCI or prodromal AD, these latter did
not want to have a full examination in a memory clinic
and dropped-out of the project.
The Citizen Science strategy started late (July 2018).
By November over 24,000 people visited the platform.
As a result, over 740 citizens completed the test and
more than 120 citizens were referred to a memory
You can download the Dementia in Europe Magazine clinic for further evaluation. Slovenia has reached the
required number of participants for pre-screening.
Special Supplement on MOPEAD (October 2018)
https://www.mopead.eu/single-post/2018/11/22/ The Open House recruitment has been completed
MOPEAD-Special-Supplement-available-for- in four countries (Germany, Slovenia, Spain and
Sweden). The success of this strategy is largely
download
attributed to long-established logistics of the Memory
clinics where MOPEAD investigators are directly in
RECRUITMENT UPDATE
charge and the participants who apply voluntarily are
MOPEAD is assessing four different models of patient very motivated to participate.
engagement with Alzheimer’s disease across five
different European sites. Each model tests a different The recruitment in Primary Care and Tertiary Care
approach for engaging citizens by actively recruiting setting (involving diabetologists) is slower than
members of the public to test their memory. The initially anticipated and illustrates important crossresults of this recruitment process inform MOPEAD national differences. Current results indicate that it is
researchers on the effectiveness of each model for difficult to engage primary care practitioners (PCPs),
particularly in the Netherlands. Equally, patient
engaging citizens towards a timely diagnosis of AD.
engagement in PCP setting also revealed that the
Strides have been made over the past few months general population seems to be reluctant to undergo
in MOPEAD recruitment, and we are now thrilled a diagnostic evaluation, even when the pre-screening
to announce that all 4 MOPEAD models are now shows possible cognitive impairments. Results
indicate the person may not be aware of memory
launched in all five MOPEAD sites!
problems prior to the pre-screening, so there may be
Since the launch of the Open a fear to receive a diagnosis of AD when no effective
House Initiative, Primary treatment is available.
Care Model and Diabetes Care
Model in April and the launch Patients with Type 2 diabetes (T2D) have an almost
of the Citizen Science Model two-fold higher risk of developing dementia than
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people without diabetes at the same age. Spain
has reached the required number of pre-screened
participants. However, the other countries are lagging
behind. To overcome the challenges resulting in low
engagement of patients, the medical staff should
be motivated and give better explanations to the
patients about the importance of an early detection
of cognitive impairment in order to better adapt their
hypoglycemic treatment (as hypoglycemia [low blood
sugar induced by insulin] increases the risk by 2-3
fold).

12/13 SEPTEMBER 2018: MOPEAD
CONSORTIUM MEETS IN BARCELONA
Fundació ACE hosted the 4th MOPEAD Consortium
meeting in their premises in Barcelona (Spain), on
12/13 September 2018. The meeting delivered on the
recommendations issued through the project midterm review in May 2018.

recruitment is now on track. However, it is estimated
that 100 screenings need to be scheduled to reach
33 diagnoses. The Consortium agreed to extend the
recruitment deadline to gather enough data that will
allow a meaningful evaluation of the results.
As MOPEAD is looking at unexplored diagnostic
areas, the project partners are hope to share their
experience, hurdles they have encountered and
innovative solutions with a wide audience who can
from this experience. The consortium will publish
articles on the project ethical issues, the attitudes and
barriers of PCPs towards timely diagnosis in respected
publications.
Elisabetta Vaudano, IMI Principal Scientific
Officer, took part in the meeting online and shared
recommendations on how to move forward.

The Consortium invited Lutz Frölich, one of MOPEAD’s
external Advisors. Besides sharing precious comments
The Consortium met for two days to discuss the about the project development, Lutz shared his views
challenges and opportunities encountered during on the ‘Problems and perspectives of clinical trials in
the recruitment at each site. Each clinical site partner Mild Cognitive Impairment (MCI)’. Lutz is Head of
was eager to share their hurdles (Ethic Review Boards the Department for Geriatric Psychiatry at the Central
feedback, holiday season, difficulty to engage PCPs and Institute of Mental Health Mannheim (Germany).
diabetologists, participants dropout in the PCP and The meeting reflected the collaborative atmosphere
diabetologists’ settings when a diagnosis is proposed) and engagement of the whole consortium.
and how they were overcoming them (advertising,
support to PCPs and diabetologists, phone calls).
https://docs.wixstatic.com/ugd/
e8882a_8228de4e55ad4050bba697ded2ba3658.pdf
The clinical sites partners are confident that the
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30 OTOBER 2018: MOPEAD SYMPOSIUM paramount to engage citizens, healthcare professionals
AT
28th
ALZHEIMER
EUROPE and patient organisations to raise awareness about the
value of timely diagnosis of AD.
CONFERENCE
On 30 October (Barcelona, Spain), MOPEAD
organised a special symposium at Alzheimer Europe’s
28th conference “Making dementia a European
priority.” Over 75 attendees attended and heard about
the project, including its four patient engagement
strategies progress.

Pictured (from left to right) Adrián Rodrigo Salas
(GMV), Annette Dumas (ASDM Consulting),
Octavio Rodríguez Gómez (Fundació ACE),
Laura Campo (ELI Lilly), Project Coordinator,
Mercè Boada (Fundació ACE) and Andreea
Cuidin (Vall d´Hebron University Hospital). Each
presented on the different aspects of MOPEAD.

Read more: https://docs.wixstatic.com/ugd/e8882a_
bf65c583d96d4a79b170dcfc4fc85d8e.pdf

25 SEPTEMBER 2018: PRESENTATION
OF MOPEAD AT THE EUROPEAN
PARLAMENT
MOPEAD was presented at an event on the “Socioeconomic impact of Alzheimer’s in Europe—Value
of Treatment Project & ‘What if ’ Policy Roundtable
Series”, organised by the European Brain Council, the
European People’s Party and the Alliance of European
Liberals and Democrats in the European Parliament.
This roundtable brought together key policy, patient
group, clinical and academic stakeholders to discuss
the economic implications of AD, what can be done to
mitigate costs today and, looking ahead, prepare the
environment for future developments in the clinical
sphere that could significantly reduce the economic
impact of the disease in the long term. The discussion
and actions agreed at the event will be reflected in a
White Paper on the future of Alzheimer’s policy in
Europe, jointly developed by European Brain Council,
European Federation of Neurological Associations
and MSD amongst others.

Annette Dumas (ASDM Consulting) was invited to
Patient pre-screening is in its mid-stage phase and has present MOPEAD in a panel discussion. Mercè Boada
revealed both challenges and opportunities. Octavio (Fundació ACE) and Peggy Maguire (EIWH) were
Rodríguez Gómez (Fundació ACE) showed that invited to the event and had the opportunity to take
there are important differences in the recruitment the floor.
efficiency across the strategies and countries. These
differences occur, because the project operates in a EU MANIFESTO FOR WOMEN’S HEALTH
modular way. Notably, the implementation of the LAUNCHED IN EUROPEAN PARLAMENT
patient engagement strategies did not start or finish
at the same time, which is partially attributed to In the run-up to the 2019 European Parliament
long Ethics Review Board reviews in some countries elections, the European Institute of Women’s Health
and difficulties in reaching the required number of (EIWH), a MOPEAD partner, officially launched its
participants.
EU Manifesto for Women’s Health on 10 October
2018 in the European Parliament in Brussels.
Links to the videos from AEC:
https://www.youtube.com/playlist?list=PLOPgQHI1WQX2coL1By9U3JeoEzemMmvV
The communication strategy to support the
recruitment and raise awareness about AD and the
value of a timely diagnosis was presented.
The Symposium ended with a Call to Action—it is
MOPEAD news, December 2018
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The event was hosted by Deirdre Clune and co-chaired
by Peggy Maguire, Director General of the EIWH.
Speakers included Members of European Parliament,
representatives from the European Commission,
theWorld Health Organization and other key health
stakeholders. The event marked the beginning of the
EIWH’s campaign ‘Healthy Women—Healthy Europe’,
which profiles that Europe can do more to prioritise
women’s health thereby improving the health of all.
The Manifesto calls on stakeholders to work together
to promote a positive approach to ageing and health,
including the creation of a multidisciplinary expert
Network on Women and AD that brings together
researchers, policymakers, patients, caregivers,
healthcare professionals and other relevant
stakeholders.
MOPEAD partners representatives Dr. Mercè Boada,
Annette Dumas, Peggy Maguire and Kristin Semancik
attended the event. Dr. Mercè Boada, Medical Director
of Fundació ACE and MOPEAD IMI project Leader,
committed to doing more by working with the EIWH
to set-up the Women and AD Advisory Council to
promote active and healthy ageing across Europe.

It was also presented at European Brain Council event
“Enhanced engagement through public-private
partnerships: Sustaining therapeutic innovation to
address patient needs” (21 November 2018, Brussels).
The participants were Mercè Boada (Fundació ACE)
and Annette Dumas (ASDM Consulting).

PUBLICATIONS - SUBMITTED ARTICLE
The article “The MOPEAD Project: shifting the
paradigm towards an earlier diagnosis of Alzheimer´s
Disease” was submitted for publishing in a scientific
magazine. The article presents the background of
the project, aims and structure of MOPAD, methods
used and gives insight on ethical views related to the
process of patient engagement.

WHAT IS LYING AHEAD
The Consortium will continue the recruitment efforts
and learn more about barriers to each recruitment
model.
A series of publications will share the project learnings
and provide advice for broader implementation.

The full-length EU Manifesto for Women’s Health and The project partners will continue to promote the
supporting documents are available online: https:// “Mind your memory, mind yourself ” Call to Action
eurohealth.ie/manifesto2018/.
to increase awareness about dementia and the
importance of timely diagnosis among citizens and
also professionals.

MOPEAD POSTER PRESENTATIONS AT
CONFERENCES

MOPEAD project, the idea behind it, its aim and
methods, was presented at the AAIC - Alzheimer’s
Association International Conference (July 22-26,
Chicago, Illinois). The presenter of the poster was
Octavio Rodriguez, Fundació ACE.
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