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Alzheimer Europe hosts lunch
debate on “The role of artificial
intelligence and big data in
dementia research”

Alzheimer Europe welcomed attendees to the final lunch

debate of the year on 27 September 2022 in Brussels, Belgium.

The session explored how technology was driving changes in
dementia research, with stakeholders representing national
member organisations, civil society representatives, industry
partners, policy makers and members of the European Working
Group of People with Dementia (EWGPWD).

Sirpa Pietikdinen MEP (Finland) chaired the debate

Sirpa Pietikdinen MEP (Finland), Chairperson
of the European Alzheimer’s Alliance (EAA)
hosted the session and opened by highlight-
ing the opportunities that exist for big data
and artificial intelligence to develop more
effect treatments for dementia. She noted
that considerable amounts of data were gen-
erated daily, yet much of it was not analysed
or made use of, despite it having potential to
improve understanding of the condition. Fur-
thermore, she spoke of the need to balance the
opportunities of big data and artificial intel-
ligence, with the need to respect the rights of
individuals in relation to their personal data.
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In a pre-recorded video message, Deirdre
Clune MEP (Ireland) welcomed participants
to the meeting and highlighted her mem-
bership of the Internal Market and Consumer
Protection Committee, noting that she would
be keen to hearideas and suggestions about
the steps the EU can take to facilitate the
use of data and artificial intelligence to sup-
port research into dementia. Furthermore,
she highlighted the barriers identified in Alz-
heimer Europe’s “Data Sharing in Dementia
Research —the EU Landscape” report, outlin-
ing the role of the EU in addressing issues
around infrastructure and regulation.

Petra Ritter shared the work of the VirtualBrainCloud project

Petra Ritter, Co-Coordinator of VirtualBrain-
Cloud, outlined the aims of the project,
explaining they were able to integrate data
from different measurements of brains (e.g.
imaging data, biobank samples), account-
ing for differences between individual
brains through complex mathematical
modelling and using supercomputing
capacity, to create “virtual brains”, allow-
ing analysis at the sub-cellular level. This
allows researchers to undertake tasks
including prediction in the progression of
Alzheimer’s disease, as well as examining
how different interventions affect this pro-
gression over time; this can be used in the
development of future treatments. How-
ever, such research and approaches require
significant investment in infrastructure,
as well as common data standards across
the EU.
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Jesper Kjaer spoke of the place of Al and big data in public
health decision-making

Jesper Kjaer, Co-Chair of the Big Data Steer-
ing Group (BDSG) in the European Medicines
Agency, highlighted some of the previous
work of the group on this subject, including
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Andrzej Rys outlined different areas of EU work including the European Health Data Space

areport in 2021 which issued 10 recommenda-
tions to improve the use of big data for public
health. He set the context of the use of big
data as one of supply and demand, noting that
implementation requires a stepwise approach,
with gradual changes over time. He further
explained that real world evidence supported
regulators’ decision-making by helping sup-
port planning and validity, the understanding
of the clinical context, and the investigation
of the associations and impacts. A key ongo-
ing project is the Data Analysis and Real-World
Interrogation Network (DARWIN EU), a feder-
ated network of data, expertise and services
that will support better decision-making
throughout the product lifecycle by generating
reliable evidence from real world healthcare
data.

Andrzej Rys, Director for Health Systems, Medi-
cal Products and Innovation in the European
Commission, spoke about two key pieces of
legislation: the Organisation of Health Data
(European Health Data Space - EHDS) intro-
duced May 2022 and the Development and
Deployment of trustworthy Al systems (the
Al Act), introduced in April 2021. He noted that
the EHDS set out the manner of collection and
registration of health data, as well as the obli-
gations of data holders to make health data
available e.g. for research or the development
of medical devices. He explained that high-
risk Al systems, including Al-based medical
devices, were governed by the Al Act, which
set out data governance obligations, as well
as mandating human oversight, a robust risk
management system, as well as transparency
and information to users.

Goedze Susuzlu Briggs, Project Coordinator
for the DataSavesLives (DSL) initiative, out-
lined how the multi-stakeholder initiative
(led by the European Patients Forum) aims to
raise patient and public awareness about the
importance of health data and how it is used.
She noted that the fundamental principle of
the initiative was transparency, ensuring
patients were informed and meaningfully
involved in processes related to the use of
health data. DSL has undertaken a number
of activities to spread knowledge and under-
standing, including the development of a
toolkit, as well as a training programme for
“ambassadors”, who will be given the infor-
mation, skills and guidance to take actions
to promote the use of health data in their
countries. She also shared that work is under-
way by the Ministry of Health in Germany in
this area.

Goedze Susuzlu Briggs shared insights from the DataSaves-
Lives initiative
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Tilly Metz MEP (Luxembourg) closed the session

During the open discussions, a number of
contributions were made, including from
members and supporters of the EWG-
PWD, who shared their poor experience
of hospitals in rural areas, as well as their
hopes for the development of a cure or
new treatment in the near future.

EAA member Tilly Metz MEP (Luxembourg)
closed the session, sharing how this sub-
jectrelated to her work as a member of the
Environment and Health Committee, as
well as shadow rapporteur for the Greens
on the EHDS. She thanked the speakers
and those who had shared their personal
experiences during the debate.

Ms Metz noted the need for coordinated
involvement of all stakeholders to drive
change in this area, by public, private,
research and civil society organisations.
She highlighted that where discoveries
and outputs were developed from pub-
lic-private partnerships, the public needed
to benefit from the investment made,
with good practices and developments
translating into improvements in health
systems and clinical practice.

The videos of the presentations from the
lunch debate can be watched here:

https://www.youtube.com/
watch?list=PLO-PgOHITWQV3Ttlo2sbF4c
9YyXfgi2iB&v=b9bcxyRpPri&feature=yo
utu.be
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Snapshots from the lunch debate
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