e ETHICS AND POLITICS OF
HEALTH DATA ECOSYSTEMS

enabling Clinical Research
in Emergency and Acute care Medicine

Learning from Practice:
Research perspectives on the secondary use of health data &
the EHDS Implementation

Monday 29 June 2026
9:30-16:30

Headquarters of the Lombardy Region delegation,
Place du Champ de Mars, 2 — Brussels

Meeting objectives

e To disseminate and discuss the outcomes and lessons learnt of the Horizon Europe project
cluster INTOEHR! (Innovative Tools for the use of EHRs and patient registries).

e To provide the perspectives of the research community on the EHDS implementation.

e Todiscuss future research gaps and needs on health data innovations that could be addressed
via the EU’s collaborative funding model.

Agenda
9:30-10:00 Arrival and registration
10:00-10:30 Welcome and meeting objectives

Guido Bertolini (Istituto di Ricerche Farmacologiche Mario Negri IRCCS),
Luca Marelli (University of Milan)

10:30-11:00 European Commission interventions

EU Research and Innovation (Directorate-General for Research & Innovation)
EHDS overview (EC, Directorate-General for Health and Food Safety)

L InToEHR cluster: List of Horizon Europe projects funded under the 2021 call topic: “Innovative tools for use and re-use of
health data, in particular of electronic health records and/or patient registries”. The projects are expected to: (i) improve

the ways in which structured and unstructured health data is stored, analysed and interpreted and (ii) develop innovative
tools and standards for improving the quality, interoperability, machine-readability and re-use of structured and

unstructured health data and metadata.



https://cordis.europa.eu/search?q=contenttype%3D%27project%27%20AND%20relations%2Fassociations%2Fprogramme%2Fcode%3D%27HORIZON-HLTH-2021-TOOL-06-03%27&p=1&num=10&srt=contentUpdateDate:decreasing
https://cordis.europa.eu/search?q=contenttype%3D%27project%27%20AND%20relations%2Fassociations%2Fprogramme%2Fcode%3D%27HORIZON-HLTH-2021-TOOL-06-03%27&p=1&num=10&srt=contentUpdateDate:decreasing
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11:00-13:00 Parallel sessions of Working groups
e Health data quality for research
e Health data governance and implementation in research practice
e ELSI (Ethical, legal, social) dimensions for reusing health data for
research

5-minute flash presentation on each project’s experiences and results

One slide to highlight how each project plans to address the session’s topic

Tour de table - discussion & consensus on the themes of the working groups

13:00 - 14:00 Lunch break

14:00 - 16:00 Presentation of working groups and discussions
One slide to highlight how each group addressed the topic
Tour de table - discussion & consensus on the cluster’s report

16:00-16:30 Conclusions

Organising team

Guido BERTOLINI, MD, Coordinator of the eCREAM’s project
Head of the Department of Medical Epidemiology
Istituto di Ricerche Farmacologiche Mario Negri IRCCS, Milan (Italy)

Luca MARELLI, Ph.D., Ethical Advisor of eCREAM

Associate Professor of Ethics and Governance of Health Research

Scientific Coordinator POLHIS - Research Center for the Ethics and Politics of Health Data Ecosystems
Department of Medical Biotechnology and Translational Medicine

University of Milan (Italy)

In collaboration with Christina Kyriakopoulou, PhD, Policy Officer
European Commission, Directorate-General for Research and Innovation

eCREAM is funded by the European Union through the Health cluster of Horizon Europe. Views and opinions expressed are,
however, those of the author(s) only and do not necessarily reflect those of the European Union or HADEA. Neither the
European Union nor the granting authority can be held responsible for them.



