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1. Executive Summary
The '1+ Million Genomes' (1+MG) initiative, coordinated by the Beyond 1 Million Genomes
(B1MG) project, aims to enable secure access to genomic and corresponding clinical data
across Europe for research, personalised healthcare, and policy making. It is a joint initiative
of 24 EU countries, the UK, and Norway. Citizen engagement and public trust have been
raised as critical components in the B1MG stakeholder forum meetings and country visits. To
discuss these components, an online expert workshop was facilitated on January 18 2023.

14 Participants were invited to give a short presentation on their lessons learned regarding
citizen engagement. They were selected for their expertise in bioethics, ELSI, governance,
human genetics, patient representation, citizen engagement. After discussion they formulated
recommendations to participating 1+MG countries.

Lessons learned from various engagement activities were shared under three subthemes:
“When an ELSI framework is in place, what is the (additional) role of citizen engagement in
fostering data sharing and public trust?”; “How does citizen engagement relate to (interests
of) other stakeholders?”; “When and how to engage and at what level?”.
Recommendations stress the need for dedicated resources; acknowledging different views and
interests; the need for capacity building to enable engagement; and creating meaningful
participation via selected tools through early engagement with a careful choice of engagement
strategy; having good and transparent governance for enabling trustworthiness to contribute to
accountability; and the need to find ways to connect the relational trust established at the
national level to the EU level.

Citizen engagement needs sustained resources and attention across projects and national
and EU initiatives. Trust depends on citizens and patients, so a trustworthy data sharing
infrastructure needs transparent governance to consider and incorporate citizen views.

2. Contribution towards project
objectives
With this deliverable, the project has reached or the deliverable has contributed to the following
objectives/key results:

Key Result No and description Contributed

Objective 1
Engage local,
regional, national
and European
stakeholders to
define the
requirements for

1. B1MG assembles key local, national, European and global actors
in the field of Personalised Medicine within a B1MG Stakeholder
Coordination Group (WP1) by ​M6​.

Yes

2. B1MG drives broad engagement around European access to
personalised medicine data via the B1MG Stakeholder
Coordination Portal (WP1) following the B1MG Communication
Strategy (WP6) by ​M12​.

Yes
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cross-border access
to genomics and
personalised
medicine data

3. B1MG establishes awareness and dialogue with a broad set of
societal actors via a continuously monitored and refined
communications strategy (WP1, WP6) by ​M12, M18, M24 & M30.​

Yes

4. The open B1MG Summit (​M18​) engages and ensures that the
views of all relevant stakeholders are captured in B1MG
requirements and guidelines (WP1, WP6).

Yes

Objective 2
Translate
requirements for
data quality,
standards, technical
infrastructure, and
ELSI into technical
specifications and
implementation
guidelines that
captures European
best practice

Legal & Ethical Key Results

1. Establish relevant best practice in ethics of cross-border access
to genome and phenotypic data (WP2) by ​M36 Yes

2. Analysis of legal framework and development of common
minimum standard (WP2) by ​M36​. No

3. Cross-border Data Access and Use Governance Toolkit
Framework (WP2) by ​M36​. No

Technical Key Results

4. Quality metrics for sequencing (WP3) by ​M12​. No

5. Best practices for Next Generation Sequencing (WP3) by ​M24​. No

6. Phenotypic and clinical metadata framework (WP3) by ​M12, M24
& M36. Yes

7. Best practices in sharing and linking phenotypic and genetic data
(WP3) by ​M12 & M24. Yes

8. Data analysis challenge (WP3) by ​M36. No

Infrastructure Key Results

9. Secure cross-border data access roadmap (WP4) by ​M12​& ​M36​. No

10. Secure cross-border data access demonstrator (WP4) by ​M24. Yes

Objective 3
Drive adoption and
support long-term
operation by
organisations at
local, regional,
national and
European level by
providing guidance
on phased
development (via
the ​B1MG maturity
level model​), and a
methodology for
economic
evaluation

1. The ​B1MG maturity level model​(​WP5) by ​M24​. No

2. Roadmap and guidance tools for countries for effective
implementation of Personalised Medicine (WP5) by ​M36​. No

3. Economic evaluation models for Personalised Medicine and case
studies (WP5) by ​M30​. No

4. Guidance principles for national mirror groups and cross-border
Personalised Medicine governance (WP6) by ​M30​. No

5. Long-term sustainability design and funding routes for
cross-border Personalised Medicine delivery (WP6) by ​M34​. No
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3. Methods
An expert workshop was organised for which scholars and professionals were invited to discuss
citizen and patient engagement. 14 Experts were asked to give a short presentation in one of
three thematic subgroups. In a concluding session participants formulated recommendations on
the role of engagement in genomic data sharing and public trust.

4. Description of work accomplished
This report has been made based on the notes and recording of the expert workshop on 18

January 2023.

This deliverable falls under the heading of B1MG WP 1, but input was asked from WP 2 to

present a short summary of the B1MG ELSI framework at the beginning of the workshop.

The participants were asked about the relevance of citizen engagement in addition to ELSI

frameworks, such as elaborated under WP 2. A representative of WP 2 attended the expert

workshop and provided input in the discussions.

An abstract was submitted to the ESHG Conference in Glasgow, June 10-13, which was selected

for presentation as a hybrid poster.

5. Recommendations
Please see the recommendations listed in the policy brief included in Annex 1.

6. Next steps
These Recommendations were presented at the ESHG meeting 2023 in Glasgow at a hybrid
poster presentation.
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Annex 1
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