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Overview of the 1+M 
Genome Initiative



1+Million Genomes  
Declaration of cooperation

23 countries and 5 observers

Signatory countries
Observers





Technical Working Groups

Use cases Working Groups

Coordination

1+MG Working Groups

1. Organisation and governance 

2. ELSI aspects
3. Clinical data
4. Quality
5. Infrastructure
6. Health economics 
7. Industry involvement

8. Rare diseases
9. Cancer
10. Common Complex diseases
11. Infectious diseases (COVID-19)



1+MG Roadmap
Timeline & Objectives

20202020

ENGAGE
Governance, 
cooperation and 
collaboration

1+ Million 
accessible 
genomes

Engage local, regional, 
national and European 
stakeholders to define the 
requirements for cross-border 
access to genomics and linked 
clinical data 

Adopted in February 2020



1+MG Roadmap
Timeline & Objectives

20202020 20212021

ENGAGE
Governance, 
cooperation and 
collaboration

TRANSLATE
Infrastructure, 
guidelines and 
pilots

1+ Million 
accessible 
genomes

Translate requirements for data quality, 
standards, technical infrastructure, and 
ethical, legal and social issues (ELSI) into 
technical specifications and 
implementation guidelines that capture 
European best practice 

Adopted in February 2020



1+MG Roadmap
Timeline & Objectives

20202020 20212021 20222022

ENGAGE
Governance, 
cooperation and 
collaboration

TRANSLATE
Infrastructure, 
guidelines and 
pilots

DRIVE
Sharing, scaling 
and sustaining

1+ Million 
accessible 
genomes

Drive adoption 
and support 
long-term 
operations via a 
maturity model 
and a 
methodology 
for economic 
evaluation

Adopted in February 2020



1+MG Roadmap
Timeline & Objectives

20202020 20212021 20222022

ENGAGE
Governance, 
cooperation and 
collaboration

TRANSLATE
Infrastructure, 
guidelines and 
pilots

DRIVE
Sharing, scaling 
and sustaining

1+ Million 
accessible 
genomes

Adopted in February 2020
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Organisational
Structure



Organisational structure

Strategic layer
ENDORSE

Expert layer
ELABORATE

Stakeholder layer
ENGAGE

Operational layer
COORDINATE & SUPPORT



Organisational structure

Strategic
layer
ENDORSE

Strategic
layer
ENDORSE

Expert layer
ELABORATE

Operational layer
COORDINATE & SUPPORT

Commission 
Special Group

Secretariat 
(EC) Stakeholder layer

ENGAGE



Expert layer
ELABORATE

Expert layer
ELABORATE

Organisational structure

Operational layer
COORDINATE & SUPPORT

1+MG Working 
groups and 

National Mirror 
Groups

Stakeholder layer
ENGAGE

Strategic layer
ENDORSE



Stakeholder layer
ENGAGE

Strategic layer
ENDORSE

Operational layer
COORDINATE & SUPPORT

Organisational structure

Expert layer
ELABORATE

Expert layer
ELABORATE

1+MG Working 
groups and 

National Mirror 
Groups

National Mirror Groups — NMG
Establishing a European learning framework

5-12
members

1 Scientific Coordinator

1 National Contact Point (NCP)

5-12 members
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Operational layer
COORDINATE & SUPPORT
Operational layer

COORDINATE & SUPPORT

Stakeholder layer
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ENDORSE



Organisational structure

Strategic layer
ENDORSE

Expert layer
ELABORATE

Stakeholder layer
ENGAGE

Stakeholder layer
ENGAGE

Operational layer
COORDINATE & SUPPORT

Stakeholder 
coordination 
group



Organisational structure

Expert layer
ELABORATE

Stakeholder layer
ENGAGE

Operational layer
COORDINATE & SUPPORT

Reporting & Deliverables

Strategic layer
ENDORSE
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The Beyond  1 Million 
Genomes Project
B1MG



Beyond One Million Genomes (B1MG) 
aims to create legal guidance, best 
practices and recommendations to 
create infrastructure to enable the 
commitment of 22 European Member 
States and Norway to give cross-
border access to one million 
sequenced genomes by 2022 (1+ 
Million Genomes Initiative)



The B1MG project
Coordination and support action of the 1+MG 

29

Partners

€4 M

Budget

3

Years

25

EU countries

Started 1 June 2020



The B1MG project
Coordination and support action of the 1+MG 

29

Partners

Started 1 June 2020



B1MG objectives

Engaging local, regional, national 
and European stakeholders

20202020

Translating requirements for data 
quality, standards, technical 

infrastructure, and ELSI

20212021

Driving adoption and supporting 
long-term operations

20222022

Aligned to the 1+MG roadmap

… to define requirements for accessing genomics 
and personalised medicine data.

… into technical specifications and implementation 
guidelines.

… via the B1MG maturity level model and a 
methodology for economic evaluation.



B1MG WPs / 1+MG WGs alignment

Technical Groups

CITIZENS
TRUST

WP1 - Stakeholders

WP2 - ELSI

WP3 – Standards & guidelines
WP4 - Infrastructure

WP5 – PM delivery and 
impact

WP6 – Coordination, 
NMGs

WG1 — Governance, 
stakeholders

WG2 — ELSI 

WG3,4 — Clinical 
data, quality 

WG 6 — Health Economics

WG1 — Governance, 
NMGs

WG5 — Infrastructure



CITIZENS
TRUST

WG10 — Common complex
diseases

WG11 — Infectious diseases
COVID-19

WG7 — Industry 
involvement

WG9 — Cancer

WG8 — Rare Diseases

B1MG WPs /
1+MG WGs

Use cases
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1+MG & B1MG
Ongoing activities



• Alliance of 1+MG signatory countries grows 
• Belgium recently signed the declaration

WG1 – Coordination Group 

Signatory 
countries
Observers

General Developments



1+MG Roadmap summary publication

• Translated the 1+MG Roadmap adopted 
February 2020 into a public brochure for 
the (educated) general public

• Editorial team with input from EC, 1+MG 
CG  and WG/WP leads 

• Supported through a Digital Health Europe 
Grant

• Published late Sept 2020

https://ec.europa.eu/digital-single-
market/en/news/roadmap-1million-genomes-initiative-
now-clearly-illustrated-new-brochure

z







https://ec.europa.eu/eusurvey/runner/1plusMG_S
urvey2020

Survey on accessible genomes



Detailed questionnaire to deepen our view on 
what can progressively be included in 1+MG  



Beyond one Million Genomes

B1MG Work Packages / 1+MG Work Groups
activities

WP1

WP2

WP3 WP4

WP5

WP6



Workstreams

To contribute and shape 
outcomes

To contribute and shape 
outcomes

WP1 — Stakeholder 
Engagement

WP2

WP3 WP4

WP5

WP6

WP1 – Stakeholder 



Registration

• Stakeholder portal now 
live, creating an 
interface between 
external stakeholders and 
project partners, to 
facilitate community 
participation and 
engagement, 
communication and 
collaboration

• 21 registered so far 
(link to register)



Workstreams

Provide ELSI Toolkit to:
• Consolidate national 

requirements, policies and 
recommendations

• Build upon good practice 
developed in EU projects and 
national genomic initiatives

Provide ELSI Toolkit to:
• Consolidate national 

requirements, policies and 
recommendations

• Build upon good practice 
developed in EU projects and 
national genomic initiatives

WP1

WP2 — ELSI

WP3 WP4

WP5

WP6

WG2 & WP2 – ELSI



Relevance of ELSI to 1+MG

• 1+MG aims to ensure “distributed, authorised and secure access … while taking 
appropriate measures to protect the privacy of individual data donors”. 
(Declaration, 2018) 

• The Declaration places notable emphasis on addressing ethical, legal and 
societal issues (ELSI). 

• The ELSI Working Group (ELSI WG) develops recommendations on how to 
responsibly provide cross-border access to genomic and related health data.

• Ultimate decisions rest with the 1+MG signatories. 

WG2 & WP2 – ELSI



Roadmap WG2 & WP2 – ELSI

• Collect existing governance best practices

• Review applicable ethical guidelines and literature

• Review applicable EU and exemplar national laws to define legal 
requirements

• Organise use case workshops to better understand ELSI challenges 

• Engage with relevant stakeholders and related initiatives 

• Prioritise aspects that are necessary input of the work 
of other WGs

• Recommendations relevant for Signatory Member States



Workstreams

WP1

WP2

WP3 — Standards and 
Quality Guidelines WP4

WP5

WP6

Provide minimal 
requirements for:
• Sample source

• Bioinformatics analysis

• the description of patient-
specific phenotype and clinical 
data

Consider national 
particularities, such as 
clinical systems and 
languages

Provide minimal 
requirements for:
• Sample source

• Bioinformatics analysis

• the description of patient-
specific phenotype and clinical 
data

Consider national 
particularities, such as 
clinical systems and 
languages

WG3, WG4, WP3– Clinical & Data Quality 



WP3 - WG4 – Good Genomic Practice 
WG3, WG4, WP3– Clinical & Data Quality 



Workstreams

WP1

WP2

WP3
WP4 — Federated secure cross-border 
technical infrastructure

WP5

WP6

Provide infrastructure 
requirements for:
• Security and privacy

• Interoperability standards

Coordinate catalogue of 
existing ‘synthetic’ data

Test cross-border 
interoperability 

Provide infrastructure 
requirements for:
• Security and privacy

• Interoperability standards

Coordinate catalogue of 
existing ‘synthetic’ data

Test cross-border 
interoperability 

WG5/WP4 – Infrastructure 



WG5/WP4 – Infrastructure Federated EGA Model
National/regional nodes store datasets

Central node: 
metadata
accessible



Workstreams
Implementation of:
• Maturity level model

• Country visits for knowledge exchange

• Economic model for evaluating personalised 
medicine approaches

Implementation of:
• Maturity level model

• Country visits for knowledge exchange

• Economic model for evaluating personalised 
medicine approaches

WP1

WP2

WP3 WP4
WP5 — Personalised medicine 
delivery, scientific and societal 
impact 

WP6

WG6/WP5 - Healthcare Implementation and impact



Tools
• Harmonised Health Economic Model 
• B1MG Maturity Level Model 

• Country Visits – exchange on best practices 
• UK, Estonia, Finland

WG6/WP5 - Healthcare Implementation and impact

Progress towards maturity



Workstreams
• Project management

• Communication

• Governance 

• Sustainability

• Project management

• Communication

• Governance 

• Sustainability

WP1

WP2

WP3 WP4

WP5

WP6 — Coordination 
Office

National Mirror 
Groups



External
Projects

Cross 
WPs & 
WGs

Cross
WPs 

Meetings

NMGsB1MG
WP1

1+MG
CG

B1MG
Coordination
Office

Weekly and 
ad- hoc 

meetings

Stakeholders 
Portal

Factsheet, 
Onboarding

support, 
NMG 

meetings

Synthetic 
Genome 

Workshop 
(Dec 7th)

WG & WPs 
meetings

General support: b1mg-coordination@elixir-europe.org
NMG support     : b1mg-nmg-coordinator@elixir-europe.org

External 
projects and 
stakeholders

WP6 – Coordination Office 



Download



CITIZENS
TRUST

WG10 — Common complex
diseases

WG11 — Infectious diseases
COVID-19

WG7 — Industry 
involvement

WG9 — Cancer

WG8 — Rare Diseases

Workstreams

Personalised medicine a reality 
across Europe



Develop Europe’s future health data 
landscape

Maturity Model
ELSI toolkits
Technical recommendations and guidelines

Long-term strategy — Use Cases working groups
Cancer, infectious diseases, rare diseases, common 
complex disease  

European Health Data Space

3 years
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