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Some information for a smooth running of the session.

Please introduce yourself 
every time before speaking. 

Do not hesitate to 
participate and ask questions. 

The audio of the 
session is recorded. 
Please only speak in 

the microphone.

Avoid using your 
smartphones and 

laptops if possible.

Please make sure to 
respect the time 

allocated for your 
speech & keep your 
interventions under 

1mn. 
Please be on time to 

the next session.
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Subthemes

• Identify systems that need to be interoperable for successful data sharing

• Are there specific formats/ data models/systems (cloud analysis) that might 
be optimal ?

Facilitators

Eric DURBIN - Kentucky Cancer Registry

Johanna GODERRE - US National Cancer Institute
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Interoperability has many levels
• Analyze data in the same way Analysis
• Use concepts that have the same meaningSemantic
• Data are structured in the same, consistent waysSyntactic
• APIs and services that leverage interfaces and 

other levelsServices
• Data are moved using consistent, secure, reliable 

methodsTransport
•Data sharing and use are managed with equivalent security and privacy 
controls across partners and according to requisite standards within a 
single environmentSecurity

• Data are managed and stored consistentlyInfrastructure
+ Public Policy, Intellectual Property, Business Drivers, Workflow, Context (AMIA, 2019)

https://hitconsultant.net/wp-content/uploads/2019/03/AMIA-Response-to-Action-on-Interoperability-RFI.pdf
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and Health (GA4GH)
CEO

Jan NYGÅRD
Norway
Cancer Registry of Norway
Head of the Registry 
Informatics Department

Discussants
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THE GA4GH MISSION...
The Global Alliance for Genomics and Health aims to 
accelerate progress in genomic science and human 
health by developing standards and framing policy for 
responsible genomic and health-related data sharing.
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Since data is distributed globally, we need 
interoperable standards to answer research questions
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Human rights foundation
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“Everyone has the right to the protection of 
the moral and material interests resulting 
from any scientific, literary or artistic 
production of which he is the author.”

“The Right to 
Science”

“Everyone has the right freely to participate 
in the cultural life of the community, to 
enjoy the arts and to share in scientific 
advancement and its benefits.”

27(1) 27(2) “The Right to 
Recognition”

Universal Declaration of Human Rights 
(1948)
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• Respect Individuals, Families and Communities

• Advance Research and Scientific Knowledge

• Promote Health, Wellbeing and the 
Fair Distribution of Benefits

• Foster Trust, Integrity and Reciprocity

FOUNDATIONAL PRINCIPLES

• Foster responsible data sharing 
• Protect and promote the welfare, rights, and 

interests of groups and individuals who donate their 
data

• Provide benchmarks for accountability
• Establish a framework for greater international data 

sharing, cooperation, collaboration, and governance

AIMS OF THE FRAMEWORK

Framework for Responsible Sharing of
Genomics and Health-Related Data

ga4gh.org/framework

Universal Declaration 
of Human Rights (1948)

“The Right
to Science”27(1)

“The Right
to 
Recognition”

27(2)

Translated into 
14 languages
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GA4GH Driver Projects

ClinGen CanDIG European Genome-
phenome Archive

Genomics England

Matchmaker 
Exchange

Australian 
Genomics

Variant Interpretation for 
Cancer Consortium

Human Cell Atlas ELIXIR Beacon 
Project

ELIXIR Cloud & AAI NCI CRDC

Monarch Initiative NHLBI BioData Catalyst Roche imCORE

Genomic Data Infrastructure
Pending

International Precision 
Child Health Project

Repository of the International 
Fetal Genomics Consortium

NIH Cloud Platform 
Interoperability Effort

H3AfricaAutism Sharing 
Initiative

Human Pangenome 
Project

ICGC ARGO Biomedical Research 
Hub

European Joint 
Programme - RD

Qatar Genome of Qatar 
Foundations

Pending

Epishare

EOSC4Cancer
Pending

All of Us Research 
Program

GDI is funded by the European Commission under the Digital Europe Programme under grant agreement number 101081813 and through co-funding from participating Member States.
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Cancer Driver Projects

All of Us Research 
Program

Australian 
Genomics

Biomedical Research 
Hub

CanDIG European Genome-
phenome Archive

EOSC4Cancer
Pending

ELIXIR Beacon 
Project

ELIXIR Cloud & AAI

Genomic Data Infrastructure
Pending

Genomics England Human Cell Atlas

Human Pangenome 
Project

ICGC ARGO Roche imCOREMonarch Initiative

NCI CRDC

NIH Cloud Platform 
Interoperability Effort

Variant Interpretation for 
Cancer Consortium

Repository of the International 
Fetal Genomics Consortium

ClinGenAutism Sharing 
Initiative

European Joint 
Programme - RD

H3Africa

Matchmaker 
Exchange

Epishare

International Precision 
Child Health Project

NHLBI BioData Catalyst

Qatar Genome of Qatar 
Foundations

Pending

GDI is funded by the European Commission under the Digital Europe Programme under grant agreement number 101081813 and through co-funding from participating Member States.
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National Initiatives forum 
members

Founding 
members:
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Different approaches to data sharing

Centralized 
genomic 

knowledge bases

Data commons
TREs/SDEs

Trusted, controlled              
single repository of 
multiple datasets

Hub and spoke 
federation

Common data 
elements, structures, 

access, and usage rules

Linkage of 
distributed and 

disparate datasets
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Federation: a solution for data analysis

No data copying or 
transfer

Data can remain in 
original jurisdiction

Ownership and access 
control retained
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A new paradigm for data sharing

Data copying Data visiting

FROM TO
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GA4GH Entities and Funders



Norwegian Clinical Childhood Cancer 
Registry and Nordic Collaboration

Workshop – Session 1 
# Interoperability

Jan F Nygård

Cancer Registry of Norway
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• Cancer in children is rare, in 2022 there were 210 new registered cancer 
cases for children in the age group 0-17. Children have equally good 
prospects of recovery no matter where in Norway they live.

• The Norwegian Childhood Cancer Registry registers cancer in children 
under the age of 18. The registry has existed since 1985 and the Cancer 
Registry of Norway is responsible for data processing. All doctors who 
provide health care to children with cancer are obliged to report to the 
Cancer Registry, which includes the Norwegian Childhood Cancer Registry.

• The Norwegian Childhood Cancer Registry registers information on 
assessment, treatment and follow-up of this patient group. Detailed 
information on cases of cancer registered according to the classification 
system ICCC3 (International Classification of Childhood Cancer).

• To encourage reporting, administrative and clinical statistics have been 
compiled that provide hospitals with updated results for their unit. These 
statistics are updated daily.

• There is extensive cooperation in the Nordic countries and internationally 
between the academic communities to improve the situation for children 
who get cancer. We are now seeing improved assessment and treatment 
and an ever-improving registration of almost all cases of cancer in children 
and adolescents in the Norwegian Childhood Cancer Registry.

Key figures - childhood cancer 2022

Number of new cases
210 children (0-17 years)

Rates - number of cases per 100,000
- 18.8 Children

5-year survival (2013-2022)
88.9%

Cancer survivors
6,912 children as of 12/31/2022

Death
27 children*

Norwegian Childhood Cancer Registry
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The Observational Medical 
Outcomes Partnership (OMOP) 
Common Data Model (CDM) 
&Vantage6 
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Federated Learning


