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Outcome

1. How can stakeholders from each use case help scale up and 
make the work of 1+MG/B1MG in data governance, data 
standards and technical infrastructural aspects sustainable? 

2. How can industry facilitate this process/ gaps industry can fill?
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Phenotypic and clinical metadata framework

Principles, models, standards and recommendations for sharing and linking 
phenotypic and genetic metadata between the member states

• Guidance on which standards, 
terminologies and tools to use

• Best practices, describing which 
ontologies are currently 
implemented in each member state

• Enabling FAIR data
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The oncology problem
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Minimal Data Set for 
Cancer
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Motivation
Taking into account the existing published data models, we would 
like to propose a data model fitted for cancer genomics in Europe 
with the following features:

• Minimal for easiness of use but comprehensive for both 
clinicians and researchers

• Capturing the longitudinal and complex aspects of cancer
• recording data coming from different “points” of the disease 

evolution timeline, 
• accepting various samples (not only primary tumour) from the same 

patient

• Considering data on treatments and their outcomes to benefit 
also genomics research’s needs

• Maximizing the use of standards for needs for interoperability
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Data Models for Oncology
mCODE
Osterman, T. J., et al., (2020). Improving Cancer Data Interoperability: The Promise of the 
Minimal Common Oncology Data Elements (mCODE) Initiative. JCO Clinical Cancer 
Informatics, https://doi.org/10.1200/cci.20.00059

OSIRIS
Guérin, J., et al.,. (2021). OSIRIS: A Minimum Data Set for Data Sharing and Interoperability 
in Oncology. JCO Clinical Cancer Informatics,  https://doi.org/10.1200/cci.20.00094

ICGC-ARGO
https://cancerres.aacrjournals.org/content/79/13_Supplement/1698#

ODHSI-OMOP
Belenkaya, R., et al., (2021). Extending the OMOP Common Data Model and Standardized 
Vocabularies to Support Observational Cancer Research. JCO Clinical Cancer 
Informatics,  https://doi.org/10.1200/cci.20.00079
…
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Data Models for Cancer Arise from Different Assumptions 
and Focus on Different Aspects

mCODE data model ICGC-ARGO data model OSIRIS data model

Clinical data model YES YES YES

Genomics data model Small-scale Small-scale

Longitudinal data NO YES

Pharmacogenomics NO YES

Focused on mainly primary tumors solid tumors

Raw data re-analysed NO YES NO

Scalability YES YES

Modularity YES YES

Use of standard 
terminologies YES YES (vocabularies or lists) YES (vocabularies or lists)

Interoperability YES, native on FHIR YES, not native on FHIR
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The Process towards a Minimal Set for Cancer

Dialogue with clinicians and researchers

Definition of a set of tables, sub-tables and items
Revision by the WG9 NMG community

Refinements
Minimal Set

WG9 survey
1+MG WG3/B1MG WP3

March 1, 2022
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Minimal Set for Cancer, 
Graph
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Minimal Set for Cancer

1+MG, NMG WG9 March 1, 2022

- A set of 13 excel tables 

Table and 
sub-tables

Item Item definition Examples Source
Mandatory

recommended
optional

Name of 
the item

Description Possibible 
standard 
values

Reference 
to existing 
data 
models

collection status
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Minimal Set for Cancer, 
Graph
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Value Sets to Fill in the Items in the Minimal Set
W

G
9 
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rv

ey

The use of free text would be minimised when dictionaries or 
pre-defined lists of possible choices are identified
This survey aims to identify the most commonly used dictionaries 
or pre-defined lists for each item of the Minimal Set for Cancer

• 138 items over 
13 tables

• towards the 
definition of 
filling value sets
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Rare Disease PoC

Data model?

Generic

RD-specific

Re-analysis?
Collaboration with Dylan Spalding, WG4
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1. lung cancer
(formerly B1MG PoC’s use case)
Recreate a fully synthetic dataset (collab. EUCANCAN team in Barcelona, David 
Torrents), using simulated and real data from publicly available mutational profiles

2. melanoma 
We’ll use publicly available metastatic cancer and related lymphoblastoid cell lines 
data (COLO829, EGA project PRJEB27698, Edwin Cuppen)

Use Cases 
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company/b1mg-project/ @B1MG_project //b1mg-project.eu/ 
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Thank you!
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