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Background and motivation

Rare cancers

Defined by an incidence < 6 per 100,000 per year

Individually rare, but collectively common (~20–25% of all cancer diagnoses)

~650,000 new cases per year in Europe

Require multicentre and cross-border collaboration

High fragmentation and heterogeneity of data
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The IDEA4RC project

EU-funded H2020 project (2022 – 2026)

25 partners across 12 European countries

11 centres of excellence from EURACAN (EUropean reference network for Rare 
Adult solid CANcers) network

Aims to develop a federated ecosystem for rare cancer research, improving data 
sharing and secondary use, aligned with European regulations and FAIR principles 

Focused on Sarcoma and Head & Neck cancer
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The IDEA4RC data model
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From a Data Model to a FHIR IG
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Methodology
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Methodology

Genoa, May 26, 2026 – MIE Conference 2026 6



From IDEA4RC to European and global convergence

IDEA4RC showed the need for a reusable, non project-specific approach

Method: logical model → computable specifications (FHIR IG)

Aligning with existing initiatives (mCODE, OMOP) to reduce fragmentation

Triggered the European Cancer Common Data Model initiative (HL7 Europe)
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HL7 Europe Common Cancer Model
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