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Rare cancer 

data ecosystem 

Advance research 

Increase knowledge 

Improve quality of care 

Ensure access to optimal treatment 

Underpin data economy towards the European Health 

Data Space 



Rare cancers: incidence < 6/100,000/year in EU 



EUROCARE-5 adult database 

94 cancer registries 

24 Countries 

 
 

 

 







EURACAN 

European Reference Network on Rare Adult Cancers (solid tumors) 



Open to Not EURACAN health care providers 

Contribution from national DB/network available 



 A data ecosystem is a platform that combines data from different data providers and creates value 
through the usage of  the data  





The technical approach behind IDEA4RC platform will implement the philosophy “open data as 
possible and closed, when necessary, with local and federated processing always available”.  

 

 

• Local independent platforms called FHIR-Capsules, that harmonize the OLTP (Online Transaction 
Processing) and OLAP (Online Analytics Processing) functionalities into an interoperable and 
privacy preserving platform based on HL7 FHIR  

 

 

• A Federate IDEA4RC platform, that enables federated AI and federated analytics that spreads 
the processing of sensible data on the FHIR-Capsules enabling the sharing of results as well as 
anonymized data in a common approach toward the contribution the the European Healthcare 
Data Space 

 

 

 

Technical approach 

Security & privacy by design

FHIR-capsule

P
o

lic
y 

M
an

ag
er

OLTP
System

Policy management module aligned with IDSA 
(GDPR consent, trust, DTA, …)

Services meta-data annotation layer

What data
is needed

What data
could/would

be shared

Pilots (for researchers, HCPs, patients, health authorities, AI virtual assistants)

REST
API

A flexible
interoperability 
ecosystem for rare 
cancer data

Private AI Layer

Project Healthcare Data Space
Based on FHIR logical Model

NLU

OLAP System

Federated AI Layer

HETEROGENEOUS DATA 

(LEGACY Registries)

Military Zones including VPNs site-to-sites, Next Generation Firewalls, IDS, IPS, etc.. 

API Gateway

Virtual Repository Layer

FHIR Server

Data Governance Layer

AI model

FHIR-capsule
P

o
lic

y 
M

an
ag

er
OLTP
System

REST
API

Private AI Layer

NLU

OLAP System

FHIR Server

AI model

FHIR-capsule

P
o

lic
y 

M
an

ag
er

OLTP
System

REST
API

Private AI Layer

NLU

OLAP System

FHIR Server

AI model

WP3

WP4

WP5 WP5 WP5

WP3 WP3

WP8

WP7

WP6, WP9





IDEA4RC and TEHDAS user journey support 

Navigators across the overall journey (WP6) 

Service meta data 
annotation layer (WP4) Governance 

layer (WP7) 

FHIR Capsule (WP3) 
& Federated AI (WP4) 

Fedearated AI Layer 
(WP3) 



WP10 – Rare Cancer Data Ecosystem enlargement and liaison 

 

 

 

T10.2 Community of interest 

 

 

T10.4 A data exchange hub for rare cancers 

WP2 

WP11 
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