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UNCAN.eu and ECPDC ecosystem
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UNCAN.eu
European Cancer 

Patient Digital 
Centre



Let’s take a step back: Why EHDS?

14 October 2026 3

Modernize Medicine! 



qData infrastructure is an alien term for many users, especially the MDs.
‘How should I know?’ 
‘Why should I know?’

qOverstructured data infrastructure/architecture ≠ better patient care.

qBillions of EU-funding are dissolved when projects end, with close-to-ZERO
accumulation of expertise at national level. 

Start from some observations
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3-year project (2025-2028), CSA, funded under the Cancer Mission Program-CANDLE today is 1 yr 
4 months old

What
To develop national cancer data nodes 
• For data users to find the right tools, services, navigation through the EHDS ecosystem;
• For data holders to find data standards, practical solutions comply with EHDS; 
• NOT a new centralized data center, NOT a new organization, but something built on existing 

structures

How
• Synergizing infrastructure solutions
• Being the national focal point of oncology communities
• Bring real-life questions to the node
• Formulate topical working groups, within and cross-countries
• Value proposition and policy-dialogue (at national and EU levels)

The essence of CANDLE



NCDN candidate nodes 2025-2026
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2025
6 NCDN candidates

2026
20 NCDN candidates

• Provide tools to improve data quality of 
cancer data at source  

• Provide tools for cancer data analysis to be 
used in secure processing environments 
(SPEs)

• Ensure all cancer datasets have a metadata 
record in the EU dataset catalogue

• Provide advice on common variables for 
cancer datasets

• Capacity building at national level 



Developing digital capabilities for national cancer data nodes to support EHDS national implementation
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Achievement Year 1
Real transformation happens when solving real-life clinical questions
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Working groups to test, validate and refine NCDN functions

1
Sharing of genomic data

GDI / 1+MG   ·   NCDN-NL, NCDN-IT

2
European common cancer data model

HL7 Europe   ·   NCDN-NL, -GER, -IE, -LUX

3
EHDS-compliant data management plans

JA-PCM   ·   relevant NCDNs

4
Minimal datasets for Molecular Tumour Boards

EUnetCCC   ·   relevant NCDNs

5
cBioPortal working group

BBMRI-ERIC   ·   NCDN-IE, -NL, -GER   ·   MSKCC, DFCI

6
Patient-level data linkage methodology

NCDN-NL   ·   JRC   ·   EORTC

7
Support to Cancer Mission Cluster projects

all involved NCDNs

Each group starts from one defined question — with a convener, 
named experts, an achievable output and a review date



Small data infrastructure, big health impact
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Problem statement
-hetrogeniety in data collection/linkage
-lack of key outcome data
-tedeous data workflow within and between hospitals
-limited involvement of patients
-missed connection with EHDS primary use 

CANDLE solutions
-define CDM and minimal database for MTB across NCDNS
-develop MTB-support tools (e.g. cBioportal)
-develop EHDS-compliant data linkage methodology 
-ensure data quality
-engage NCDN communities and set up mutual learning across MS to optimize implementation

Consequences
-jeopardized patient outcomes
-impossible comparisions of MTB 
outcomes on all levels
-inefficient and ineconomic 
procedures which limited in 
application for broader patient groups





Looking forward to 
year 2

A07/09/2026

1. Establish the UNCAN.eu network of national cancer data nodes
• Topical working groups (incl. governance, data infrastructure, 

clinical)
• Work flow connecting national and central platforms
• National focal point
• National brain pool

2. Develop the blueprint of digital capabilities for national cancer 
data node 

3. Implement roadmaps to onboard mature national cancer data 
nodes 



Thank you!


