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The European Platform on Rare Disease  
Registration – EU RD Platform: 
Connecting data, accelerating care pathways and 
enabling research
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EU RD Platform
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EU RD Platform

PRESENT FUTUREPAST

Communication from the Commission 
to the European Parliament, the 

Council, the European Economic and 
Social Committee and the Committee 

of the Regions on “Rare Diseases: 
Europe’s challenges”

(2008/0679)

Council Recommendation of 8 

June 2009 on an action in the 

field of rare diseases

(2009/C 151/02)

Directive of the European 

Parliament and of the Council 

on the application of patients’ 

rights in cross-border 

healthcare

(2011/24/EU)

Setting the Direction improve coordination, 

knowledge, and patient outcomes across 

Member States.”
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Lack of interoperability
between registries

Need for critical number
of patients / cohorts 

High fragmentation
of data sources

EU RD Platform

PRESENT FUTUREPAST

UNMET NEEDS

https://eu-rd-platform.jrc.ec.europa.eu
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EU RD Platform

PRESENT FUTUREPAST

Is a knowledge 

generation centre 
for RDs

Supports interoperability

between registries:
- Standardised data collection 

and exchange

- Semantic interoperability

- Make data FAIR

- Data linkage

- Data transfer

Facilitates reaching critical 

number of patients for:

Studies
epidemiological 

clinical

translational

pharmacolgical

therapies

Copes with the fragmentation
of data sources across EU MS

reach critical numbers Research, studies 
for all possible purposes, advancing knowledge on RD
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CDEs
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status

Care

pathway
Diagnosis

Research

Disability

Disease

History
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EU RD Platform

PRESENT FUTUREPAST

https://eu-rd-platform.jrc.ec.europa.eu/system/files/public/CDS/EU_RD_Platform_CDS_Final.pdf

available in 22 official EU languages

https://eu-rd-platform.jrc.ec.europa.eu/system/files/public/CDS/EU_RD_Platform_CDS_Final.pdf


8

PRESENT FUTUREPAST

EU RD Platform

European network of Congenital Anomaly Registries

• 40 Full registries

• > 650,000 individual cases

• Surveillance and statistical monitoring

• JRC-owned software for case registration and analysis

Role of the Central Registry:

• To maintain and further develop the Central Database

• To securely manage the data from all registries

• To analyse data with respect to data quality and routine 

statistical monitoring 

• To maintain relationship with single registries 

• To support and participate in the coordinating activities

• To organise meetings (annual network meetings, 

Management Committee and various Working Groups) and 

trainings 

• To disseminate network's results (website, reports, JRC-

EUROCAT communication)
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EU RD Platform:
European Rare Disease Registry Infrastructure (ERDRI)

PRESENT FUTUREPAST

European Directory of Registries

Central Metadata Repository

SPIDER

Search

Broker

Registries / Data Sources



10

EU RD Platform:
European Rare Disease Registry Infrastructure (ERDRI)

PRESENT FUTUREPAST

Participating registries: key characteristics and descriptions across 42 data fields

Data entry by registry owners

European Directory of Registries

Central Metadata Repository

SPIDER

Search

Broker

Registries / Data Sources
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EU RD Platform:
European Rare Disease Registry Infrastructure (ERDRI)

PRESENT FUTUREPAST

European Directory of Registries

Central Metadata Repository

SPIDER

Search

Broker

Registries / Data Sources

Metadata collection: semantic interoperability |data elements | definitions | descriptions | units of measurement

Data entry by registry owners according to specific validation rules and upload methods
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ERDRI statistics
PRESENT FUTUREPAST

26%

74%

ERN vs non-ERN Percentage of Registries per ERN
% of registires by range of cases reported % of registries by data element range 
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ERDRI: Search tool

PRESENT FUTUREPAST

European Directory of RegistriesCentral Metadata Repository

Search Broker
Registry 1

Registry 2

Registry 3
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Paediatric Rare Tumors -

European Registry

ERN PaedCan

► https://eu-rd-platform.jrc.ec.europa.eu/search_broker

User inserts keywords

Registries matching the request are identified

DOR and MDR are queried

DOR: >70 var MDR: >20 var



Request/study proposal /cohort 

building  contact with the registries
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EU RD Platform:
European Rare Disease Registry Infrastructure (ERDRI)

PRESENT FUTUREPAST

European Directory of Registries

Central Metadata Repository

SPIDER

Search

Broker

Registries / Data Sources
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PSEUDONYMISATION TOOL
Service offering registries

at local level the solution

for patient pseudonymisation.

ERDRI: SPIDER

PRESENT FUTUREPAST

Pseudonym LINKAGE

Pseudonym GENERATION

Encrypted pseudonymised 

data TRANSFER

policy enforcement

Does NOT have access to patient data!

SPIDER READY:

87 registries /centres

• ERNs 

• sub-networks



Training & Support

Curated Educational Tracks

Onboarding ERDRI.dor & ERDRI.mdr | Preparation rfo (Use of 

SPIDER

Scheduled Delivery

General and specific ERN trainings delivered in 2024, 2025 and 

2026 (CRANIO | eUrogen | RND | EURACAN)

Materials & Documentation:

https://eu-rd-platform.jrc.ec.europa.eu/training-resources-and-

latest-news/resources_en

https://eu-rd-platform.jrc.ec.europa.eu/spider/

Dedicated support team: EU-RD-Platform@ec.europa.eu
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SPIDER-ready registries/HCPs

18

policy enforcement

PRESENT FUTUREPAST

https://eu-rd-platform.jrc.ec.europa.eu/training-resources-and-latest-news/resources_en
https://eu-rd-platform.jrc.ec.europa.eu/spider/
mailto:EU-RD-Platform@ec.europa.eu
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SPIDER Use - Registries/HCPs

87/225 (39%)
• ERN registries/HCPs with issued SPIDER 

cryprographic archive 79/167 (47%) + 8 non ERN 

• declared at least one «allowed user»: 79/87

19

43
registries/HCPs using SPIDER

Euro-NMD | RND | CRANIO| EPICARE | EURACAN 

| eUrogen | Eurobloodnet | Transplant Child | BOND
*Data  for one year
*out of all  225 ERDRI registries)



EU RD Platform

Strategic policy context

European Health Data Space (EHDS)

• Key pillar of the European Health Union and first common EU data space 
in a specific area.
• Leverag es existing  health data for reg ulatory, policy and clinical 
m aking .
• JRC contribution: data collection, standardisation, quality, privacy and 
security.

EU RD Platform: future role
From  reg istry read iness to  EH D S  integ ration and  EU - wide im pact

1 2

3

Future direction: preparing ERN/RD registry data for integration in the EHDS

PRESENT FUTUREPAST

Data • Quality • Interoperability

ERN/RD
reg istries

EU RD
Platform

EHDS-ready
D ata schem es

1 Secondary use

Use of data for research and 

public-interest purposes.

2
EHDS data ecosystem

Data

holders

Data

users

3

Preparing ERN/RD registry data for integration into the EHDS

Strategic opportunity for ERN/RD registries

• Reuse ERDRI metadata and avoid duplication | Build sets of high-quality metadata records 

• mapped or aligned to Health-DCAT-AP → discoverable in EHDS catalogues.

• Establish ERN registry descriptions as the rare disease metadata gold standard

• Shape EHDS implementation from within | Be ready when EHDS comes into force in 2029

“Choose Europe for Life Sciences”
Communication from the Commission :To the European parliament, the Council, 
the European Economic and Social committee and the committee of the regions: 
Choose Europe for life sciences: A strategy to position the EU as the world’s most 
attractive place for life sciences by 2030

Optimising the R&I ecosystem to promote a globally competitive life science sector. 

Reinforcing European R&I 

• The creation of new knowledge 
• Successful models for R&I ecosystems

• European Platform on Rare Disease Registration / EU RD Platform : mentioned 
directly in the strategy under “Reinforcing European R&I”

Health-DCAT-AP
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