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European Commission’s Strategy for Rare Diseases

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)

To improve recognition and visibility on 
rare diseases

To support policies on rare diseases in the 
EU Member States

To develop European cooperation, 
coordination and regulation for rare 

diseases



Some Facts about Rare Diseases

https://www.youtube.com/watch?v=qKq4IJP6jKo&t=26s



Why and EU RD Platform for Rare Disease 
Registries?

To cope with the extreme fragmentation of data sources 
across EU Member States

- Lack of interoperability severely limits the registries’ 
potential

- No standardised data collection for most RDs 

Reach the critical number of patients for

- Studies (epidemiological, clinical, translational, 
pharmacological, quality of care, etc.)

- Research

To reach interoperability between registries
Semantic interoperability
Standardised data collection and exchange
Make data FAIR
Data linkage
Data transfer



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



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



Set of Common 
Data Elements (CDE)

https://eu-rd-platform.jrc.ec.europa.eu/set-
of-common-data-elements_en

https://eu-rd-platform.jrc.ec.europa.eu/set-of-common-data-elements_en








ERDRI characteristics

Ensures DISCOVERABILITY of DATA 
from participating RD registries via 

the ERDRI Search tool

Registries remain owners of their 
data and decide about use of the 

data



The main components of ERDRI



The European Directory of Registries (ERDRI.dor)



The European Directory of RD registries - ERDRI.dor

 Ongoing campaign in recruiting new
registries

 ERN network registries

 Clickable map

 “List all” function

 Search function



Directory of Registries - ERDRI.dor



Directory of Registries - ERDRI.dor



Directory of Registries - ERDRI.dor



Directory of Registries - ERDRI.dor







Central Metadata Repository
ERDRI.mdr

Semantic 
Interoperability common 

definitions for 
data elements

Human 
readability 

Machine 
readability

Semantic web 
technologies  

Metadata = Data about data

Key:value pairs
Designation / Definition /Measurement unit + range 

Collection of metadata on all data elements collected by 
participating registries

ERDRI.mdr



ERDRI.mdr – metadata input





The main components of ERDRI



ERDRI.sebro
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DOR: >70 
var

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 -
contact with the registries 



ERDRI Spider

Reachable from the ERDRI homepage

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



Pseudonym LINKAGE

Pseudonym GENERATION

Encrypted pseudonymised data 
TRANSFER

Main Functionalities

S P I D E R
policy enforcementSpider Share Network

Does NOT have access to patient data!



 Have a EU Login account
 Be “verified” according to the ERDRI User Access Guide
 Fill registry information in ERDRI.dor according to ERDRI.dor User Guide
 Fill metadata information in ERDRI.mdr ERDRI.mdr User Guide
 Be a registry owner or be added by a registry owner in the Allowed users 

(e-mail)” field in the “SPIDER information” section of the ERDRI.dor

Prerequisites

https://eu-rd-platform.jrc.ec.europa.eu/system/files/public/erdri-manuals/ERDRI%20User%20access%20guide.pdf
https://eu-rd-platform.jrc.ec.europa.eu/sites/default/files/manuals/ERDRIdor%20User%20documentation.pdf
https://eu-rd-platform.jrc.ec.europa.eu/system/files/public/erdri-manuals/ERDRI.mdr%20User%20Guide%202.0.pdf


SPIDER presentation video

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

https://eu-rd-platform.jrc.ec.europa.eu/erdri-description_en#inline-nav-5



Thank you
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