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 To cope with the fragmentation of data sources across EU MS

 To reach the critical number of patients for
 Studies 
 Research
 Building patient cohorts

 To reach interoperability between registries
 Standards for data collection and data exchange
 Semantic interoperability
 FAIR data
 Data linkage
 Data transfer

Source: EURORDIS

Why        30 million people affected by RDs
an EU RD Platform?

https://eu-rd-platform.jrc.ec.europa.eu
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EU RD Platform: same aims as 
HMA/EMA catalogues  

- Ensuring DISCOVERABILITY of DATA 
from participating RD registries.
Making registries’ DATA SEARCHABLE AND       
FINDABLE

- Giving VISIBILITY to registries. 
Registries remain owners of their data 
and decide about the use of the data. 
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Opportunities for better integration       
EU RD Platform with HMA/EMA catalogues
 European Directory of Registries aligned with 

metadata list of HMA/EMA catalogues
 Data Elements Repository to enrich HMA/EMA 

catalogues
 Search tools that could be combined
 Pseudonymisation/data linkage/data transfer 

(SPIDER)
 Standards for data collection:

Set of common data elements for RD 
registration - explore integration with EMA 
Data Quality Framework in the context of 
common data model
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30%

8%

8%
8%

6%
6%

ERN RITA ERKNet ERN-RND
VASCERN ERN EuroBloodNet ERN SKIN
ENDO-ERN ERN CRANIO ERN EpiCARE
ERN EURACAN ERN eUROGEN ERN EURO-NMD
ERN EYE ERN PaedCan ERN BOND
ERN GENTURIS ERN GUARD-HEART ERN ITHACA
ERN RARE-LIVER ERN TRANSPLANT-CHILD ERNICA

ERN representation in the EU RD Platform

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

https://eu-rd-platform.jrc.ec.europa.eu
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EU RD Platform 
DATA  availability and use
for various purposes, advancing knowledge on RD: 
               - clinical aspects
     - natural history 
     - treatment
     - quality of care 
     - evaluation of prognosis
     - epidemiology 
     - basic research
     - policy - health policy, etc. 

reach critical numbers

 perform studies, research



Classified as internal/staff & contractors by the European Medicines Agency 



Classified as internal/staff & contractors by the European Medicines Agency 


	           �Opportunities for integration of the �European Platform �on Rare Disease Registration �(EU RD Platform) �with HMA/EMA catalogues�
	Slide Number 2
	��EU RD Platform: same aims as HMA/EMA catalogues  �� 
	��Opportunities for better integration       EU RD Platform with HMA/EMA catalogues��� 
	Slide Number 5
	Slide Number 6
	            EU RD Platform 
	Slide Number 8
	Slide Number 9

