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Whats done 
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• Last meeting vasca was selected as the WG were the pilot with the 
FAIR registry would start with focus on the common data set. 

• Common dataset was the set selected by the EU (8 items) which had 
to be part of any registry.  

• Part of the EJP-RD grant (Nijmegen 700k) 
• Health train expert t’Hoen appointed as chair  

• Working group of FAIR experts 

• Vascern part of the Go-Fair network 

• Data steward at Radboud  

• Data steward at the VASCERN office (job description finished) 

• Collaboration between ERN ENDO- ERN BOND and VASCERN 
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Whats Done  
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• Common data set (semantic modeling and machine language) is now 
ready. First evaluation by VASCA is done.  

• Start with the registry asap after approval by the WG.  

• Adding of WG specific items is possible 

 

• Will be use-case for the further implementation of the FAIR principle 
for other ERN’s 

 

• Developments within the ERDiRI (european rare disease registration 
infrastructure) 
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Next steps 
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• Support team formed. 

• Use-case for the all the other ERN’s,  

 

• Implementation of the FAIR data set in the registries of the other WG 
• Discussion in each WG (please add to the agenda!) 

• Yes or no for implementation 
• Yes HTAD, HHT, PPL, Vasca. 
• No MSA?  

• Any additional data elements 
 
Further discussion of plans in the friday WG meeting 

 
 

 



Next steps 
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• Identical proces like vasca except that common data elements are 
ready 

• Responsible person within the other WG. Mile stone: up and running 
aug 2019 

 

• Set up a core team. (data stewards Paris, Nijmegen, ? Other ERN’s) 
• Team will help WG and HCP with set up of the registries 
 

• Costs: server cloud services, registry program. (proposal prepared by 
the datasteward team) 

• NB: local data input has to be taken care of the local HCP 

 

 


