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Goal 
• Combining registries/databases 
• Links to biodatabanks and other 

« resources/databases/research nets 
•   »big data analyses »    

 
 

• Multiple Problems: 
• Ownership 
• Privacy  (EU GPRS) 
• Compatibility (different databases ) 

 
 



The FAIR principle 
• FAIR 

– Findable  (FAIR datapoints, metadata repositories) 
– Accesible (GDPR compliant, after approval by the owner of the data) 
– Interoperable  (RDF and Ontologies,SnomedCT) 
– Reusable 

• Gaining wide spread acceptance since introduction 
– Sci Data. 2016 Mar 15;3:160018. doi: 10.1038/sdata.2016.18 
– EU research community,  
– G7 
– NIH 

• Advantages 
– Not dependant on database program 
– No identical databases needed 
– Data stays locally, full control by the owners 
– In accordance with the new GDPR (General Data Protection Regulation) 
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https://www.ncbi.nlm.nih.gov/pubmed/26978244


Registry requirements 

RDF 
Semantic modeling and ontologies 
 SNOMED, RADLEX,NCIT) 



Common data elements 



Global initiatives 
• FAIR tools and protocol developers 
• FAIR deployment service 
Infrastructures & networks 
• Research infrastructures: ELIXIR, BBMRI 
• European reference networks (ERN) 
• European Open Science Cloud 
Projects 
• ERN registry projects 
• RI projects: EXCELERATE, CORBEL, ADOPT 
• RD RI projects: RD-Connect, RD-Bridges 



Future 

• Registry and the platform are developed and in the final test 
phase. 

• Privacy and owner rights garanteed 

 

 

• Collaborative research 

• Big data analysis  

 

 

 

 

 

 

 

 


