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Objectives 

 To build a map of RD biobanks starting from European biobank 

networks already established with EU support and large 

networks outside Europe 

 To provide a common portal (ID card) for biobanks and registries  

 Motivate biobanks and registries to self-maintain their ID card  

 Analyse questionares  

 Provide an interface (human and machine readable) to the 

database 

 

 

 

 

 



Current ID-Card Portal 

 Software Components from different projects 

 RD-Connect, BBMRI.at, BBMRI-LPC, BioMedBridges, BibBoX 

 

 

 

 

 



Mapping of RD-Connect 

 Mapping of 2074 registries and 608 biobanks from several 

sources  done 
EuroBioBank, BBMRI, Orphanet,, Neuromics, Epirare, Eurocat, SCNIR,hqip,cordis, treat nmd,  edfs, …. 

 Remove duplicates and review unified list:  

981 registries / 506 biobanks 

 ID Card System with a Core Implementation Group (CIG) 

 Roll-Out started end of October 2014 with first Biobanks and 

Registreis 

 94 Registries Invited 

 Biobank Panel Assessment established 

 

 

 

 

 



Current ID-Card Portal 



RD-Connect ID-Card 

 Overview of all Registries/Biobanks in the Catalogue  

 Recent activities of Registries/Biobanks 

 Search for Disease codes 

 ORPHA52 

 Dent disease 

 

 

 

 

 



Current ID-Card Portal 



Current ID-Card Portal 



SOP-Mapping 

 

 

 

 

 

 CEN Standards 

  

 

 

 

 



SOP-Mapping 

 

 

 

 

 

 ENTC_140_WG 3_tissue_frozen_RNA_  

 

 

 

 
Headings 



SOP-Mapping 

 

 

 

 

 

 Heading / Structure of the CEN Standard   

 

 

 

 



SOP-Mapping 

 

 

 

 

 

 Description of groups of attributes (sections)   

 NS=non specified  

 GPS=group partialy, specified  

 GS=group specified.  

 Description of items within groups 

 NS= non specified 

 DFS=data field given  

 VS=value specified 

 

 

 



SOP-Mapping within ID-Card 

 

 

 

 

 

 Describe your SOPs within ID-card portal 

  

 

 

 

 



SOP-Mapping within ID-Card 

 

 

 

 

 

 (Easy) editing by biobank editors  



SOP-Mapping within ID-Card 

 

 

 

 

 

 

 

 

 

 

 Beta Test ongoing within the RD-Connect ID card and the BBRMI.at Portal 

 SOP mapping can be connected to collections / sample descriptions   

 

 

 

 



SOP-Mapping 

 

 

 

 

 

 

 

 

 

 

 Get an overview of the structure of the SOPs used (what is defined) 

 Compare Collections on the collection process 

 Quality improvement indicator for a biobank/network 

  

Next Steps 

 Extend the information collected on values (licensing?) 

 Create SOPs out of the entered data 

 Compare SOPs structured in the same way 

 

 

 

 

 



THANK YOU! 

 Peter, Marco, Lucia, Peter, Moris, David, 

Roxanna (WP3)  

 Sabina, Paola, Gaelle, Estrella, Domenica, 

Filippo, Luca  (WP2) 

 Horst (BBMRI) 

 

 
 

 

 

 

 


