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„Human biobank“: postgenomic child  
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Visibility national – international 
co-operation & collaboration, e. g. Pan-

European infrastructures (BBMRI-ERIC) 
data & sample exchange, e. g. Global 

Alliance for Genomics and Health 
 
 

 

Key benefits of a biobank registry 

Transparency ethics & regulations 
 funding  
 informed consent – open consent  
 privacy & data protection 
 public awareness (patients, donors) 
 trust in biomedical research 
 

Proof of Excellence  
 in research 
 know-how transfer 
 competition for grants 

German Health Research  
    Council 
    (December 12, 2008)  
 

German Ethics Council  
    (June 15, 2010)  
 

Resource „human biospecimen“ 
avoiding redundancy  
preventing depeletion of precious 

biospecimens 
harmonisation / standardization of quality 

management 
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Online-Forum 
 platform for biobanking-specific topics 

Nation-wide visibility of biobanks 
 biospecimens  (type, number, storage) 
 disease, phenotype  (e. g. ICD, OMIM, MeSH) 
 availability of biospecimen and associated data 

according to consent 
 funding  

Module I 
Aggregated 
Biobank Internals 

Module II 
Communication 
Forum 

Deutsches Biobanken-Register (DBR) 
- German Biobank Registry (GBR) -  

BMBF-funding: www.biobanken.de  
           TMF | 2010-2012 

Project-mediating portal at the sample level  
– P2B2 (Fraunhofer IMBT) 
 in GBR registered biobanks are egligible to 

participate in P2B2 (voluntary!) 

Module III 
„Sample Locator“ 
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Features - www.biobanken.de 

 Modules 

Search in registry:  
Browsing by 
default 

Checkboxes 
single / multiple  
selection 

Register field 

Magnifier: Simple view 

Pdf-report of selections 
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Contact 

Biobank 

Funding 

PDF report 
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Betsou et al. 2010 

Data sharing  
according to  
informed consent 

Sample sharing  
according to  
informed consent Age Group Sex Persons 

Biospecimen Type     Temperature Storage format Pre-analytic Doc. 
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www.biobanken.de 

Technology, service provider     

Clinical Biobank 

Disease-centric         

Population-based, epidemiological  

Centralized Biobanks – BMBF-Initiative 

April 2016 (n=124) 

… who is who, and what is he doing? 

http://www.biobanken.de/
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Descriptive data 
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 NL: Dutch Catalogue of Biobanks (2012)  
           www.bbmri.nl/en-gb/catalogue-of-biobanks  
 DE: Deutsches Biobanken-Register (2012) 
           www.biobanken.de | German Biobank Registry  
 SE: Sample Collection Register (2012)  
           http://bbmriregister.meb.ki.se:8080/AwareIM 
           /logonGuest.aw?domain=BBMRIRegister 
 DK: Danish National Biobank Register (2013)  
           http://biobanks.dk/   
 FI:  Finnish biobanks (2013)  
           www.bbmri.fi/finnish-biobanks/ 

 
 
  ISBER: International Repository Locator (2014) 
           https://www.irlocator.isber.org/  
 
  MIABIS 2.0-based Registries (Merino-Martinez et al. 2016.  
            Biopreserv Biobank. 2016 Mar 15. [Epub ahead of print]) 
  
 EU: Catalogue of European Biobanks (2008/9)  
           www.bbmriportal.eu/bbmri2.0/jsp/core/login.jsf 
 

 
 

Selected Biobank-Registries 
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Feeding BBMRI-ERIC-Directory 1.0 / 2.0 

www.biobanken.de 

figure by Murat Sariyar 

http://bbmri-
eric.eu/bbmri-
eric-directory-2.0 

http://directory-molgenis.bbmri-eric.eu/ 
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Incomplete registrations 
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Incentives … 

legal anchoring  
e. g. Finland, Spain  

 

requirement by funding bodies / by ISO & DIN 
criterion for getting research funded 
 

demand (not recommendation!) by scientific publishers 
author guidelines: source of biospecimen from a official registry as a first 
step toward quality awareness 
 

improve IT for the „analog to digital conversion“ 
… that would allow to process the information about their many individual 
samples into an aggregated form – at the push of a button…  
 
tools for use by biobank 
analysis / statistics / visualization software – e. g. the Herniamed Registry  
facilitation for certification and accreditation 
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Summary | German Biobank Registry 

 registry with aggregated data 
 homes clinical, disease-centric, 

population-based & 
epidemiological biobanks 
(academia & industry), clinical 
relevant model organisms 

 ICD-, OMIM, MeSH  & other 
 open source & platform-indep. 
 interactive manual registration 
 parsimony of register attributes 

(47) 
 pre-analytic documenation 

(SPREC) 
 export, import (xml, csv etc.) 

not yet implemented 
 all data are publically visible 
 free of charge – no membership 
 linked to biobanking-specific 

user forum 
 … 

 

Lessons 
 
 - embedding in national 
      regulatory framework 
    - embedding in national funding 
      policies 
    - embedding in international 
      publishing and national / 
      international standardization 
      policies 
    - support IT competence to 
      overcome gap in “analog to 
      digital conversion” 
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More information: 
 www.biobanken.de 
 www.tmf-ev.de 
 roman.siddiqui@tmf-ev.de   
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BiobankName 
BiobankAcronym 
BiobankLegalEntity 
BiobankStreet 
BiobankZip 
BiobankCity 
BiobankCounty 
BiobankURL 
BiobankNetworkURL 
ContactLastName 
ContactFirstName 
ContactEmail 
ContactTitle 
ContactFunction 
ContactURL 
PolicyURL 
PolicyDescription 
FundingBody 
FundingID 
FundingStart 
FundingEnd 
CollectionName 

 

Biobank 
Collection/Probandgroup 

CollectionName 
     CollectionPersonNumber 
     CollectionNumberAliquots 
     CollectionMinAliquots 
     BiospecimenID 
     BiospecimenType 
     BiospecimenStorageTemp 
     BiospecimenNumberAliqots 
     BiospecimenStoreFormat 
     BiospecimenMinAliquots 
     BiospecimenSPREC 
  ProbandgroupName 
  ProbandgroupNumber 
  ProbandgroupSampleSharing 
  ProbandgroupDataSharing 
     ProbandgroupFollowUp 
     ProbandgroupAgeNewborne 
     ProbandgroupAgeJuvenile 
     ProbandgroupAgeAdult 
     ProbandgroupAgeOLD 
     ProbandgroupSexMale 
     ProbandgroupSexFemale 
     ProbandgroupSexMaleplusFemale 
   PhenotypeDescription 
     PhenotypeCode 
     PhenotypeClassificationVersion 
 

31 attributes mandatory 
16 attributes optional     
47 attributes in total 

16 mandatory 
  5 optional     
21 for Biobank 

15 mandatory 
11 optional     
26 for Collection/Proband 

Parsimony in minimal data set / in data model 
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