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    The German Biobank Registry  
    www.biobanken.de 

     
 
      Roman Siddiqui, TMF e. V. 

„Sharing experiences and lessons while operating 
National Biobank Registers“ 

(Information and views set out in this presentation are those of the author 
 and do not necessarily reflect the official opinion of the TMF e. V.) 

 Germany  



TMF – Technology, Methods, and Infrastructure for Networked Medical Research e. V. 
Workshop „National Biobank Registers“ | Berlin | February 18 - 19 2015 
 

Page 2 

Human Biobanks: an infrastructure from the postgenome era 

„OMICS & NEXT-GENSEQ“ 
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… who else is out there, and what is he doing? 

February 2015 
Biobanks: 108 

Technology, service provider     

Clinical Biobank 

Disease-centric         

Population-based, epidemiological  

Centralized Biobanks – BMBF-Initiative 

BMB-Characteristics (n=108): 
 clinical- / diesease oriented: ~86% 
 epidemiological: ~8% 
 therapeut., modelorg. etc.: ~2% 
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Purpose of a central „Yellow Page“ - Biobank-Registry  

„Resource human biospecimen“ 
• avoiding redundant research 
• preventing depeletion of human biospecimen 
• harmonisation of quality management 

 

Transparency bioethics & regulations 
• funding  
• public awareness (patients, donors) 
• informed consent – open consent 
• ensuring privacy & data protection 
• biobank secrecy 
• trust 

 

Visibility national – international 
• Pan-European Infrastructures (BBMRI-ERIC) 
• co-operation & collaboration 
• data & sample exchange 

 

Proof of Excellence  
• for research 
• competition for grants 

 



TMF – Technology, Methods, and Infrastructure for Networked Medical Research e. V. 
Workshop „National Biobank Registers“ | Berlin | February 18 - 19 2015 
 

Page 5 

Allowed to 
register a 
biobank 

Search Profile 
Saving 

     Search User Forum 
Read & write 

User Forum 
Read only 

    

Authorized 

USER 

Guest     no     no     no     no 

Register 
database 

User 
Forum 

 

Biospecimen 
Locator 
 

Modular design          



TMF – Technology, Methods, and Infrastructure for Networked Medical Research e. V. 
Workshop „National Biobank Registers“ | Berlin | February 18 - 19 2015 
 

Page 6 

•  Liferay (Registry Application) 
•  Java based Content Management 
    System  
•  Database: MySQL 
•  Tomcat Webserver 
 

•  DotNetNuke (User Portal) 
•  ASP.NET  
•  Database: MSSQL 2010 
•  IIS Webserver     

Single Sign-On 
across all moduls 

User Portal 
 (.NetNuke) 

User Management / Login 

Register 
(Liferay) 

Project Portal 
      P2B2 

PHP | PEARL | SQL 
 
Access to Biobank-based 
Projects - at the sample 
level – biospecimen locator 
 
Tool integrated since 2013 
in the German Biobank 
Registry - (P2B2)  
by Dr. C. Schröder, 
(Fraunhofer IZI, Potsdam) 

Modular programming    
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Data model requirements  |  „Yellow Page“  

 
 minimum data set must allow heterogenous 

biobanks, to get registered 
 

 register data set must allow to maintain easily a 
concise biobank profile in an actual state 
 

 search for biospeciemen collections, research 
focus (the diseases ivestigated) of one specified, 
or more selected biobanks 
 

 all biobanks with data for probands with a special 
disease (ICD-, MeSH, OMIM, other classification 
systems) 
 

 what kind of diseases or conditions are being 
studied in selected areas of the country 
 

 search, which disease aereas are over-
represented in the country 
 

 which funding bodies support what kind of 
research 

 … 

Use Cases 
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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 

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 attribute mandatory 
16 attributes optional     
47 attributes overall 

16 mandatory 
  5 optional     
21 overall 

15 mandatory 
11 optional     
26 overall 

Parsimony in data model 
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BiobankID 
NameOfBiobank 
Acronym 
LegalEntity 
BiobankStreet 
BiobankCity 
BiobankZip 
BiobankURL 
BiobankCounty 
ContactPerson 
BiobankPolicy 
PolicyUrl 
ContactEmail 
Network-URL 
Collection 

 

Biobank 
Collection 

CollectionID 
NameOfCollection 
NameOfProband 
ProbandNumber 
Phenotype 
PhenotypeCode 
PhenotypeClassification 
PhenotypeClassVersion 
AgeNewborne 
AgeJuvenile 
AgeAdult 
AgeOLD 
SexMale 
SexFemale 
SexMaleplusFemale 
DataSharing 
SampleSharing 
FollowUp 
BiospecimenType 
Aliquots 
StorageTemperature 
SPREC 
StorageFormat 
Funding 

Jan-Eric Litton 
EuroBioForum 
Is Europe ready for Personal Medicine? 
18 April 2012, The Dominican Hotel, 
Brussels 

BBMRI.se - Sample Collection Register German Biobank Registry (DBR) 

„Retrospective“ - study-centric vs. collection-centric 
  

Comparison of registers relying on aggregated data  
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Views: www.biobanken.de 

 Moduls 

Search in registry:  
Browsing by 
default 

Magnifier: Simple View 

pdf-Report of selections 

Different Views 

Checkboxes 
single / multiple  
selection 

Date of 
database entry 
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Query the register by two modes:  
- Browse through the content 
- search by filters „and“ / or“ 
- create reports 

 

Browse -, Search, Finding & Reporting   
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DEUTSCHES 
BIOBANKEN-
REGISTER (DBR-UP) 

Selection of phenotyps  which biospecimens? 
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DEUTSCHES 
BIOBANKEN-
REGISTER (DBR-UP) 

Result for biospecimens associated with the phenotypes,  
selected before 



Seite 14 

Contact 

Biobank 

Funding 



Seite 15 

Betsou et al. 2010 

Data sharing  
according to  
informed consent 

Sample sharing  
according to  
informed consent Age Group Sex Persons 

Biospecimen Type Storage temperature Storage format Pre-Analytics 
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February 2015 
Biobanks: 108 

www.biobanken.de 

Expectations vs. reality 
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How many Biobanks / biospecimen collections? 

36 1GERMAN MED. FACULTIES X 30BMBS = 1080 

50 diseae-oriented specimen collections / biobanks 
in medical university / faculty Innsbruck, AT 
(Hofer et al. Stud Health Technol Inform. 2014; 205:293-7) 

1(www.mft-online.de) 
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Incomplete 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 
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… telling arguments do not last … 

„Purpose is but the slave of memory, of violent birth, but poor validity“ 
 

William Shakespeare, Hamlet, Act 3, Scene 2 
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Co-op TMF with BBMRI-PP Publication of tender – 
BMBF-Initiative -  
Centralized Biobanks 

2009 2010 

Begin of  
„DBR“-
development 

Submission Deadline    

September 15, 2010 
4.00 p.m.: 79 BMBs 

… Incentives, e. g., as part of funding policy 
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Summary | German Biobank Registry 

 register with aggregated data 
 own minimum data set development  
 homes clinical, disease-centric, 

population-based & epidemiological 
biobanks 

 academic & industrial biobanks, clinical 
relevant model organisms 

 ICD-, OMIM, MeSH  & other (text) 
 open source & platform-independent 
 web-based interactive manual 

registration 
 parsimony of register attributes (47) 
 option for pre-analytic documenation 

(SPREC) 
 export, import (xml, csv etc.) not 

implemented 
 all data are publically visible 

 

 biobanking-specific user forum is available 
 mirror-interfaces planned as service 
 counselling services in TMF-working 

groups 
 public project funding 
 no real marketing campaigns 
 no metrics to measure the use 
 not embedded in funding policies, nor 

regulations 
 ELSI issues less problematic with 

aggregated data 
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