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Background

Fundedby the German Ministry of 
Health (BMG) as part of the 
άbŀǘƛƻƴŀƭ Action Plan for Rare 
5ƛǎŜŀǎŜǎέ

AŎǘƛƻƴ ƴƻΦ нфκрнΥ ά5ŜǾŜƭƻǇƳŜƴǘ ƻŦ ŀ 
ǇǊƻǘƻǘȅǇƛŎŀƭ ǊŜƎƛǎǘǊȅέ



Problem of Isolated Applications

ÅSomeresultsof a surveydone01/12:
ÅαVerytǊƻŦŜǎǎƛƻƴŀƭ IƻōōȅάΣ

Åscientificproject financing,

Åtreatment AND research,

Åalwaysin networks,

ÅPRIMARY informationsystem,

Åand:



Solution for Interoperability



Problem of (Semantic) Interoperability
Χ and also ofαa5{άǎ Χ



MDR

StandardisedCatalogues

Solution for Semantics: Metadata Repository

Biobank of Registry A

Sample Type Diagnosis

liquid C83.7

Biobank of Registry B

Material Diagnosis

liquid Burkitt-Lymphoma

C83.7 Burkitt-Lymphoma

Sample Type Material



Metadata Repository (MDR) and Data Sets

ÅMetadataRepository for a rare diseases includes one or more 
harmonized (minimal/report) data sets

ÅAll diseasespecificitemsshouldbeaddedin the MDR 

ÅA bottom up methodfor qualityassuranceby
Åintelligent retrievalof items

Åpeer-review-mechanismto mergeitemswith identicalmeaning(e. g. by user
groups)



Problem of Cooperation: Central Databases

Central Search
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Data
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Solution for Cooperation: Decentral Search

Search Broker

Databank 1
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Exposé + Criteria



Solution for Cooperation: Decentral Search

Search Broker

Databank 1

Science 
Data

Databank 2

Science 
Data

Databank 3

Science 
Data

No matching 
datasets.

No matching 
datasets.

Datasets found! 
Request to User.



Solution for Cooperation: Decentral Search

Search Broker
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Local Conceptαh{{9 wŜƎƛǎǘǊȅά

OSSE-
Registry SearchPseudonymi-

zation

Data Entry



Registry 
based on other 

Software

OSSE-
Bridgehead SearchETL

Data Entry

Local Conceptαh{{9 Bridgeheadά



Overall Concept
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all work is done!
Χ or is itƴƻǘΚ Χ



αDŜǊƳŀƴά {ƻƭǳǘƛƻƴ for Pseudonymisation 
(simplified) 

Lab ID:
bl071234xx

PIDRegister:
WY0728i3

PIDT: 0988888

ID-Management/
Pseudonymization

Robert Meier
PIDT: 0988888
PIDRegister: WY0728i3
Lab ID: bl071234xx

Robert Meier

Biobank

Treatment

Register



Solution for Matching

Hans Schmidt 2.10.1965

_S SC CH HM MI ID DT T_

0 1 1 0 1 1 0 0 1 0 1 0 0 1 1 0 0 0 1 0

Rainer Schnell, Tobias BachtelerandWǀǊƎ wŜƛƘŜǊΥ Privacy-preserving record linkage using Bloom 
filters. BMC Medical Informatics and Decision Making2009, 9:41
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A glimpse into the future



Registry Editor

OSSE registryeditor

Form
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Value



More than Technology: 
αBest-tǊŀŎǘƛŎŜά {ǳǇǇƻǊǘ

ÅTemplates
ÅInformedpatient consent

ÅGenericdataprotectionconcept

ÅModel contracts

ÅStandard operatingprocedures

ÅAll documentsin German andEnglish



Perspective
for one exemplary disease
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Our Strong Beliefs
(and with it the definition ofαh{{9άύ

ÅEven with a "patient consent" there will be no centraldatabasewith
substantial data.

ÅInsteada conceptof SEVERAL reporting data setsor minimal data
sets, eachwith a specificpurpose, seemsnecessary.

ÅIf moredatais required(asit will nearlyalwaysbe the case), 
cooperationin a decentralstructure isadvisable.

ÅThanksto a meta data repository, dataelementswill becomparable
anda standard(procedurefor qualityandontologyfor
understanding) canbe implementedbottom up.

ÅThereforea basicsoftware packagehasto begivenawayfor free, in 
whichsomereportingdata setscouldbealreadyincluded.
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