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Problem of Isolated Applications

ASomeresultsof a surveydone 01/12:
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A scientificprojectfinancing
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Solution for Interoperability
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Problem of (Semantic) Interoperability
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Solution for Semantics: Metadata Repository

Biobankof Registry A Biobankof Registry B

Sample Type Diagnosis Material Diagnosis

liquid C83.7 liquid Burkitt-Lymphona

C83.7 ——» - Burkitt-Lymphoma

StandardisedCatalogues

MDR




Metadata Repository (MDR) and Data Sets

AMetadataRepositoryfor arare diseasescludes oneor more
harmonizedminimal/report) datasets

AAll diseasespecificitems shouldbe addedin the MDR

AA bottom up methodfor quality assurancey
Aintelligentretrieval of items

Apeerreview-mechanismo mergeitemswith identicalmeaning(e. g.by user
groups



Problem of Cooperation: Central Databases

Databankl

Science
Data

Data o

' B bani

Science l ,

Data

@@

Databank3

Science
Data




Solution for Cooperation: Decentral Search

Databankl
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Solution for Cooperation: Decentral Search

Databankl
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Solution for Cooperation: Decentral Search
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Research Network with OSSE-based Registry
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Local Concept a h { Bridgeheada
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Overall
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all work 1s done!
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Solution for Matching
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Rainer Schnell, Tobi@achteleandW| NHB Rrivdcyordseiving record linkage using Bloom
filters. BMC Medical Informatics and Decision Mak20§9,9:41
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A glimpse into the future



Registry Editor

L 2R & https://myregistry.de/ D~ 8 OSSkegistry editor

Datei Bearbeiten Ansicht Favoriten Extras
Registry v | Edit v | Options v

Ej MyReqistry Form type: ‘ Longitudinal data ¥ ‘ Class: | Physical examination ‘
Master data

0l pemograptics Musculature FO rm

D Anamnesis

Longitudinal data

Lt
}ﬁ Fhysical examinati
Musculature [ not specified
ﬁ Medication

[ atrophy ] hypotrophy [ hypertrophy [ myoagelosis

) Field
Tonidty [ not specified

[ atrophy [ hypotraphy ] hypertraphy |:| myogelosis

Muscular strength [] not specified
[ hemiparesis [] hemiplegia | [ paralysis Val ue

[ paraplegia [] tetraplegia [] paresis

Body Measurements

Height: |:| cm

<< Previous form ] [ Mext form ==




More than Technology:
Best-t N OG A OSa

ATemplates
AInformedpatient consent
A Genericdata protection concept

AModel contracts
AStandardoperatingprocedures
AAIll documentsin Germanand English
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Central (European) OSSE Components

Perspective
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Our Strong Beliefs
(and with it the definitionofa h { { 9 & U

AEvenwith a "patient consent there will be no central databasewith
substantial data

Alnsteada conceptof SEVERAieporting data setsor minimal data
sets eachwith a specificpurpose seemsnecessary

Alf more datais required (asit will nearlyalwaysbe the cass,
cooperationin adecentralstructure isadvisable

AThankdo a meta data repository, dataelementswill be comparable
anda standard(procedurefor quality and ontologyfor
understanding canbe implementedbottom up.

AThereforea basicsoftware packagehasto be givenawayfor free, in
whichsomereporting datasetscouldbe alreadyincluded
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Thanks for your attention.

Questions?

T. Hartz,
hartz@unimainz.de| www.imbei.de
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