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Hintergrund — Seltene Erkrankung

< 5von 10.000 Menschen betroffen ----&

ca. 8000 verschiedene seltene Erkrankungen

ca. 80% genetisch bedingt §'

ca. 4 Millionen betroffene in Deutschland '

ca. 300 Millionen betroffene weltwelt @
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Ziele EJP-RD

* Verbesserung der Integration, der Wirksamkeit, der

Produktion und der sozialen Auswirkungen der
Forschung Uber SE durch die Entwicklung,
Demonstration und Forderung des
europaweiten/weltweiten Austauschs von Forschungs- .

und klinischen Daten, Materialien, Verfahren, Wissen und B onment
Know-how Ul

Umsetzung und Weiterentwicklung eines effizienten
Modells der finanziellen Unterstltzung fur alle Arten der
Forschung im Bereich der RD (Grundlagenforschung,
klinische Forschung, epidemiologische Forschung,
Sozialforschung, Wirtschaftsforschung,
Gesundheitsflirsorge) in Verbindung mit einer
beschleunigten Nutzung der Forschungsergebnisse zum
Nutzen der Patienten.

Diagnostic path

Basic research

Treatment path
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... ZU einem Netzwerk von foderierten Ressourcen:
The Virtual Platform
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Integration in das VP-Netzwerk
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Metadata model - DCAT fur "Lev

https://vp-onboarding-doc.readthedocs.io/en/latest/level 1/metadata.html#

https://qgithub.com/ejp-rd-vp/resource-metadata-schema/tree/master

ejprd:PatientRegistry

<<mandatory>>
<<mandatory>>
<<mandatory>>
<<mandatory > >
<<mandatory>>
<<mandatory>>
<<mandatory>>

+ejprd:populationCoverage : xsd:string [National | International | Regional | European] [1]
+dcterms:license : xsd:AnyURI [1]
+dcterms:title : xsd:string [1]
+dcterms:description : xsd:string [1..%]
+dcat:theme : xsd:AnyURI [1..*%]
+dcterms:publisher : foaf:Organization [1..*]
+dcat:contactPoint : vcard:Agent [1]
<<mandatory>> +dcterms:language : xsd:AnyURI [ISO 639-1] [1..*]
<<mandatory>> +ejprd:personalData : xsd:string [true|false] [1]
< <optional>> +dcat:distribution : dcat:Distribution [0..*]
<<optional>> +dcterms:conformsTo : xsd:AnyURI [0..1]
<<optional>> +ejprd:vpConnection : ejprd:VPDiscoverable [0..1]
<<optional>> +dcterms:keyword : xsd:string [0..*]
<<optional>> +foaf:logo : xsd:AnyURI [0..1]

< <optional>> +odrl:hasPolicy : xsd:AnyURI [ODRL] [0..%]
<<optional>> +dcterms:identifier : xsd:string [0..1]
<<optional>> +dcterms:issued : xsd:date [0..1]

<<optional>> +dcterms:modified : xsd:date [0..1]

< <optional>> +dcat : version : rdfs:literal [0..1]
<<recommended>> +dcterms:accessRights : xsd:AnyURI [0..*]
<<recommended>> +dcat:landingPage : xsd:AnyURI [0..*]

dcat:Resource

foaf:Organization
<<mandatory>> +dcterms:title : xsd:string [1]
<<mandatory>> +dcterms:description : xsd:string [1..*]
<<mandatory>> +dcat:landingPage : xsd:AnyURI [0..%]
<<optional>> +foaf:logo : xsd:AnyURI [0..1]
<<gptional>> +dcterms:location : xsd:string [0..1]
<<optional>> +dcterms:identifier : xsd:string [0..1]

€= - - -~ foaf:organization - - -

deat:contactPoint - - - -

| vcard:Agent |
+vcard:url : xsd:AnyURI[1..*] {unique}

dcat:Dataset

rd

iobank

<<mandatory>> +ejprd:populationCoverage : xsd:string [National | Internatienal | Regional | European] [1]
<<mandatory>> +dcterms:license : xsd:AnyURI [1]

<<mandatory>> +dcterms:title : xsd:string [1]

<<mandatory>> +dcterms:description : xsd:string [1..*]

<<mandatory>> +dcat:theme : xsd:AnyURI [1..*]

<<mandatory>> +dcterms:publisher : foaf:Organization [1..*]

<<mandatory>> +dcat:contactPoint : vcard:Agent [1]
<<mandatory>> +dcterms:language : xsd:AnyURI [ISO 635-1] [1..*]
<<mandatory>> +ejprd:personalData : xsd:string [true|false] [1]
<<optional>> +dcat:distribution : dcat:Distribution [0..*]
<<optional>> +dcterms:conformsTo : xsd:AnyURI [0..1]
<<optional>> +ejprd:vpConnection : ejprd:VPDiscoverable [0..1]
< <optional>> +dcterms:keyword : xsd:string [0..*]
<<optional>> +foaf:logo : xsd:AnyURI [0..1]

< <optional>> +odrl:hasPolicy : xsd:AnyURI [ODRL] [0..*]
<<optional>> +dcterms:identifier : xsd:string [0..1]

< <optional>> +dcterms:issued : xsd:date [0..1]

<<optional>> +dcterms:modified : xsd:date [0..1]

<<optional>> +dcat : version : rdfs:literal [0..1]
<<recommended>> +dcterms:accessRights : xsd:AnyURI [0..%]
<<recommended>> +dcat:landingPage : xsd:AnyURI [0..*]

<<mandatory>> +dcterms:license : xsd:AnyURI [1] £

<<mandatory>>
<<mandatory>>
<<mandatory>>
<<mandatory>>
<<mandatory>>
<<mandatory>>

+dcterms:license : xsd:AnyURI [1]
+dcterms:title : xsd:string [1]
+dcterms:description : xsd:string [1..%]
+dcat:theme : xsd:AnyURI [1..%]
+dcterms:publisher : foaf:Organization [1..*]
+dcat:contactPoint : vcard:Agent [1]
<<mandatory>> +dcterms:language : xsd:AnyURI [ISO 639-1] [1..%]
<<mandatory>> +ejprd:personalData : xsd:string [true|false] [1]
< <optional>> +dcterms:conformsTo : xsd:AnyURI [0..1]
<<optional>> +ejprd:vpConnection : ejprd:VPDiscoverable [0..1]
<<optional>> +dcterms:keyword : xsd:string [0..*]
<<optional>> +foaf:logo : xsd:AnyURI [0..1]

<<optional>> +odrl:hasPolicy : xsd:AnyURI [ODRL] [0..*]
<<optional>> +dcterms:identifier : xsd:string [0..1]
<<optional>> +dcterms:issued : xsd:date [0..1]

<<optional>> +dcterms:modified : xsd:date [0..1]
<<optional>> +dcat : version : rdfs:literal [0..1]

<<optional>> +dcat:landingPage : xsd:AnyURI [0..*]

< <recommended>> +dcterms:accessRights : xsd:AnyURI [0..*]

<<mandatory>> +dcterms:title : xsd:string [1]

<<mandatory>>
<<mandatory> >

+dcterms:description : xsd:string [1..%]
+dcat:theme : xsd:AnyURI [1..*]

dcat:Catalog

<<mandatory> > < - - dcat:dataset - - -

<<mandatory>>
<<mandatory>>

+dcterms:publisher : foaf:Organization [1..%]
+dcat:contactPoint : vcard:Agent [1]
+dcterms:language : xsd:AnyURI [ISO 639-1] [1..%]
<<mandatory>> +ejprd:personalData : xsd:string [true|false] [1]
<<optional>> +dcat:distribution : dcat:Distribution [0..*]

< <optional>> +dcterms:conformsTo : xsd:AnyURI [0..1]
<<optional>> +ejprd:vpConnection : ejprd:VPDiscoverable [0..1]
<<optional>> +dcterms:keyword : xsd:string [0..*]

< <optional>> +foaf:logo : xsd:AnyURI [0..1]

<<optional>> +odrl:hasPolicy : xsd:AnyURI [ODRL] [0..%]

< <optional>> +dcterms:identifier : xsd:string [0..1]

<<optional>> +dcterms:issued : xsd:date [0..1]

< <optional>> +dcterm: odified : xsd:date
<<optional>=> +dcat : version : rdfs:literal [0..1]
<<recommended>> +dcterms:accessRights : xsd:AnyURI [0..*]
<<recommended>> +dcat:landingPage : xsd:AnyURI [0..*]

Vi

deat:distribution
'
'
'
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<<mandatory>> +dcterms:license : xsd:AnyURI [1] :
'
'
'

dcat:Distribution

<<mandatory>>
<<mandatory>>
<<mandatory>>
<<mandatory>>
<<mandatory>>
<<mandatory>>

+dcterms:license : xsd:AnyURI [1]
+dcterms:title : xsd:string [1]
+dcterms:description : xsd:string [1..%]
+dcat:theme : xsd:AnyURI [1..*]
+dcterms:publisher : foaf:Organization [1..*]
+dcat:contactPoint : vcard:Agent [1]
<<mandatory>> +dcterms:language : xsd:AnyURI [ISO 639-1] [1..*]
<<mandatory>> +ejprd:personalData : xsd:string [true|false] [1]
<<optional>> +dcat:themeTaxonomy : skos:conceptScheme [0..*]
<<optional>> +foaf:homepage : xsd:AnyURI [0..1]
<<optional>> +dcat:dataset : dcat:Dataset [0..%]

< <optional>> +dcat:distribution : dcat:Distribution [0..*]
<<optional>> +dcterms:conformsTo : xsd:AnyURI [0..1]

< <optional>> +ejprd:vpConnection : ejprd:VPDiscoverable [0..1]
<<optional>> +dcterms:keyword : xsd:string [0..*]
<<optional>> +foaf:logo : xsd:AnyURI [0..1]

<<optional>> +odrl:hasPolicy : xsd:AnyURI [ODRL] [0..*]
<<optional>> +dcterms:identifier : xsd:string [0..1]
<<optional>> +dcterms:issued : xsd:date [0..1]

<<optional>> +dcterms: modified : xsd:date [0..1]

<<optional>> +dcat : version : rdfs:literal [0..1]
<<recommended> > +dcterms:accessRights : xsd:AnyURI [0..%]
<<recommended>> +dcat:landingPage : xsd:AnyURI [0..%]

<<mandatory>> +dcterms:title : xsd:string [1]

<<mandatory>:>
<<mandatory>> +dcterms:title : xsd:string [1]
<<mandatory>>
<<mandatory>> +dcat:theme : xsd:AnyURI [1..*]
<<mandatory>>
<<mandatory>> +dcat:contactPoint : vcard:Agent [1]
<<mandatory>>
<<mandatory>> +ejprd:personalData : xsd:string [true|false] [1]
<<mandatory>>
< <optional>>
<<optional>>
<<optional>>
<<optional>>
<<optional>>
<<optional>>
< <optional>>
<<optional>>
<<optional>>
<<recommended>> +dcterms:accessRights : xsd:AnyURI [0..*]

ej u e
icense : xsd:AnyURI [1]

+dcterm
+dcterms:description : xsd:string [1..*]

+dcterms:publisher : foaf:Organization [1..%]

+dcterms:language : xsd:AnyURI [ISO 639-1] [1..*]

+dcat:landingPage : xsd:AnyURI [0..*]
+dcterms:conformsTo : xsd:AnyURI [0..1]
+ejprd:vpConnection : ejprd:VPDiscoverable [0..1]
+dcterms:keyword : xsd:string [0..%]
+foaf:logo : xsd:AnyURI [0..1]
sd:AnyURI [ODRL] [0
+dcterms:identifier : xsd:string [0..1]
+dcterms:issued : xsd:date [0..1]
+dcterms:modified : xsd:date [0..1]
+dcat : version : rdfs:literal [0..1]

i¥]

dcat vice

dcat:service

<<mandatory>> +dcterms:description : xsd:string [1..*]
<<mandatory>> +dcterms:publisher : foaf:Organization [1..*]
<<mandatory>> +dcat:version : xsd:string [1]
<<recommended>> +dcterms:accessRights : xsd:AnyURI [0..*]
<<optional>> +odrl:hasPolicy : xsd:AnyURI [ODRL] [0..*]
<<optional>> +dcat:mediaType : xsd:string [0..1]
+dcterms:isPartOf : xsd:AnyURI[0..*]
< <optional>> +dcat:accessURL : xsd:AnyURI [0..*]
lownloadURL : xsd:AnyURI [0..%]
raccessService : dcat:DataService [0..%]
<<recommended>> +dcterms:conformsTo : xsd:AnyURI [0..1]

‘edam:operation_0004
("Operation")

dcterms:type

ejprd:VPBeacon2_Cata

<<mandatory> >
<<mandatory> >
<<mandatory>>
<<mandatory>>
< <mandatory > >
<<mandatory>>
<<mandatory>>
<<mandatory>>
<<mandatory > >

<<optional>>
<<optional>>
< <optional>>
<<optional>>
< <optional>>
<<optional>>
<<optional>>
<<optional>>
<<optional>>

+dcterm:

pe : edam:operation [1]
+dcterms:license : xsd:AnyURI [1]
+dcterms:title : xsd:string [1]
+dcterms:description : xsd:string [1..%]
+dcat:theme : xsd:AnyURI [1..*]
+dcterms:publisher : foaf:Organization [1..%]
+dcat:contactPoint : vcard:Agent [1]
+dcterms:language : xsd:AnyURI [ISO 639-1] [1..%]
+ejprd:personalData : xsd:string [true|false] [1]
+dcat:servesDataset : dcat:Dataset[0..*] {unique}
+ejprd:vpConnection : ejprd:VPDiscoverable [0..1]
+dcterms:keyword : xsd:string [0..*]

+foaf:logo : xsd:AnyURI [0..1]

+odrl:hasPolicy : xsd:AnyURI [ODRL] [0..*]
+dcterms:identifier : xsd:string [0..1]
+dcterms:issued : xsd:date [0..1]
+dcterms:modified : xsd:date [0..1]

+dcat : version : rdfs:literal [0..1]

<<recommended>> +dcat:endpointURL : xsd:anyURI [0..1]

< <recommended>> +dcat:endpointDescription : xsd:AnyURI [0..*]
<<recommended>> +dcterms:accessRights : xsd:AnyURI [0..*]
<<recommended>> +dcat:landingPage : xsd:AnyURI [0..*]
<<recommended=>> +dcterms:conformsTo : xsd:AnyURI [0..1]
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https://vp-onboarding-doc.readthedocs.io/en/latest/level_1/metadata.html
https://github.com/ejp-rd-vp/resource-metadata-schema/tree/master

Example services integration — Level 1
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Example services integration — Level

RD-VP Index
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Collaborate. Innovate. Accelerate.

https://qgithub.com/ejp-rd-vp/vp-api-Specs



https://github.com/ejp-rd-vp/vp-api-specs

Example services integration — Level

FAIR Data Train Handler
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Rare Diseases Vir ual Platform Portal
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Bausteine/Komponenten
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FAIR Data Point — Approach to provide metadata following the FAIR principles;

GA4GH Beacon 2 — Approach to answer questions of the existence and the number of
occurrences of different types of entities, e.g., people, samples, catalogues, based on filtering
criteria;

FDP Reference implementation — The reference implementation of the FDP specifications;
Document-based FDP — FDP alternative based on interconnected metadata files;

FAIR-in-a-box — Package of several EJP-RD-related tools such as FDP, Beacon implementation
and CARE-SM;

RD Nexus — Implementation of the Beacon 2 and FDP interfaces;
Molgenis — Implementation of the Beacon 2 and FDP interfaces;
VP Index — Registry of metadata describing the resources made available into the RD-VP;

VP Portal — Web-based application for users to visualize and explore L1 resources of the Virtual
Platform and query the L2 resources;
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