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registries

« Top priority
* Horizon 2020
 Mentioned in every grant proposal
- Seen as a way to develop new treatments/evaluation/genes etc
« Will be linked to all other existing EU platforms

« EJP-RD linked to GA4GH (global alliance for genomics and health)
« Go-FAIR

« Elixer RD (european infrastructure for life sciences)

 IRDIRC (International Rare Disease Research Consortium)

« BBMRI (biobanks infrastructure)
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Structure of VASCERN Registry Project

VASCERN Full HCP
Members

Additional Centres

VASCERN
Affiliated Partners
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UTILITY of VASCERN
REGISTRY (OQUTPUTS):

Centre indicators for
monitoring

Finding patients for

clinical trial cohorts

ERDRl Data for research
] studies
epidemiological

natural history,
genotype/phenotype

correlation,
translational )

Individual and different RDWG registries with common EU dataset core and
additional RD-specific metadata.
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