MERITA PROJECT: A METADATA REGISTRY

FOR THE ERN RITA

Grant Agreement number: 947180

Deliverable D4.1

ERD registration complete WP4

Co-funded by
the Health Programme
of the European Union




The general objective of the “Metadata registry for the ERN RITA” (MeRITA) project is promoting the interoperability of the registries of diseases covered by the ERN RITA
and, potentially, with the other ERNs. In order to achieve this, the adherence of RITA members to the ERDRI platform and to the European Commission’s Joint Research
Centre (JRC) standards is of foremost importance.

One of the main branches of the project was the collection of Common Data Elements questionnaire and ERDRI registration.

A questionnaire containing the information collected by ERDRI.dor has been shared among the coordinators of the 47 registries identified to cooperate within the project.
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The objective of WP 4 was completing the enrolment of
RITA registries in the ERDRI platform.

In order to achieve this goal MeRITA ERDRI Common
Data Elements questionnaire was disseminated: forty-
seven registries were recognized in the RITA network
and questionnaires were sent to the coordinators.
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Rare Kidney Disease registry search engine and MeRITA website. Respective

Polish Vasculitis Registry owners are listed and can be contacted for

French Vasculitis Study Group Registry further information
Czech Registry of ANCA-associated vasculitis

German Network for Research on Autoimmune Encephalitis
AIDA Network Behget’s disease registry

AIDA Network monogenic autoinflammatory diseases registry
AIDA Network PFAPA syndrome registry

AIDA Network Still disease registry

AIDA Network Schnitzler’s syndrome registry

AIDA Network USAID registry

AIDA Network VEXAS syndrome registry

AIDA Network uveitis registry

AIDA Network scleritis registry

Juvenile Dermatomyositis Cohort Biomarker Study and Repository
Italian Primary Immunodeficiency Registry

Cohorte d’adultes et d’enfants avec maladie de Still

JIRcohort
Metadata registry for the European Reference Network Rare Immunodeficiency, Autolnflammatory 3 utolmmune Diseases (RITA)
University Medical Center Utrecht - ERN RITA

UK Primary Immunodeficiency Registry

International Registry for juvenile systemic scleroderma

German registry on autoinflammatory disases
French pediatric cohort of first episodes of demyelination : constitution of clinical, biological and radiological cohort

https://merita.ern-rita.org/pdf/Leaflet_ERDRI.pdf

As of the 1st of April 2021 the Consumers, Health, Agriculture and Food Executive Agency (CHAFEA) ceased to exist. The portfolio of actions managed by
Cﬂ'funded b‘! CHAFEA under the 3rd HP was transferred to the Health and Digital Executive Agency (HaDEA)
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