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• The aim of ERICA, in which all 24 ERN’s take part, is to strengthening ERN's 

research and innovation capacity of, through:

- facilitating inter-ERN collaboration 

- increase the visibility and impact of ERNs 

(outreach and collaboration with multiple stakeholders) 

- To align the strategy of ERICA and to integrate the results into the new 

The European Rare Diseases Research Alliance (ERDERA) to further 

stimulate the international collaboration and interoperability in RD 

Research and Clinical Network. 

Objectives



Goals of ERICA

• new intra- and inter-ERN rare disease competitive networks

• effective data collection strategies

• better patient involvement

• enhanced quality and impact of clinical trials

• increased awareness of ERNs innovation potential.
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Governance structure and structural 

operational framework
Alberto Pereira 

WP1, WP6, WP 7 
leader 

Franz Schaefer WP2 leader 

Eduardo Lopez 
Granados 

WP2 leader 

Mar Mañú Pereira WP3 leader 

Ana Rath WP3 leader 

Ralf-Dieter Hilgers WP4 leader 

Luca Sangiorgi WP4 leader 

Ruth Ladenstein WP5 leader 

Anton Ussi WP5 leader 

Maurizio Scarpa WP6 leader 
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Eduardo Lopez Granados

https://erica-rd.eu/about/governance/

https://erica-rd.eu/about/governance/


Data Collection, Integration 
and Sharing

WG Data collection

WG Legal aspects

WG Interoperability

WG Secondary data use

WP2

https://erica-rd.eu/wp-content/uploads/2022/11/ERICA-WP2-

Recommendations-on-registry-data-collection.pdf

Common consent form based on ontologies
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https://erica-rd.eu/work-packages/patient-centred-research/proms-repository/
https://erica-rd.eu/work-packages/patient-centred-research/proms-repository/

https://erica-rd.eu/work-packages/patient-centred-research/proms-repository/
https://erica-rd.eu/work-packages/patient-centred-research/proms-repository/


Free Member Access for ERN members
Requests via info@erica-rd.eu

mailto:info@erica-rd.eu
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https://erica-rd.eu/events/webinars/

https://erica-rd.eu/events/webinars/


Examles of activities
https://erica-rd.eu/event/wp5educational-webinar-2-practical-guide-on-how-to-use-the-
catalogue-of-services-and-the-imt/

WP5ERICA WP5 Catalogue of Services & Educational Webinars

https://erica-rd.eu/event/wp5educational-webinar-2-practical-guide-on-how-to-use-the-catalogue-of-services-and-the-imt/


WP6



https://erica-rd.eu/work-packages/integration-outreach-dissemination/clinical-trials/

WP6

https://erica-rd.eu/work-packages/integration-outreach-dissemination/clinical-trials/


Linked to



‘Strengthen research and innovation capacity by the 

integration of ERN research activities’

• The ERNs harbour great research and innovation capacity, and ERICA has shown to be instrumental 
to map and identify this

• The most eminent research topics for ERN have been identified and guide ERICA WP activities. 
Specific deliverables include, amongst others, the ERICA Research Wall, the ERICA Clinical trials 
Repository, and the ERICA PROMS Repository 

• Fostering of collaborative research projects enables to take advantage of:

- the power of the ERNs’ large patient cohorts

- the unique research expertise gathered in the EJP RD, IRDiRC, EMA, C4C,  SolveRD, etc.

New emerging intra- and inter-ERN rare disease competitive networks need further guidance and 
support

• The development of ERDERA, and the Clinical Research Network in particular, will enable to further 
integrate all required expertise to perform diagnostic- and outcome  research, and develop 
innovative therapies, with clinical trials that use the required methodology for (ultra) rare diseases



Thank you!
On behalf of the ERICA consortium


