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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 RD 
Partnership to further stimulate the international collaboration and 
interoperability in RD Research and Clinical Network. 

Objectives



Work Packages

• The priorities set by ERNs have a home in the WPs:

- WP2: Data Collection, Integration and Sharing

(support and boost Registry projects). 

- WP3: Patient Centred Research

(PCOM / PROMs Central repository (validated) for RDs)

- WP4: Clinical Trial support

(supporting Clinical trial engagement of ERNs)

- WP5: Translation and Innovation

(increase translation and innovation capacity of ERNs)

- WP6: Integration, Outreach& Dissemination

(incl.design of interactive ERN research web-platform)

Strong  cooperation with Orphanet.

https://erica-rd.eu/work-packages/data-collection-integration-and-sharing/
https://erica-rd.eu/work-packages/patient-centred-research/
https://erica-rd.eu/work-packages/clinical-trial-support/
https://erica-rd.eu/work-packages/translation-and-innovation/
https://erica-rd.eu/work-packages/integration-outreach-dissemination/
https://erica-rd.eu/work-packages/integration-outreach-dissemination/


ERICA WP2 – Data collection, integration & sharing

• WP2 aims to support the ERNs with establishing and developing their registries via:

- Organisation of EWG meetings and workshops 
on topics related to data collection, data usage and data sharing

- Establishment of guidelines to harmonise processes

- Development of an ERN-wide data management strategy

- Promotion of the registries’ ‘FAIRness’

• Discussion topics are suggested by the ERNs based on their needs and encountered challenges
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ERICA WP2 – Support documentation developed

• Series of customisable template documents 
for use by the ERNs:

- Generic informed consent form

- Data Access Policy:
to establish governance structure

- Data Sharing Agreement: 
legal contract for data from an HCP 
to a central registry

- Data Transfer Agreement: 
legal contract for data transfer from a registry 
to an external stakeholder 

- Guidelines on Key performance indicators

• All templates available at 
https://erica-rd.eu/work-packages/data-
collection-integration-and-sharing/generated-
documents/
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https://erica-rd.eu/work-packages/data-collection-integration-and-sharing/generated-documents/
https://erica-rd.eu/work-packages/data-collection-integration-and-sharing/generated-documents/
https://erica-rd.eu/work-packages/data-collection-integration-and-sharing/generated-documents/
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The ERICA research wall: a match-making tool to announce 
any new project and search for collaborators

https://erica-rd.eu/research-wall

https://erica-rd.eu/research-wall


WP3: Patient centered research

Objectives

• To create a central repository of validated 
common and domain specific RD 
PCOMs/PROMs for ERNs

• To define priority areas for future 
PCOMs/PROMs development

• To support ERNs in the implementation of 
validated instruments for PCOMs/PROMs

SoA&Gap report
Priority areas x 
development

PCEWG (3.1) Implementation
use cases (3.3) 

D3.2 Report on the State of the 
art of available PCOMs/PROMs 

and overlap/gap analysis
August 2022

Survey

PROQOLID

Central

Repository
D3.1 Central Repository of 
(validated) PCOMs for RDs

August 2022

D3.3. Report on priority areas 
for future PCOMs/PROMs 

development 
(M28 – June 2023)

D3.4. Report on at least 3 use-
cases scenarios for 

PCOMs/PROMs 
implementation 

(M48 – Dec 2024)

Kick-off March 2022

Launched March 2022



WP3: Patient centred research
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WP3

https:///patient-centred-research/proms-repository/

https://patient-centred-research/proms-repository/


WP4: Clinical trial support

Webinars / Youtube videos: 

• Essential requirements before thinking 
about a clinical trial

• Definition of orphan drug by the EMA

Activities with EMA & IRDiRC

Collaboration with WP2 on biobanking 
activities and WP3 on Patient Engagement 
for Clinical Trial development
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• Feasibility for clinical trial – what Pharma Companies expect 
and what they require as indispensable
Diego Ardigò, Chiesi (IRDiRC member)

• REMEDI4ALL and  expected impact for rare diseases clinical 
trial
Anton Ussi, EATRIS

• The impact of PROMs and PREMs in the preparatory phase of 
a clinical trial
Ana Rath, INSERM – Mar Manu Pereira, VHIR

• Framework for Patient Engagement in clinical trials
Maria Cavalier, Virginie Hivert

Webinars, Factsheets and Youtube Videos 



Examles of activities
https://erica-rd.eu/event/educational-webinar-1-current-research-services-available-for-the-rare-diseases-community/

https://erica-rd.eu/event/educational-webinar-1-current-research-services-available-for-the-rare-diseases-community/


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

WP5

ERICA WP5 Educational Webinar 2 24 October 2022

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

-> annotation for ERICA platform:

• ERN HCP Expert centres

• Clinical Practice Guidelines

• Clinical Trials

WP6: Integration, Outreach & Dissemination

WP6



Added benefit of this task to ERNs and their patients: 

• A central platform resource for clinicians (ERN and non-ERN), to find in one

place relevant ongoing RD CTs that that their patient could benefit from/ they

can contribute research or participate to

• A resource for researchers to keep track of ongoing ERN research

• A single place for rare disease patients to source information on relevant

research/ Clinical trials pertaining to ERNs;

• Advertising & increased awareness of ERNs via the Orphanet website – ERN

trials will be marked as such in the Orphanet database ;



https://erica-rd.eu/

https://erica-rd.eu/


How to get involved/Benefit from ERICA

• ERICA website https://erica-rd.eu/

increasingly interactive a central platform for ERN Research  

ERNs Research Wall ; ERICA PROMs Repository ; Catalogue of current translational research 
services ; Educational Webinars

https://erica-rd.eu/
https://erica-rd.eu/research-wall/
https://erica-rd.eu/work-packages/patient-centred-research/proms-repository/
https://erica-rd.eu/work-packages/translation-and-innovation/expert-working-groups-ewgs/
https://erica-rd.eu/work-packages/translation-and-innovation/expert-working-groups-ewgs/
https://erica-rd.eu/events/webinars/
https://erica-rd.eu/newsletter/
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