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Why is ERDERA a
major
achievement for

,\ \ 1 rare diseases?
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E-DERA Remaining unmet needs

European Rare Diseases
Research Alliance
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178
Organisations

40 funders

81 research performing
organisations

9 patients’ organisations

3 research infrastructures
22 private for-profit
partners (industry & SME)
23 other (univ, hospital,
non-profit, public
administration)
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Involvement of ERNs
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WP1
Coordination and management

WP3
Joint Transnational Calls for
collaborative research projects

WP4
Clinica trial call management

WP5
Networking to share knowledge
on research

WP23
NMGs promofionand national dignment

WP13
Rare Diseases-Virtual Platiorm (RD-VP): Finding
and accessing the data ecosystem

WP14
Datareadiness services

Rare viseases

WP15
Datashaiingandanalysis services
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Coordination & Strategy

WP24
Fostering engagementof underrepresented countries in ERDERA

WP16
Knowled ge bases and ontologies for RD
research

wp17
Mentoring and @ nsultancy

WP1g
Regulatory support service

WP2
Communication & dissemination

WP6
Diag nostic dataavailability

w7
Genomere-analyss researchpipeline

wPg
Innovation to shorten time toRD diagn osis

WP9

Real world

data

WP10

Clinical Outcome
Asse ssment

WP11
Advanced The ra peutic Medicina | Products

WP12
N-of-few ap proach

WP25
ERDERA Global Collaboration

WP19
Meth odological Supp ort

WP20
Education and traininginrare diseases research

wp21
Technology accelerator

wp22
Public-Private Collaboration Accelerator



WP20: Education and Training in RD research

* Task 20.2- Identification and fulfilment of training needs
* Task 20.3 - RD research training for multistakeholder communities

* Task 20.4- European Curriculum on RD research
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WP20
Education and Training on RD Research

ST20.1.2. Training workshops for paediatric patients (M1-M12)
STL: TEDDY; Contributors: c4cS, IMAGINE, EURORDIS.

This ST will consist in developing a yearly age-
tailored training for young people (12-18 years old).

First Edition ERDERA - Young Patients
Training, Athens 2-3 may 2025

Video

AGENDA

Speaker
Training Session
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n Research Alliance


https://youtu.be/y4ATXNRPFNU
https://www.teddynetwork.net/wp-content/uploads/2025/05/ERDERA-Young-Patients-Training-agenda-.pdf
https://www.teddynetwork.net/network/erdera-speakers-list-2/
https://www.teddynetwork.net/network/erdera-training-sessions/
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Empowering the next generation of
patient experts
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Paris, France

23-25 April 2026
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E :D Thank you!
E R.A Rima NABBOUT, MD, PhD

. : Donato BONIFAZI, TEDDY Chair
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https://www.facebook.com/ERDERAeu/
https://www.instagram.com/erdera_org/
https://x.com/ERDERA_org
https://www.linkedin.com/company/erdera/
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