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Imagine’s unique ecosystem for R&I in genetic diseases

Proximity, transversalities, innovation

Support services
Personalized
<4—— management

Conference center .
Located inside the Necker-

Researchers & Fundraising Enfants Malades university
Physicians Communication hospital campus
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E-DERA

Strategy
International Rare
Diseases Research

Consortium (IRDIRC),
EC, Member States

European Rare Diseases
Research Alliance
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Funding Infrastructures Patient needs
ERA-Net Rare (2006- Orphanet, RD Connect, EURORDIS
2018) +'EC Hindustry’| ERDRI, Solve-RD, EATRIS,

ECRIN, BBMRI, etc.
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Networks (ERN)
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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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95% 50% 4 52%

of RDs are of RD patients still do yedars - is an average of RD patients and
disregarded in terms not have confirmed time to carers, RD translates
of research & molecular when RD is known info severe
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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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Coordination & Strategy

WP1 WP2
Coordination and management Communication & dissemination

WPs
Diagnostic dataavailability

WP3 wer
Joint Trans nafional Calls for Genomere-analysis researchpipeline

collaborative research projects W13 W14
WP15 WP16 WP17 WP18 wps
Innovation o shorten time toRD diagn osis

WP4 wP9
Clinicd trial call management Real world
data

WP10
WP5 ical Outcome

Networking to share knowledge Assessment

on research WP11
Advanced The ra peutic Medicina | Products
wp12
N-of-few ap proach

WP23 WP24 WP25
NMGs promotonand national adignment Fostering engagementof underrepresented countries in ERDERA ERDERA Global Collaboration

WP13 WP16 WP19
Rare Diseases-Virtual Platform (RD-VP): Finding Knowled gebases and ontologies for RD Meth odological Supp ort
and accessing the data ecosystem research
wP17 We20 o o i
wet4 . ) . Education and traininginrare diseases e search Public-Private Collaborafion Accelerator
Datareadiness services Mentoring and e nsulancy
WP15 WP18 WP21
Datashaiingandanalysis services Regulatory support service Technology accelerator
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Coordination & Strategy
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Support and expertise Workstream welcomes you!

toniandreu@eatris.eu

8%
=

vg@benzifoundation.org

rima.nabbout@aphp.fr
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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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E :D Thank you!
E R.A Rima NABBOUT, MD, PhD
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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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