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Funding InfrastructuresStrategy Patient needs Healthcare+
ERA-Net Rare (2006-
2018) + EC + industry

Orphanet, RD Connect, 
ERDRI, Solve-RD, EATRIS, 

ECRIN, BBMRI, etc.

International Rare 
Diseases Research 

Consortium (IRDiRC), 
EC, Member States

EURORDIS European 
Reference 

Networks (ERN)
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Why is ERDERA a 
major 
achievement for 
rare diseases?
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95% 50% 4 52%
of RDs are 

disregarded in terms 
of research & 

effective treatment 
options 

of RD patients still do 
not have confirmed 
molecular diagnosis 

years - is an average 
time to be diagnosed 

when RD is known

of RD patients and 
carers, RD translates 
into severe impact 
on their daily life

Remaining unmet needs



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)

37 Countries

25 EU member states

9 associated countries

3 non-EU



Involvement of ERNs
BOND

CRANIO

ENDO

EpiCare

ERKNet

ERNICA

EURO-NMD / 

DDF

RND

EuroBloodNet

eUROGEN

EYE

ITHACA

MetabERN



WP1

Coordination and management
WP2

Communication & dissemination

WP3

Joint Trans national  Calls for 

collaborative res earch projec ts

WP4

Clinical trial call management

WP5

Networking to share knowledge 

on research

WP6

Diagnostic data avai labili ty

WP13 WP14

WP15 WP16
WP17 WP18

WP19

WP20 WP21

WP22

Data S erv ices Hub

WP7

Genome re-analysis research p ipeline

WP8

Innovation to shorten time to RD diagnosis

WP9

Real  world 

data

WP10

Clin ical Outcome 

Assessment

WP11

Advanced Therapeutic Medicina l Products

WP12

N-of-few approach

WP23

NMGs promotion and national alignment
WP24

Fos tering engagem ent of underrepresented c ountries in ERDERA

WP25

ERDERA Global Collaboration

Coordination & Strategy

RD Funding Clinical Research Network

Inter(national) Capacity Alignment

Ex pertise Ser vices 

Hub

Educ ation &  

Tra in ing Hub

Ac celeration Hub

WP13

Rare Diseases-Virtua l Platform (RD-VP): Finding 

and accessing the data ecosystem

WP14

Data readiness services

WP15

Data sharing and analysis services

WP16

Knowledge bases and ontolog ies for RD 

research

WP17

Mentoring and consultancy

WP18

Regulatory support service

WP19

Methodological Support

WP20

Education and training in rare diseases research

WP21

Technology accelerator

WP22

Public-Private Collaboration Accelerator



WP20: Education and Training in RD research
Education & training in RD research

•Task 20.1 – Patients and young researchers’ trainings 

•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 



WP20 
Education and Training on RD Research
ST20.1.2. Training workshops for paediatric patients (M1-M12) 

STL: TEDDY; Contributors: c4cS, IMAGINE, EURORDIS.
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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

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/


WP20 
Education and Training on RD Research
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Thank you!

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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