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Improving the health and well-being 
of 30 million people living with a rare disease 

by making Europe a world-leader in RD research and innovation.

New effective therapies 
approved in Europe and 

beyond, the majority of which 
addressing diseases without 

approved options

Better understanding of the 
impact of rare diseases on 

patients, families and society to 
improve quality of life

Diagnosis established or 
enrolment in systematic 

research in average within 6 
months after coming to 

medical attention



ERDERA: Our Global Scale & Investment

ERDERA brings together diverse expertise and significant resources to advance its mission, demonstrating a strong commitment 
to global collaboration.

Diverse Partnership Network

Our mission is powered by a broad 
network of nearly 180 organizations 

from 37 countries, including:

• Funders
• Research Institutions

• Hospitals 
• Research Infrastructures

• Patient Organizations 
• Industry Partners

Extensive Global Reach

ERDERA spans 25 European Union 
countries (except Croatia and Malta) and 

numerous associated and non-EU 

countries, fostering international 
cooperation (Australia, Canada, Iceland, 

Israel, Georgia, Morocco, New Zealand, 
Norway, Serbia, Switzerland, Türkiye, 

United Kingdom)

Substantial Financial Commitment

A significant financial commitment 
underpins our ambitious goals, with a 

total budget of approximately €380 

million:
• €150 million investment from the 

European Commission

• Over €230 million contributed by 
participating countries and 

institutions

• Every partner contributes to our 
collective actions



Coordination and management
Communication & dissemination

Joint Transnational Calls 
for collaborative research projects

Clinical trial call management

Networking to share 
knowledge on research

Diagnostic data availability

Genome re-analysis 
research pipeline

Innovation to shorten time 
to RD diagnosis

Real world data

Clinical Outcome Assessment

Advanced Therapeutic 
Medicinal Products

N-of-few approach

NMGs promotion and national alignment

Fostering engagement of underrepresented countries in ERDERA

ERDERA Global Collaboration

Rare Diseases
-Virtual Platform (RD-VP):

Finding and accessing the data ecosystem

Data readiness services

Data sharing and analysis services

Knowledge bases and ontologies for RD research

Mentoring and consultancy

Regulatory support service

Methodological Support

Education and training
in rare diseases research

Technology accelerator

Public-Private Collaboration
Accelerator
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