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Coverage of the ERNs in the EU-MS and Norway 

2026 ERN Call for Affiliated membres: ONLY in MS with no Member or AP
ERN-EuroBloodNet 4 MS not covered yet: Croatia (HR), Latvia (LV), Norway (NO) and Romania (RO) 
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ERN’s Sustainability beyond 2027

EU Budget (MFF) 2028–2034: Overview in a Nutshell

Impressive € - ERNs must not 
miss out ! 

Slide courtesy of Ruth Ladenstein, ERNs coordinator’s chair, ERN PaedCan, St. Anna Kinderspital Kinderspitalgasse, Vienna   

Current Grant: September 2023 – August 2027
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ERN’s Sustainability beyond 2027

Slide courtesy of Ruth Ladenstein, ERNs coordinator’s chair, ERN PaedCan, St. Anna Kinderspital Kinderspitalgasse, Vienna   

Health in the New MFF

Health integrated into European 
Competitiveness Fund (ECF) —

replacing EU4Health

ECF Total: €22.6bn for Health 
& Bioeconomy

Health priorities under ECF 
include rare disease 

collaboration, health system 
efficiency, access to 

medicines, promoting 
innovation in biotechnology

Remember ERNs Budget in EU4Health: 

5 year multi-annual grants €77.4m total, 2023–2027

Corresponding threshold for ERNs Budget in MFF 

7year  multi-annual grants  of at least €110m total, 2028–2034
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ERN’s Sustainability beyond 2027

Slide courtesy of Ruth Ladenstein, ERNs coordinator’s chair, ERN PaedCan, St. Anna Kinderspital Kinderspitalgasse, Vienna   

Horizon Europe in the new MFF

€175 billion, increase from €95.5 billion for 
2021-2027. 

4 pillars to support research, innovation, attract 
and nurture research talent, foster international 
collaboration, and connect science with society

Invest in research and innovation in 
regenerative therapy e.g. diverse ATMPs, 
CAR T cells, and support research and 
innovation expertise 

Will work on health policy priorities of the 
European Competitiveness Fund. 



7th Progress Meeting | 6th November 2025 

ERN’s Sustainability beyond 2027

Ongoing strategic communication actions

✓ Contributions to information sharing Webinars organized by DG SANTE

✓ Success Stories actions initiated by DG SANTE

✓ Multiannual Financial Framework (MFF) 
- Letter to the Commissioner for Health European Commission (Mr. Olivér VÁRHELYI).
- Letters to the national ministries. 
- EC public consultation on MFF - please give your feedback by 12 November 2025. 

✓ High Level Meeting (Brussels; 9-11/12/2025)

✓ Participation of ERN Coordinators at the EU Council Conference on Rare Diseases (Cyprus, 5-6 March 2026)

✓ Agreement with the Orphanet Journal for Rare Diseases (OJRD) on a Special Issue (Collection of papers related to ERN activities)
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ERN’s Sustainability beyond 2027

ENGAGE: Rare Diseases and ERNs Must Remain Visible in the EU’s Future Budget

We have drafted a:

- Letter to the President of the EC 
- Text for the comments section
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ERN’s Sustainability beyond 2027 Vytenis Andriukaitis
MEP Lithuania
Host

Maurizio Scarpa
Metab-ERN
B4B Foundation
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WP1

Coordination and 

management

WP2

Communication & 

dissemination

WP3

Joint Transnational Calls for 

collaborative research projects

WP4

Clinical trial call management

WP5

Networking to share 

knowledge on research

WP6

Diagnostic data availability

WP13 WP14

WP15 WP16
WP17 WP18

WP19

WP20 WP21

WP22

Data Services 

Hub WP7

Genome re-analysis research pipeline

WP8

Innovation to shorten time to RD diagnosis

WP9

Real world data

WP10

Clinical Outcome Assessment

WP11

Advanced Therapeutic Medicinal Products

WP12

N-of-few approach

WP23

NMGs promotion and national alignment

WP24

Fostering engagement of underrepresented countries in ERDERA

WP25

ERDERA Global Collaboration

Coordination & Strategy

RD Funding Clinical Research Network

Inter(national) Capacity Alignment

Expertise 

Services Hub

Education & 

Training Hub
Acceleration Hub

WP13

Rare Diseases-Virtual Platform (RD-VP): 

Finding and accessing the data ecosystem

WP14

Data readiness services

WP15

Data sharing and analysis services

WP16

Knowledge bases and ontologies 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
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CLINICAL RESEARCH NETWORK _ Outcome research

Real World Data 

• Task 9.1 – Use of primary healthcare data (EHRs) 
for RD outcome research

• Task 9.2 – Use of population-based data for RD 
outcome research

• Task 9.3 – Integrating patient cohorts for natural 
history / standard-of-care reference studies

• Task 9.4 – Development of a blueprint and 
inventory of regulatory-grade natural history 
cohort data

• Task 9.5 – Disease progression modelling and 
prognostic biomarker research

• Task 9.6 – Development of a regulatory grade 
clinical trial simulation platform for rare diseases

Clinical Outcome Assessment 

• Task 10.1 – Platform for regulatory-grade patient-
centred COA development and validation

• Task 10.2 – Development and Implementation of 
Clinical Outcome Assessment Tools

• Task 10.3 – Unveiling the Hidden Burden: 
Estimating the Socioeconomic Impact of Rare 
Diseases for Informed Decision Making and 
Resource Allocation

T9.1: eUROGEN; EURO-NMD; CRANIO, EpiCare, EuroBloodNet; T9.2: EpiCare; ERNICA; 
MetabERN; T9.3: ITHACA, ERKNet, ERNs ENDO-BOND; T9.4: RND, EuroBloodNet, ERKNet, EYE; 
T9.5: EURO-NMD; T9.6: ERKnet; DDF
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ERN’s WGs
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Thank you!


