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November, 2025

The Honourable Ursula von der Leyen 
President of the European Commission 
Berlaymont Building 
Rue de la Loi 200 
1049 Brussels, Belgium

Re:  Fund the European Reference Networks (ERNs): They Matter for Patients, Innovation, and Europe’s Health
Dear President von der Leyen,
I would like to express my support for the continued recognition and funding of European Reference Networks (ERNs) within the EU’s Multiannual Financial Framework (MFF).

However, in the current draft of the EU Multiannual Financial Framework (MFF), the EU4Health programme is no longer included as a standalone initiative, and rare diseases — along with the European Reference Networks (ERNs) — are not explicitly mentioned. This makes it even more important to highlight the achievements and ongoing value of these networks for Europe’s health, innovation, and competitiveness.

The ERNs are one of the EU’s most tangible success stories in health — connecting specialists across borders to improve diagnosis, treatment, and research for people living with rare and complex diseases.

My own affinity is with the European Reference Network on Rare Endocrine Conditions (Endo-ERN). Its work clearly shows the value that ERNs bring to Europe’s health and innovation agenda:

Improving access to expertise: For people living with rare endocrine diseases, access to the right expert can be life-changing. Endo-ERN makes this possible by connecting reference centres across Europe so that patients can receive expert care in their own country, while their clinicians can consult with colleagues across the network when additional expertise is needed. Since the network’s launch, Endo-ERN members have collectively managed and treated nearly 150,000 patients, with over 900 patient cases entered into the Clinical Patient Management System (CPMS) providing virtual consultations — ensuring that no matter how rare a condition is, patients can benefit from the best available knowledge and care.




Registries and data:  Endo-ERN works in close alignment with the European Registries for Rare Endocrine and Bone Conditions (EuRREB), which collect patient information from across Europe and beyond. These registries enable experts to deepen understanding of rare endocrine diseases, improve treatments, and support others living with these conditions. Over 60,000 patients are already represented, and this number continues to grow — giving more individuals a voice and a better chance at improved outcomes.

Guidelines and care pathways: Endo-ERN develops and endorses evidence-based clinical guidelines and standardized care pathways for rare endocrine conditions. These resources help ensure that patients receive high-quality, consistent care across Europe, while reducing inequalities in diagnosis and treatment. By coordinating expert consensus and sharing best practices, Endo-ERN supports national healthcare systems in delivering the same standard of excellence for every patient, regardless of where they live.

Training and education: Endo-ERN plays a key role in building knowledge and collaboration across Europe. The network hosts 16 educational webinars annually, attended by nearly 3,000 clinicians since the start of the network.  Endo-ERN also endorses educational events to ensure that rare endocrine diseases are represented at international meetings and conferences. In addition, the network runs an annual clinical exchange programme, promoting collaboration and knowledge-sharing among healthcare professionals within the network.

Patient involvement:  A defining feature of Endo-ERN is the close collaboration between healthcare professionals and the European Patient Advocacy Groups (ePAGs). Patient representatives play an active role in shaping priorities, co-developing educational initiatives, and ensuring that the patient perspective remains central to all activities. Their contribution is invaluable in making sure that Endo-ERN’s work truly reflects the needs and realities of those living with rare endocrine conditions.
These achievements demonstrate that ERNs, including Endo-ERN, already deliver on the EU’s goals for health resilience, innovation, and competitiveness. Sustained and explicit EU support is essential to ensure that this cross-border expertise continues to benefit patients and healthcare systems in every Member State.

I therefore urge the European Commission to explicitly include and fund European Reference Networks, including Endo-ERN, in the next MFF and European Competitiveness Fund (ECF).

Thank you for your commitment to improving the lives of people with rare and complex diseases.

Sincerely,
[Name]
[Role / Organisation, optional]
[Country]
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