


Overview on ePAG activities in ENDO-ERN

Johan P de Graaf
Fondation Hypophysaire Néerlandaise et Endo-ERN



Subjects to be covered today

European Reference Networks and Endo-ERN

European Patient Advocacy Groups, ePAGs

ePAGs within Endo-ERN; are they happy?

Zooming in on ePAG activities within Endo-ERN

Measuring of patient engagement within Endo-ERN

Being well-prepared as a patient representative on the European stage 



European Reference Networks

24 ERNs Launched in 2017

Virtual networks with health care providers, researchers and patients

Aims to provide high-quality cost-effective health care for rare disease patients

Cross border health directive (2011/24/EU)

Online advisory panels (CPMS, clinical patient management system)

Research initiatives, guideline development, patient information

Education: webinars, exchange programs

Unique opportunities for patient representatives



European Reference Network on Rare Endocrine Conditions

105 centres of expertise in 28 countries

Endo-ERN’s mission is to reduce and ultimately abolish inequalities in care for patients 
with rare endocrine conditions in Europe through facilitating knowledge sharing and 
related healthcare and research. Endo-ERN provides equality between paediatric and 
adult patients.

Cooperation on research, education, quality of care, guidelines and the provision of 
information

Paediatric, Adult endocrinology and patient representation incorporated in the 
governance structure 

Endo-ERNs motto: Expert multi-disciplinary care throughout life



What are the European Patient Advocacy Groups?

Commonly referred to as ePAGs: the patients who are involved in the ERNs

The definition of Eurordis:

European Patient Advocacy Groups (ePAGs) are patient groups that bring together rare 
disease patient advocates who are actively involved in the 24 European Reference 
Networks, working in partnership with clinicians and researchers. Each of the 24 
Networks focuses on a particular disease area and has its own ePAG

Currently within Endo-ERN 19 patient representatives are involved from 9 different 
countries



ePAGs represent the interests and needs of the patient community

to ensure that the needs of people living with a rare disease drive the activities of each 
European Reference Network

to champion the diversity of views of the wider patient community relevant for each ERN, 
and not just of their own disease area

to work with their national and European networks in order to facilitate two-way 
communication between the European Reference Networks and the patient community

to work in partnership with the clinicians to support the development of clinical practice 
guidelines and other clinical decision support tools and contribute to research, education, 
information and awareness activities

The position of an ePAG advocate is a voluntary position and does not involve any 
financial compensation. Individuals must be endorsed by a patient organisation based in 
a European country to join as an ePAG advocate and be involved in ERN working groups



The map of Endo-ERN

Endo-ERN is represented in all EU member states 
plus Norway, making it the largest ERN 

19 ePAG representatives from 9 different countries

Under representation of Eastern Europe

Language difficulties

Lacking infrastructure of patient organisations

Current representation for France in Endo-ERN: 

Association Grandir (Nathalie Ferard)

Vivre sans Thyroide (Beate Bartés)

Association du syndrome de Wolfram (Nolwen leFloch)



The structure of Endo-ERN

Main Thematic groups (MTGs)

Work Packages (WPs)

Patient involvement in both MTGs and WPs

Patients are steering commitee members, 
besides an adult and a paediatric chair



Survey (2023) on ePAG involvement within Endo-ERN (I)

Country involvement compared to population size gives 
interesting insights

Adrenal disorders seems to be popular

Finding ePAGs for rarer endocrine disorders is 
challenging, some ePAGs are on their own in a MTG

Very international group of patient representatives

Exchange of best practices

Friendships 



Survey (2023) on ePAG involvement within Endo-ERN (II)

The original group of 2017 is almost entirely 
still in office

New blood is added constantly

Though there are some challenges, patients 
are satisfied within Endo-ERN

Over 70% replied to stay within Endo-ERN, 
rest wasn’t sure (and didn’t say no!). Mostly 
because time availability



Survey (2023) on ePAG involvement within Endo-ERN (III) 

60% of the ePAGs co-authored (or even 
authored) a scientific publication

25% co-authored 1 publication

12,5% co-authored 3 publications

50% co-authored 4 publications

12,5% co-authored 6 publications

almost 90% of the ePAGs want to be 
involved in one of more scientific 
publications in future!



Zooming in on patient activities: What are patients doing?

Involvement in the development of Clinical guidelines

Development of Patient Journeys

Attending international conferences

Providing the patient perspective in webinars

Involvement in research projects

Performing research by means of surveys 

Playing a role in the Endo-ERN registry project

 Measuring patient involvement within Endo-ERN: Notebook

www.eurordis.org



International Conferences

Being able to attend congresses of ESE and ESPE

From spectator to participant

ESE PAG Affiliate Membership Board

Established 2022 under the ESE presidency of professor 
Jerôme Bertherat

Representation of ESE and delegates of PAG members

Discussion forum between ESE and PAG Members

Prioritising on:

• Patient focussed educational initiatives

• Building patient advocacy and support across Europe

• Inequalities in access to care and medication across Europe

Currently chaired by professor Wiebke Arlt, President-Elect 
and co-chaired by PAG member organisations from the 
UK, Sweden and the Netherlands



International congresses: medicines shortages project

Launched during ESE congress in Stockholm

3 versions: 

Member organisations of ESE (National Societies) 

Endo-ERN Reference centers

Patient organisations (not the members)



Research and Surveys

Teaming up with clinicians, researchers 
and PhD candidates 

Great opportunity to deliver the unmet 
need of patients in the right place

Learning opportunity to master the survey 
instrument

Challenge to reach all relevant patients: 
reaching mostly the ‘usual suspects’



Research and surveys

Generating neutral questions: ‘What’s 
keeping you awake at night?’

The Northwestern European bias

How to cope with a lack of patient 
representation

Just a translation isn’t enough…

It is so important to incorporate the voice 
of all patients in Europe!

New surveys coming up: help needed!!



Measuring Patient Involvement within Endo-ERN

Part of the ERN evaluation is to monitor how patient involvement is organised:



Measuring Patient Involvement within Endo-ERN (II)



Measuring Patient Involvement within Endo-ERN

Example of ePAG Petra Brügmann, MTG 4 Genetic Endocrine Tumour Syndromes



Being prepared as a patient representative: Training opportunities
Eurordis Open Academy

EURORDIS Open Academy School on Medicines Research & Development

EURORDIS Open Academy School on Scientific Innovation & Translational Research

Leadership & Advocacy training

The EURORDIS Digital School on Social & Digital Media 

European Patient’s academy on therapeutic innovation (EUPATI)

Toolbox; table of contents with references to relevant parts of the course material 

Open Classroom (online course modules)

European version and a French version

EUCAPA; being prepared for HTAR (Health Technology Assessment Regulation)

Introductory trainings on HTAR

Fast track HTA trainings for Joint Clinical Assessment, Joint Scientific Counsiltations) 

Extended HTA trainings 



Thank you for your attention

johan.degraaf@hypofyse.nl


