
Setting the scene for Endo-ERN



How did Endo-ERN start?

Boston 2016 Vilnius 2017

Leiden 2017



What is needed?

Elements necessary for life-long care

• Medical perspective
 - expertise in paediatrics
 - expertise in adult medicine
 - patient knowledge

• Patient perspective
 - Knowledge of the condition
 - Adapted to the life time needs
 - Access to medical expertise
 - Trust in care

• Structural adaptation of transition



To demonstrate added value of 
virtual multidisciplinary expert 

boards (CPMS)

Standardization of care for rare 
endocrine conditions 

(transparency, guidelines, patient 
involvement)

To demonstrate structural 
pathways into science

Key deliverables: 

Mission: to reduce present health inequalities in Europe



Governance 



Insert Author Identifier / Additional Information

Structure 

Endo-ERN main thematic groups 



Insert Author Identifier / Additional Information



Grant Consortium Work Package Consortium member PI name

WP1 Management 
& Coordination

Amsterdam UMC
Universitätsklinikum Schleswig-
Holstein

Alberto Pereira
Olaf Hiort

WP2 Dissemination Amsterdam UMC Alberto Pereira

WP3 Evaluation Amsterdam UMC Alberto Pereira

WP4 Healthcare and CPMS Amsterdam UMC
Universitätsklinikum Schleswig-
Holstein

Alberto Pereira
Olaf Hiort

WP5 Registries, 
data management & analysis

Leiden University Medical Center Natasha Appelman-Dijkstra

WP6 Education and Training UMHAT “Sveta Marina" Violeta Iotova

WP7 CPGs & CDSTs Karolinska Institutet
Leiden University Medical Center

Anna Nordenström
Olaf Dekkers

WP8 Capacity building and 
best practice sharing for Ukraine

Amsterdam UMC Alberto Pereira

WP9 Other activities for Ukraine Amsterdam UMC Alberto Pereira



What have we accomplished so far?

• Unique governance structure, with a network that is able to quickly 
respond when needed!

• Benchmark new cases where they are seen

• Success stories that exemplify the need for a dual chair, holistic 
leadership, broadness of European inclusive leadership across all 
member states.

• All evidenced by completed project deliverables and milestones

• Only a few examples……
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Empowerment: the patient’s voice

Diagnose       Treat      Educate        Equip                           Empower

Autonomy of the patient Quality of Life



IN MEMORIAM 

Jette Kristensen

WARMTH
DEDICATION

PATIENT VOICE
FAMILY

ENTHOUSIASTIC 

Juliane Leger

EXPERTISE
CHILDREN

CRESCENDO   
MENTOR
KINDNESS 



9 % hospitalized for adrenal crisis and 6% for severe infection 

(1 patient in ICU)

C/: good clinical outcome (provided adequate sick day rules)

Nowotny et al. Endocrine Connect 2023



ERN Success stories



What have we accomplished so far?

The EU perspective: 

• Where is the economic evaluation (gain for society etc.)?

• Pathway analysis, quality assessment of the center (incl profitable from the 
patient perspective)

• Where is the inclusiveness of all patients with rare conditions? 

• How are the network structures? 

• How is caring for a lifelong care dealt with, including transition?



Where are we heading to?



Future focus

Further development of Endo-ERN, based on:

Integration of Endo-ERN into the national health care systems
of Member States (JARDIN)

Integration of Endo-ERN with the European Health Data Space
(EHDS) (EuRREB)

Integration of Endo-ERN research activities with current and future
European RD research initiatives / structures (ERICA, ERDERA etc)

https://health.ec.europa.eu/ehealth-digital-health-and-care/european-health-data-space-regulation-ehds_en


Positions and roles

ESE RD Committee
(co)Chairs Term 

Elena Valassi (ESE) 2024 – 2028

Alberto Pereira (Endo-ERN) 2019 – 2027 

Endo-ERN representatives

Gudmundur Johannsson 2020 – 2026

Marek Niedziela (ESPE) 2024 – 2028

Luca Persani 2024 – 2028

Dimitra Vassiliadi 2024 – 2028 

Successor Olaf Hiort







www.erdera.org/funding  

- 5 pre-proposals
- full proposals upon 

invitation
- deadline 8 July

- 2 submissions
- 1 selected for 

funding (TALENT)

Endo-ERN 

The first ERDERA Clinical Trials Call will be soon available.

http://www.erdera.org/funding


Funding grants

Endo-ERN coordination grant (EU4Health)

• 1 Oct 2023 – 1 Oct 2027

• Interim Report & Project Review Meeting

• Future funding

FIRENDO x Endo-ERN

• Grant for 2026-2027

• Collaborative research project

• FIRENDO member + Endo-ERN HCP (outside France)

• Max Euro 60.000

• Deadline May 3rd, 2026

www.firendo.fr/en/call-for-research-projects-europe-2025 

http://www.firendo.fr/en/call-for-research-projects-europe-2026
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Endocrine Connections 
• Special issues 2022-2026

• Special issue 2027/2028?

• Joined webinars

• Endorsement & collaboration proposal

Journals – special issues & collaboration

Endocrine Oncology
• Special issue 2026/2027

• Topic suggestions

• Next steps

Endocrine

• Special edition 2021



How do YOU see our ERN?

Do you like the dual structure?

What is profitable to the individual member?

Should we distribute a short questionnaire?



Current Endo-ERN grant

Athens
April 2026

Preparation for
new grant preferably

with new pediatric chair
Spring 2027

GA April/May 2027
New Grant
DUAL chair

End of 
Current grant

1 Oct 2027


	Slide 1: Setting the scene for Endo-ERN
	Slide 2
	Slide 3: What is needed? 
	Slide 4: Key deliverables: 
	Slide 5: Governance 
	Slide 6
	Slide 7
	Slide 8
	Slide 9: What have we accomplished so far?
	Slide 10: Empowerment: the patient’s voice
	Slide 11: IN MEMORIAM 
	Slide 12
	Slide 13: ERN Success stories
	Slide 14: What have we accomplished so far?
	Slide 15: Where are we heading to?
	Slide 16
	Slide 17: Positions and roles
	Slide 18
	Slide 19
	Slide 20
	Slide 21: Funding grants
	Slide 22: Endocrine Connections 
	Slide 23: How do YOU see our ERN?   Do you like the dual structure?  What is profitable to the individual member?   Should we distribute a short questionnaire?  
	Slide 24

