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Endo-ERN ‘Transition of Care’ Survey
•Data analysis completed
•Manuscript published

Minimal Standards for Transition of Care
•Core standards identified
•Translated into structured checklists for RECs

Collaboration with ESPE/ESE Working Groups
•Active exchange established
•Alignment on transition strategies

ERN Cross-Network Engagement
• Interaction with Overarching ERN Working Group
•Participation in joint workshops

All key 2025 objectives have been successfully met!

Delivering on 2025 
Commitments



Members

ToC Working Group



Endo-ERN GA 
Milano 

23-24/04/2024

Endo-ERN GA 
Copenhagen
9-10/05/2025

TALENT Meeting
Rome 

12-14/02/2025

Online 
kick-off meeting

24/09/2024

Cooperation with ESPE/ESE working group
& overarching ERN working group on ToC 

Work in progress…Formation

TALENT Meeting
Rome 

11-13/02/2026

Key Milestones

Checklist development
& exploratory survey

Nov. 24 – Feb. 26



Aims
1. To map current practices in Endo-ERN centres                

to facilitate transition from paediatric to adult care

2. To collect and review current/ongoing activities 

in Endo-ERN aimed at improving transition 

from paediatric to adult care

3. To identify best practice standards for      

transition of care for adolescents/young adults    

with rare endocrine conditions

4. To create and promote key resources

to facilitate best practice in transition of care     

within our network member healthcare providers



Endo-ERN 

‘Transition of Care’ 

Survey

• January – March 2025

• 112 responses from       

• 19 European countries

• 77 Total Centres

• 63 ERN Centres (81.8%)





• Non-negotiable essentials – key elements not to be 

missed during transition

• Information transfer – what the adult 

endocrinologist needs to know

• Crucial monitoring

• Adolescent-specific considerations

• Monitoring frequency

• Success measures/Outcome quality indicators

• Open issues



Development of 
‘condition-specific 

checklists’ for 
transition of care

MTG-1

MTG-2

MTG-3

MTG-4

MTG-5

MTG-6

MTG-7

MTG-8

CAH

X-linked hypophosphatasia

Monogenic Diabetes

MEN 1

Prader-Willi syndrome

AVP deficiency

cHH - Turner syndrome

Congenital hypothyroidism



To ensure consistency, all checklists were developed using a shared 6-domain structure

Harmonisation
framework across

MTGs



MTG-1

CAH



MTG-2

XLH



MTG-3

Monogenic Diabetes



MTG-4

MEN 1



MTG-5

PWS



MTG-6

AVP deficiency



MTG-7

cHH - Turner syndrome

cHH

TS



MTG-8

Congenital hypothyroidism





8th-TALENT Conference Meeting



8th-TALENT Conference Meeting
Agenda



8th-TALENT Conference Meeting
Roundtable



ESPE-ESE 
Transition of Care 
Working Group

Now published:

European Society for Paediatric Endocrinology and 
European Society of Endocrinology Joint Clinical 
Practice Guidance for Healthcare Transition from 
Paediatric to Adult Endocrine Care

Horm Res Paediatr (2026), doi: 10.1159/000550744

Future directions:

- Supplementary condition-specific guidance

- Definition of transition success

- Feasibility of research and research questions 



Overarching ERN 
Transition of Care 
Working Group

• Regular online meetings

• Workshop in Ghent 



84 Participants

Adult care physicians, paediatricians, young patients, 
patient advocates, psychologists, social workers, 
nurses, transition specialists, policy advisors, project 
managers, researchers

22 European Reference Networks

16 European countries

Bulgaria, Cyprus, Republic of Moldova, Poland, 
Portugal

Austria, Belgium, Denmark, France, Germany, 
Ireland, Italy, Netherlands, Norway, Spain,        
United Kingdom



Preparatory Work Healthcare Provider Survey (n=481)

Interviews with young people (n=15)

Patient survey (n=114)

Identified (sub)themes

Communication: open communication/ between HCPs/ 
between HCP and AYA 

Organization: Care environment/ continuity of care/ 
components of transfer journey

Education: Trainings HCPs/ Training AYAs/ Peer support

Psychosocial wellbeing: Navigating growing up/ mental 
health/ social support and autonomy



Results:
Fundamental 
principles of 
transition in 
rare conditions

Establish contact between paediatric and adult care 

services

Provide contact details and discuss communication 

strategies

Inform about future care

Use transfer documents

Offer psychosocial support

Offer peer contact

Integrate transition into education and training for HCPs

Providing information

Providing support



Overarching ERN 
Transition of Care 
Working Group

Future directions:

• Youth panel review of workshop results and 
publication

• Cross-ERN systematic review of existing surveys on 
the mapping of transition processes

• Common document on sexual health and fertility in 
young people with rare conditions and disabilities



✓ Development of additional condition-specific checklists and pilot implementation
in selected Endo-ERN centres for real-world evaluation

✓ Collection of user feedback (HCPs and patients)

✓ Contribution to the development of specific guidelines for the transition from 
paediatric to adult care

✓ Scientific commentary to support uptake of disease-specific transition checklists

✓ Exploration of strategies to assess transition outcomes
– Validation by receiving adult endocrinologist?
– Tracking of transition pathways (registry-based)?
– Potential Endo-ERN transition certification?
– Other options?

Next steps…

ToC Working Group
→ Dedicated upcoming meetings to define

feasible approaches



Questions? Questions!

Photo: TALENT Meeting in Rome
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