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

Work in progress…Formation



Members

MTG / Role Representative Ped/Adu HCP

Chair Andrea Isidori Adu AOU Policlinico Umberto I, I

Co-chair Ulla Döhnert Ped University Hospital Schleswig-Holstein, D

1/Adrenal Svetlana Lajic Ped Karolinska UH, S

1/Adrenal Nicole Reisch Adu Ludwig-Maximilian-University Munich, D

1/Adrenal Uta Neumann Ped Charité Universitätsmedizin Berlin, D

2/Calcium&Phosphate Corinna Grasemann Ped Katholisches Klinikum Bochum, D

2/Calcium&Phosphate Eva Kassi Adu General Hospital of Athens “LAIKO”, GR

2/Calcium&Phosphate Graziamaria Ubertini Ped Children‘s Hospital Bambino Gesù, I

3/Glucose&Insulin Felix Reschke Ped Hannoversche Kinderheilanstalt, D

3/Glucose&Insulin Pietro Maffei Adu AOU Padova, I

4/Genetic tumours Annemarie Verrijn-Stuart Ped UMC Utrecht, NL

5/Growth&Obesity Susan O’Connell Ped Beaumont Hospital & Children’s Health, 
IRL

5/Growth&Obesity Claudia Giavoli Ped/Adu Granda Ospedale Maggiore Policlinico, I

5/Growth&Obesity Danilo Fintini Ped Children‘s Hospital Bambino Gesù, I

6/Hypothal&Pituitary Evangelia Charmandari Ped Aghia Sophia Children‘s Hospital, GR

6/Hypothal&Pituitary Nienke Biermasz Adu Leiden UMC, NL

6/Hypothal&Pituitary Violeta Iotova Ped Medical University of Varna, BG

7/DSD Hedi Claahsen Ped Radboud UMC Nijmegen, NL

7/DSD Kirstine Stochholm Adu Aarhus University Hospital, DK

8/Thyroid Dana Craiu Ped Carol Davila University of Medicine, RO

8/Thyroid Andreea Badea Ped Carol Davila University of Medicine, RO

ePAG Diana Vitali Ped/Adu SOL Italia, I



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



1. Mapping



Endo-ERN 

‘Transition of Care’ 

Survey

• January – March 2025

• 31 items/10 dimensions

• 110 responses from       

19 European countries



Survey - results ✓ Preliminary results were presented at the TALENT 
meeting

Setting:
Preliminary 
results, data 
unpublished



Survey - results Psychological support:

→ Data analysation and publication in progress

Preliminary 
results, data 
unpublished



2. Definition of 
minimal 
standards of care

Conclusions from the presentations at the TALENT meeting

1. Non-negotiable essentials –

key elements not to be missed 

during transition

2. Information transfer –

what the adult endocrinologist 

needs to know

3. Crucial monitoring

4. Adolescent-specific considerations

5. Monitoring frequency

6. Success measures/Outcome quality indicators

7. Open issues



3. Development 
of ‘checklists’ for 
transition of care

Draft for cHH checklist:



Ongoing 
activities

ESPE/ESE → Joint guidance of transition

Overarching ERN Working Group

• Exchange on activities in the ERNs

• Workshop in Ghent, 27-28/02/2026



Next steps…
✓ Data analysis and publication of Endo-ERN 

‘transition of care’ survey

✓ Identification of minimal standards for: 

transition of care and 

transfer into ‘checklists’ for 

designated rare endocrine conditions

✓ Exchange with ESPE/ESE working group 

✓ Exchange with overarching ERN working 

group and participation in workshop 

Photo: U. Döhnert



Questions? 
Questions!

Photo: TALENT Meeting in Rome, February 
2025
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