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WP1 
Management & 
Coordination	

MTG 3 meetings for 2026


We are working to expand participation in 
these meetings and in our experience 
forward planning is an important 
component of greater attendance.  


There will be an MTG 3 meeting at the 
GA in April and we would like to 
schedule 2 other on-line meetings for 
2026 (before the GA and October 2026).


Topics to be discussed at the GA 2026 ??
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WP2 
Communication & 
Dissemination

Title: 

Transitioning Adolescents with Rare Forms of 
Diabetes to Adult Care: Challenges and 
Perspectives

Felix Reschke 1,7*, ***, Gundula Ernst 2, Olga 
Kordonouri 1***, Sarah K Lyons 3**, Barbara Piccini 
4***, Andrea Isidori 5, Ulla Döhnert 6, Rebecca Toenne 
7, Francesca Dassie8, 14, Evangelia Charmandari9, 
Violeta Iotova 10, Valeria Corradin11, Nolwen LeFloch 
12, Bernd Rosenbichler13, Pietro Maffei 8*, on behalf 
of the ENDO ERN Transition of Care group & 
TALENT Initiative 

Endocrine Connections (in press)

MTG 3 task

New proposal to be discussed for the 2026 ??



WP2 
Communication & 
Dissemination

• New publications, materials or events to be endorsed/
updated/disseminated

• Please follow Endo-ERN web-page at our socials

https://www.linkedin.com/company/rareendoern

https://www.facebook.com/rareendoern

https://www.youtube.com/@rareendoern 

www.endo-ern.eu 

https://www.linkedin.com/company/rareendoern
https://www.facebook.com/rareendoern
https://www.youtube.com/@rareendoern
http://www.endo-ern.eu/


New experts are wellcome !

WP4 CPMS

Useful links

CPMS - Endo-ERN 
CPMS Recurring Meetings - Endo-ERN

https://endo-ern.eu/cpms/
https://endo-ern.eu/cpms-recurring-meetings/
https://endo-ern.eu/cpms-recurring-meetings/
https://endo-ern.eu/cpms-recurring-meetings/


4 cases of Italian paediatric patients (6, 8, 11, 16 yr) 
with WFS1 spectrum disorder have been discussed (May 2025) 

with Prof. Tim Barrett

A recent example of  
really helpful virtual consultation !



WP3 Evaluation • Ensure that HCP members are entering data into e-
REC for the continuous monitoring process

• Please feedback any challenges you are having


https://eurreb.eu/registries/e-rec 

https://eurreb.eu/registries/e-rec


European Registries for Rare 

Endocrine and Bone conditions

• Any issues or barriers to using the EuRREB Core 
registry and the affiliated registries


WP5 Registries
www.eurreb.eu 


http://www.eurreb.eu/


The Evolution of EuRRECa and EuRR-Bone to EuRREB
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The Registries in a Nutshell

e-REC  

Monthly electronic survey

Customizable by reporters


<5 minutes to complete

Core Registry

5 minutes for Core data elements


Longitudinal core outcomes

Clinician & patient reported outcomes


Patient reported outcome measures (PROMs) 

Condition-specific modules


Dynamic patient involvement 

Patient encounter with any rare endocrine or bone related condition

Any EncounterFirst Encounter

Data Access Committee 

Data Provision To Researchers 

   No  Consent needed      Patient Consent needed 



Centres Reporting in e-REC

July 2018 – December 2024


Active reporters:

113 centres from 32 countries 

(5 non-EU)


HCPs ERN affiliation

Endo-ERN only - 62

Endo-ERN and ERN-BOND - 29

ERN-BOND only - 3

Not affiliated to either – 19


Number of patients in e-Rec:

 56573 cases 

(41933 in adults, 14640 in children)

Full report at eurreb.eu

https://eurreb.eu/reports/




Cases Distribution in e-REC by MTG and Age Group
Total Number of Cases by 

MTG 

(<18 years old)

71745

5099

1519

2193

1088

288
637

1050
971

Total Number of Cases by 
MTG 


(≥18 years old)

33

9349

4710

15782

169
597
1880

2643

1365

5123

Full report at eurreb.eu

https://eurreb.eu/reports/


Rare Diabetes in the EuRREB Registries

Rare diabetes in e-REC, cases per country
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WP6 Education & Training



WP6 Education & Training

2026 MTG3 Plans for webinars: 


• Alstrom syndrome ePAGs: AS-Germany, AS-UK, AS-Italy, AS-
International


• Congenital Hyperinsulinism in Europe: Advances and care 
disparities (leaded by Henrik Christesen, Odense, DK)


• Wolfram syndrome webinars: T. Barrett (Birmingham); F. Urano 
(Washington)


• Other topics ?




WP6 Education & Training

MTG3 involvement to be discussed…



WP7 Clinical Practice 
Guidelines & Clinical 
Decision Support 
Tools

• Updates local guidelines
• Update treatment options
• Research/information you want to share
• Any other business from your reference center / HCP


- We are working to set-up a survey on: Medication for 
Rare Diabetes Treatment - For Medical 
Professionals of END-ERN (all MTGs)


- Is anyone willing to join us and finalize the 
document ?


- Are you willing to submit a new survey ? Topic to be 
discussed….



Title: Survey on Medication for Rare Diabetes Treatment - For Medical Professionals of END-ERN (all 
MTGs)


What is your medical specialty? 
[ ] Endocrinology 
[ ] Internal Medicine 
[ ] Family Medicine 
[ ] Other (please specify): ______________________________ 

In which European country do you primarily practice? 
[Dropdown list of European countries] 

How would you rate the overall accessibility of medications for rare diabetes in your country? 
[ ] Very accessible 
[ ] Somewhat accessible 
[ ] Neutral 
[ ] Somewhat inaccessible 
[ ] Very inaccessible 

Are there any specific medications for rare diabetes that are approved in other European countries but 
not available in your country? 
[ ] Yes (please specify): ______________________________ 
[ ] No 
[ ] Unsure 
……………………



WP8/9 Capacity 
building and best 
practice sharing for 
Ukraine • Any contacts with Ukrainian endocrinologists?




