
        

   
 

    MTG Minutes 

 

 

MTG3 / HCPs meeting: 

Date: Monday 20 October 2025 
Time: 16:00 – 17:00 hrs (CET) 

Meeting chairs: Pietro Maffei, Felix Reschke, Valeria Corradin, Bernd Rosenbichler, Nolwen le Floch 

 

    Agenda:  

• Introduction   
MTG3 is chaired by a combination of clinical professionals (Pietro Maffei and Felix Reschke, Germany) and 3 
patient representatives (Bernd Rosenbichler, Nolwen le Floch and Valeria Corradin).  More info 

 
• WP1: Management & Coordination   

o The 10th Endo-ERN General Assembly is scheduled for 20-21 April 2026 in Athens, Greece. 
 Invitation and registration form will be sent out soon 
 The GA programme includes an MTG3 specific session. MTG3 members are invited to send it topics to be 

discussed and there is space for several presentations!  
o 2 other online MTG3 meetings will be scheduled in for 2026 (1 prior to GA, 1 in October 2026)   
o Endo-ERN will have a dedicated symposium at both ECE2026 (Prague) and ESPE2026 (Marseille) 
o Other upcoming events and webinar information  
 

• WP2: Communication & Dissemination   
o A manuscript - on behalf of the ENDO ERN Transition of Care group & TALENT Initiative - has been 
submitted entitled Transitioning Adolescents with Rare Forms of Diabetes to Adult Care: Challenges and 
Perspectives.  Endocrine Connections, as part of the Endo-ERN special collection 2025.  
o Paper topic suggestions for future special issues are more than welcome 
o Please let us know about any new publications/patient info to be endorsed / updated / disseminated   
o Follow Endo-ERN 

 Linked-In: https://www.linkedin.com/company/rareendoern   
 Facebook: https://www.facebook.com/rareendoern  
 You Tube: https://www.youtube.com/@rareendoern 
 Website: www.endo-ern.eu  

 
• WP3: Continuous Monitoring / Evaluation   

o Centers reporting in e-REC were presented incl trends in cases reported between July ‘18 – Dec ’24, Cases 
distribution by MTG and age group and Rare Diabetes cases per country 
o Ensure that your HCP enters MTG3 data into e-REC for the continuous monitoring process.  
 

• WP4: CPMS updates    CPMS helpdesk - cpmshelpdesk@endo.ern-net.eu  
o A new version CPMS 2.0 is available, including mobile phone version 

https://endo-ern.eu/rare-genetic-disorders-of-glucose-insulin-homeostasis/contact/
https://endo-ern.eu/ga2026/
https://endo-ern.eu/events/
https://endo-ern.eu/webinars/
https://www.linkedin.com/company/rareendoern
https://www.facebook.com/rareendoern
https://www.youtube.com/@rareendoern
http://www.endo-ern.eu/
mailto:cpmshelpdesk@endo.ern-net.eu
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o A recent example was given of a really helpful virtual consultation (4 cases of Italian paediatric patients (6, 
8, 11, 16 yr) with WFS1 spectrum disorder (May 2025), discussed with Prof. Tim Barrett) 
o New MTG3 experts are welcomed in CPMS, please make yourselves known in the system  
o Recurring CPMS meeting dates  
o Any cases for upcoming meetings --> Contact CPMS helpdesk  
o Need help with the use or the GDPR approval? --> Contact CPMS helpdesk   
 

• WP5: Registries  
o The Evolution of EuRRECa and EuRR-Bone to EuRREB was explained 
o Any issues or barriers to using the EuRREB (or affiliated) registries or? Contact registries@lumc.nl   
 

• WP6: Education & Training   
o An overview of all Endo-ERN webinars can be found in the Training and Education website section 
o Each MTG is to host at least 2-3 webinars per year and include ePAGs.    
o MTG3 webinars 2026 to be scheduled in time, to enable sufficient outreach and accreditation. Plans:  
 Alstrom syndrome ePAGs: AS-Germany, AS-UK, AS-Italy, AS-International 
 Congenital Hyperinsulinism in Europe: Advances and care disparities - lead: Henrik Christesen, Odense DK 
 Wolfram syndrome webinars: T. Barrett (Birmingham); F. Urano (Washington) 
 Other topics?  

o Please look-out for suitable speakers when attending conferences. Cross-ERN webinars also encouraged 
o Please inform the Endo-ERN office about endorsed events & training updates of interest  
o Rare Endocrine Diseases (RED) Winterschool Varna is planned for 28 Feb – 3 March 2026, organized by 
Prof. Violeta Iotova from Varna, Bulgaria. Input for the specific MTG3 programme is welcomed. For more info 
check the website.  
o The Clinical Exchange call for 2026 is open from 1 Oct – 30 Nov 2025.  
 Please inform your co-workers about this unique opportunity for funded 5-day exchanges! 

 
• WP7: Updates local guidelines, update treatment options 

o 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? 

o Please inform us about new (initiatives for) guidelines, update treatment options for endorsement + dissemination 
 

• WP8/9: Capacity building and best practice sharing for Ukraine  
o A joint-ERN webinar for Ukrainian Physicians is scheduled for February 18, 2026. Organized by Endo-ERN and 

eUROGEN.  
 Please let us know if you have any Ukrainian contacts for further dissemination 
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