
MTG 3 HCP meeting

Saturday May 10, 2025

MTG chairs: Pietro Maffei, Felix Reschke

e-PAG representatives: Valeria Corradin, Nolwen LeFloch, Bernd Rosenbichler



WP3
Evaluation

We encourage MTG3 members to submit their publications 

with the correct Endo-ERN acknowledgment/citations 

throughout the year via this link: https://endo-ern.eu/submit-

an-entry/



WP4
Healthcare & 
CPMS Have clinical cases to present for the next 2 

MTG CPMS meetings OR a care topic to 

discuss



WP6
Education & Training

Schedule 2 webinars for the rest of the year ï date, title 

and speakers so that we can save the date online and 

apply for accreditation.  Complete the form online: 

https://endo-ern.eu/webinar-information/



WP7
Clinical Practice 
Guidelines & Clinical 
Decision Support Tools

Work in progress of MTG3:

- Survey on Medications for Rare Diabetes Treatment
- We would like to enlarge the panel of professional working 
at this project
- ǘƻǇƛŎǎΥ ƳŜŘƛŎŀǘƛƻƴǎΣ ŜŦŦƛŎŀŎȅΣ ǎƛŘŜ ŜŦŦŜŎǘǎΣ ŎƭƛƴƛŎŀƭ ǇǊŀŎǘƛŎŜΧ

- Endocrine Connections
- ƛƴǾƛǘŜŘ ƳŀƴǳǎŎǊƛǇǘΥ άChallenges and Strategies for 
Transitioning Adolescents with Rare Forms of Diabetes to
Adult Care: Perspectives and Evidence-Based ApproachesέΦ



The Workshop will take place in the French Senate :

15 Rue de Vaugirard, 75006 Paris

10th International Workshop on Wolfram Syndrome

Paris - 13th and 14th June 2025

https://www.google.com/maps/place//data=!4m2!3m1!1s0x47e671db9b88c2ff:0xf1f4bcd41f765dff?sa=X&ved=1t:8290&ictx=111




Alström Germany 
e.V.

Bernd Rosenbichler



About - Found in 2022
- Currently 120 members
- 15 + 5 members with Alström syndrome
- Covering the German speaking region of Europe, focus 

Germany
- Financed from donations
- Board member of Alström Europe (ASEU)



Projects & 
Activities

- Patient registry (NARSE): finalization questionnaire, 
ŎƻƳƳǳƴƛŎŀǘƛƻƴ ǘƻ ƳŜƳōŜǊǎ ŀƴŘ άƎŀƛƴέ ŦƛǊǎǘ ǇŀǊǘƛŎƛǇŀƴǘǎ

- Screen4Alström (Charité Berlin) : Investigate whether 
characteristic patterns can be identified in the routine data 
in the network of university medicine. Another target:

- Awareness: Identifying Alström patients. Germany well 
below the theoretical number of patients (around 80)

- Cooperations: Evaluation of cooperations with Universities
- Alström Europe (ASEU): Start of pan-European initiatives
- ENDO-ERN Alström Webinar / Activity
- Area of research focusΥ {ŜƴǎƻǊȅ ƭƻǎǎΣ ƛƴǎǳƭƛƴŜ ǊŜǎƛǎǘŀƴŎŜΣΧ
- Evaluations of closer partnerships with similar RDs like BBS
- Hyperphagia: successful use of Wegovy



Structures & 
Outlook

- First employee since Feb. 2025 for admin and support

- Search for a full-time medical student 
- Germany still without dedicated Alström support 

- Set-up of an advisory board ς medical and non-medical 
advisors

- Membership Meeting 2025 with strong focus on 
nutrition/diet and medical progress.



Activities



The ECLip registry:
 a short update

Julia v. Schnurbein/Giovanni Ceccarini
(Ulm University Hospital/University of Pisa)

on behalf
of all ECLip Registry Members 

MTG3



The ECLip registry
 an initiative of the European Consortium of Lipodystrophy (ECLip)

hǾŜǊ улл ǇŀǘƛŜƴǘǎ όǿƻǊƭŘΨǎ 
biggest lipodystrophy cohort)

Aim: to drive scientific 
understanding, research and 
advancement in patient care

More than 20 participating 
centers in Europe and beyond

Recruiting since 2018
Registry server based in Ulm
Affiliated registry to EuRREB

Julia v. Schnurbein, Ulm University Hospital

Lipodystrophies: heterogenous group of disorders defined by deficient 
development and/or inadequate maintenance of adipose tissue



Julia v. Schnurbein, Ulm University Hospital



The ECLip registry:

Julia v. Schnurbein, Ulm University Hospital



The ECLip registry:

Julia v. Schnurbein, Ulm University Hospital



Julia v. Schnurbein, Ulm University Hospital



Julia v. Schnurbein, Ulm University Hospital

Get in contact with 
the Registry Board

Board decides 
upon request

Obtain local ethical 
approval

Get trained on data 
entry

Start entering data 
and participating in 
research projects

How to become a ECLip Registry Member



Julia v. Schnurbein, Ulm University Hospital

Thank you for your attention!

ECLip Registry Board 
Baris Akinci (Izmir)
David Araújo-Vilar (Santiago de Compostela)
Giovanni Ceccarini (Pisa)
Gabriele Nagel (Ulm)
Rebecca Sanders (Patient Representative)
David Savage (Cambridge)
Julia von Schnurbein (Ulm)
Marie-Christine Vantyghem (Lille)
Camille Vatier (Paris)
Martin Wabitsch (Ulm)



MTG3 Advocating for Access to 
Diabetes Technology in Infants 

with Rare Forms
Felix Reschke ς ENDO-ERN Meeting, Copenhagen 2025


