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WP3 We encourage MTG3 members to submit their publications
Evaluation with the correct Endo-ERN acknowledgment/citations
throughout the year via this link: https://endo-ern.eu/submit-

an-entry/

Index

Publications Overview S U b m | SS | 0 n FO l'm

Publications Database Name *

RDD Issues
Email *

Request a Correction

Submit an Entry Country e
HCP/RC * v

DOI * (number only e.g. 10.1159 /000508985 )
ORPHAcode * v ORPHAcode e-REC data dictionary

Other Endo-ERN HCP/RC or ERN involved in the publication

Check Endo-ERN citation guidance for more information

Country * b HCP/RC * v
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Virtual Consultations
CPMS 2.0

Log-in

HCP Permission&Consent
Manuals&Guides
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Have clinical cases to present for the next 2
MTG CPMS meetings OR a care topic to
discuss

Virtual Consultations with CPMS 2.0

The Clinical Patient Management System (CPMS) is a secure and fully GDPR compliant IT
platform aiming to facilitate the cross-border discussion of rare clinical cases.

CPMS 2.0 with enhanced functionality and user experence is now available! In addition, CPMS 2.0
is now hosted on a purpose-built platform developed by DG Sante, ERNs, and IBM, ensuring better
alignment with the specific needs of the users.

The main improvements of the new system include:

e Convenient sign-up process: One of the major improvements is the simplified sign-up process.
No more SAAS - users can now enter or set up their account in CPMS 2.0 directly through
EU login, making the process faster and more intuitive.

o Easy to access ERN collaboration: Users can now invite other ERN experts directly in CPMS
2.0, streamlining collaboration and communication.

e Flexible meeting function: It is now possible to hold meetings on a specific patient as well
as general care discussions

e Personalise your notifications: Users can now manage their system notifications to fit their
way of working.

o Simplified workflow: Endo-ERN has a custom dataset with less fields and reduced optional
categories.

e Controlled Patient Data Access: A patient is visible only to the enrolling clinician and their
designated assistant, ensuring better privacy and control over sensitive information.

e Direct invitations: Users will receive a linked calendar invite for patient discussion meetings

e Direct communication features: A 1:1 chat function is now available, allowing informal
conversations with individuals or in group chats, fostering quicker communication.
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Schedule 2 webinars for the rest of the year 1 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/

Index Webinars

Members

One of the key activities of Endo-ERN, via Work Package 6 (WP6) and the conditions based Main
Thematic Groups (MTGs) is education and sharing of expertise.

Cite Endo-ERN

Disease Expansion
Webinars are an effective way to share expertise across the network and beyond. The live aspect

Endorsement of the webinar allows the audience to interact with experts and ask relevant questions.
Member Surveys The webinar recordings are a library of educational content that can assessed at any time.
System logins The MTG chairs and associated working groups develop the webinars based on feedback from

members, engaging topics that emerge from the individual conditions, or relevant new guidelines

Updating Contacts L
or publications.

Webinar Planning _ _ _ _ _
The Endo-ERN project office provides technical and promotional support for the webinars.

Termination Policy . . )
Points to note when organising a webinar

e Check the current list of webinars to start your planning and select a date. There should be
one webinar per day.

e Please allow at least 5 weeks to promote a webinar. The Endo-ERN project office will promote
on our social channels and in our newsletter.

e Webinars from 1600 on Tuesday, Wednesday and Thursday have a good attendance, but
webinars are recorded so often attendees will register to ensure that they receive a recording.

Do you want to schedule a webinar?
To schedule a webinar and and begin promotion the following information is required:
e Date and time of the webinar
o Title of the webinar
e An outline or agenda detailing the topic, relevant speakers, associated timings, and name of
chairperson if any. A project office staff member can always chair the meeting if needed.

Please enter the information in to this form to get the planning and promotion started.
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Work in progress of MTG3

WP/

Clinical Practice - Survey on Medications for Rare Diabetes Treatment

GU'de_“”eS & Clinical - We would like to enlarge the panel of professional working
Decision Support Tools 4 this oroject

-02LIA0OAY YSRAOFGAZ2Yyas STFAO

- Endocrine Connections

-AYOA USSR YOhallezge®andl Stiategieifor
Transitioning Adolescents with Rare Forms of Diabetes to
Adult Care: Perspectives and EvideBased Approaches®
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Nolwen LE FLOCH
Présidente de I'Association du Syndrome de Wolfram

https://www.association-du-syndrome-de-wolfram.org/

Nolwen LeFloch < ePAG representative

Association du syndrome de Wolfram (ASW) (Grand-Champ, France) e

Association

= 2, ) Syndrome
/ :Wolfram

Nolwen LeFloch

10th International Workshop on Wolfram Syndrome

Paris - 13th and 14th June 2025
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The Workshop will take place in the French Senate :
15 Rue de Vaugirard, 75006 Paris
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Alstrom Germany

e.V.

Bernd Rosenbichler
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About - Found in 2022
- Currently 120 members

- 15 + 5 members with Alstrom syndrome

- Covering the German speaking region of Europe, focus
Germany

- Financed from donations
- Board member of Alstrom Europe (ASEU)
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- Patient registry (NARSH)nalization questionnaire,

PrOJects& O2YYdzy AOIFI UA2Y 02 YSYOSNA |
Activiti - ScreendAlstrom (Charité Berlin)nvestigate whether
CUVILIES characteristic patterns can be identified in the routine data

In the network of university medicine. Another target:

- Awareness ldentifying Alstrom patients. Germany well
below the theoretical number of patients (around 80)

- Cooperations Evaluation of cooperations with Universities
- Alstrom Europe (ASEUptart of parEuropean initiatives

- ENDCGERNAIstrom Webinar / Activity

- Areaofresearchfocds { SyazNk ff2aaszx A
- Evaluations of closgrartnershipswith similar RDs like BBS
- Hyperphagiasuccessful use of Wegovy
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First employeesince Feb. 2025 for admin and support

Search for dull-time medical student
Germany still without dedicated Alstrom support

Setup of anadvisory boardc medical and normedical
advisors

Membership Meeting 202%vith strong focus on
nutrition/diet and medical progress.
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Syndrom e.V.

alstroemsyndromev Gefolgt ™ Nachricht senden 9 eee

159 Beitrage 129 Follower 59 Gefolgt

Alstrém Syndrom e.V.
/ Alstrém Syndrom e.V.
vorstand @alstroemsyndrom.de
WWW. alstmemSynerm de
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MTG3 The ECLIp reqistry:
a short update

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

on behalf
of all ECLIp Registry Members
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The ECLIp registry
an initiative of the European Consortium of Lipodystrophy (ECLIp)

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

Aim: to drive scientific Recruiting since 2018

O\ understanding, research and g Registry server based in Ulm
advancement in patient care Affiliated registry to EURREB
More than 20 participating ° o hOSNI ynn LI GASYL

EEE centers in Europe and beyond M biggest lipodystrophy cohort)

Julia v. Schnurbein, Ulm University Hospital
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Julia v. Schnurbein, Ulm University Hospital
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Epidemiology, Clinical Profiles, and Mortality in Lipodystrophy:

Data from the European lipodystrophy registry (ECLip Registry)

O O © / Prevalence of lipodystrophy disease subgroups
. @ L O

N Cohort characterization :
e First symptom at onset of disease
e Metabolic complications

Patients with lipodystrophy; e Treatment pattern
ECLip Registry cohort e Mortality
n=631

Julia v. Schnurbein, Ulm University Hospital
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: dyslidaemia: 59% ’
(med%?;,1 a%a;'iﬂtf,ears) (79% in patients with FPLD1) 0

\-

chronic pain 18%
depression 15%

24 centres in 13 countries insulin resistant diabetes: 48%
from Europe and beyond (77% in patients with AGL)

oLD, 3%
ALLD, 5% COL. 17%
APL, 10%
PSPLD, 1% PSGLD, 3% "
' G
\ ]

AGL, 3%
oFPLD, 7% >~
~ p
\,\ j
\\
G /

) age at death:
¥y o MASLD 38% genera!ized LD: 27 years
(48% in patients with CGL) partial LD 72 years

FPLD2, 38%

Julia v. Schnurbein, Ulm University Hospital
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ECLip Registry

A registry for patients with lipodystrophy to drive scientific understanding,
research and advancement in patient care.

An initiative of the European Consortium for Lipodystrophies (ECLip)

Registry log-in

All information regarding

the ECLip Registry can be

found on the website

ﬁ

24 >800 >1000

Participating centers Registered patients Investigated parameters

Julia v. Schnurbein, Ulm University Hospital
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How to become a ECLIp Registry Member

Get in contact with
the Registry Board

Julia v. Schnurbein, Ulm University Hospital
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Thank you for your attention!

ECLIp Registry Board

Baris Akinci (Izmir)

David AraujeVilar (Santiago de Compostela)
Giovanni Ceccarini (Pisa)

Gabriele Nagel (UIm)

Rebecca Sanders (Patient Representative)
David Savage (Cambridge)

Julia von Schnurbein (Ulm)

Marie-Christine Vantyghem (Lille)

Camille Vatier (Paris)

Martin Wabitsch (Ulm)

Julia v. Schnurbein, Ulm University Hospital
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Advocating for Access to
Diabetes Technology In Infant
with Rare Forms

Felix Reschke ENDGERN Meeting, Copenhagen 2025
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International Society for Pediatric o COLLABORATIVE NETWORK FOR EUROPEAN
and Adolescent Diabetes * CLINICAL TRIALS FOR CHILDREN




