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Notice of next meetings:

WP1 >ERN conference Budapest, 29 November 2024
Management & For an EU commitment to tackling rare diseases

Coordination

The EESC, under the auspices of the Hungarian Presidency of the
EU Council, is organising a major conference entitled "For an EU
commitment to tackling rare diseases” on 29 November 2024
from 9:00 am to 4:00 pm.

With this event, the EESC will demonstrate once again the

For an EU commitment to tackling rare diseases  [Fif} commitment of civil society organisations to support the

¢ WP SpeCifiC contact persons Az EU elkdtelezettsége a ritka betegségek B e
L elleni kiizdelem mellett y — establishment of a European policy framework for rare diseases,
within MTG3 - e.g. for CPMS; 29.11.2024 | Budapest | #arediseases Uggr— bringing together all the stakeholders needed for a concerted
registry activities, education and strategy in the areas of research, prevention, digital, healthcare,
training, guide“nes efc [f social protection and investment in rare diseases, both at European and national levels.

preferred > 9th Endo-ERN General Assembly: Frlda 9 and Saturday 10
May 2025, Copenhagen, Denmark (prior to Joint Congress of

ESPE and ESE 202

63th ESPE Meeting
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WP2 e New publications, materials or events to be

Communication & endorsed/updated/disseminated
Dissemination * Please follow Endo-ERN at our socials

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

o322, European
e %
o= Reference

os8' Network

X!
-"l"‘l'l 7
=, Endo-ERN



https://www.linkedin.com/company/rareendoern
https://www.facebook.com/rareendoern
https://www.youtube.com/@rareendoern
http://www.endo-ern.eu/
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WP3 Evaluation * Ensure that HCP members are entering data into e-REC for
the continuous monitoring process

 Please feedback any challenges you are having

e-REC

e-REC is an electronic reporting (e-reporting) programme that captures new clinical encounters. This allows for a better

understanding of the occurrence of the rare endocrine and bone conditions covered by European Reference Networks
(ERN) such as Endo-ERN and ERN BOND.

Compared to the Core Registry, where more detailed and longitudinal data is collected, e-REC only captures the number
of new cases, suspected or confirmed, seen monthly at the participating expert centres. Because e-REC does not collect
any personal data, there is no informed consent needed from the patient. It is a clinician-only platform designed to
support the ERN’s in their continuous monitoring program.

e-REC is open to all centres that look after people with rare endocrine and bone conditions. It allows continuous
reporting of core indicators of activity and enables clinical networks to objectively map the conditions and related
activities. e-REC assists Endo-ERN and ERN BOND and its members in the continuous monitoring programme.

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



https://eurreb.eu/registries/e-rec
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WP4 CPMS

 Regular meeting dates review for next meetings

MTG3:

Every month, last Wednesday @13:30

Wednesday 31st Jul

Wednesday 28th Aug_

Wednesday 25th Sept

Wednesday 30th Oct
Refgpednc::-gﬁr:nter W‘EdﬂEEdE}F ETth Nov
Wednesday 25th Dec
i Click for more info
Operational
helpdesk
Useful links
R CPMS - Endo-ERN
2ulneRiLES CPMS Recurring Meetings - Endo-ERN

MDT consultation



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

Welcome Upcoming Events
EuRREB — the European Registries for Rare Endocrine and Bone conditions ERN BOND plenary meeting
consists of EURRECa and EuRR-Bone. The registries aim to maximize the 15 |  October 15% - October 16, 2024
opportunity for all patients, healthcare professionals, and researchers to m """ UI FE < 3r dﬂnlln EEurnpeanlnvestlg 3 tﬂr M o Etln g """""""""""
participate and use high quality, patient-centred registries for rare endocrine 15 November 15t 2024
and bone/mineral conditions. We work closely together with Endo-ERN and
ERN BOND and are supported by patients, researchers, clinicians, scientific @A ESPE meeting 2024
societies, patient societies to build this database. 16 November 16" - November 18, 2024
O0=| Subscribe to our Newsletter a= | Join our next platform Drop-In session
IIE to stay up to date on our activities % September 13™, 2024 on 14:00 - 15:00 CEST %

: EuRRECa

European Registries for

EuRR-Bone

European Registries for Rare
Bone and Mineral Conditions

Europe’s Resource for Rare Endocrine and Bone Conditions

Our goal is to be Europe’s most comprehensive and accessible resource for researchers studying rare

endocrine and bone conditions.



http://www.eurreb.eu/
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Overview of Webinars

Showing 20 entries Q

MTG  Theme [/ Title Date Time CET Speaker(s) Register View CPMS

M) Long-term outcomes in CAIS 2025-03-17 17:30 - Giovanna Mantovani -t o P I an an d SCh ed u | e we b| nars fo r th en ext 1 2 mo nt h S (ea C h

18:30 hr and Alessandra
Mangone MTG is to host 2-3 webinars per year and include Endo-ERN
Update SGA, GH treatment 2025-02-10 15:00 - -
h;}mnd childhood webinar 16:00 hr - PAG S
Care of adult patients with 2025-01-22 16:00 - Claus H. Gravholt o+ o 1 Webl Nnar in 2025 W| " incl ude: AS-Germa ny’ AS-U K, AS-
Klinetelter syndrome 17:00 hr .
S | | . Italy, AS-International
Management of genetic obesity  2024-12-06 14:00 - Julia von -t

and tood seeking behaviour e.d. 15:00 hr Schnurbein, Dr Tony PY Wou Id you Suggest a new topic ?

in BBS /ALSTROM /PRADER Goldstone and

WILLI syndromes / use of GLP-1 Bernd Rosenbichler ® We bl Nars acCcC FEd |ted by U E M S

agonists in these conditions

The new genetics of Turner 2024-12-02 17:30 - Claus H. Gravholt -

T T =a

Endbrsemént of Educational Activities  Endorsed events & training updates of interest

Endo-ERN, via Work Package 6 (WP6), can endorse educational activities that are organised by
institutions, national and international expert committees. Applicants are requested to complete

the endorsement form and provide the requisite supporting documentation and email to the Endo- ° Cl I n |Ca I EXC h d nge P rog ramme: Seco n d Cd I | fo ra p p I |Cat|0 NS
ERN Project Office. Please note that your application should be submitted 6 weeks in advance. fo ran exc h 3 nge V|S|t | N 2025 O pe N fro m 1 Octo be r — 30
The criteria for endorsement is: N ovem be r 2024

activity concerns (a subgroup of) rare endocrine conditions
activity provides both the paediatric and adult perspective of the condition(s) covered by the

programme

activity is organised by one or more than one Endo-ERN expert centre CI | N |Ca | EXC h 2 nge h oW to 3 p p Iy - E N d O- E R N

activity is accessible for healthcare providers and patient representatives from all EU member

states
condition(s) of the activity is /are covered within one of the eight Main Thematic Groups
(MTGs)

Does your event include patient involvement?



https://endo-ern.eu/clinical-exchange-how-to-apply/

WP7 Clinical Practice
Guidelines & Clinical
Decision Support
Tools
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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 another survey ? Topic to be
discussed....
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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
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MTG3:

Genetic disorders of Glucose & Homeostasis

4 / Genetic Disorders of Glucose & Insulin Homeostasis (MTG3) / Patient information materials

"I’t - Information materials on: Genetic disorders of
e condtion Glucose & Insulin Homeostasis
Existing networks VADEMECUM BENEFICI E AGEVOLAZIONI PER LE PERSONE AFFETTE DA SINDROME DI

ALSTROM (IT) (, 277 KB)
Existing quidelines and
consensus statements

Clinical Trials

Publications View patient materials of other MTGs
Webinars Edit

Participating RCs

Contact

Patient Information
materials
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WP8/9 Capacity .
building and best

practice sharing for
Ukraine

Any contacts with Ukrainian endocrinologists?
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