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MTG6 HCP meeting

Friday 20 February 2026
12:00 — 13:00 CET

MTG®6 chairs:

Nienke Biermasz, Evangelia Charmandari, Marta Baranska, Johan de Graaf, Diana Vitali

Funded by
the European Union
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WP1 Endo-ERN General Assembly 2026

 10th Endo-ERN GA: 20-21 Apr 2026, Athens (Crowne
Management & Plaza). Invitations sent in Oct to main/sub reps. Details

Coordination here.

MTG6 meetings for 2026

 We are working to expand participation in these meetings,
and careful planning will be important to increase
attendance.

* There will be an MTG6 meeting at the GA 2026, where the
MTG6 chairs will inform attendees of the dates of the next
two online meetings in 2026.



https://endo-ern.eu/ga2026/
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Upcoming Events:

* Visit Endo-ERN » Upcoming events

for all dates Endo-ERN Events

PLACEHOLDER: Endo-ERN X REGISTER: Lipoglicemia in eta ENDORSED: Parliamo di

Endocrine Connections pediatrica: dalle Ma.R.E. in Italia
raccomandazioni internazionali

Save the date and register now for alla pratica clinica (Childhood This endorsed Endo-ERN event is

the Endo-ERN X Endocrine Hypoglycemia) taking place 6-7 March, 2026 at

Connections Genetic Testing Western Plus Tower Hotel, Via Lenin,

Approaches as the Basis for This session is dedicated to the 43| Bologna.

Personalized presentation of the International

Recommendations on the evaluation READ MORE
READ MORE and management of persistent
hypoglycemia in

READ MORE ﬂ ES E
REGISTER: ERN-EYE X Endo-
ERN webinar Blepharophimosis
Syndrome (BPES) a (S

REGISTER: Cancer-therapy

Register now for a joint ERN-EYE X related endocrine toxicities
Endo-ERN webinar taking place at
7:30 (CET) on Friday 27 February, Cancer-therapy related endocrine ESE Talks Webinar...Sarcopenia
Blepharophimosis Syndrome toxicities are increasing with the in Rare Endocrine Disorders
increasing use of immune-
READ MORE modulating and targeted anti-cancer Register now for the next ESE Talks...
treatments. In this webinar we Sarcopenia in Rare Endocrine
Disorders is planned for Tuesday, 3
READ MORE March at 17:00-18:30 (CET).
READ MORE



https://endo-ern.eu/events/
https://endo-ern.eu/events/
https://endo-ern.eu/events/
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SAVE THE DATE: European Congress of SAVE THE DATE: European Society of
Endocrinology (ECE) 2026 Paediatric Endocrinology (ESPE) 2026

This event will be from May 9t to May 12t", 2026
s ! This event will be from September 8" to September 10", 2026

The European Congress of Endocrinology (ECE) will
take place in Prague, Czech Republic, from 9 - 12 May
2026.

Save the date for the 64th ESPE 8-10 September, 2026
to be held in Marseilles, France.

Save the Date! Further details will be announced in due
course.

More information will be available closer to the event.

Event summary

Event European Congress of Endocrinology (ECE) 2026 Eve n t summa ry

Date May 9! - May 12th, 2026

fisealinn Prague, Czechia Event European Society of Paediatric Endocrinology (ESPE) 2026
Organisation  European Society of Endocrinology (ECE) Date September 8" - September 10%", 2026

Website Visit event website Location Marseilles, France

WP Education and Training

Organisation European Society for Paediatric Endocrinology

Add this event to your calendar Add this event to your calendar
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A Monthly Digest has been launched by Endo-ERN,
where all relevant network updates from the past
month can be found.

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

Please follow Endo-ERN 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/
http://www.endo-ern.eu/
http://www.endo-ern.eu/
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* Evaluation allows for continuous improvement and sharing of best
practices across the network. For Endo-ERN members there is self-
evaluation annually, and an external review as part of the AMEQUIS

cycle, every 5 years.

* Attendance at MTG-specific meetings is expected for all HCPs and
counts toward performance scoring. If you cannot attend, please
forward the invite to a colleague to attend on behalf of your HCP.

* Ensure that HCP members are entering data into e_REC for the
continuous monitoring process

* Please feedback any challenges you are having
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WP4 CPMS
How to increase attendance and number of cases discussed?
It can be an educational event!
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WP5 Registries EURREE reglstry

 There are several disease specific modules under
construction.




The Registries in a Nutshell
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Patient encounter with any rare endocrine or bone related condition

First Encounter

No Consent needed

A J

e-REC
Monthly electronic survey
Customizable by reporters
<5 minutes to complete

Any Encounter

Patient Consent needed

r

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

Data Access Committee

Data Provision

o Researchers




Centres Reporting in e-REC

N

1. 22 centres

DE: 14 centres

NL: 8 centres
£3: § centres
8E: 7 centres
Al; é centres
FR. 6 centres
G8: 4 contres
RO: 4 cenires
GR: 4 centres
PL: 4 centres
PT: 3 centres
SE: 2 centres
HR: 2 centres
Cl. 2 centres
E: 2 centres

oS

BG: | centre
UA: | centre
| centre

LT: | centre DENMARK

Si: | centre
HU: | contrs Ve -AND

DK: | centre
LV: | centre

GDOM

NETHERLANGS

BELARUS

')

NO: | centre

EE: | centre
IL: | contre
LU: | centre
SK: | centre
IR:1 centre
CY: 1 centre

PORTU

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/
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WP5 Registries

current MTG6 projects:
PANOMEN/ predictive factors
development of prolactinoma module
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WP6 Education & * Current Clinical exchange Program call open until 30

Training November
 Have a webinar topic for 20267 Send your suggestions to

pituitary@endo-ern.eu
 The following webinars are already scheduled:

MTG  Theme [ Title Date Time CET Speaker(s) Register View CPMS
ESE talks webinar...Artificial 2026-10-06
intelligence in rare disease
Endo-ERN X Endocrine 2026-06-10 16:00 - -t
Connections 17:00 hr
ESE talks webinar...Primary 2026-06-02
Owarian Insufficiency

() Cancer-therapy related 2026-05-20 16:00 - -
endocrine toxicities 17:00 hr

&) Corticotroph tumors and 2026-03-24 16:00 - -
Postoperative Quality of Life - 18:00 hr

Perspectives trom a
Neurosurgeon, an
Endocrinologist and a Patient

@F) Lipoglicemia in eta pediatrica: 2026-03-05 16:00 - -
dalle raccomandazioni 17:00 hr

internazionali alla pratica clinica
(Childhood Hypoglycemia)

ESE Talks Webinar...Sarcopenia in  2026-03-03 17:00 - Elena Valassi and -
Rare Endocrine Disorders 18:30 hr Gudmundur
Johannsson
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e MTG6 involvement in Winter School, Varna, Bulgaria

SAVE THE DATE: Rare Endocrine Diseases
Winter School, Varna, Bulgaria

This event will be from February 28" to March 3™ 2026

Save the date and look out for more information in the coming weeks. This Winter
School will feature international speakers from Endo-ERN. A small group of a
maximum of 30 participants will be treated to a diverse sessions including lecturers,
case presentations, roundtable discussions and plenty of time to interface with
international experts.

Event summary

Event Rare Endocrine Diseases Winter School, Varna, Bulgaria
Date February 28" - March 3, 2026

Time 13:30 - 1130 hr

Location Varna, Bulgaria

Contact

WP L) Education and Training

Add this event to your calendar




WP7 Clinical
Practice Guidelines
& Clinical Decision
Support Tools

.0..' o' Network

o-*Y, European /2@
".'-...:':0 Reference <%\©> EFndo-ERN

Congenital hypopituitarism (survey!)

Topics for next guidelines chosen:

- Primary hypoadrenalism, focus on treatment and
monitoring target

- Hypothalamic obesity treatment and management
(of craniopharyngioma) in children and adults

ESE have initiated same topic, have responded

positively to collaboration with Endo-ERN and ESPE
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Research International survey on postoperative

thromboprophylaxis in Cushing’s syndrome
(Alberto Pereira and Kristina Isand)
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Resea rch Go to menti.com and use code 3416 4438 \i

or Mentimeter
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INTERNATIONAL AWARENESS CALENDAR
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28 February Rare Disease Day

8 April Cushing’'s Awareness Day

1-31 October International Pituitary
Awareness Month

1 November Acromegaly Awareness Day
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Endo-ERN, MTG6: Hypothalamic and Pituitary Conditions

H#RARE
DISEASE
DAY

28

.
. =
FE " . yj; | (‘ .e {
"N = .
- 3 - ' , — D

YOU CAN IMAGINE
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