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Centres Reporting in e-REC
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IT: 23 centres
DE: 14 centres
ES: ¢ centres
FR: & centres
ML: 8 centres
BE: 7 centres
AT: 7 centres
GR: 5 centres
GB: 5 cenfres
RO: 4 centres
PL: 4 centres
PT: 3 centras
|E: 3 cenfres
SE: 2 centres
HR: 2 cenifres
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BG: 1 centre
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LV: 1 centre
MNO: 1 cenfre
EE: 1 centre
IL: 1 centre
LU: 1 centre
TR:1 centre
CY: 1 centre
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July 2018 — December 2025

Active reporters:
122 centres from 32 countries
(5 non-EU)

HCPs ERN affiliation
Endo-ERN only - 67
Endo-ERN and ERN-BOND - 30
ERN-BOND only - 5

Not affiliated to either — 20

Number of patients in e-REC.:
79896 cases

- 60230 in adults
- 19666 in children

Full report at eurreb.eu



https://eurreb.eu/reports/

Reporting in e-REC

Trends in Annual Reporting by Age Group
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https://eurreb.eu/reports/

Cases Distribution in e-REC by MTG and Age Group

<18 YEARS OLD

SYSTEMIC &
RHEUMATOLOGICAL:
50

ADRENAL: 1246 (6%)

BONE DYSPLASIA:
1590 (8%)

THYROID: 2574 (13%)

CALCIUM &
PHOSPHATE: 793 (4%)

GENETIC ENDOCRINE
TUMOURS : 359 (2%)

1326 (7%)

SEX DEVELOPMENT:
6252 (32%)

HYPOTHALAMIC &
PITUITARY: 2055 (11%)

GLUCOSE & INSULIN:

218 YEARS OLD

SYSTEMIC &
RHEUMATOLOGICAL:
340 (1%)

ADRENAL: 7681 (13%)

THYROID: 14019 23% BONE DYSPLASIA:

2142 (4%)

CALCIUM &
HOSPHATE: 3664 (6%)

GENETIC
ENDOCRINE
TUMOURS : 2620
(4%)
GLUCOSE &
INSULIN: 871 (2%)

SEX
DEVELOPMENT:
6708 (11%)

HYPOTHALAMIC &
PITUITARY: 21634 (36%)

Full report at eurreb.eu



https://eurreb.eu/reports/

New In e-REC - Patients Referred from Abroad

Returns Reporting Setup Centre Reporters  Centre Users

Studies

£ Reporting Setup
PATIENTS REFERRED FROM ABROAD  Child (< 18): 3 Conditions selected

Please select the Age Group(s) and Conditions you intend to report on. Please note that some options may be
unavailable as only one Reporter per Centre can report on a specific Condition for a specific Age Group. To Condition Child (=18) [E5 Adult(z18) E5
see the list of users at your centre, click on Centre Users in the main menu.

ADRENAL [n/3] @ [ 7 @
Condition Groups CALCIUM & PHOSPHATE [n/a] © [ 7]
GLUCOSE & INSULINM [n/a] o o
Thematic Groups GEMETIC ENDOCRINE TUMOURS (incl. NETs) [n/a] © [ 7]
ADRENAL  Child (< 18): 1 Condition selected GROWTH & OBESITY [n/a] o
HYPOTHAL & PITUITARY [n/a] 8
GLUCOSE & INSULIM SEX DEVELOPMENT [/a] S
GEMETIC ENDOCRINE TUMOURS (incl. NETS) THYROID [n/a]
BOME DYSPLASIA [n/a]
GROWTH & QBESITY  Child (= 18): 1 Conditicn selected
HYPOTHAL & PITUITARY  Child (< 18): 8 Conditions selected
PATIENTS REFERRED FROM AEROAD
SEX DEVELOPMENT Suspected Cases - Confirmed Cases - Suspectied Cases - Confirmed Cases -
Condition Child (< 18) Child (< 18) Adult (= 18) Adult (= 18)
THYRODID  Adul n::=_- 18): 3 Conditions selected GROWTH & OBESITY 0 0
[n/a]
CALCIUM & PHOSPHATE HYPOTHAL & o ]
PITUITARY [n/a]
BONE DYSPLASIA  Child (< 18): 1 Condition selected
SEX DEVELOPMENT 0 0
[n/a]

SYSTEMIC & RHEUMATOLOGICAL

Studies

PATIENTS REFERRED FROM ABROAD




Platform Developments — Yearly Centre Summary

Ll Yearly Centre Summary

 Scope: Centre: EURR-Bone-Test

B show entire centre

AT

Cases by MTG and Age Group

GLUCOSE & INSULIN

HYPOTHAL &
PITUITARY

THYROID

CALCIUM &
PHOSPHATE

Cazes by YearfSuspected + Confirmed, all age groups)

Condition

Cortisol producing adenomas

Rare diabetes

Hyperinsulinism

Insulin resistance syndrome

Pituitary Adencma

Acromegaly

Cushing diseass

Prolactinoma

Mon-functioning pituitary adenoma
Acquired Hypopituitarism
Craniopharyngioma

Thyroid hormone signaling disorders
Congenital Hypothyroidism
Congenital Hyperthyroidism

Mon-metastatic thyroid carcinoma

Hypocalcaemic vitamin D dependent rickets

Autosomal recessive hypophosphataemic
rickets

ORPHAcode

ORPHA443287

ORPHAT01952
ORPHAZTE525
ORPHAT81368

ORPHAS9408
ORPHASG3
ORPHASG253
ORPHAZ965
ORPHAS1349
ORPHAS5502
ORPHAS4595

ORPHAT83631
ORPHA442
ORPHALZ24
ORPHAT00088

ORPHAZ2B9157
ORPHAZB917E
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& Download as Excel
Children

Confirmed Total
0 1
0 1
1
0 1
1 1
0 0
0 1
0 1
0 0
0 0
0 0
0 0
0 0
0 0
4 5
1 1
2 2
0 1
1 1
0 0
0 0
0 0

Ll Yearly Centre Summary

© Scope: Centre: EURR-Bone-Test

B show entire centre

Cases by MTG and Age Group Cases by Year{Suspected + Confirmed, all age growps)
MTG Condition
ADREMAL

GLUCOSE & INSULIN

HYPOTHAL & PITUITARY

THYROID

CALCIUM & PHOSPHATE

Cortisol producing adenomas

Rare diabstes
Hyperinsulinism

Insulin resistance syndrome

Pituitary Adenoma

Acromegaly

Cushing disease

Prolactinoma

Mon-functicning pituitary adenoma
Acquired Hypopituitarism

Craniopharyngioma

Thyroid hormone signaling disorders
Congenital Hypothyroidism
Congenital Hyperthyroidism

Mon-metastatic thyroid carcinoma

Hypocalcaemic vitamin D dependent rickets

Autozomal recessive hypophosphataemic rickets

ORPHAcode

ORPHA443287

ORPHAT01952
ORPHAZTG525
ORPHATE1368

ORPHASS408
ORPHASG3
ORPHASEZ53
ORPHAZSGS
ORPHAS1349
ORPHAS5502
ORPHAS4595

ORPHATE3631
ORFHA442
ORPHA424
ORPHATO00OBSE

ORPHAZES157
ORPHAZES1 76

2023
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& Download as Excel
2025  Total
1 1
1 1
0 2
0 1
1] 1
1] 0
] 1
0 1
1] 0
0 0
1] 0
0 0
0 0
0 0
0 5
1] 1
1] 2
0 1
0 1
0 0
1] 0
0 0
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The Three Components of the Core Registry:

Core Data, Generic Outcomes, and Disease Modules

0 Consent 1 Core Data Fields

Cffnr'can{egters basa’c?gcrm,
including a seto S Clinician fills out
Common Data Elemetns: gfﬁé”rﬂ%’”ﬂé?ﬂ%fﬁéﬁs condition-specific modules

Date of birth, country on behalf of the patient with clinician-specific
of residence, information P content
on the diagnosis, etc

3 Diagnosis-specific outcomes

Clinician

Patient completes

Informed questionnaires Patient fills out
consent to assess, for example, condition-specific modules
from the quality of life or with patient-specific
patient how pain or fatigue content

may impact their lives

Patient



Geographical Coverage in the Core Registry

A
B tL: 7 centres/ 1695 cases

B 1T: 13 centres/784 cases
B c=: 5 centres/453 cases
BE: 4 centres/390 COSSE Ll AND

Oct 2019 — December 2025

v

4
DEMMARK E

70 centres from 22 countries

GR: 5 centres/415 cases GDOM

HETHERLANDS

GB: 4 centres/319 cases _ _ HCPs ERN affiliation
BG: 1 cenire/254 cases { - i Endo-ERN only 25

Endo-ERN and ERN BOND 19
ERN BOND only 5
%‘a&
ROMANIA &7

AT: 2 centras/13% caszes

PO: 2 centras/115 cases

Not affiliated to either 21

DE: 4 centres/114 cases
PT: 3 centres/é3 case

CI: 1 centre/100 cases

Number of patients in the Core
Reqistry:
5225 cases

CH: 1 cenfre/34 cases

UA: 2 centfres/53 cases
B Es5: 7 centres/24 cases
R3: 1 centre/7 cases

Full report at eurreb.eu

TR: 1 cenfre/3 cases :
FORTUGE
HR: 2 centres/7 case
RO: 1 centra/15 caszas .
LT: 1 centref1 case
d%LZE.ﬂ.*J -
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it |SRAEL

H N R

IE: 1 centre/10 cases

3K: 1 centre/25 cases
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https://eurreb.eu/reports/

Cases Distribution in the Core Registry by MTG

TOTAL NUMBER OF CASES BY MTG Systemic and Rheumatological:
(N=5225) 24

Thyroid: 340 (7%) Adrenal: 363 (7%)

Sex Development and
Maturation: 719 (14%)

Bone Dysplasia: 1428 (27%
Growth and Genetic Obesity: ysp (27%)

141 (3%)

Genetic Endocrine Tumour
Syndromes: 80 (2%)

. . ) o
Pituitary: 1795 (34%) Calcium and Phosphate Disorders: 326 (6%)

Genetic Disorders of Glucose Full report at eurreb.eu
and Insulin Homeostasis: 10



https://eurreb.eu/reports/

Patient-Reported Outcome Measures (PROMs)

Generic PROMs
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Platform Developments — Data Completeness

i Clinici
lml Clinician Dashboard @ Data Completeness €

Patients in Centre: EuRR-Bone-Test & Patient Access §)
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The Condition-Specific Modules
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Condition-Specific Modules and Active Studies

CSM MTG Year Countries Centres Study group leads Active study
iPPSD/PHP %@b)) MTG2 2021 3 4 Agnés Linglart/Diana-Alexandra Ertl Natural History of iPPSD/PHP 2021-2026
Pituitary Tumour %%@ MTG6 2021 10 17 Alberto Pereira (1-3) 1. Epidemiological Surveillance of Pituitary Tumours within Endo-ERN
2. The Clinical Usefulness of the PANOMEN 3 Grade Score
3. Cell-lineage specific differences in presentation and outcomes of
non-functioning pituitary adenomas — a multicentre study in
patients seen at Endo-ERN reference centres
Nienke Biermasz (4) 4. Prolactinoma
Gerald Raverot (5) 5. The Clinical Usefulness of the Trouillas Classification
Achondroplasia @5\@6@@ MTG 5 2022 4 4 Klaus Mohnike/ Ines Alves Spinal deformities in Achondroplasia
08 Carmen Vleggeert-Lankamp
FD/MAS :”’; 2022 12 16 Natasha Appelman-Dijkstra Natural History of FD/MAS
Osteogenesis Imperfecta Vs 2022 11 16 Natasha Appelman-Dijkstra (1) 1.Natural History of adults with Ol
“ Wolfgang Hogler (2,3) 2. Natural History of children with Ol
3. Pain in Ol
Parathyroid Carcinoma 6N MTG2 2022 3 3 Maria Luisa Brandi Natural History of Parathyroid Carcinoma
o
Rare Hypophosphataemia MTG2 2023 6 6 Agneés Linglart/Diana-Alexandra Ertl 2022-2026
Melorheostosis ECTS &% 2023 2 2 Martine Cohen-Solal Natural History of Melorheostosis
Rare Obesity 2023 2 2 Erica van den Akker 2022-2026

%\@%@7 MTG5



Condition-Specific Modules Active and under Development

Year Countries Centres Studygroup leads Active study
Gender Incongruence <@@@> MTG7 2023 4 5 Martine Cools/Silvia Current status of healthcare for
%\) Ciancia transgender adolescents across Europe
Paediatric Differentiated /b MTGS8 2024 11 19 Hanneke van Santen/ Sarah Natural history of paediatric
Thyroid Carcinoma %@@7 Clement differentiated thyroid carcinoma
Langerhans Cell Histiocytosis Sys 2025 2 2 Polyzois Makras Natural History of endocrine and bone
complications of LCH
Chronic Nonbacterial Osteitis E C T S 2025 3 3 Elizabeth Winter Under development
( C N O ) European Calcified Tissue Society
Women’s Reproductive Health <@>@ 2V 2026 : : Tim Korevaar (1) and Outcomes of pregnancy in rare
- Pregnancy and Rare @@7 ve.f Natasha Appelman- endocrine (1) bone and mineral (2)
Endocrine and Bone Dijkstra/Tenna Toft/Claudia conditions
Conditions Finis (2)
LAUNCHED April 15, 2026
Multiple Endocrine Neoplasia MTG4 2025 - - Frederic Castinetti, Gerlof Natural History of MEN-1
type 1 (MEN-1) <@@ Valk, Maria Luisa Brandi
LAUNCHED March 2026 o
Hypoparathyroidism C@@ MTG2 2026 - - Are currently formed Under development
LAUNCHED April 2, 2026 Yo




Study Group Policy Update
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Lifecycle and Renewal of CSM-Based Studies

active

Final Report
+/-

New Data Request

Continuation or
Closure

Annual Progress
Reports



The EURREB Participating Centre Voucher
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Results First Call — October 2025

Steering
Committee

8 applications 8 applications

received :1> granted

Second call

Status: closed - submission deadline April 19, 2026

Specific calls
Hypoparathyroidism module has sponsoring for vouchers
Status: call in preparation; expected deadline 1 June 2026

\_

centre vouchers

- N
5 centre set-up
vouchers
\_ J
4 )
3 advanced

J




Publications 2025
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AOVAS

1. Feasibility of transition research in pituitary disease using patient registries: a EURREB secondary survey 2025 |
Savi Shishkov, Violeta lotova, Iris Pelsma, Ana Luisa Priego Zurita, Nienke Biermasz, On Behalf Of The Endo-ern
Pituitary Transition Of Care Study Group, And Faisal Ahmed

2. Gender incongruence module 2025 | Silvia Ciancia, Mariya Cherenko, Daniel Klink, Kanetee Busiah, Aneta Gawlik-
starzyk, Wiktoria Kempinska, Hedi L. Claahsen-van Der Grinten, S. Faisal Ahmed, Sabine E. Hannema, And Martine
Cools

3. Developing a standard dataset in the European registries for rare endocrine and bone conditions — a
melorheostosis dataset 2025 | Natasha M. Appelman-Dijkstra, Mariya Cherenko, Gavin P. R. Clunie, Thomas Funck-
brentano, Corinna Grasemann, Adalbert Raimann, Willem F. Lems & Martine Cohen-Solal.

4. Developing a standardised dataset for natural history studies in fibrous dysplasia/McCune-Albright syndrome 2025
| Ana Luisa Priego Zurita, Oana O. Bulaicon, Jillian Bryce, Nerea Arrieta, Magdalena Caballero Campos, Mariya
Cherenko, Gaby Doxiadis, Corinna Grasemann, M. Kassim Javaid, Helen McDevitt, Stijn W. Van Der Meeren, Diana
Ovejero Crespo, Luisa De Sanctis, Lothar Seefried, Annemarie A. Verrijn Stuart, Daniele Tessaris, Pieter Bas De
Witte, Roland Chapurlat, S. Faisal Ahmed & Natasha M. Appelman-Dijkstra



Call for Participation
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Women’s Reproductive Health Module

&» Contribute to the Pregnancy Module
I CEr Core) s Crmsmrs e C 02

Reproductive health Patient Reported Outcome Reguest Settings

10 entries per page Search:

Created Date ¥ Latest Assessmen t Date Completed By Questionnaire Actions

Mo Qutcomes found

Outcome Questionnaire Reproductive health guestionnaire (women) - V1_2026

Mew Outcome Language English

Edit Section Options Mew Outcome

4 Interested in developing a condition-specific study?

Get in touch!



Thank you!

Ways to contact us:

@ eurreb.eu

b registries@lumc.nl
g drop-in sessions via Zoom

m European Registries for Rare
Endocrine and Bone Conditions

EURREB

European Registries for Rare
Endocrine and Bone conditions
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EUROPEAN REFERENCE NETWORK
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