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The Registries in a Nutshell
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e-REC: Live Case Count



Centres Reporting in e-REC

July 2018 – October 2024

Active reporters
107 centres from 31 countries (5 non-EU)

Endo-ERN only - 56
Endo-ERN and ERN BOND - 29
ERN BOND only - 3
Not affiliated to either – 19

Number of patients in e-Rec:
45476 cases 
(33364 in adults, 12112 in children)

HCPs ERN affiliation

Full annual report at eurreb.eu

https://eurreb.eu/wp-content/uploads/2023/04/e-REC_report_March_2023.pdf


e-REC Data Jul 2018-Oct 2024
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Levels of Participation in the Core Registry
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Common Data Elements Generic outcomes Diagnosis-specific outcomes1 32
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Common Data Elements



Centres Reporting in the Core Registry 

HCPs ERN affiliation:

Endo-ERN only 14
Endo-ERN and ERN BOND 14
ERN BOND only 4
Not affiliated to either 16

3507 cases

From Oct 2019 till Oct 2024: 
48 centres from 20 countries  
(5 non-EU)

Full annual report at 
eurreb.eu 

https://eurreb.eu/wp-content/uploads/2023/04/Core_Registry_annual_activity_report_2023.pdf


Centres Reporting in the Core Registry 

Full report at eurreb.eu 
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Reporting in the Core Registry 

Full annual report at eurreb.eu 
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Condition-Specific Outcomes within EuRREB



Developing the Condition-Specific Module
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Study Groups and Working Groups
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Condition-Specific Modules
N CSM MTG Year N patients in CR Outcomes 

completed
Study group lead

1 iPPSD/PHP MTG2 2021 32 11 Agnès Linglart/Diana-Alexandra Ertl

2 Pituitary Adenoma MTG6 2021 739 1114 Alberto Pereira

3 Achondroplasia BD 2022 174 125 Klaus Mohnike/ Ines Alves

4 FD/MAS BD 2022 642 1406 Natasha Appelman-Dijkstra

5 Osteogenesis  Imperfecta BD 2022 107 26 Wolfgang Hoegler

6 Parathyroid Carcinoma MTG2 2022 14 15 Maria Luisa Brandi 

7 Rare Hypophosphataemia MTG2 2023 84 61 Agnès Linglart/Diana-Alexandra Ertl

8 Melorheostosis BD 2023 20 18 Luca Sangiorgi/Martine Cohen-Solal

9 Rare Obesity MTG5 2023 68 10 Erica van den Akker

10 Gender Incongruence MTG7 2023 152 159 Martine Cools/Silvia Ciancia

11 Pediatric Differentiated Thyroid
Carcinoma

MTG8 2024 66 30 Hanneke van Santen/ Sarah Clement

12 Langerhans Cell Histiocytosis Sys 2024/2025 0 0 Polyzois Makras

13 Chronic Nonbacterial Osteomyelitis Sys 2024/2025 0 0 Elizabeth Winter

14 ROHHAD(NET) MTG5 2024/2025 0 0 Mehul Dattani



Patient Platform 



Patient Platform 



Patient-Reported Outcome Measures (PROMs)
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For More Information 

Online Drop-in sessions
• Every second Friday 14:00-15:00 CEST
• Every fourth Wednesday 16:00-17:00 CEST

registries@lumc.nl

https://www.eurreb.eu/

Find the link on our homepage!

European Registries for Rare Endocrine and Bone Conditions

mailto:registries@lumc.nl
https://www.eurreb.eu/
https://www.linkedin.com/company/100527510/admin/dashboard/
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