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Development of Rare Hypophosphataemia module

- Module launched since 
January 2023

- Data dictionary available 
online at www.eurreb.eu

http://www.eurreb.eu/


RH module – Dataset



RH module – CROs

Variables (CRO/PRO) Pediatric and adult patients PROMs

Ped 95 (95/0*)
Adult 84 (84/0*)
*PROMs

Yes EQ-5D, BPI-SF, MSK-QL, OHIP-14
BFI, PedsQL fatigue



RH module – CROs

Variables (CRO/PRO) Pediatric and adult patients PROMs

Ped 95 (95/0*)
Adult 84 (84/0*)
*PROMs

Yes EQ-5D, BPI-SF, MSK-QL, OHIP-14
BFI, PedsQL fatigue

Oral health questionnaire OHIP-14



Updates in rare hypophosphatemia 



• 3749 new cases of Mineral disorders (Oct 2019 - Aug 2025)   

Rare hypophosphatemia in e-REC 

551 new case – rare hypophosphatemia (15%)

- 234 – children (suspected – 49, confirmed – 185)  
- 317 – adults (suspected – 53,  confirmed – 264)  

38 centers from 22 countries have reported cases



RH in e-Rec
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RH in e-REC



RH in e-REC
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Calcium and phosphate group in the Core Registry

35%

8%34%

13%

1%

4%
5%

Mineral (n=267)

Hyperparathyroidism including
parathyroid cancer

Hypoparathyroidism

Hypophosphataemia

Pseudohypoparathyroidism

Hyperphosphatemia

PTH independent
hypercalcaemia

unspecified



RH in the Core Registry 
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RH in the Core Registry 
• Children n=65
-mean age – 7.5±3.3 years

• Adults n= 27 
-mean age – 44.4±19.8 years

• Female n= 57 (62%)
• Male n= 35 (38%)

• 43 were diagnosed with XLH at the age 3,91±3,5 years

• 8 were diagnosed with XLH at the age 42±16 years

• Genetic confirmation - in 52 cases (72%)



• Children version – completed – 53 times for 28 patients
• Adults version completed – 14 times for 11 patients

• 5 centers from 5 countries

RH module in the Core Registry



Plans for future



• Optimize the module and make it “user friendly”
• Changes in the module: after a first analysis: many fields are left empty

• Main module specific to XLH, 2 versions: pediatric and adult “XLH Module”
• Additional tabs for pregnancy and fertility

• Discuss the interest of other submodules in the RH: TIO etc

• Changes will help to better fit future studies (e.g. complications, orthopedic evaluation, patient  
management)

• Module promotion/testing 

Plans for future



Ways to contact us:

eurreb.eu

registries@lumc.nl

drop-in sessions via Zoom

European Registries for Rare Endocrine 

and Bone Conditions   

Thank you




