
Using the Rare Obesity module 
in the Core Registry



Rare Obesity module

This condition-specific module is open for the following diagnoses

• Syndromic Genetic Obesity ORPHA240371
• Prader-Willi syndrome ORPHA739
• Prader-Willi-like syndrome ORPHA398073
• Beckwith-Wiedemann Syndrome ORPHA116
• Bardet-Biedl syndrome ORPHA110
• And other diagnoses: check our Core Registry diagnosis and conditions dictionary for the full list

• Non-Syndromic Genetic Obesity ORPHA98267
• Congenital Leptin Resistance ORPHA179490
• Leptin receptor gene deficiency ORPHA179494
• Melanocortin 4 receptor deficiency ORPHA71529
• Prohormone convertase I deficiency ORPHA71528
• Pro-opiomelanocortin deficiency ORPHA71526
• CEP19 deficiency ORPHA397615
• Obesity due to congenital leptin deficiency ORPHA66628
• SIM1 deficiency ORPHA369873
• Severe early-onset obesity-insulin resistance syndrome due to SH2B1 deficiency ORPHA329249

In this guide, we will show you how to use the module step by step

https://eurreca.files.wordpress.com/2022/11/eurreca_core_registry_diagnosis_and_conditions_dictionary_v6.0-16.11.22.xlsx


Register in the Core registry
Go to https://eurreb.eu/

If you have no 
account yet, you 
can request the 
access here or 
choose 
“information” from 
the “access” button

https://eurreb.eu/
https://eurreca.lumc.nl/EuRRECaAuth/Registration/Create


Register in the Core registry

You need an access to the 
Core registry to use the 
module

Follow the self-registration link:

Fill in the mandatory 
information.
Your request will be 
approved as soon as 
possible.

https://eurreca.lumc.nl/EuRRECaAuth/Registration/Create


Login to the Core registry

Go to https://eurreb.eu/

Login to the 
Core registry 
using this button 
and your 
credentials

https://eurreb.eu/


Login to the Core registry

You will need to download 
OTP authenticator

Provide your credentials and 6 digit PIN, 
if needed, reset your password 

Choose clinician login and then provide your credentials: 



Add a new patient

Click here 



Fill in the Common Data Elements

Mandatory 
fields Select “Growth 

and Obesity”

SAVE



Go to the Patient Condition section

A navigation menu will 
appear, click on “Growth 

and Obesity”



Edit the Patient Condition section

• Select either “Syndromic or Non-
Syndromic Genetic Obesity”

• Select a Specific Diagnosis from the 
list

Save

Select a Clinician Responsible 
for the patient 



Access the Condition-specific Module 

Click here to fill in the 
disease-specific module



Fill in a Diagnosis-specific outcome

Click here to fill in the 
new outcome for the 
disease-specific module



Fill in the data into the module and save

Save



Give the Patient access to the Core Registry 

Give access to your patient 
*if consent was given in the Common 
Data Elements section



Contact us!

Please do not hesitate to contact us by e-mail at 
registries@lumc.nl in case of any questions

We invite you to join our regularly drop-in sessions https://eurreb.eu/

mailto:registries@lumc.nl
https://eurreb.eu/
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