
 

 

 

 E-Reporting Of Rare Endocrine Conditions (e-REC) 
 
Background 
Many clinical and scientific networks for rare conditions operate an electronic reporting system to 
capture activity as well as to understand incidence, prevalence and natural history. An electronic 
reporting system that is performed regularly will allow Endo-ERN to embark on its stated mission of 
objectively mapping the conditions, the services and other related activity. The most important 
purpose of the e-Reporting programme will be to equip Endo-ERN with hard data that can be supplied 
to CHAFEA. Another purpose would be to develop a common and cost effective platform that can 
inform and assist thematic group activities. The e-REC project will also pave the way for the 
development of a Core Endocrine Registry which in turn will facilitate the development and enrichment 
of new and existing detailed disease registries. The e-REC and the Core Endocrine Registry are part 
of the European Registries for Rare Endocrine Conditions project (www.EuRRECa.net) which is 
supported by the EU, ESPE and ESE and are open to all endocrine centres beyond Endo-ERN. 
 
Who Are We 
The project will be led by Professor Faisal Ahmed at the Office for Rare Conditions at the University 
of Glasgow and who also leads EuRRECa and the Endo-ERN Working Group for ICT and E-Health, 
jointly with Domenica Taruscio in Rome and Johan G Beun from the Endo-ERN ePAG in the 
Netherlands. Endo-ERN is coordinated by Professor Alberto Pereira in Leiden and Professor Olaf 
Hiort in Luebeck. Staff who will be supporting the Endo-ERN e-Reporting programme will include 
Jillian Bryce, Sam Okure, Salma Ali and Hannah Van Hove in Glasgow and Charlotte van Beuzekom 
in Leiden.  
 
The Reporting Process  
The electronic reporting ‘card’ that you will receive every month will enquire whether over the last 
month you have encountered a new case of any of the conditions that have been included in Endo-
ERN and for which you are an approved reference centre. Based on other models of reporting cards, 
this form will not take more than two minutes to complete. The list of conditions are the ones that were 
included in the Endo-ERN application. Given the range of conditions that are included in Endo-ERN, 
it is advisable that, at each centre, there are either several clinicians who are nominated to report on 
specific conditions or there is one team member who is nominated to receive the reporting card and 
reports on behalf of all the clinicians at the centre. On reporting a case, no identifiable or partially 
identifiable information will be provided to the Office for Rare Conditions in Glasgow. However, this 
Office will provide the HCP with unique IDs for the reported cases and these will be stored locally at 
the centre to link with the case. A separate exercise will be performed later to map existing cases. 
 
Information Governance 
Endo-ERN e-Reporting will use the validated RedCap system and the reported data that are 
personally unidentifiable will be stored on a secure server in the University of Glasgow for the lifetime 
of Endo-ERN and supplied in aggregate form to the Endo-ERN Office in Leiden and any other 
approved stakeholders.  In the UK, this activity does not required informed consent but requires ethics 
approval but given that opinions may vary across the participating member states, you are advised to 
check with your local information governance or ethics committee. The activity has been approved by 
the NHS Greater Glasgow & Clyde Health Board and West of Scotland Research Ethics Committee. 
See https://eurreca.net/e-rec/ The e-REC project will be openly publicised by Endo-ERN so that all 
stakeholders including patients are fully aware. 
 
The Sign Up Form 
To participate in the Endo-ERN e-Reporting, all centre leads are being sent the following link which 
they can either complete themselves and/or forward to others within their centre and who can also 
complete and submit. Completion of the form will ensure that the e-REC only targets those who want 
to participate in the programme. 
 

Please click on the e-REC Sign Up Form 
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https://docs.google.com/forms/d/e/1FAIpQLSeCUt81mpJ-hdNCt_bSIgduwSgNOY4asoQa27ATAW5mVc0BKA/viewform?c=0&w=1

