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The Registries in a Nutshell
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e-REC

Monthly email-based survey

Customizable by reporters

<5 minutes to complete

Core Registry

5 minutes for Core data elements

Longitudinal core outcomes

Clinician & patient reported outcomes

Patient reported outcome measures 

(PROMs)

Condition-specific modules
Dynamic patient involvement

Existing Detailed Disease 

Registries

Patient encounter with any rare endocrine or bone related condition

Any EncounterFirst Encounter

Data Access Committee 

Data Provision To Researchers 

No Patient Consent needed

Affiliate Registries

Assessment of Quality 

Patient Consent needed



e-REC
User guide
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e-REC

• e-REC is an electronic reporting programme that only captures the number of new cases, suspected 
or confirmed, seen monthly at the participating centres.

• e-REC does not collect any personal data - no informed consent is needed.

• We expect you to report monthly. Reporting period for each quartal is open for one month after.

• You can report a new case as suspected. In this situation – save the report but do not submit it. Then 
you will be able to change the status to confirm or to exclude this case.

• A new case can only be reported either as suspected or confirmed. The status of a suspected case 
can be changed later.
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How to Register as a User
1. Go to the registration page
2. Fill out all information
3. Select your Centre from the list
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In case your centre is not in the list, add the following steps:
3. Select “ – My Centre is not listed – add Centre details –”
4. More questions will appear
5. Confirm with your colleagues who will be the Centre Lead. That person must
    register and select ‘I am the Centre Lead for this Centre’ *

* If your Centre already exists, you cannot become a Centre Lead without
consulting the current Centre Lead first

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


Go to https://eurreb.eu/   

Click here to log 
in

How to Use e-REC

https://eurreb.eu/


On the login page you will find a dashboard with a 
live case count by condition group and age

Use your e-mail address and
password to log in, or reset
the password if needed



On the home page you will find the latest news and a list of your returns (submitted, open and in progress) 
With a deadline for reporting. You can view and/or download the returns if needed. To start reporting – first go 
to the reporting setup section
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Scroll through the different 
Condition Groups by clicking 
on them and choose all the 
conditions you intend to 
report on. There is no limit 
of MTGs and conditions to 
be reported on.

Note: only one reporter per 
centre can report on a 
specific condition for a 
specific age group.
You can also see to whom 
this condition is assigned to 
within your centre.

Note: you can change your reporting setup if needed, 
but only if there are no open returns. Otherwise, submit or delete your report
and then change reporting setup



Complete your return
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Enter the number of new cases seen
during the month of interest at your
centre by Condition/ORPHACODE.
You cannot report more than 99
cases per condition.

When you report a case as
suspected, you should confirm or
exclude it later. Do not report the
same case twice.



Submit your report
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Note: once the report is submitted it cannot be edited anymore



Once you have submitted your report a list of e-REC IDs will be generated automatically. We kindly ask you to store it 
locally and link the IDs your patients. This way we can refer to them in the future if needed ( e.g. for a secondary survey)



Updating suspected cases
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You can update a suspected case at any moment (exclude or confirm), but if the report is already 
submitted you won’t see changes in your report.

1

2

3

Click here to
see your
updated
cases



For further information 

15

Online Drop-in sessions
https://eurreb.eu/events/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/
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