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1. Please identify yourself correctly:
Affiliation – FirstName LastName (example: DG SANTE – João de Sousa)
(if necessary: right click on your name and choose “Edit display name”)

2. You are muted by default.
Please use the chat to raise questions.

This webinar is being recorded for future visioning.
By attending, you consent to being recorded.

Practical and legal considerations
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1. Calendar
2. Requesting access to the HCP form
3. Reporting to the EC using the HCP form
4. Questions and answers

Agenda for today
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Calendar:

Indicators reported directly to the EC in the first stage:
• Number of Patients
• Use of Orphacodes

Data collection of 2026
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FebJan Mar
First stage:
HCPs submit to EC (and to ERNs)

Second stage:
ERNs submit to EC



Your ERN may require more detail but the EC only requires the total

Name:
Number of new patients referred to the Health Care Providers of the ERN, with 
the diagnosis of a disease or condition that falls within the scope of the ERN

Definition:
The total number of patients attending the HCP for the first time during the 
reporting period, whose disease or condition falls within the scope of the ERN, 
whatever their age and sex (includes visits to outpatient’s clinics, hospital 
discharges and emergencies, coming from national and international referrals).

Number of Patients
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Name:
Use of Orphacodes

Definition:
Acknowledgement that a clinical centre uses orphacodes to code/classify patient 
cases in the local medical record system, regardless of using other types of 
coding (e.g. for reimbursements).
Applicable to ERNs for which the use of orphacodes is a relevant goal; otherwise, 
not applicable.

Use of Orphacodes
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• If you have already used the platform before – use the same credentials

• If this is your first time – contact your ERN helpdesk
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Accessing the monitoring platform

https://webgate.ec.europa.eu/sante-xmlgate/sdcp-1/#!/forms

https://webgate.ec.europa.eu/sante-xmlgate/sdcp-1/#!/forms
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Accessing the monitoring forms
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Accessing the HCP form
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Using the HCP form
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Using the HCP form
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Using the HCP form
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Using the HCP form
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Using the HCP form
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Live demo
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Questions and Answers



Thank you!

© European Union 2026
Unless otherwise noted the reuse of this presentation is authorised under the CC BY 4.0 license. For any use or reproduction of 
elements that are not owned by the EU, permission may need to be sought directly from the respective right holders.
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https://creativecommons.org/licenses/by/4.0/
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