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ERKNet

Network-wide single core registry for all rare kidney disease
in pediatric and adult patients

Objectives:

 Continous and comprehensive collection of
relevant patient information

 Identify currently patient cohorts for clinical
research

 Performance assessment, benchmarking:  
Disease-specific key quality and outcome
indicators

Open to all European nephrology centers interested in rare diseases



• Core registry to obtain basic information (and disease specific performance information) 
from all RD patients in all ERN centers

• External links to existing disease specific registries

• Integration of new disease specific registries  (first use case:  ESPN distal RTA Registry)  

Registry Concept



ERN-wide Data Collection

(1) A common data set (CDS) including
- the JRC minimum data set, ensuring full inter-operability with other RD registries 
- essential information relevant to all patients with rare kidney diseases.

(2) A Disease-specific data set. 40 key performance and outcome indicators (KPI) were
defined by the thematic workgroups in a Delphi consensus-building process following 
structured review of existing clinical guidelines

ERKReg collects two datasets:



Performance and Outcome Monitoring ERKReg

Incentive for ERN centers:  
Efficient Quality Monitoring and Outcomes Benchmarking 
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STATUS NOV 2018

HCP Local Ethics Approval

GDPR-conforming informed consent forms designed by the EU 
Commission for ERN patients

September 2018:
All ERKNet centers were asked to clarify
whether formal ethics approval is required
to use ERN IC forms for use in clinical registry 



Operational Support Team

 Regional contact for different European regions
 Provides technical, administrative and practical help

for both CPMS and ERKNet Registry
 Regular on-site visits (1 to 2/year) by a tutor to help updating patient entries

ERKNet Helpdesk Team
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