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Ø ERKNet is one of 24 European Reference Networks 

(ERNs) established in 2017 by the European Union 

to improve medical care for patients with rare and 

complex diseases.

Ø Consortium of 38 expert nephrology centers (32 

pediatric, 18 adult units) in 12 EU  countries. 

Ø Providing top multidisciplinary  healthcare for more 

than 40,000 patients with rare kidney disorders. 

About

ERKNet
The European Rare Kidney Disease Reference Network

ERKNet ePAGs

This project has received funding from the European Union’s Health Programme (2014-2020).

contact@erknet.org.                              www.erknet.org / www.patients.erknet.org @EuRefNetwork
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ü Directory to ERKNet experts for individual rare diseases

ü Diagnosis-finding tool

ü Patient journeys

ü List of patient organizations throughout Europe

ü Repository of multilingual patient-oriented disease information
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information documents

Patient Information MaterialsPatient Satisfaction

H-CARE SURVEY

Help patients share

their experience of the
care they receive for

their rare or complex
disease



Vera Cornelius1, Tanja Wlodkowski1, Giulia Bassanese1, Claudia Sproedt2 and Franz Schaefer1

1 Division of Pediatric Nephrology, Center for Pediatrics & Adolescent Medicine, University of Heidelberg
2  Chair, ERKNet ePAG Board

ERKNet Objectives

ERKNet
The European Rare Kidney Disease Reference Network

Ø CPMS 

eConsultation Service

The ERKReg Registry
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Ø CPMS is a free-of-charge online service provided by the

European Commission to support physicians in diagnosing

and treating patients with rare and complex kidney diseases

Ø Referring of challening cases to European experts across

national borders

Ø Regional tutor system

ERKNet Webinars

Guideline Development
Docs  

screene
d

Docs selected  
forevaluation

Docs  
accepte
d

PediatricCKD/D 65 26 12

OUP 25 5 2

MetabolicNP 18 15 10

AD structural disorders 21 5 5

HereditaryGP 9 6 4

PediatricTx 8 8 2

TMA 5 2 2

CAKUT 3 3 3

Tubulopathies 3 1 1

Total 158 71 41

Prioritized Guideline Topics
Bartter-Syndrome
Cystinuria (with eUROGEN)
Monoclonal Gammopathy of Renal Significance (with EuroBloodNet)  
Congenital NephroticSyndrome
RenalDysplasia
Diagnosis of Urinary Tract Obstruction (with eUROGEN)  
Lipid Apheresis inChildren
Nephrogenetic DiagnosticScreening

Standardized evaluation

of existing documents

40 endorsed guidelines
Posted on website and

implemented in ERKNet centers

Gap analysis and prioritization

of 7 new guideline topics

Formation of writing committees, 

organization of evidence review

and workshops

• Center administration
• Disease demographics
• Trial cohort information

• Monitoring of guideline 
adherence, performance 
and outcome Indicators

• Genotype-phenotype information
• Natural history information
• Best medical practice information
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Postgraduate Curriculum in Rare Kidney DIseases

Upcoming:
ü Case-based eLearning curriculum
ü Short-term exchange visit programs

Global attendance
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„How did you like the Webinar?“

Couldn't have been
better.

Very much.

It was alright.

Not at all.

Twice per month

Online archive of past Webinars

Objectives:
ü To identify contemporaneous cohorts of patients with rare renal disease

for clinical research
ü To monitor treatment performance and patient outcome in the

participating centers


