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» ERKNet is one of 24 European Reference Networks

(ERNSs) established in 2017 by the European Union
(Coordinator, 1 representative per workgroup, ePAG)

to improve medical care for patients with rare and
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» Consortium of 38 expert nephrology centers (32 MHM
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pediatric, 18 adult units) in 12 EU countries. et E “ - i

» Providing top multidisciplinary healthcare for more

than 40,000 patients with rare kidney disorders.
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Patient journeys

List of patient organizations throughout Europe
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Repository of multilingual patient-oriented disease information

Patient Information Materials

Cystinose
QINOSE Le en Selbsthilfe .

> 600 available disease-specific Development of new multilingual
information documents and information documents
hyperlinks posted

H-CARE SURVEY

Help patients share
their experience of the
care they receive for
their rare or complex
disease

contact@erknet.org. www.erknet.org / www.patients.erknet.org Y @EuRefNetwork
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best knowledge
by organizing workshops

consultation services

to physicians throughout Europe.
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clinical research .': knowledge about
to improve diagnosis rare kidney diseases

Works closely
with the patient
community

and risk prediction among patients and

healthcare professionals.

eConsultation Service

» 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

» Referring of challening cases to European experts across
national borders

» Regional tutor system

https://erknet.org
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Guideline Development
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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,

Gengerke Nertei: Syciure organization of evidence review
Renal Dysplasia

Diagnosis of Urinary Tract Obstruction (with eUROGEN) and WorkShOpS

Lipid Apheresis in Children
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Objectives:

v" To identify contemporaneous cohorts of patients with rare renal disease
for clinical research

v" To monitor treatment performance and patient outcome in the
participating centers

Postgraduate Curriculum in Rare Kidney DlIseases

ERKNet Webinars " month

Online archive of past Webinars
Global attendance

ERKNet centre
= Non ERKNet centre.

Upcoming:
v'  Case-based eLearning curriculum

v' Short-term exchange visit programs

contact@erknet.org

www.erknet.org / www.patients.erknet.org

¥ @EuRefNetwork
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