We organise workshops,
webinars and clinical exchanges.

We produce educational videos
and training materials for health care
professionals, clinicians and patients.

We place a high value on
europe-wide collaboration.

We create guidelines and position
papers with scientific societies.

We have set up the ERN RARE-LIVER
ACADEMY to expand and deepen the
education of our fellows.
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Share. Care. Cure. Share. Care. Cure.

Our mission is to improve
the care of rare liver disease patients

Our Activities throughout Europe

Registry
« R-Liver is the prospective registry of
ERN RARE-LIVER.

« It currently focuses on the autoimmune
diseases AlH, PBC and PSC, as well as Cystic
Live Disease, Vascular Liver Disease and
Biliary Atresia.

« Other registries will become ERN RARE-LIVER
registries in the future, either as separate
registries or registries incorporated

into R-LIVER.
CPMS .
. ining &
« Clinical Patient Management System, L‘:ur:-,‘ant?on

known as CPMS, is a secure web-based
application to support European Reference
Networks in the diagnosis and treatment
of rare or low prevalence complex diseases

or conditions across national borders. el Metabolic,
N 8 Diseases [ Biliary Atresia|_—S
+ Healthcare professionals can use the CPMS S

to collaborate actively by virtual consultations Diseases
within and across ERNSs.
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Our Network across Europe Working Groups

52 Full Members Transversal Topics
10 Affiliated Partners Quality of Life

. 25 Collaborative Partners / Liver Diseases & Pregnancy
Transition

Surgery

Autoimmune Liver Diseases

Autoimmune Hepatitis

Primary Biliary Cholangitis
Sclerosing Cholangitis

(PSC, IgG4 related liver disease)

Metabolic, Biliary Atresia
& Related Diseases

Genetic Cholestatic Diseases
Biliary Atresia
Alpha-1Antitrypsin Deficiency
Acute Liver Failure
Hemochromatosis

Cystic Fibrosis Related
Hepatobiliary Involvement

Structural Liver Diseases

Polycystic Liver Disease
Rare Liver Tumours
Vascular Liver Diseases
Biliary Malformations
Wilson Disease ——
Hepatic Alveolar Echinococcosis

Network Coordinator

Ansgar W. Lohse
University Medical Centre
Hamburg-Eppendorf
Germany




