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Dear R-LIVER participants,

We are excited to welcome you to the first edition of the R-LIVER Bulletin!🎉

This bulletin marks the beginning of a new way for us to connect, share updates,

and celebrate our collective progress. As members of the R-LIVER registry, your

contributions are invaluable, and we want to ensure you stay informed about

what we’ve accomplished so far and what’s ahead. And more so, remind you of

the great opportunities our registries offer for research and for improving the

care of our patients.

In this edition, you will find updates on our key milestones, recent achievements,

and upcoming initiatives. We hope this bulletin not only keeps you informed but

also fosters collaboration and engagement within our growing community.

 

Thank you for being a part of this journey—we couldn’t do it without you!

 

With best wishes, 

R-LIVER Team of ERN RARE-LIVER 

General

 



About R-LIVER



R-LIVER is the registry of the European Reference Network on Hepatological

Diseases (ERN RARE-LIVER). It is prospective, and for certain diseases

combined pro- and retrospective multi-centre registry for paediatric and adult

https://rare-liver.eu/healthcare-professionals/r-liver-registry/


patients with rare liver diseases. The registry currently focuses on autoimmune

liver diseases (AIH, PSC, and PBC), polycystic liver diseases, biliary atresia,

and different vascular liver diseases. 

R-LIVER is in continuous expansion and more diseases will be included in the

database in the near future.



Objectives of R-LIVER



The main objective of the registry is to monitor differences and outcome of care,

to contribute to the advancement of scientific knowledge and to facilitate

research in the field of rare liver diseases. The European Commission has

invested significantly in the field of rare disease registries with the development

and implementation of the European Platform on Rare Disease Registration (EU

RD Platform) and the European Rare Disease Registry Infrastructure (ERDRI),

and R-LIVER has been registered and is exchanging with both initiatives.



R-LIVER Contributions



Since the establishment of the registry in 2017, more centres have joined the

registry from different EU and Non-EU countries. Currently, there are 60 centres

with a completed Data Transfer Agreement. Of these, 46 are contributing data to

R-LIVER.
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Patients enrolled by disease



 

 

AIH: Autoimmune hepatitis, PBC: Primary biliary cholangitis, PSC: Primary sclerosing

cholangitis, PLD: Polycystic liver disease, VLD: Vascular liver disease, BA: Biliary atresia 

Data Access Committee (DAC) of R-LIVER

 



R-LIVER data use 

In order to be eligible to use the

registry data, a project proposal

needs to be submitted to the DAC. 

 

The DAC provides a coordinated

access to the

registry data that complies with the

ERN RARE-LIVER goals, and

promotes the research use of the

data that are being collected in the R-

LIVER registry. It follows a

transparent approach ensuring the

long-term sustainability of the project.

 

Members of DAC include the registry

coordinator, one adult and one

paediatric hepatologists from each

expert disease group represented in

the registry (AIH, PBC, PSC, BA, and 

VLD). Two patient representatives,

one data manager and R-LIVER

project manager.



R-LIVER research projects



To date, eight projects across

different disease areas such as AIH,

PBC, PSC and BA have utilised the

registry data. Seven are still ongoing,

while one has been published:

 

Unmet needs in autoimmune

hepatitis: Results of the

prospective multicentre European

Reference Network Registry (R‐

LIVER)

 

Access the paper here.

Data Management in R-LIVER

 



Questions and Answers



Who is eligible to request data?

 

*Researchers contributing to the R-LIVER registry. 

*External researchers from EU countries.

*Researchers from non-EU countries.

*Other third parties.

How to improve the quality of data collected in R-LIVER?

 

https://onlinelibrary.wiley.com/doi/10.1111/liv.16035?af=R


*Record core variables (e.g. ALT, AST, IgG, Liver biopsy results).

*Provide feedback if suitable options are missing.

*Pay attention to the definitions that are given (e.g., for the definition of

medication change).

*In patients with follow-up data required: plan outpatient visits to correspond to

registry follow-up time points and ensure timely entry of the data.

*Representativeness: Record the number of patients who presented in your

centre and the number that was included in R-LIVER.

*Please provide site specific reference lab values.

R-LIVER Participation

 



How to join



ERN RARE-LIVER full and affiliated partners, collaborative partners and

external partners can apply to be part of the R-LIVER Registry. Click here to

learn more about the registry participation process and our welcome package.

 

Share the below video Patient Video: The Patient Registry Explained: Why &

How We Collect Data with your patients to learn more about R-LIVER registry.

For any further info, you can get in touch with the project management team:

https://rare-liver.eu/healthcare-professionals/r-liver-registry/
https://rare-liver.eu/healthcare-professionals/r-liver-registry/
https://www.youtube.com/watch?v=ZjO10LdJElo
https://www.youtube.com/watch?v=ZjO10LdJElo
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