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Dear friends & colleagues,

It is our pleasure to spread the second EBAR newsletter. We can report progress in a successful first
year of EBAR reaching our first-year inclusion goal with the recruitment of 83 patients, so far (Fig 1A).

More and more centers are joining the registry. We are aware of delays due to the legal hurdles
associated with establishing the individual data transfer agreements (DTA). However, we underline the
significance of this international effort and are happy that some centers are very close to finally join
after an extended process of DTA negotiations. EBAR remains inclusive: All biliary atresia centers in-
and outside of Europe are welcome to contribute, and data entry will be reimbursed. Our next aim is
to have 160 patients registered in the database until February 2025.

At the moment 9 of 13 accredited EBAR centers entered patients while 11 further centers are still in
the accreditation process (Fig. 1B). As more centers expressed their interest in participating, we are
confident that EBAR will gain further momentum. We would like to thank those centers in particular
which contribute continuously to the registry. We would also like to highlight the contribution and/ or
interest of centers outside of Europe to collaborate on EBAR (e.g., Edmonton, Canada).

Importantly, we ask you to keep in mind that in addition to the initial data entry the 3-month, 6-month
and annual follow-ups are also required to fully evaluate outcome of our patients and for your financial
reimbursement.

We look forward to the first data analysis of EBAR this year in preparation for presentation at next
year’s scientific meetings. With your support we hope to take significant steps towards improving
biliary atresia management.

EBAR is the first R-LIVER registry to migrate to another server, this will start at the beginning of May
2024 and be completed within one or two weeks. During that time, the server will not be accessible.

A Total records: 83
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Figure 1. (A) Patients included per center. ESPHA: La Paz, Madrid; DEUKT: Universitdtsklinikum Tiibingen; CZFNM: Motol,
Prague; CAUAL: University of Alberta, Edmonton; DEMHH: Medizinische Hochschule Hannover; HUSEM: Semmelweis,
Budapest; SEKAR: Karolinksa, Stockholm; PTHUC: Universitario de Coimbra; DEUKE: Universitatsklinikum Eppendorf. (B) Site



(red).

map of centers which contributed (blue), EBAR centers without contribution (green), and centers with DTA/ethics pending

If you have any questions, suggestions or feedback, please do not hesitate to contact us or the ERN
office: biliaryatresia.registry@med.uni-tuebingen.de or ERN.RareLiver@uke.de.

Best regards from Tiibingen also on behalf of the ERN RARE liver Team
Christoph Slavetinsky & Ekkehard Sturm
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