3rd Newsletter of the European Biliary Atresia Registry (EBAR)
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Dear friends & colleagues,

It's our pleasure to spread the third EBAR
newsletter. We can report increasing number of
patients and centers contributing to and joining
EBAR. Please see Figure 1 for details and a glimpse
on preliminary data analysis. We are close to our
second inclusion goal of 180 patients and are
confident to reach the overall goal of 300 patients
within a period of 4 years. Currently patients are
included from 18 centers, further centers are in the
accreditation process. We would like to remind you
that the 3-months, 6-months and annual follow-ups
are crucial for analysis and to obtain financial
reimbursement. Currently 239 follow-ups are
included. Please keep in mind that data
completeness is a prerequisite for our first data
analysis planned for the 4™ quarter of this year.

We are currently developing a concept for a
retrospective subset of the EBAR registry. This is an
exciting opportunity to expand the project. We will
keep you updated on the progress.

We look forward on the EBAR-based scientific work
with essential opportunities for improvement in the
treatment of our patients with biliary atresia. A
preliminary report will be presented on the
ESPGHAN Monothematic Conference on Biliary
Atresia in Vienna (January 29 - January 31, 2026). A

The team in Tlbingen will receive support from Dr.
Tanja Fritz and Alexandra Damario (administrative
team) whom we are pleased to introduce. If you
have any questions or suggestions for corrections
and amendments, please do not hesitate to contact
us or the ERN office:
biliaryatresia.registry@med.uni-tuebingen.de  or
ERN.RareLiver@uke.de.

We hope to meet you in person at one of the
meetings in the coming months and will keep you
posted on the developments.

Kind regards

Christoph Slavetinsky
Ekkehard Sturm
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Figure 1. (A) Patients included per center. ATMUI: Innsbruck;
BEUCL: Leuven; BEUZG: Ghent; CZFNM: Prague; CAUAL:
Edmonton; DEUKE: Hamburg; DEMHH: Hannover; DEUKH:
Heidelberg; DEEUK: Essen; DEUKT: Tiibingen; ESPHA: Madrid;
FRBIC: Bicétre, Paris; HUSEM: Budapest; ITSCB: Brescia; LTSMU:
Kaunas; NLAMC: Amsterdam; SEKAR: Stockholm; PTHUC:
Coimbra.

Points to consider:

e Thank you for your contribution to
EBAR!

e Please continue the success and enroll
further patients

e Check and enter follow-ups

e Should you request reimbursement
upon completion of 12-month follow-
ups, please remember that we will
need to review your data for
completeness and quality which
includes source data verification in
random samples

e To arrange reimbursement, we can
now provide you with a contract.
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