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Online Exchange Forum'for People Affected by PBC:
Positive Feedback and Organizational Challenges
Due to High Participant Numbers

Babette Verster, Ingowan Thiel Deutsche Leberhilfe e. V.

Background and aims: Primary Biliary Cholangitis is a rare autoimmune condition which affects the liver. Besides
the medical prospect of liver damage and life expectancy, PBC also affects quality of life, may have implications
for mental health, daily functioning and social status. It is commonly reported by patients living with PBC that in-
formation and support is not always readily available when needed. People affected by PBC frequently express to
Deutsche Leberhilfe e.V. the desire for more opportunities to connect with one another. Deutsche Leberhilfe e. V.
initiated this project intended to address this unmet need by easily accessible online exchange forums.

Methods: Deutsche Leberhilfe e.V. is organizing three interactive online events in January, February, and March
2026, featuring presentations as well as opportunities for discussion and questions. The events are financially
supported by Gilead Sciences GmbH and Ipsen Pharma GmbH, who were aware of the concept but did not parti-
cipate in generating any of its content. As the organizer, Deutsche Leberhilfe e.V. and the volunteer speakers in-
dependently develop their presentations. Topics of the first event were:

e Diagnhosis and treatment of PBC,

e Quality of life in chronic disease

e Life with PBC, including symptom management.

Two further events will cover the indication for second-line therapies, PBC and mental health, the relevance of
German clinical guidelines for people with PBC, |ate-stage liver disease and transplantation, tools for optimal com-
munication between patients and their doctors and testimony by a patient speaker.

Results: The first of the three events took place on January 28, 2026. Two additional events will follow after sub-
mission of the abstract. The event on January 28 was scheduled for 1.5 hours. Up to 163 people participated online.
The opportunity to ask interactive questions during the presentations was used extensively. In particular, during
the medical lecture on PBC therapies, there were many questions. Due to the large number of participants, the
high level of interest, and, in some cases, detailed individual questions about diagnostics, medications and symp-
tom management, the planned time could not be maintained, and the event ran one hour longer than planned.
At the request of the moderators, the open Q&A session was moved to the chat, where the physician answered
more than 50 additional questions. Despite the unplanned extension, 130 participants stayed until the end. Feed-
back was very positive. However, there was also a request to keep presentations more cohesive, as not all interim
guestions are equally relevant to all patients.
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