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Background
Primary biliary cholangitis (PBC) is a rare, chronic cholestatic liver disease associated with a substantial medical,

emotional and psychosocial burden. In addition to medical care, access to reliable information, peer exchange and
structured national and international networking are essential for improving quality of life and supporting long-term
disease management. The International PBC Summit is as a key platform for global collaboration and has inspired,
shaped and further developed many of Swiss HePa'’s patient-centred activities to better address the needs of people @ INTERNATIONAL
||Vlﬂg with PBC. foundation SUMMIT

Aims
The aim of Swiss HePa's PBC-focused activities is to connect people living with PBC and their relatives at national and international levels,
provide education, strengthen patient empowerment and self-efficacy, and increase awareness and visibility of PBC.

Methods
Swiss HePa provides a wide range of patient-centred services in four languages (German, French, Italian, and English), delivered through

both digital and in-person formats:
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Results
The activities of Swiss HePa show that people along their chronic patient journey, dealing with disease, symptoms and side effects, have

different needs — ranging from individual conversations and peer support groups to professional information and contact with healthcare

professionals.
Through support offered on different levels — individual counselling, group exchange and different approaches to access to information —

patients can find the support that fits their situation and needs.
This improves disease understanding, self-management and empowerment, reduces isolation, and helps patients and relatives to speak up

for themselves and manage their disease in a needs-oriented way.

Conclusion
The chronic patient journey in PBC shows that patients and relatives have different and changing needs over time, including information,

exchange, guidance and empowerment.

Holistic support at different levels helps to address these individual needs, supports self-management and reduces isolation.

Patient organisations can play an important bridging role between patients, relatives, healthcare professionals, the healthcare system and
soclal services, contributing to a more patient-centered healthcare approach.

Together, we can amplify the patient voice worldwide and improve the care of people living with PBC!
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