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BACKGROUND

People living with primary biliary cholangitis (PBC) experience a chronic liver condition accompanied by substantial social, emotional, and psychological impacts.
Global patient-experience insights revealed a clear gap between what individuals with PBC need from their clinical consultations and what healthcare professionals (HCPs)

typically understand about the day-to-day impact of the disease.

To address this disconnect, Ipsen partnered with eight international patient organisations to co create a practical, evidence driven solution tailored to the real needs of the
PBC community. In 2024, representatives from Spain, Italy, Germany, the UK, Sweden, Canada, Australia and Brazil formed the international PBC CARE co-creation group,

united in a shared mission to improve consultation experiences and clinical outcomes for people with PBC.
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/ E;; 3 To bridge the communication gap between people with PBC and their HCPs.
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‘X To empower patients with practical skills, tools, and confidence to discuss symptoms
'@\/ o and challenges that most affect their daily lives.

To develop culturally relevant behavioural change approaches that strengthen
shared decision making between patients and clinicians.

The co-creation group used a structured, collaborative approach grounded in shared decision making. The process included:

L Collective ideation A focus on HOW to f Development of the PBC
@ workshops to identify the (@f communicate effectively @@ CARE programme, a skills
unmet need for improved : —using behavioural-change ’ building resource equipping
patient-HCP communication. techniques—rather than patients with Conversation,
simply advising what to say. Awareness, Resources and

Empowerment tools.

RESULTS

The pilot identified practical adjustments In 2026, these tools began rolling out across the
needed to ensure relevance, cultural eight partner countries through the founding
adaptability, and ease of delivery by non patient organisations.

specialist patient-group leaders.
Early feedback shows strong enthusiasm, with partners

These recommendations were implemented optimistic that improved communication will deepen
to produce a refined and user friendly suite disease understanding, support shared decision making,
of PBC CARE tools. and ultimately enhance patient care.

The success of PBC CARE lies in authentic co creation—listening broadly, aligning diverse
perspectives, and building a solution that truly puts people with PBC at the centre.
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A train the trainer pilot in
2025, enabling leaders from
patient organisations to
deliver the programme in their
communities and capturing
feedback for refinement.
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