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Primary Biliary Cholangitis (PBC) is a rare,
cholestatic autoimmune condition that affects the
intrahepatic bile ducts. If not treated successfully,
PBC can lead to death or liver transplantation. PBC
is associated with a number of symptoms, which
can be debilitating, including itch, fatigue, bone and
joint pain, and dryness affecting eyes, mouth and
vagina. Project 90:90 is a community-wide initiative,
derivative of the International PBC Summit, which
strives for 90% of PBC patients to attain 90% of the
care standards in current PBC guidelines.

Background

Aim
The aim of this project was a genuinely patient-
centred symposium hosted at EASL ILC 2025 in
Amsterdam, focussed on both current science and
the patient experience.

Working in partnership with Medscape and GSK,
the symposium was built around the BSG/BASL
PBC Care bundle, the PBC Foundation’s lay version
and related patient-facing materials to encourage
and facilitate more meaningful dialogue between
provider and patient, driving better overall
outcomes. The topics covered included patients’
perspectives, current management and clinical
challenges, expanding goals of care and the
practicalities of Providing Better Care (PBC).

Method

Results
There were 124 attendees, 77% of whom were a
doctor or professor. 70% were European, but
attendees came from LATAM, Asia and North and
South America. Attendees gave the symposium
scores out of 10 with the mean score shown in the
graph.

Project 90:90 is a strong campaign which can be made to fit many situations and presents an opportunity to
both challenge current practice and to improve overall care for PBC patients. There is appetite to take the tools
available and to further their reach ensuring more clinicians can Provide Better Care. A symposium where
content was co-led by patients and chaired by a patient advocate exemplifies true multistakeholder
collaboration: industry, clinicians, patient community joining to send a clear scientific message with an
intentional call to action.

Conclusions

Next steps
One of the live questions in the symposium,
“Do you anticipate the successful UK care
bundle audit being implemented in other
countries?” exemplifies the next steps.
There is a clear call to action to support
clinicians and patients in better dialogue to
empower more successful care in PBC.
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