BACKGROUND

Primary Biliary Cholangitis (PBC)
IS a rare, autoimmune liver disease
associated with a significant
physical and psychosocial burden,
often living those living with the
condition isolated due to limited
awareness and fragmented
support.

A global awareness initiative for
World PBC Day was created by
the PBC Foundation and POP
Health Communications to unite
people living with PBC around a
shared message of reassurance
and solidarity. The project was
initiated by the PBC Foundation
at the PBC Summit in 2025 and
its core aim was to show that,
despite PBC being a rare disease
worldwide, you are not alone.

* Create a visible, unified global
PBC community that transcends
geographic and linguistic
boundaries.

 Reduce isolation and emotional
burden for people living with
PBC by reinforcing that they are
not alone.

« Demonstrate the value of
coordinated systems-level
collaboration within rare disease
ecosystems.

 Develop an evergreen awareness
asset to be used beyond a single
awareness moment.

 Enable scalable dissemination
through aligned messaging and
supporting communications
materials.

A centrally developed script, created in partnership with the PBC Foundation, delivered a culturally authentic PBC
message focused on awareness, reassurance, and connection. Members from 20 patient organisations

recorded in their native languages, resulting in 18 versions. All materials were quality-assured, subtitled, e I SUMMIT
and adapted for global use.

Coordination was maintained through regular communication between POP Health Communications, the PBC Foundation,
and participating organisations, with POP Health Communications leading project management, creative execution, and
delivery. The final video was designed as an evergreen asset to support awareness, education, and patient initiatives,
supported by social media content and dissemination guidance to maximise global reach.
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CONCLUSION

Impact for People Living with PBC
This initiative delivered emotional
and psychosocial benefits, reinforcing
connection, visibility, and belonging
for people living with PBC worldwide.
Multilingual messaging helped the
community feel recognised and
reduced isolation.

Systems-Level Learning for

Rare Disease Ecosystems

The project shows that rare disease
awareness efforts are more effective
when delivered through coordinated,
structured collaboration. Coordinated
collaboration among 20 patient
organisations improved consistency,
scale, and impact, while preserving
local relevance and offering a
practical model for shifting from
fragmented actions to collective
Impact.

Strategic Value of an Evergreen
Asset

Developing the video as an evergreen
asset ensures value extends beyond

a single awareness day, supporting
education, outreach, and messaging.

Partnership-Driven Delivery
Collaboration between PBC
Foundation, patient organisations,
and POP Health Communications
demonstrates partnership-led delivery,
enabling coordination, governance,
quality assurance, and patient
contribution, while empowering
patient communities to contribute to
a shared global narrative.

Future Directions

Future initiatives build on foundation
by expanding regional activation,
refreshing content, and digital and
community-led engagement tools

to grow awareness, strengthen
advocacy, and deepen patient
connection worldwide.




