
Primary Biliary Cholangitis is a rare,
autoimmune condition that affects the
liver. It is an incurable condition that
carries an emotional, physical, and
psychosocial burden for patients and
their families. 

PBC Föreningen is one of many small
patient groups working to support PBC
patients and their families.

 Learning from experienced clinicians
and PBC experts has had a huge
impact on my understanding of PBC. It
has given me better doctor's
appointments, as I can talk to my
clinician about treatments, etc.

Expert knowledge strengthens me
when supporting other PBC patients in
meetings or when responding to
questions from our association.

Sharing experiences with other PBC
patients has had an effect on my own
acceptance of being a PBC patient:
Accepting that PBC is affecting my
daily life, and most importantly, there
is a life after the diagnosis. There is
comfort in knowing I am not alone!

Background Personal Impact

You Are
Not Alone.

Conclusion
The Impact of the International PBC

Summit

The International PBC Summit has
united a powerful community with
deep connections, making a
significant difference in patients'
lives.

This transformation begins with
summit attendees and extends to
members of smaller patient
organizations, such as PBC
Föreningen.

Small organizations can leverage the
Summit to learn, grow, and evolve
just as much as the individual
participants.

Method

The PBC Association has
participated in all three Summits
thus far, drawing on insights gained
from previous experiences. The
outcomes focus on personal growth,
networking opportunities, and
patient impact.

Next Steps

Participation in the International PBC
Summit:

A Personal Reflection

Aims
Purpose of Attending the PBC Summit

The primary goal of participating in
the PBC Summit was to enhance the
skills, knowledge, and connections of
PBC Föreningen while gaining insights
on best practices to enrich the patient
journey.

Focus on Addressing Isolation

A deliberate choice was made to
ensure that the follow-up initiatives
after the summit tackled issues of
isolation, both for small patient groups
and for individuals living with PBC.

Network Impact
PBC Föreningen has received an
invitation to collaborate with various
industry representatives and PAGs.

We have also been invited to engage in
projects alongside other PAGs.

The Nordic Network has been
established, connecting Norway,
Finland, Denmark, and Sweden.

The "You Are Not Alone" video has
been shared on Facebook in multiple
languages and prominently featured
on our website in Swedish, which you
can access through the provided link.

Patient Impact
PBC friends all over the world. I am not
alone!

#YouAreNotAlone message shared
using videos

PBC Föreningen was able to reduce
the member fee in 2025 thanks to
grants from participating in the
Summits.

PBC Föreningen plans to maintain its
presence at the Summit, enhancing
current networks to empower
patients. 

Our aim is to represent the lived
experiences of Swedish patients and
contribute to the development of
future solutions that will benefit
PBC patients.


