
Understanding the Experience 
of People Living with PBC: 
Developing the Patient Experience Map

BACKGROUND
PBC is a rare, autoimmune liver disease. While clinical management traditionally focuses on liver biochemistry markers, patients consistently report that 
symptoms - such as fatigue and pruritus - have a significant impact on their quality of life. There is an identified need to look beyond clinical metrics to 
better understand the holistic experience of living with PBC and identify where patients require more effective support.

AIMS
To identify and validate 
common physical, emotional, 
and practical challenges 
across the entire PBC journey.

To provide a visual tool (the Patient Experience 
Map (PEM)) that helps healthcare professionals 
(HCPs), patient organisations, and families 
identify specific areas where patients need 
more support.

To support better clinical conversations by 
highlighting the need to look beyond liver 
biochemistry and focus on patient-reported 
symptoms and quality of life.

METHOD
This was the first mixed-method study to develop and validate a holistic map of the PBC patient experience. 
The project was a global collaboration between Ipsen, expert HCPs, and international patient organisations, 
including the PBC Foundation, Canadian PBC Society, PBCers, and ELPA.

Global survey: A Patient Experience 
Survey (PES) was deployed via the 
PBC Foundation app. 113 individuals 
living with PBC shared insights on 
their symptoms, emotional journey, 
and support needs.

By moving the focus beyond liver biochemistry tests and 
toward quality of life and symptoms, the PEM helps foster 
shared decision-making and ensures that care plans 
reflect what matters most to the individual.

BENEFITS TO PEOPLE WITH PBC

RESULTS

The impact of fatigue: Fatigue was the most common 
symptom, reported by 70% of patients before 
diagnosis and 87% after diagnosis. Furthermore, 58% 
of participants identified fatigue as the "worst 
symptom" impacting their daily and long-term 
quality of life.
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Validation: Themes were refined 
through 1:1 patient interviews 
and an international advisory 
board to ensure they reflected 
the true patient journey.

Insight gathering: An initial 
review of scientific literature 
and real-world patient stories 
from online forums, blogs, and 
social media was conducted 
to identify key themes.

The study identified a significant burden of disease that extends 
beyond clinical markers:

Invisible symptoms: Beyond pruritus (itching), patients 
reported significant challenges with brain fog and joint 
pain. The PEM highlights that these symptoms can 
often be dismissed by HCPs, leading to feelings of 
frustration.

A turbulent emotional journey: Patients experience a 
wide range of emotions across their journey-from 
frustration and loneliness during the diagnostic period 
to uncertainty when trying treatments, and finally 
relief and hope when starting new therapies and 
accessing support networks.

Shared decision-making: Patients who were 
included in care decisions felt empowered, yet 
many currently feel "left out" of these processes, 
highlighting a need for more patient-centric 
consultations.

Learnings from the PEM are already being integrated 
into medical education, patient support materials, 
and the PBC CARE initiative - a skills-building 
programme empowering patients to have more 
productive conversations with their HCPs about 
symptoms and daily life impact.

Coloured horizontal lines provide a visual representation of the onset and severity 
patterns of common PBC symptoms. Dotted lines indicate the potential for 
treatment or other interventions to alleviate symptom intensity. Consolidated insights 
into patient experiences, emotional impacts, and unmet needs are also depicted.
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