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• Primary biliary cholangitis (PBC) is a chronic, autoimmune, cholestatic liver disease that is associated with progressive liver injury and significant 
symptom burden, including pruritus, fatigue, and cognitive dysfunction1

• Treatment may slow disease progression, but patients often experience persistent symptom burden2

• Patients report a need for resources to address gaps in disease education, and for tools to help with symptom management and shared 
decision-making with healthcare providers (HCPs)

Aims Methods

• Each stage of 
development included 
stakeholder input on the 
content and references 
for the Guide (Figure 1)

• The structured interview 
protocol was approved 
by a national 
institutional review 
board (IRB)

Address key education gaps in symptom management and 
shared decision-making by employing a rigorous 
methodology to create an evidence-based tool for patients 
with PBC and their HCPs

Engage patients, HCPs, and advocacy groups in the 
conceptualization, creation, and review of the final 
resource, titled “Your Guide to Living Well with Primary 
Biliary Cholangitis”

Qualify and quantify Guide utilization and satisfaction using 
survey feedback metrics from May 1, 2025, to October 17, 
2025

Results

• “Your Guide to Living Well with Primary Biliary Cholangitis” was developed as a user-friendly, 
evidence-based resource, and was designed to support patients with tools for symptom management 
and shared decision-making with healthcare providers (HCPs)

• The Guide emerged from a rigorous process involving a targeted literature review and structured 
interviews with individuals living with primary biliary cholangitis (PBC), patient advocates, and HCPs

• PBC advocacy group representative provided input, review, and endorsement throughout the 
development process 

• The Guide is a practical tool that supports whole-person care by bridging gaps in patient education, 
symptom management, and shared decision-making 

• The online portal for the Guide collects HCP characteristics, engagement rates, satisfaction, patient 
impressions, indicators of behavioral change, and interest in additional patient-focused resources

Conclusion
• Provides a patient-informed, evidence-based 

resource that directly reflects the lived 
experiences and priorities of individuals with 
PBC

• Addresses persistent unmet needs in symptom 
management (eg, fatigue, pruritus, cognitive 
challenges) through practical, whole-person 
strategies

• Empowers patients with accessible education 
to better understand their disease and engage 
in informed, shared decision-making with HCPs

• Builds confidence and self-advocacy by offering 
tools that help patients take a more active role 
in their care

• Reinforces the importance of community voice 
by incorporating input and endorsement from 
global PBC advocacy organizations

Relevance to people living with PBC 
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• Structured interviews 
were conducted with 9 
patient participants 
with PBC; this group 
was demographically 
and geographically 
diverse (Table 1)

• The interviewees 
included 1 male and 8 
female participants

Background

• Fatigue, bone and joint pain, pruritus, brain fog, 
nausea, and mouth dryness were commonly 
reported as moderate or severe (Figure 2)

• Second-round interviews with stakeholders 
confirmed resource accuracy and applicability; 
HCPs noted the Guide “allows patients to take 
control” and “fills an unmet need”

• Results of the targeted literature review 
identified 202 references that were included in 
the Guide, with ≥2 references included for each 
statement (Figure 3)

• Healthcare-based disease management is the 
assumed environment for the use of the Guide

• Patient advocacy stakeholders indicated the 
Manage Your Symptoms panel was “very succinct 
and informative” and had “new ideas” (Figure 3)

• During the second round of interviews, HCPs and 
patients expressed high satisfaction and 
emphasized the unmet need this resource 
addresses

• The Guide includes whole-person techniques for 
symptom management and supports shared 
decision-making

• Global PBC patient and advocacy groups 
reviewed and endorsed the Guide ahead of 
dissemination, including PBCers Organization, 
PBC Foundation, Canadian PBC Society
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