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Introduction
• Primary sclerosing cholangitis (PSC) is a progressive, 

autoimmune, cholestatic liver disease characterized by 
scarring and destruction of intra- and extrahepatic bile 
ducts that can lead to fibrosis, cirrhosis, hepatocellular 
carcinoma, or bile duct cancer.1-3

– Key clinical manifestations include fatigue, brain fog, 
anxiety, difficulty sleeping, pruritus, pain, and 
jaundice.1,2,4,5

• Pruritus is experienced by up to 91% of patients with PSC 
and can be severe and debilitating, leading to reduced 
quality of life.1,4,6 

• However, it is unclear whether the same frequency of 
pruritus is observed by the treating physicians and how 
often pruritus is discussed during office visits.

– More data are needed to understand physician 
perceptions and attitudes around pruritus in the 
context of PSC.

• The Adelphi Real World PSC Disease Specific Programme 
(DSP)  is a multinational, cross-sectional survey with 
retrospective data collection from physicians and their 
patients with PSC, providing a view of the entire 
patient journey.

Objective
• To describe physicians’ perceptions and attitudes around 

management of PSC with focus on physician-reported 
frequency and assessment of pruritus, as well as their 
attitudes toward current treatments, using data from a 
cross-sectional survey.

Conclusions

• While most physicians report that they 
assess the presence of pruritus in their 
patients with PSC, respondents agreed 
that a standardized tool is needed to 
assess pruritus severity and impact 
on patients.

• Most physicians agree that pruritus 
can have a profound impact on quality 
of life, but patients may be hesitant to 
raise it as a concern.

• Most physicians indicated that there is 
a lack of effective options for treating 
PSC and PSC-associated pruritus.

• More research is needed to assess 
physician identification and 
management of other burdensome 
symptoms of PSC, such as fatigue.
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Physicians completed online surveys 
assessing perceptions and attitudes 

toward the management of PSC
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Adelphi Real World 
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157 Physicians From Four Countries Completed the Survey

8%
of patients with PSC are 
aged <18 yb

Figure 2. Physician Characteristics (N=157) 

17%
of physicians’ professional 
time spent managing 
patients with PSCb

The Majority of Physicians State They Assess the Severity 
of Patients’ Pruritus at Every Initial Consultation

Assessment of Pruritus
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Most Physicians Believe Clinically Significant Pruritus Is Hard 
to Identify and a Standardized Questionnaire to 

Assess Pruritus Is Needed
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Figure 4. Physician Attitudes Toward Discussing and Assessing 
Pruritus During Consultations (N=157)

Less Than 5% of Physicians Are Completely Satisfied With Current Treatment Options, 
and Most Agree That New Treatments for PSC-Related Pruritus Are Needed

Attitudes Toward Treatments

Physicians were surveyed from:

USA
60 (38%)

France
31 (20%)

Germany
30 (19%)

Italy
36 (23%)

I believe that clinically significant itch 
can be unidentified in many patients, 
so I proactively assess/measure itch 
during routine consultations

If itch requires treatment, it will 
naturally come up as part of my 
consultation with the patient; if it does 
not, then it must not be a problem

When treating patients with PSC, 
saving the liver is my priority, itch 
isn’t a critical discussion

Figure 5. Most Common Medications Patients Are Receiving 
for PSC (N=157)d
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Figure 6. Most Common Reasons for Not Being Completely 
Satisfied With PSC Treatment Options (n=152)
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Physicians Reported 42% of Patients With PSC Have Pruritus Due to Underlying Disease

A standardized, easy to use itch 
assessment/questionnaire is needed 
to assess severity of itch and impact 
on patients 

I understand that current treatments 
for PSC do not adequately address 
itch and new targeted itch products 
are needed for patients

There are many treatment options 
currently available for itch; all are 
similar, and none work well

I don’t think that cholestyramine is a 
sufficient treatment option for itch

I believe that itch may have profound 
impact on a patient’s quality of life, 
sleep, physical wellbeing, and 
emotional state

I am aware that patients won’t 
always raise itch as a concern 
because they’re embarrassed

Figure 7. Unmet Needs for PSC Management (N=157)
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Based on Physician Recollection, 93% of Patients With PSC Receive ≥1 Medication to Treat PSC or PSC Symptomsd

85%
of physicians have ≥5 years of 
experience treating PSC

Physician Characteristics Overview

Figure 3. Frequency of Pruritus Severity Assessment as Part of 
Normal Initial Consultations in Patients With PSC (N=157) 

78% 16%

6%

70% 22% 8%

Proportion of respondents

42% 26% 32%

0% 20% 40% 60% 80% 100%

90% 8%

2%

83% 14%

3%

69% 17% 13%

55% 29% 16%

Agreec Neither Disagreec

cAgree and disagree categories comprise sum of strongly agree/somewhat agree and strongly disagree/somewhat disagree 
categories, respectively.

Agreee Neither Disagreee

eAgree and disagree categories comprise sum of strongly agree/somewhat agree and strongly disagree/somewhat disagree categories, respectively.
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Mean number of patients 
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last 12 months with:

Any condition
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28.0

90% of Physicians Agree That Pruritus Can Profoundly Impact 
Patients’ Quality of Life

• Visual skin exam (74%)
• Sleep-related questions (63%)
• Quality-of-life questions (63%) 
• Severity (62%)
• Frequency (58%)

Most common assessment 
methods (n=156)

Reasons for not assessing 
at every visit (n=70)

• Already discussed (44%)
• No patient complaint (40%)
• Limited treatment options (29%)
• Time constraints (27%)

bResults are shown as a mean percentage.

dResults are shown as a mean percentage.

aRecruited physicians included hepatologists and gastroenterologists with or without hepatology 
sub-specialization in the USA, internists and hepato-gastroenterologists in France, and gastroenterologists 
with or without hepatology sub-specialization in Germany and Italy.

33%
of patients per 
physician seen in 
academic hospitalb

32%
of patients per 
physician seen in 
community hospitalb
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