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Number of itch episodes experienced

Approximately how many times since your PSC
diagnosis have you had an episode of itching?*

(n = 392)†
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Impact of itch on 
patients with PSC How itch severity affects QoL Therapeutic interventions 
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39-question, multinational,
self-reported web-based survey

1. Düll MM & Kremer AE. Newer approaches to the management of pruritus in cholestatic liver disease. Curr Hepatol Rep 2020;19:86–95.
2. Chapman MH, Thorburn D, Hirschfield GM, et al. British Society of Gastroenterology and UK-PSC guidelines for the diagnosis and management of primary sclerosing cholangitis. Gut 

2019;68:1356–1378.
3. Gotthardt DN, Rupp C, Bruhin M, et al. Pruritus is associated with severely impaired quality of life in patients with primary sclerosing cholangitis. 

Eur J Gastroenterol Hepatol 2014;26:1374–1379.

4. Cheung AC, Patel H, Meza-Cardona J, et al. Factors that influence health-related quality of life in patients with primary sclerosing cholangitis. Dig Dis Sci 2016;61:1692–1699.
5. Ranieri V, Kennedy E, Walmsley M, et al. The Primary Sclerosing Cholangitis (PSC) Wellbeing Study: Understanding psychological distress in those living with PSC and those who 

support them. PLoS One 2020;15:e0234624.
6. Hegade VS, Jones DEJ, Hirschfield GM, et al. Apical sodium-dependent transporter inhibitors in primary biliary cholangitis and primary sclerosing cholangitis. Dig Dis 2017;35:267–274.
7. Krones E, Marschall H-U & Fickert P. Future medical treatment of PSC. Curr Hepatol Rep 2019;18:96–106.

References

Introduction

756

Impact of pruritus in primary sclerosing cholangitis (PSC): A multinational survey
Kris V Kowdley,1,2 Ricky Safer,3 Rachel Gomel,3 Joanne Hatchett,3 Martine Walmsley,4 Julio Burman,5 Sindee Weinbaum,5 Kerrie Goldsmith,6 Mee J Kim,7 Will Garner,7 Andrew McKibben,7 Elaine Chien7

1Liver Institute Northwest, Seattle, WA, USA; 2Elson S. Floyd College of Medicine, Washington State University, Spokane, WA, USA; 3PSC Partners Seeking a Cure, Greenwood Village, CO, USA; 4PSC Support, Oxford, UK; 
5Hetz: The Israeli Association for the Health of the Liver, Ramat Gan, Israel; 6PSC Support Australia, Inc., Melbourne, VIC, Australia; 7Mirum Pharmaceuticals, Inc., Foster City, CA, USA

• Intense pruritus (itch) can be a debilitating complication of cholestatic 
liver diseases, including primary sclerosing cholangitis (PSC),1 and in 
some cases can be an indication for liver transplantation.2 

• Pruritus, inflammatory bowel disease and chronic liver disease 
associated with PSC negatively impact quality of life (QoL) in 
individuals with PSC and can also lead to depression and anxiety.3,4

• However, the reasons for poor QoL in PSC are not fully characterised 
and need to be investigated further.5 

• Currently there are no clinically effective or approved pharmacological 
therapies to treat cholestatic pruritus associated with PSC.6,7
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Aim
• To provide information about the presentation and severity of 

cholestatic pruritus in PSC and its broader burden from the patient 
perspective.

Methods 

Free-text responses from the survey*

*Word cloud formed from a list of common words from the survey,
and produced using: https://www.jasondavies.com/wordcloud/. 
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• Half of the respondents (235/482) reported using ≥2 medications but 75% (177/235) described 
only partial or no relief with these interventions.

*Outcome is the best response outcome across all medications taken, sorted by “Full resolution”, then “Partial resolution”, then “No impact”.
UDCA, ursodeoxycholic acid. 
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Responses collected:
June 2020–February 2021

Of the 482 patients who responded to the survey:

*An episode, for the purposes of this question, is defined as a prolonged period of itching for at least 7 days; 
†436 patients completed this survey question; free-text entries have been excluded (n = 44). 

Median worst itch from this current episode = 6/10

Antipruritic medications utilised by respondents*

• Pruritus related to PSC has a major adverse impact on QoL (e.g. sleep, mood, fatigue), 
and interferes with daily activities in a substantial proportion of patients, yet it remains 
inadequately treated in most patients.  
̶ 31% of patients who reported having a current itching episode stated that they have been 

continuously itching for >12 months.
• There is a high unmet need for the development of safe and effective therapies for the 

treatment of cholestatic pruritus in patients with PSC. 

Conclusions

Hetz Israel PSC Australia PSC Partners PSC Support

Distributed to participants via patient associations

Are you currently experiencing an itching episode? 
If YES, how long have you been experiencing the itching?

(n = 164)
How would you rate the worst itch you experienced from your last

episode of itching on a scale of 0 (no itch) 
to 10 (worst itch imaginable)? (n = 257)

Median worst itch from last itching episode = 8/10

• Pruritus was associated with a higher degree of reported sleep 
disturbance, worsening fatigue and mood changes. 

Survey responses

96%

50%

32%

22%

58%

of respondents indicated that 
evening and night-time were the 
worst times of the day for itching 
(263/273 patients) 

had mood changes, including, but 
not limited to, anxiety, irritability 
and feelings of hopelessness 
(228/392 patients)

reported that itch led to disruption 
of day-to-day responsibilities 
(197/392 patients)

reported that this disruption of 
day-to-day responsibilities lasted 
>30 days (62/196 patients) and 
18% reported it lasting 
>12 months (36/196 patients)

reported missing school or work 
(88/392 patients) 

reported itch lasting ≥1 month in 
duration (74/164 patients)45%

Patient demographics of survey respondents (N = 482) 

91% of patients had experienced itch 34% of patients currently experiencing itch

How would you rate the worst itch you experienced from this current itching episode 
on a scale of 0 (no itch) to 10 (worst itch imaginable) in the last 24 hours? (n = 164)

Inflammatory bowel disease diagnosisSurvey source Gender Age

Hetz (Israel)
14 (2.90%)

PSC Australia
20 (4.15%)

PSC Partners 
(North 

America)
183 (37.97%)

PSC Support 
(UK)

265 (54.98%)

18–24 years
26 (5.39%)

25–34 years 
87 (18.05%)

35–44 years 
110 (22.82%)

45–54 years
93 (19.29%)

55–64 years
93 (19.29%)

65–74 years
62 (12.86%)

≥75 years
11 (2.28%)

Male
223 (46.27%)

Female
259 (53.73%)

I don't know
36 (7.47%)

No
127 (26.35%)

Yes
319 (66.18%)
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Contact information

Duration of current itch episode Pruritus Numeric Rating Scale score
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