Understanding the Experience of Patients with Primary Biliary Cholangitis and Pruritus
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+ Primary Biliary Cholangitis (PBC) is a rare progressive and chronic cholestatic liver disease, characterized by injury of the E 6 N (Reported by =2 40% of Patients)
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The objective of this study was to capture the experiences of patients with PBC and pruritus directly from the perspectives © Bone ISSUeS m——
of patients and clinicians, and develop a conceptual model of the signs, symptoms, and impacts of PBC. E 6 ~N S Weight Change —e———
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« Qualitative concept elicitation interviews were conducted with clinicians and patients diagnosed with PBC who were experiencing Clinician describing impact of pruritus 0 2'0 4'0 50 50 100
pruritus. The patient interview portion of the study was approved by WIRB-Copernicus Group Institutional Review Board (WCG / 9 9 Percentage of Patients Reporting Signs / Symptoms (%)
IRB), and individual patient consent was obtained prior to conducting the interviews. o . . . . . ,

It's just the overall feeling of basically being very tired all the time. It doesn't really seem Soratchi
.. L. . L. . . . . . . L. . . L. . . . cratcnin |
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« Twenty patients with PBC and pruritus from the US and Canada participated in semi-structured telephone interviews. Questions £ Sad N eSS/ De I e S| 0N
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« Transcripts were coded using a qualitative analysis software (Atlas.ti v8.0) and the codebook was refined using an iterative Primary Biliary S La;:r‘s ICE, dry SKin, bieeding, ; “S?l‘jnec‘t’i";?/”ess patterns - Eating behaviors Embarassment m——
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interviews. A thematic approach to concept analysis was used to categorize patient quotes. \__andpruritus ) "G | yoper quadrant, abdominal - Swelling activity fexercise /  «Urge to drink/ Attention Problems . . . . .

E pain, joint / bone pain, hip  *Vitamin deficiencies .?éz:(r:ilnsge/r:)c(; : ovriea[t)i/ on ?)lffillgl?l?y with dental 0 20 40 0 80 . 100

RES U ItS : % pain, back pain »Weight change of the skin hygiene / dental loss Percentage of Patients Reporting Impacts (%)

Disease Process o | *Dryeyes * Early satiety - Clothing changes

. i i inici iali i _ i : iniCi Al : : : 0 | «Skin pain * Breathing issues h g : : .. . .
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— Clinicians reported that patients in their clinics were mostly White women aged 17-85 years and the majority were in their fifties. progressive L , ‘~ Impacts on . Cognitive decline )
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« Patient demographics and clinical characteristics are presented in Table 1. intrahepatic bile *Pruritus: Palms of hands,  « Dry mouth living memory problems) Mean (range) 50 (29-68) Median, Mean (range) 5 years, 10.7 years
o | | | | | \_ ducts - - -Iszglt?suoef'f%erta,lir?rfrgs I * Sadness / « Not being understood g years | e 9 (0.4 — 23 years)
« Clinicians and patients reported a total of 41 signs/symptoms and 31 impacts related to PBC (see Figure 2 and Figure 3). 5 gue. brain 109, depression by others | | Sex Pruritus Severity in the Past Month
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This qua_lltatlve study highlights the S|gn!f|cant burden th_at PBC represents in the lives of patients. The = | +Headache - Decreased HROOL Unemployed and not looking for 4 20%) Cholestyramine, n (%) 4 (20%)
most salient symptoms reported by patients were pruritus and fatigue. Pruritus makes it difficult to 'S%O;fom;hdfawa' . Limitations in lifestyle work at the moment, n (%) Rifampin, n (%) 3 (15%)
sleep at night and leads to mental and physical fatigue, which impedes patients’ ability to function on a N y Reduction In alcohol consumption Retired. n (%) 1 (5%) FB*'faX;TE'f"t n (%2)/) 21((15(3;/;)
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dgy-to-day basis. In some cases, the |m_pactS of pru_rltus I_ead to _s_lgnlflcant social and e_mOtIO_naI Note. Black: Concepts reported by patients and clinicians. Pink: Patient-reported concept. Blue: Clinician-reported only and identified as important. *Stage 1: portal stage; Stage 2: periportal stage; Stage 3: septal stage; Stage 4: biliary cirrhosis stage; self-
disturbance. The management of pruritus and fatigue Is a critical unmet need for this patient Bold: Concepts defined as salient [> 50% mentions and = 6.5 average disturbance rating] reported by patients and confirmed via medical records or confirmation of diagnosis when possible
popul ation. Abbreviation: HRQoL: Health-Related Quality of Life **Confirmed by as reported by patients; patients may have received more than one treatment
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