Patient-Reported Symptom Burden, Quality of Life, and Productivity Impact of PBC Across France, ltaly,
Germany, Spain, the United Kingdom, and the United States of America: Analysis of a Real-World Dataset
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] Introduction Results
Conclusions _ _ _ —
- Primary biliary cholangitis (PBC) is a chronic autoimmune liver disease that damages  Table 1. Patient Demographics and Disease Characteristics HRQoL and WPAI
the bile ducts and over time can lead to fibrosis, cirrhosis, and, in some instances, ] . ~ * For patients with itch who completed the 5-D Itch scale, 48% experienced itch for 6+ hours a day (n =
- Many patients with itch due to primary biliary cholangitis (PBC) the need for liver transplant.’2 PBC incidence and prevalence estimates are around Patients Experiencing Itch (n = 116) 116), 28% reported 6+ body areas affected (n = 114), 20% reported activities of daily living being
: .. : . 1.76 and 14.60 per 100,000 people, respectively.3 A frequently/always affected (n = 82), and 36% of patients stated itching was unchanged/getting worse
- _ M ! A _ o ge, years, mean [SD] 52.9[9.9] _ ’ _
experience negative impacts on health-related quality of lite, as « Many patients experience symptoms such as itching and fatigue that can significantly - - compared to the previous month (n = 116) (Figure 5).
shown by the disability and duration domains of the 5-D ltch scale, impact health-related quality of life (HRQoL).4° Sex, Fema_le., n (%) 97 (84%) - Just over half (54%) of patients with itch were working full time. Of those who were working part time,
and some patients are unable to work or experience a decrease in * ltch and fatigue are frequently undertreated in clinical practice despite their high Race/ethnicity™; (n = 96) retired, or on long-term sick leave, a quarter (24%) had reduced work or stopped working due to their
fhei « oroductivit prevalence among patients with PBC.* Based on medical records, around 33% of White, n (%) 92 (96%) PBC. Around 4 out of 10 patients (38%) received caregiver support (Figure 6).
eir work proguctivity. patients with clinically significant itch had never received any treatment for itch Years since PBC diagnosis (n = 113) - For patients with itch who completed the WPAI, the mean + SD percent activity impairment was 38.7% +
« The maijority of patients who reported having moderate/severe itch according to data from the TARGET-PBC study in the USA.% | | Mean [SD] 3.7 [4.4] 24.8 (n = 114). For those currently in full- or part-time employment, mean + SD percent overall work
also reported that their fatigue was moderate/severe. . iF\)lg\éel therapies have been approved which significantly improve itch associated with PBC stage, n (%) (n = 107) impairment was 39.4% + 27.8 (n = 46) (Figure 7).
. : . . . - _ _ o Stage 1 35 (33%) « The most common treatment goals reported by patients experiencing itch were to help itching (87%), help
Despite most patients taking treatments to stop their PBC from » This poster aims to describe symptoms, HRQoL, and work productivity, as reported Stage 2 45 (42%) tiredness (80%), and improve liver tests (60%) (Figure 8).
progreSS"]g, many patlents reported that |mprOV|ng itch and fatlgue by patlentS IIVIng with PBC experiencing itch in a real-world Settlng. Stage 3 29 (21%) o 5 5D Iteh D )
igure 5. 5-D Itch Domains
management was a key treatment goal (Methods  [EE=w T m— osion oo owcion iy S
 This suggests a need for an increased focus on treatments to help o o f "Race/ethnicity not collected in France. - | —— 2% 28
Figure 1. DSP Methodolo ysicians were eligible to participate | : : : : - % 36% °
manage symptoms of PBC. J & they were specialists* who were Figure 2. Patient-Reported Symptom Profile Among Patients 309 o 379,
- R\ & primarily responsible for the clinical with PBC Experiencing Itch (n = 116) . : ] 28% -
management of patients with PBC and Fatigue I 70/ - 25% 32
N saw a minimum of 1 PBC patient in a 0 1o — % o _
typical month. Sleep disturbance due to itch 30% . Patients with itch .+ Patients with itch : ;  Patients with itch . | Patients withitch .| Patients with itch
Plain Lan Summ o - Dry eyes N -5 o, (=i =i G 0w I B i
dl dnguage ou ary \_ ) Physicians completed online 0 w All day | mUnbearable e UnchancedGetting woree. | 5
. . . . : 0 'm18-23hrs m Severe . 9 9 ElFreque.ntIy/AIways w6+ Number of
questionnaires for their consulting Low mood/depression I 2 1% Tl . =Moderate " Alittle better % Occasionally e bodyareas
: : . i mMild . imMuch bett . imRarel
patients, and patients completed Bone/muscle/joint pain I 13% el eNolpesent  wCompletyresoved  eNewr . mop e
* Primary biliary cholangitis (PBC) is a long-term liver disease that Data were drawn from the voluntary questionnaires assessing 5 i+ o Data labels <3% are not shown.
can lead to scarring of the liver and, in some instances, the need Adelphi Real World PBC | symptom severity, HRUoL, and v moih BT - - -
| S ’ ’ Disease Specific productivity. Difficulty concentrating/memory loss | 17 % Figure 6. Employment and Caregiver Figure 7. Mean WPAI Scores Among
for liver transplant. Programme (DSP)™, a The DSP methodology has been Aching in stomach I 16% status Among Patients Experiencing Itch Patients Experiencing Itch
. ' ' j j cross-sectional survey, with : : 45 4
This study found that most patients with moderate/severe itch due rotrospective data col?,ection | deStC”!cDedd’,c v'ghdated, an(: : Bruising/bleeding more easily [ 10% 82 klcl)enag\;teerm Of those who were working part 1 38.7 39 s
' ' .. : emonsiraied 1o be representative o time, retired, unemployed, or on 3
to PBC also experleiice(_j moderate/severe fatigue, even thougii of physicians and their 2nd consistent over fime.7-10 Swelling in legs/ankles/feet 1l 7% = Unemployed,, | long-term sick leave, 24% had 0 ¢
almost half were taking itch treatments, and almost all were taking patients with PBC in France, E Patient questionnaires captured PBC 5 reduced work or stopped working | | |, 2
: : Germany, Italy, Spain, the - _ i . . i = Retired © due to their PBC (n=38). 5 3
treatments to prevent their PBC from getting worse. UK oot Ups A Sylm)pt"”('jsihHRQOL (tVI?‘ g‘sg D 'tChk Figure 3. Patient-Reported Itch and Fatigue Severity S 10 8.7
: : L : : ’ : scale), and the impact o on wor I — .
 Many patients experience severe itching and fatigue, which have Data collection occurred and daily activitizs (via the WPAI) — [ i y— 5 _~ m Part time @ 38% of patients ; -
. . . . . . . 41% of i i : with itch required =) t activity  Overall t P t work ti = t
been known (0 negatlvely ImpaCt quallty Of Ilfe IN various WayS, between %40225024 and Q2 The 5-D ltch scale recorded the patients » i 38 i 89% Ovti?:tlents B Homemaker d caregiver impeari(i(rar?ericdll\ine){to Wo\il’irier]nppaeirrrileennt ercerrrllismslgzi e impair(rar:gﬁ?while
. . .. . . . . . : . . ! ! rt (n=113). PBC due to PBC* due to PBC* king due t
such as a decline in work productivity and increased disability due impact of itch across different domains have ; 0 ; moderate/severe | el (=) (n=114) (0= 46) n=dn U PBC
o itch (duration, degree, direction, disability, mOder?‘tter/] = i itch also have = Full time . - (n = 66)
O ICn. distributign)_ SEVEre ICn | t--mememememeeeee e oo - moderate/severe mp Oyrr'en Status *Only asked to patienis in full-time or part-time employment who
) ) ) ) _ _ _ A 78Y% _ (n=114) Data labels <3% are not shown. answered each question.
° ItChlng due to PBC is associated with negatlve |mpaCtS on quallty of *Gastroenterologists with or without subspecialities in hepatology, hepatologists, hepato-gastroenterologists (France only), = 0 fatigue
_ _ _ _ _ _ or internal medicine specialists (France only). KT, ] ] ] ]
life. About half of patients in this study experienced increased ] 509 — Figure 8. Top 3 Treatment Goals for Patients Experiencing ltch (n = 101)
disability due to itch. Some patients also experienced a decline in _ ,é R ?’ m Severe It would help with my itching 87%
work prOductivity or reduced or Stopped work due to PBC. Survey POpUlatiOH n 9% - ) Moderate It would help with my tiredness I /4%
. _ .  Overall, 116 patients from France, Italy, Germany, Spain, the UK and the USA . ' ' ]
» |tch has been frequently undertreated in clinical practice, oported ex gri oncing itch at the fime gf data coIIS;ctign ltch severity Fatigue severity Mild It would help improve my liver tests 60%
. . : . . : P P 9 _ ' (n = 113 patients with any itch) (n = 46 patients with = None It would help my sleep I 5%
highlighted by patient treatment goals focusing on improving their » Analyses focused on patient-reported data on symptomatology and treatment goals moderate/severe itch) o
g S : It would help my joint pain/aches I 13%
SymptOmS as well as the 5-D ltch scale and Work PrOdUCtIVIty and ACtIVIty Impalrment (WPAI) Patients with known itch severity included. Data labels <3% are not shown. | d hel o
. Some physician-reported data like employment status and treatment status were twould help my mood I 12%
: o)
Included. Figure 4a. Most Common Treatments Figure 4b. Most Common Treatments ltwould help my dry eyes N 9%
Abbreviations: DSP: Disease Spedific Programme; EUR: France, Germany, Italy, Spain, and the UK: HRQL: health-related quality of ife; hrs: hour; PBG: primary « Missing data were not included when calculating percentages, and missing values Prescribed to Prevent PBC Progression Prescribed to Treat Itch Among Patients It would help my concentration/memory I 9%
'i;lcl"l:\%;hlcr)riir;?rl:ilserﬁ quarter; SD: standard deviation; UDCA: ursodeoxycholic acid; UK: United Kingdom; USA: United States of America, WPAI: Work Productivity and were not |mputed Among Patients Experiencing Itch (n = 107) Experiencing Itch (n — 59) It would help my dry mouth
% patients % patients o _ _ _ _ _ _ _
o Hepee Gormun 2023716174 ayais. o 3. D6 i 59 2023 50 991005 5. R St a. O CastoemerlFopatol 200070075 o Low 6. Oy Mptom Burden and Treatments uoca | o5 cholestyramine [ 47 twould'stop the aching in my side o Shows the proporion ptients for each gol that was tated winin e fop 3
9. Baninoaux SML ot l. BMJ Open. 2016:6(8)6010353. 10. Higgins V. et . Diabetes Nietal Syndr Obes. 2016837180, o TR + Patients were predominantly female (84%) and White (96%), and the average time .
. . - . roxyzine = - -
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