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Introduction

Immune-mediated liver diseases (IMLD) are rare diseases that include autoimmune hepatitis (AIH), primary | Figure 1. Patients’ self declaration of 3 main uncontrolled symptoms (A) and impact in quality of life (B)

sclerosing cholangitis (PSC) and primary biliary cholangitis (PBC). A » = 465 (83%) B - 484 (86%)

The prognosis of IMLD is variable but IMLD can lead to cirrhosis and the necessity of liver transplantation. Fa e ———. 72 et e T —— 35
digestive disorders N 23% ’ ’ "

Symptoms as fatigue, pruritus, depression are frequent and can severely impair quality of life. psychological difficulties fatigue I 3%

arthralgia

In context of IMLD, gaps between physician’s perception and patient’s experience of their disease can psychological difficulties G 17%

mask patients’ unmet needs

myalgia

medical tests results

A - itch
I m weight (+/-)

liver pain

professional life GGG 19%

not at all or only slightly I

drugs side effects N

The aims of our study were:

brain fog

1/ to assess patients’ disease experience, including impairment in quality of life, in context of IMLD dryness

2/ to characterize patients’ expectation regarding care and knowledge of their disease comorbidities dietary restrictions I,
miscellaneous* D

Method rone m— —

other symptoms

(itch, brain fog, pain)
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How many times reported 0 50 100 150 200 250 300 350 How many times reported g 25 50 75 100 125 150 175
Observational international study, conducted in 2023 on behalf of ERN RARE-LIVER. Figure 2. Questions never asked or without satisfactory answers (A) and patients’ proposition to improve wellbeing (B)
Study based on online self-response survey (EU platform) A n = 276 (49%) B n = 316 (56%)
Conception and revision of the survey by a multidisciplinary group: 5 physicians, 1 psychologist and 6
patient organization representatives (from Belgium, France, Italy, Netherlands, and United-Kingdom) h ® SLoBAL CARE | 2%
2 different sections In the questionnaire: care I 26% ALOGUE 2505
. Section 1: Open-ended guestions about disease feeling and impairment in quality of life
. SeCtIOn 2 FOCUS queSthnS abOUt patlentS, eXpeCtathnS N Care, dlsease InfOrmathn and patlent' stage of disease [ 14% uresTYLE [ 13%
physician relationship
Inclusion criteria: consequences | MEDICAL FoLLow-UP [ 10%
. Adult patient with a confirmed diagnosis of AlH, PSC or PBC In Belgium, France, Italy, Netherlands and
UK origin of disease [N eMPATHY
. Overlap syndrome AIH-PBC or AIH-PSC were accepted -
. Transplanted or cirrhotic patients were excluded WORKARRANGEMENTS . K-
academic matters [N miscellaneous
Results .
How many times reported 15 30 45 60 75 90 How many times reported 0 10 20 30 a0 50 60 70 80 90 100
Table 1. Population of the study Conclusions

| PBC______PSC_______AH _____ Overlap Total
294 153 202 31 /30

o The 3 main declared uncontrolled symptoms were: fatigue (73%), digestive issues (23%) and pruritus (19%)

Participants . . . . . . L . . . . .
Impact of the disease in quality of life was reported in 72% of patients, with impairment in personal life (35%) and professional life (19%). 17% of

< 18 years (%) 0 0 4(2,0) 1(1,2) 5(0,7) patients declared psychological relating to their disease

Transplanted (%) 3(1,0) 19 (12,4) 3(1,5) 3(3,7) 28 (3,8) The main patients’ questions that had never been asked or that had not had satisfactory answers related to the course and the stage of the
Cirrhotic (%) 35 (11,9) 36 (23,5) 45 (22,3) 21 (25,9) 137 (18,8) d|s§ase, the global care and conseque.nces.to their health or life | o |
Included 256 98 150 56 560 Pat_lents a_sl_<ed for a bett_er global care mcluc_zllng symptom management and psychological support, a more open and empathic dialogue with

their physicians and advice on adapting their lifestyle.
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