
P a t i e n t - r e p o r t e d  i n s i g h t s  o n  c u r r e n t  c a r e  p r a c t i c e s  f o r  
p r i m a r y  b i l i a r y  c h o l a n g i t i s ,  q u a l i t y  o f  l i f e  a n d  s e l f -

m a n a g e m e n t :  r e s u l t s  o f  t h e  G e r m a n  P B C  o n l i n e  s u r v e y

Primary biliary cholangitis (PBC) is a chronic immune-mediated cholestatic liver disease requiring lifelong stratified treatment and 
management. The majority of patients are experiencing symptoms, such as fatigue, pruritus, sicca syndrome and others with a 
negative impact on quality of life. Real life data from a large national survey showed that most patients are practicing self-
management of symptoms.1,2 

Aim 

Based on insights from this patient survey conducted in Germany in 2017 1, 2,  a comprehensive online survey was carried out to 
obtain statistically representative data on symptom burden and management - self management in particular, quality of life and 
outcome-relevant influencing factors in PBC. Additional socioeconomics and details of the current care situation have been 
collected.

Conclusions
A significant number of patients reported on elevated ALP and on increase bilirubin, however, only a minority of patients received additional second-line 
therapies. This seems to be in line with findings from the German PBC registry.3 Although fatigue, arthralgia and pruritus remain among the most 
distressing symptoms, medical and non-medical symptom management and general quality of life appear to have improved. Especially in empowered 
patients with adequate knowledge of their disease and of strategies to manage symptom burden and improve their overall well-being.
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Introduction 

Method

After a pre-test phase between May and 
November 2020 with in two university centers 
(Erlangen and Aachen, n=20 each) the PBC online 
survey went online in January 2021 for one year. 

 The survey was announced online at 
leberhilfe.org, pbcnews.info and in digital 
newsletters. 

 The data were analyzed descriptively.
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Results

A total of 1032 patients participated. At 
the time of diagnosis, 652 patients had 
no liver fibrosis. Most patients (n=697) 
were seen by a physician every 3 or 6 
months. 

Gender and age distribution is in line 
with the data from the German PBC 
registry.3  The socio-economic 
parameters correspond to the general 
population.4

56.5% of patients reported on elevated 
ALP, 23.4% on increased bilirubin 
levels, however only 14,8% of patients 
were put on second line medication. 

Increased values were more commonly 
associated with female gender and 
presence of comorbidities. Female 
patients were more likely to suffer from 
comorbidities.

Patients affected by these symptoms had a poorer QoL, including dimensions such as professional/social life, and relationships/sexuality. 

Patients are self-managing their symptoms with a broad variety of measures and report positive effects. In particular, measures related to the 
domains nutrition, physical activity and mindfulness seem to be beneficial. These positive effects are reported independent of what exactly 
patients do. 

Development of 
questionnaire 

2020-2021

Pre-Test
 May -Nov 2020 

Launch
Jan 22, 2021

Recruitment
Jan 2021- Jan 2022

Close
Jan 24, 2022

Factors correlated with lower quality of life

Female gender p=0,033

Symptoms P<0,0001

Co-morbidities p<0,0001

increased AP levels p=0,0041

Factor correlated with higher quality of life

patients on second line treatment p=0,0172
Chi-squared test

Table 2: Factors associated with application of second line therapies

Table 3: Factors correlated with quality of life

Table 1: Basic Characteristics

Fig 1: Symptom Burden

Table 4: Patient Empowerment
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