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Introduction The PBC-40 is a patient-derived, disease-
specifi c, quality of life (QOL) measure for Primary Biliary 
Cirrhosis (PBC). It is the only QOL measure developed using 
optimal methods in liver disease, that has proven to be of real 
value in the study of the pathogenesis of important symptoms 
in PBC, in increasing our understanding of patient experience 
and as an outcome measure in clinical trials. Derived in an 
English speaking population it had not, until a recent validation 
study in Italian and Japanese language groups, been validated 
in other languages. This study re-examined domain structure 
using the original PBC-40 items, and proposed an abbreviated 
form consisting of 27 of the original 40 items with a modifi ca-
tion in the domain structure.
Methods To evaluate the English version of the PBC-27 in 
comparison with the original PBC-40 in a randomly selected 
group of PBC patients (n=40) and utilising novel versions of 
both measures developed as experimental tools for use in age 
and sex matched normal subjects (n=40).
Results The experimental normal subject versions of the 
PBC-40 and PBC-27 both proved psychometrically robust 
and were acceptable to control subjects. Unsurprisingly both 
measures were highly discriminatory between PBC patients 
and controls for all symptom domains, confi rming the utility 
of both measures for the assessment of QOL in PBC patients. 
When comparing the discriminatory ability of the two mea-
sures between the PBC and control populations, the PBC-40 
outperformed the PBC 27 with regards to fatigue (auc 0.8 
(0.69–0.91), p<0.0001 vs 0.78 (0.66–0.9), p<0.0001) and cogni-
tion assessment (0.74 (0.63–0.86), p=0.0001 vs 0.70 (0.57–0.84), 
p<0.005) as well as other symptoms domain compared with 
the combined symptoms and dryness domains of the PBC-27. 
In contrast, both measures performed equally in discriminat-
ing between patients and controls with regard to the social and 
emotional domains (although in the former instance the PBC-27 
was unduly reliant on a single item relating to holiday). In this 
population there was no difference in completion rates and 
acceptability between the shorter and the longer measures.
Conclusion The PBC-27 is valid for use in English-speaking 
populations and is highly effective at quantifying symptoms 
in English-speaking PBC patients. Any advantages associ-
ated with compliance and usability for a shorter measure are, 
however, outweighed by lowered sensitivity for cognitive and 
fatigue symptom severity (the two domains with the greatest 
impact). When compared to the PBC-40 the optimum measure 
may be a hybrid containing the fatigue and cognitive domains 
of the PBC 40 and the shortened social domain of the PBC 27.
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