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Irritable bowel syndrome (IBS) is a functional gastrointestinal disorder with significant morbidity,
resulting from the interaction of physiologic, psychological, social, cultural and behavioral factors.
In view of this complex interaction, and in the absence of a measurable biological index of
disease, health-related quality of life (HRQoL) has emerged as an ideal measure for use in clinical
trials and outcome studies. This article discusses the relevance of HRQoL measurement in IBS
and its definition. It then explores the research methodology in HRQoL and describes how global
measures and generic HRQoL instruments have been used in IBS. Finally, the IBS-specific HRQoL
measures are described in detail, with an emphasis on their development, content and validation.
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What is health-related quality of life?

Health-related quality of life (HRQoL) is a broad
concept that incorporates the patient’s perceptions, illness experience and functional status as
related to a medical condition. It is influenced by
social, cultural, psychological and disease-related
factors. Figure 1 displays the associations of these
factors with HRQoL. It can be seen that disease
activity is only a component of HRQoL, and
that there is a reciprocating relationship between
HRQoL and its determinants. Therefore, measurement of HRQoL differs from standard disease measurements in two ways: evaluation must
be understood as a composite of interacting biological and psychosocial influences, and the ‘gold
standard’ of validation rests with the patient,
since the contributing psychosocial determinants are not accessible through laboratory tests.
In effect, HRQoL assessment quantifies the
multiple factors producing illness (the patients’
perception of ill-health), much like laboratory or
disease activity assessment quantifies disease (the
type and extent of inflammation or pathology).
Why measure HRQoL in irritable
bowel syndrome?

Biological measures of disease activity, such as
the stage of a cancerous lesion, have been used
by physicians to describe severity, prognosticate and guide treatment in organic pathology.
However, there is increasing recognition within
gastroenterology that these ‘objective’ biological
indices do not capture the patient’s experience
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of illness. In other words there is a wide variation in how individuals respond to disease. For
example, despite having a peptic ulcer of equal
size and depth in the stomach, one person may
be relatively asymptomatic, while the other is
incapacitated by pain. Patients respond differently to the disease elements of a medical disorder based on their previous experiences, sociocultural environment and psychological state [1] .
Additional information relating to quality of
life and psychosocial factors must, therefore,
be obtained to better understand and care for
patients [2,3] .
This dilemma is even more evident with irritable bowel syndrome (IBS) and other functional gastrointestinal disorders, where there is
no objective component (e.g., structural pathology) that can be measured. One must rely on
the patient’s reporting of their illness experience
(subjective health status) and HRQoL becomes
a very important measure of health status in
these patients.
Having an objective measure of HRQoL benefits several stakeholders involved in the management of patients with IBS. The patient can communicate how the illness has made an impact
in his or her life. The physician can assess the
patient’s HRQoL as a tool in describing their level
of functioning, and objectively track this function to gauge response to treatment. Investigators
use HRQoL assessment as a uniform measure
that can compare the data across subject cohorts
and also to measure the efficacy of a response to
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Figure 1. Contributory factors to health-related quality
of life.
HRQoL: Health-related quality of life.

an intervention [4] . Finally, healthcare administrators and policymakers can use HRQoL as a tool to make policy decisions and
health-resource allocations for IBS patients [3] .
What defines HRQoL in IBS?

The manifestations of IBS depend upon a variety of factors. These
include ‘organic’ elements, such as intestinal inflammation and
previous enteric infections, and also multiple psychosocial components, such as psychological state, previous abuse history, coping
mechanisms and social support [5] . Previous illness experience or
‘illness behavior’ also plays an important role [5] . These components contribute as illustrated in Figure 1. A HRQoL measure must
take into account the influence of these elements on individual
experiences and perceptions and synthesize them into a validated
score, a measure of ‘illness’ that is meaningful and representative
of the patient’s health status.
It is important to make a distinction between HRQoL and other
outcome measures. The emphasis in HRQoL is on the impact of
the illness for the patient and its functional and behavioral consequences [6] . As such, the evaluation should reflect the patients’ role
limitations and impairment of daily functioning caused by the
physical health problems. Therefore, while the pathophysiology
of IBS is the main component affecting HRQoL, the disorder
should be viewed and understood in a biopsychosocial context [7] .
Research methodology in HRQoL

There are different ways of measuring and quantifying HRQoL,
and the choice of one instrument over another would depend
on the research or clinical question being asked, the detail of
information required and the resources available (e.g., a lengthy
questionnaire may provide a great deal of information, but would
not be practical for use during a short clinical consult session).
When evaluating an instrument, one should consider its qualities. First, is it discriminative? This means is it able to differentiate
between individuals or groups of individuals at a point in time.
Such an instrument would be good for performing interindividual
comparisons, for example, how the HRQoL of IBS patients compares with a control group. A discriminative instrument should
have reproducibility (the ability to duplicate results over a period),
as well as reliability (the ability to consistently measure the variability between patients with a low intrasubject variability – a
high signal-to-noise ratio) [8,9] .
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The other type of instrument is one with evaluative capabilities
that is able to determine how a subject’s HRQoL has changed over
time or following an intervention (intraindividual). An evaluative
scale is responsive – it can detect clinically important changes, even
small ones, over a period of time. Both types of measures need to
be valid, that is, to measure what they are supposed or designed
to – the ‘truth’. In the realm of HRQoL measurement, there is no
‘gold standard’, so true validity is measured using alternative means
– criterion, construct and content validity. It is useful to consider
these concepts as we continue our discussion and evaluate the
various instruments available in the measure of HRQoL in IBS [9] .
There is no perfect measure that can be used in all scenarios, and
it is incumbent on the clinician/researcher to understand the different methods and tools available, before making an individualized
decision on what best suits his/her needs. This article aims to do
so, by laying out the different ways of evaluating HRQoL in IBS,
discussing the different types of measures available and highlighting the salient characteristics of the individual instruments that
are currently available.
Global measure

A global measure is usually a single question that incorporates
the different components contributing to HRQoL into a single
response. The general and overarching question that clinicians use
at every clinic session – ‘how are you today?’ or perhaps more specifically ‘how has your illness affected you?’ is actually a concise
single measure of their HRQoL, and the patient’s spontaneous
response of ‘bad’, ‘so-so’ or ‘good’ can be considered as a rudimentary grading scale [10] . In inflammatory bowel disease (IBD),
the generic question on overall wellbeing was found to correlate
well with the Crohn’s Disease Activity Index score itself, and was
a strong predictor of physician visits for patients with IBD [11] .
This concept of a single global response measure has been used in
clinical trials of IBS remedies as a primary end point. Notably, the
studies using cilansetron [12] , alosetron [13] and tegaserod [14] all
showed statistically significant results when the intervention was
compared against placebo using the single end point of ‘adequate
relief’. More importantly, it was found to be responsive, reproducible and moved in the same direction as other more comprehensive
measures [15] . The Rome Foundation Committee have now recognized this single response as a validated outcome measure [16,17] .
However, it must be recognized that this easily obtainable single
question about a patient’s overall health status provides no insight
into the components that drive this response.
Generic HRQoL instruments

Generic measures assess HRQoL in ways that are independent of the
specific aspects of the disease. A major advantage to using a generic
measure is that it can cut across health conditions (e.g., social function, work ability, home management and pain). In addition, these
instruments have been used and validated on a variety of medical
disorders, their extensive use often leads to a variety of linguistic and
cultural translations and they allow for comparison between medical conditions. The disadvantage of a generic measure is that it is not
condition specific. In other words, the findings address overarching
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concepts, for example, ability to engage in social activities, rather
than more specific concepts unique to the IBS condition, such as the
need to be near a bathroom. The two basic types of health surveys
are the health profile (health surveys) and utility measures [8,18] .
Health profile

Health profiles are multi-item instruments, incorporating several
dimensions of the patient’s illness experience and behavior into
domains, such as physical and psychosocial functioning or perceptions of disease impact. Responses to individual questions create
a score, which are summated to generate component scores and
finally an overall sum score.
An example of such an instrument is the Short Form (SF)-36.
It encompasses 36 items that cover eight domains, namely general
perception, physical functioning, social functioning, vitality, social
functioning, mental health, role limitations from physical health
and role limitations from emotional problems. There are summary
scores for physical health (the physical component summary) and
mental health (the mental component summary) in addition to the
subscores for each of the eight domains measured [19] .
Using the ability of generic HRQoL measures to compare between
studies, Gralnek et al. demonstrated that IBS patients had a poorer
health status compared with the general population and patients
with other chronic diseases. By using a well-validated and widely
used generic instrument, they were able to compare a cohort of
877 IBS patients against published results of the total scores and subscale scores of other subjects without having to resurvey these groups.
In comparing against the US general population data, IBS patients
scored significantly lower on each of the eight SF-36 scales and both
the mental and physical component scores (all p-values < 0.001) [20] .
Compared with moderate-to-severe symptomatic gastro-esophageal reflux disease patients, the IBS subjects displayed significantly
lower scores on all eight scales, except physical functioning, and on
both the mental and physical scores. When pegged against diabetes
patients, the IBS patients scored lower overall, except for physical
functioning. This was significant in that nearly half of the diabetes
patients had disease-related complications, highlighting the fact
that IBS can be even more debilitating than an organic disease.
There were similar striking findings when compared against endstage renal disease patients, where IBS patients scored more poorly
on energy, bodily pain and social functioning – significant because
end-stage renal disease is a disease with a heavy morbidity and
mortality. Finally, when compared against a mental illness, namely
depression, IBS patients had a worse physical functioning score, but
depressed patients had a more severe mental composite rating [20] .
Another health-profile measure that has been used in studying
IBS is the Sickness Impact Profile (SIP) [21] . It consists of 136 items
encompassing 12 discrete areas of daily functioning (ambulation,
mobility, body care, social interaction, communication, alertness, emotional behavior, eating, work, rest, home management
and recreation). There is an overall score, a physical domain with
three subscales, a psychosocial domain with four subscales and
five independent domains. Using the SIP on patients seen in a
gastroenterology clinic, Drossman et al. showed that functional
gastrointestinal disorders, including IBS, produced greater levels of
www.expert-reviews.com
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impairment compared with other organic gastrointestinal disorders.
Significantly, IBS patients fared worse in the areas of daily function, days in bed, psychological distress and pain severity [22] . The
performance of the SIP has also been compared against diseasespecific instruments in assessing treatment effects in IBS patients.
In evaluating the Irritable Bowel Syndrome – Quality of Life (IBSQoL; an IBS disease-specific HRQoL questionnaire) against the
SIP to assess response to treatment, Drossman et al. demonstrated
moderately significant correlations in the SIP total score (r = 0.28;
p = 0.0004) and psychosocial score (r = 0.29; p = 0.0002), with
more moderate correlations in the other SIP subscales [23] . A recent
study has shown that the clinically meaningful improvement for
IBS would be an increase of 2.8 points [24] .
Utility measures

Utility measures are specific applications derived from clinical
decision making. One measure is the time trade-off technique,
which evaluates the patient’s perception of existing health compared with death [25] . A score ranging from 0 (equal to death) to
1.0 (equal to full health) is calculated by having patients choose
between living in their current state of health versus trading-off
years of their life to live in perfect health. For example, a female
with an actuarial life-expectancy of 80 years may feel her health is
so poor she is willing to trade off 40 years to attain perfect health,
translating into a utility score of 40 out of 80 = 0.50. Compare
this with her counterpart who has a relatively good health status
and is only willing to trade off 10 years to achieve perfect health;
her utility score is 70 out of 80 =0.88.
In describing the years of life IBS patients were willing to trade-off
to achieve perfect health, Drossman et al. surveyed 1966 subjects
who had moderate-to-severe impairment in their health status. To
lead a life free of all their symptoms, they would be willing to give up
a quarter of their remaining years of life (averaging 15 years). This
translates into a willingness to ‘trade-off’ 25% of their lifespan for
a disease-free existence, and is a powerful and tangible indicator of
the extent these IBS patients had suffered from their symptoms [26] .
Another utility index of HRQoL would be the measured risk a
patient was willing to accept from a treatment in order to achieve
perfect health. In the same survey previously described, 14% of
the IBS patients were willing to risk a treatment with a one out of
1000 chance of death to make them symptom-free [26] .
While a utility measure remains a crude marker that provides no
information on the domains within which deterioration or improvement occurs, it is an index patients can easily identify with, and
represents a measurable marker of their health status and HRQoL.
Ultimately, the major disadvantage of a generic HRQoL measure
is that gastrointestinal symptoms are not specifically questioned, and
overall they may be insensitive to changes that are specific to IBS,
resulting in a failure to fully capture the subjective evaluation of
HRQoL associated with the symptoms of IBS and its treatment [8] .
IBS-specific HRQoL instruments

Compared with generic measures, disease-specific HRQoL instruments evaluate specific symptoms and areas of a disease that have
an impact on a subject’s HRQoL. Advantages are that they are
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more responsive to clinical changes over time and they are more
closely related to areas commonly evaluated by physicians [27] .
For example, a disease-specific measure for IBS would contain
questions relating to abdominal pain, bowel habits and how these
affect a subject’s HRQoL.
There are a large number of digestive disease questionnaires
available, including generic digestive system instruments, such
as the Digestive Health Status Instrument [28] , Gastrointestinal
Quality of Life Index [29] and Gastrointestinal Symptom Rating
Scale [30] . Some of these, such as the Gastrointestinal Symptom
Rating Scale and Digestive Health Status Instrument, have been
used for functional gastrointestinal diseases, but will not be considered in the subsequent discussion as they remain generic in
nature and were not primarily designed upon an IBS patient population. There are five IBS-specific questionnaires in use. Table 1
summarizes the characteristics of the instruments, and each are
individually discussed next, with an emphasis on development,
validation and questionnaire component.
IBS-QoL

One of the first IBS-specific questionnaires to be developed was the
IBS-QoL by Patrick et al. in 1998 [31] . Following a literature and
instruments review, the original items were devised from a conceptual model and qualitative interviews with clinicians and a group of
40 IBS patients. This was followed by a cognitive debriefing phase
and cultural adaptation process that reduced the questionnaire to a
41-item instrument anchored on a five-point Likert scale. This was
tested on a group of 156 patients from two study sites who fulfilled
the Rome criteria. They were divided across the three IBS subtypes
and were predominantly Caucasian females. Seven items were eliminated because of redundancy, ceiling effect and low item-scale correlation. Principal component analysis identified eight substructure
domains – namely dysphoria, activity interference, body image,
health worry, food avoidance, social reaction, sexual and relationships. Each of these provides a subscale score and summates to give
an overall score. The final 34-item IBS-QoL showed a high internal
consistency reliability and reproducibility. The overall Cronbach’s
a was 0.95, with excellent scores in nearly all the domains (body
image 0.75, dysphoria 0.92, food avoidance 0.76, health worry 0.70,
interference with activity 0.84, sexual 0.83, social reaction 0.74)
except relationships, with a lower score of 0.65. Similarly, the interclass correlation coefficient scores, over an average retest period of
1 week, were comparably good (overall score 0.86, body image 0.85,
dysphoria 0.89, food avoidance 0.76, health worry 0.86, interference
with activity 0.88, sexual 0.77, social reaction 0.84), once again with
a lower score on relationships (0.69). Convergent and discriminant
validity results were strong between the IBS-QoL and the SF-36
and Symptom Checklist-90-Revised [31] . A later study showed that
the instrument was responsive to treatment changes over time [23] .
It has since been validated again in a multicenter trial on females
with IBS who were undergoing treatment. It showed significant
correlation between change in scores on the IBS-QoL and other
measures of treatment effect [24] . The study also demonstrated
responsiveness of the instrument, with the IBS-QoL able to differentiate responders from nonresponders and also determined that
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the clinically meaningful difference ranges from 10 to 14 points on
this measure [24] . More recently, in a randomized double-blinded
clinical trial assessing the efficacy of lubiprostone in constipationpredominant IBS patients, the IBS-QoL demonstrated a clinically
meaningful difference in the domains of social reaction, food
avoidance, health worry, body image and dysphoria [32] .
A consensus review panel found that the IBS-QoL showed
both accurate psychometric and methodological qualities, and
was valid, responsive and reliable [33] ; the major shortcoming, as
with most of the other IBS-specific instruments, was that it had
never been tested in a primary-care population. It recommended
this as the instrument of choice in assessing IBS-related HRQoL.
IBS-36

This is another IBS-specific HRQoL instrument, developed by Groll
et al. in 2002 [34] . Conception of the questionnaire was through
a literature review, followed by interviews with eight IBS patients
and nine healthcare professionals. The original questionnaire had
70 items and covered eight domains – daily activities, emotional
impact, family relations, food, sleep and fatigue, social impact,
sexual relations and symptoms. This original version was tested on
a cohort of 107 IBS sufferers, and through consensus and following
evaluation it was reduced to a 36-question questionnaire. Scoring
is on a 7-point Likert scale ranging from 0 through to 6, giving a
maximal total score of 216. This instrument is negatively scored
(i.e., a lower score equates to a better QoL) and assesses patients’
symptoms over a 2-month period.
The IBS-36 was reported to have high internal consistency with
an overall Cronbach’s a of 0.95. When it was readministered to
the same group of 107 IBS patients after 2 weeks, it returned
a good test–retest reliability with a Spearman’s score of 0.92.
It was also tested and shown to correlate with the McGill pain
scores, Medical Outcome Study short form questionnaire and IBS
patient-reported sleep, symptom and pain scores. In testing for
construct validity, reliability, reproducibility and responsiveness,
Groll et al. used structured interviews by three gastroenterologists;
this differed from the IBS-QoL, whose development was based
on self-administered questionnaires [34] .
Functional Digestive Disorders Quality of Life

The Functional Digestive Disorders Quality of Life (FDD-QoL)
was one of the first functional digestive disease-specific QoL instruments to be developed. Created by Chassany et al. to provide a
disease-specific measure of QoL for functional dyspepsia and IBS in
1997, it started as a 74-item survey generated by three French clinicians, based on literature reviews and patient surveys [35] . The questionnaire was tested on 31 functional digestive disease patients and
11 healthy volunteers, and then reduced to 59 items. It was tested
for reproducibility on 58 patients over a period of approximately
1 month, yielding a good interclass correlation coefficient of 0.98.
The questionnaire was tested in two randomized pharmacotreatment trials using acetorphan and fedotozine, where the
data generated allowed factor analysis and item aggregation into
12 scales [36] . An expert panel and 65 patients verified the contents
of the questionnaire, and this resulted in a further reduction of nine
Expert Rev. Gastroenterol. Hepatol. 4(3), (2010)
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Table 1. Irritable bowel syndrome-specific health-related quality of life instruments.
Questionnaire Authors

Questions Dimensions

Response format

Scales/scoring

Recall period

Ref.
[23,24,31]

IBS-QoL

Patrick et al.

34-item

Dysphoria
5-point Likert scale
Activity interference (positively scored)
Body image
Health worry
Food avoidance
Social reaction
Sexual
Relationships

Overall score
2 weeks
(often transformed
to a 100-point
scale: range 0–100)
Eight subscale
scores

IBS-36

Groll et al.

36-item

Daily activities
Emotional impact
Family relations
Food
Sleep and fatigue
Social impact
Sexual relations
Symptoms

7-point Likert scale
(negatively scored)

Global score
(range 0–216)

FDD-QoL

Chassany et al. 43-item

Activities
Anxiety
Diet
Sleep
Discomfort
Health perception
Disease coping
Stress

6-point Likert scale

Global score
2 weeks
(transformed into a
100-point scale:
range 0–100)

[35]

IBSQoL

Hahn et al.

30-item

Emotional health
5–6-point
Mental health
Likert scale
Sleep
Energy
Physical functioning
Diet
Social role
Physical role
Sexual relations

Global score
4 weeks
(often transformed
to a 100-point
scale: range 0–100)

[37,40]

IBS-HRQoL

Wong et al.

26-item

Bowel symptoms
7-point scale
Fatigue
Activity impairment
Emotional
dysfunction

Domain average
2 weeks
scores
(calculated by
dividing the domain
sum score by the
number of items:
range 1–7)

[41]

2 months

[34]

FDD-QoL: Functional Digestive Disorders Quality of Life; IBS-HRQoL: Irritable Bowel Syndrome Health Related Quality of Life; IBSQoL: Irritable Bowel Syndrome
Quality of Life Questionnaire; IBS-QoL: Irritable Bowel Syndrome – Quality of Life.

items. Finally, the questionnaire was translated before being tested
in a multinational European trial, following which there was a further reduction of the instrument to the final form of 43 items over
eight domains – activities, anxiety, diet, sleep, discomfort, health
perception, disease coping and stress. Scoring is on a 6-point Likert
scale with an overall score and individual scale scores, based on the
patient’s assessment of their condition over the past fortnight [35] .
In the final multinational psychometric validation study, the
instrument showed good reliability with an overall Cronbach’s
coefficient of 0.94 (scale coefficients 0.69–0.89). The instrument
showed discriminant validity with a correlation between more
severe disease and a worse QoL measure. Concurrent validity
was demonstrated between the FDD-QoL and a generic QoL
www.expert-reviews.com

instrument, the SF-36 [35] . When scored by the consensus panel,
the FDD-QoL had good psychometric quality but insufficient
methodological quality and practical utility.
Irritable Bowel Syndrome Quality of Life Questionnaire

Hahn et al. devised and reported the use of the Irritable Bowel
Syndrome Quality of Life Questionnaire (IBSQoL) in 1997 [37] .
As with the previously discussed instruments, the development
began with a literature review, examination of existing questionnaires and physician discussions. Questions were drawn and
modified from two other validated instruments – the Heartburn
Quality of Life and the Bowel Symptom Checklist questionnaires [38,39] . A review by a group of gastroenterologists resulted
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in a 46-item questionnaire over ten scales – emotional health,
mental health, health belief, sleep, energy, physical functioning,
diet, social role, physical role and sexual relations. Scores were
recorded on a 5–6-point Likert scale and transformed to a 100point score, where a higher score represented a better QoL. The
questions were asked in a recall period over the previous 4 weeks.
The questionnaire was tested on two tertiary care groups of IBS
patients at two separate sites (126 patients in California, USA and
122 in Tennessee, USA), as well as three focus groups [40] . This
resulted in a reduction of the items by 16, and the elimination
of the health-belief scale, which had shown poor validity. The
resultant 30-item, nine-scale instrument was tested on subjects
from an IBS support group and showed overall acceptable reliability, with Cronbach’s a scores in the domains ranging from
0.66–0.93. There was good internal construct validity, as evidenced by good scale–scale correlations. When tested on patients
with and without IBS, the IBSQoL reflected similar scores in
patients with IBS across two groups, and differing scores when
comparing subjects with versus without the disease, suggesting
the ability to discriminate [37] .
While the instrument seems relatively easy to score by patients,
it has yet to be assessed for responsiveness, that is, if it is able to
determine changes in QoL in the same individual following a
therapeutic intervention.
Irritable Bowel Syndrome Health-Related Quality of Life

The Irritable Bowel Syndrome Health Related Quality of Life was
developed by Wong et al. [41] . Through literature reviews, clinician and physician interviews, the authors identified 182 items
over seven domains (symptoms, activities, work/school-related
problems, leisure/social, emotional function, sexual/marital problems and relationships) that represented potential problem areas
for IBS sufferers. The instrument was tested on 100 patients, and
through factor analysis and reduction was pared down to 26 items
covering four domains – namely bowel symptoms, fatigue, activity impairment and emotional function. Scoring is on a 7-point
scale (score range 1–7), with a higher score indicating a better
HRQoL. An average score is then calculated for each domain by
summing the scores for all the questions within that domain, then
dividing it by the number of questions within.
The final questionnaire was tested on 16 patients, with the
authors reporting that the subjects had found it clear and satisfactory. There was no further testing of the measurement properties of
this instrument. While it has potential for use as a concise outcome
measure in clinical trials, it has yet to be satisfactorily validated [41] .
Expert commentary & five-year view

The evidence highlighting the significantly diminished HRQoL
among IBS patients could not be clearer. From the patient’s
perspective, an International Foundation for Gastrointestinal
Disorders survey revealed that two-thirds of sufferers found their
symptoms to be at least ‘very bothersome’ in relation to daily
comfort, work, school and activities with family and friends [42] .
In a more recent survey of nearly 2000 IBS patients in the USA
and Canada, respondents had to restrict their activities on average
282

73 days per annum (20% of the calendar year) owing to their
disease symptoms [26] . The two studies by Gralnek and Drossman
using the SF-36 and SIP, respectively, show that the detriment
to HRQoL by IBS is equivalent to, if not often worse than, that
experienced by patients with organic pathology [20,23] .
As a disorder that cannot be measured by objective means, we
rely on the symptoms patients present with, their perceived severity,
impact on daily function and reported health behavior. As such,
the assessment of HRQoL is pivotal in understanding the experience of the illness for the patient, to guide treatment decisions by
clinicians and to help health policy decisions be made.
As we move more toward an emphasis on patient-centered care,
we need valuable methods to assess symptoms (e.g., Rome criteria [43]), severity (via standard instruments such as Irritable Bowel
Syndrome Severity Scoring System or Functional Bowel Disorder
Severity Index [44,45]) daily function (via function measures such
as SIP), generic measures of HRQoL (e.g., SF-36 and SIP) and
more specific measures of health perceptions and attitudes,
namely condition-specific HRQoL measures. It is important to
be aware of these distinctions in being able to understand the full
impact of illness on the person with IBS.
The use of condition-specific measures that are well validated
also allows for their use as secondary end points in clinical trials,
as recommended by the Rome Foundation and regulatory agencies. A consensus panel of experts evaluated five of the IBS-specific
HRQoL instruments available and surmized that the IBS-QoL
was the most extensively validated measure and showed both
accurate psychometric and methodological properties [33] . This
speaks to a need for further validity assessment of the existing
HRQoL instruments.
Future interest is needed in understanding HRQoL from a
crosscultural context. A study by Levenstein et al. evaluated the
Rating Form of Inflammatory Bowel Disease Patient Concerns
across countries and cultures, and found that there were large
variations in the responses between IBD patients in different
countries, with agreement on some concerns and wide divergence
on others [46] . Among the IBS-specific measures, the IBS-QoL
has had international harmonization and has been translated into
over two dozen languages. More work is needed to do the same
for other HRQoL instruments and to then look at cross-cultural
comparisons with regard to differences in HRQoL.
Finally, we believe that the impact posed by IBS has an effect
not only on the patient, but also has considerable impact on the
spouse and family members. Preliminary data from a study by
the authors have shown that the spouses or partners of patients
carry a significant burden and consequently suffer a poor HRQoL
themselves [47] .
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Key issues
• Health-related quality of life (HRQoL) is an ideal outcome measure in irritable bowel syndrome (IBS), a multifactorial functional disorder
with no quantifiable biological index.
• A HRQoL measure should be understood in a biopsychosocial context, reflecting the impact of IBS for the patient and its functional and
behavioral consequences.
• HRQoL measures used in IBS include global measures (single-question measure), generic instruments (health profiles, utility measures)
and IBS-specific measures.
• The global measure of ‘adequate relief’ was found to be responsive, reproducible and recognized as a validated outcome measure in
IBS treatment; however, it provides no insight into the components that drive the response.
• Generic measures, such as the sickness impact profile and short form-36, have been well used and validated in IBS and allow
interdisease comparisons, but are less sensitive to the IBS-specific effects on HRQoL.
• Five IBS-specific HRQoL measures are described. Differences in development, questionnaire construction and validation are discussed,
and one should consider these factors when selecting an appropriate measure to use.
• Future developments should include further validation of existing IBS-specific measures and crosscultural harmonization.
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