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The clinical course of inflammatory bowel diseases [IBD] is char-
acterized by a progressive accumulation of disability. In an elegant 
study, Lee et al. measured disability using the Inflammatory Bowel 
Diseases Disability Index [IBD-DI] in 84 restorative proctocolectomy 
patients.1 The authors first confirmed that quality of life as measured 
by the Inflammatory Bowel Disease Questionnnaire [IBDQ] was 
well correlated with the IBD-DI.1,2 Lee et al. also demonstrated that 
the IBD-DI scores were associated with higher indirect medical costs 
and perioperative complications.1 Patients with ulcerative colitis 
and familial adenomatous polyposis diagnoses for restorative proc-
tocolectomy with ileal pouch–anal anastomosis had less disability 
than those with Crohn’s disease as a final diagnosis,1 whereas those 
who had their position affected at work and who had more than 
100 days off work in the last year as well as individuals with an age 
of 41 years or more at time of surgery had more disability as meas-
ured by the IBD-DI.1 Several comparisons were made in this cohort 
study. First, Crohn’s disease as a final diagnosis was associated with 
more disability, suggesting that Crohn’s disease is a more disabling 
condition than ulcerative colitis. When validating the IBD-DI, we 
found that the level of disability was similar between ulcerative coli-
tis and Crohn’s disease patients.2 Another interesting finding is the 
lower level of disability observed in the restorative proctocolectomy 
with ileal pouch–anal anastomosis group when compared to medi-
cally treated patients.1

Large prospective studies were needed to further address these 
issues as such indirect comparisons are limited by the small sample 
size and the fact that it was a non-matched case-control study. Health-
related quality of life [QOL] in patients with severe ulcerative colitis 
is so poor that, after ileal J-pouch–anal anastomosis, QOL is con-
sidered to improve in most clinical studies.3 However, colectomy is 
not a cure for ulcerative colitis.4 QOL and bowel function after such 
surgery cannot be considered ‘normal’ in all patients, because a sub-
stantial number still have problems with urgency, leakage, nocturnal 

soiling, sexual dysfunction and pouchitis, and some require conver-
sion to a permanent ileostomy after ileal J-pouch–anal anastomosis 
failure.3,4 Consistently, in Sweden, work loss was not restored to pre-
surgery or general population levels in the group of ulcerative colitis 
patients who underwent colectomy.5 Thus, even though surgery can 
be a good option in some patients, surgery does not always restore 
all aspects of disability to normal.

Over the past two decades, attention has been focused on the 
ability of IBD to alter patients’ QOL.6 Data about disability are 
objective descriptions that differ from subjective appraisals such as 
QOL. Another limitation of the IBDQ is that it was developed in the 
late 1980s7 when there was no Food and Drug Administration [FDA] 
guidance for patient-reported outcome [PRO] development. Also, 
the IBDQ was not developed through worldwide studies as only 
Canadian patients were enrolled in these studies from McMaster 
University [Hamilton, Ontario, Canada].7

According to the World Health Organization [WHO], disability 
is an umbrella term, covering impairments, activity limitations and 
participation restrictions. An impairment is a problem in body func-
tion or structure; an activity limitation is a difficulty encountered 
by an individual in executing a task or action; while a participation 
restriction is a problem experienced by an individual in involvement 
in life situations. Thus, disability is a complex phenomenon, reflect-
ing an interaction between features of a person’s body and features 
of the society in which he or she lives.8

With the International Classification of Functioning, 
Disability, and Health [ICF] of the WHO, we can now rely on 
a globally agreed-upon framework and system for classifying the 
typical spectrum of problems in the functioning of persons with 
a specific disease given the environmental context in which they 
live.8 A  10-year international collaborative effort between the 
International Programme to Develop New Indexes for Crohn’s 
Disease [IPNIC] group, the International Organization for the 
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Study of Inflammatory Bowel Disease [IOIBD] and the WHO led 
to the development and validation of the IBD-DI.2 The IBD-DI 
has been validated for use in clinical trials and epidemiological 
studies. Importantly, the IBD-DI was developed according to FDA 
guidance for PRO development.9

The IBD-DI showed high internal consistency, interobserver 
reliability and construct validity, and a moderate intraobserver reli-
ability.2 Unfortunately, the authors conducted their survey before 
the publication of the validation phase and the development of a 
robust scoring system for the IBD-DI. Indeed, the authors used an 
empirical scoring system10 and a previous version of the IBD-DI 
questionnaire.11

The final and validated version of the IBD-DI comprises 14 ques-
tions and ranges from 0 to 100. The mean IBD-DI score was 35.3 
and was associated with gender, clinical disease activity and disease 
duration in a French population-based study.2 The structural valid-
ity and responsiveness of the IBD-DI are being evaluated in ongoing 
Groupe d’Etudes Thérapeutiques des Affections Inflammatoires du 
tube Digestif [GETAID] studies such as the Changing the coUrse of 
cRohn’s disease with an Early use of adalimumab [CURE] and Ibd 
CAncer and seRious infections in Europe [ICARE] studies. Another 
limitation of the study by Lee et al. is the use of a non-validated self-
administered version of the IBD-DI. A self-administered version of 
the IBD-DI is eargerly awaited.

Disability is both a cause and a consequence of poverty. 
According to the United Nations, one person in 20 has a disability. 
More than three out of four of these live in a developing country.12 
Disability limits access to education and employment, and leads to 
economic and social exclusion. Poor people with disabilities are 
caught in a vicious cycle of poverty and disability, each being both 
a cause and a consequence of the other. A large proportion of dis-
ability is preventable.12

IBD is a recurrent inflammatory condition of the gastrointesti-
nal system, which ultimately causes substantial disability in many 
patients.

The ultimate goal of therapy in IBD should be the reduction of 
long-term disability. Clinical trials in IBD, however, typically extend 
only for a very short time period compared to the time it takes for 
disability to evolve. Consequently, short-term outcome measures 
that are associated with, and predict, future disability need to be 
identified. Disability became a major secondary endpoint in clini-
cal trials in other chronic progressive diseases such as rheumatoid 
arthritis and multiple sclerosis.13,14

Disability is a major component of disease burden in IBD. 
Recently, a systematic review identified three main domains relevant 
to the evaluation of disease severity in IBD: impact of the disease on 
the patient, disease burden and disease course.15 Disability should be 
taken into account when assessing the impact of the disease on the 
patient and disease severity in IBD.15 A disease severity classification 
is being developed and validated by the IOIBD.

Importantly, the Burden of Inflammatory Bowel Disease [BIRD] 
study investigated PROs in a French nationwide survey of IBD 
patients.16 Between January and June 2014, patients affiliated with 
the French national IBD association filled out six self-questionnaires 
on the following PROs: QOL, fatigue, work productivity, disability 
and anxiety/depression.16 One third of the patients reported moder-
ate [22.4%] or severe [11.9%] disability as measured by the IBD-DI. 
Disability was associated with female gender, unemployment and 
disease activity.16 Whether these findings can be extrapolated to 
other countries is yet to be determined.

In conclusion, the IBD-DI should become a major secondary end-
point in clinical trials. The next step would be a worldwide comparison 
of disability status among IBD patients similar to a recent study at the 
population level.17 It is also required to validate the IBD-DI into other 
languages such as recently done in Portuguese.18 Targeted interventions 
aimed at preventing and improving disability in IBD patients will be 
the biggest health challenge in the field of IBD in the coming decades.
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