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RG FARMER. The social toll of inflammatory bowel disease. Can J Gastroen
terol 1994;8(7):433-437. Inflammatory bowel disease (JBD)- ulcerative colitis 
and Crohn's disease - has become one the most important chronic digestive 
disorders found in the younger population. As a result of the nature of the illness, 
with remission and exacerbation of the inflammatory process, there has been 
increasing concern regarding the costs, both financial and social, of IBD. There 
have been attempts to quantify disease activity and to assess the results of 
treatment and the ability of the patient to function in society. As a result, there 
has been an increased interest in the 'social toll' of !BD. Begi1ming in 1988, and 
using a direct interview technique, ambulatory patients with lBD were evaluated 
for quality of life at the Cleveland Clinic Foundation. Included were patients 
whose disease had been present for about 10 years, and both surgical and 
nonsurgical patients. The interview questionnaire consisted of 47 items in four 
categories: functional/economic, social/recreational, affect/life in general and 
medical/symptoms. Patients with ulcerative colitis had better quality of life than 
those with Crohn's disease and patients without surgery had better quality of life 
than those who had undergone surgery. Over the ensuing five-year period, it was 
shown that quality of life measures are of value in assessing the results of medical 
and surgical therapy, and the measures frequently give information not usually 
obtained by physicians and have implications for quality assurance and outcome 
measurement. 

Key Words: Crohn's disease, Follow-up, Inflammatory bowel disease, Prognosis, 
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Couts sociaux des maladies inflammatoires de l'intestin 

RESUME : Les maladies inflammatoires de l'intestin (Mil), colite ulcereuse et 
maladie de Crohn, se classent parmi les plus importantes maladies digestives 
chroniques chez les jeunes. Compte tenu de la nature de la maladie, qui s'accom-
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THE 'I lUMAN COST' OF lNFLAMMA

tory bowel disease (lBD) is not eas
ily assessed or quantified. The most ob
vious measure would be premature 
death, but this occurs in fewer than 5% 
of lBD patients (1 ). The second most 
obvious m.easure would be the number 
of operations or some assessment of dis
ease severity. However, as is well 
known (2,3 ), IBD - both ulcerative co
litis and Crohn's disease - is charac
terized by unpredictability of exacerba
tion and remission. Since most patients 
afflicted are diagnosed between the 
ages of 15 and 35 years (4), and with 
the low mortality rate, efforts have 
been made to quantify various elements 
assoc iated with morbidity. Since pa
t ients with IBD often are found in 
higher socioeconomic groups than the 
general public (5), the loss of work and 
income can also be used; however, 
these measures arc exceedingly difficu lt 
to assess. 

ln recent years, attempts have been 
made to quantify disease activity as well 
as quality of life assessment for patients 
with IBD (6-8). These measures have 
proved elusive, as they are usually from 
the medical (or the physician's) per
spective, and emphasis is often placed 
on symptoms and clinical findings 
(9,10). A major complicating factor in 
such as essments ha been the unpre
dictab le nature of the disease on the 
one hand and the presumed psycho
logical aspects on the other ( 11). 
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pagne de remis ions et d'exacerbations du processus inflammatoire, on 'inquicte 
de plus en plu des coGts tant financiers que sociaux des MII. On a tente de mesurer 
le degre d'activite pathologiquc et d'evaluer les resultats des traitements, ainsi 
que la capacite du patient a fonctionner en societe. II en est resulte un interet 
grandissant pour les coGts sociaux de MIi. Des 1988, a l'aide d 'une technique 
d'interview directe, des patients non hospitalises atteints de Ml! ont ete evalues 
quant a leur qualite de vie a la Cl.evelnnd Clinic Foundation. Les patients admis a 
l'etude souffraient de cette maladie depuis une dizaine d'annees et avaient ou non 
ere open~s. Le que tionnaire comportait 47 elements repartis en quatre 
categorie : fonctionnel/economique, social/recreatif, affectif/vie en general et 
medical/sympromes. Les patients atteints de colite ulcereuse avaient une 
meilleure qualite de vie que !es patients atteints de maladie de Crohn, et les 
patients qui n'avaient pas ete operes avaient une meilleure qualite de vie que !es 
patients qui avaient subi une chirurgie. Au cours de la periode de cinq ans qui 
s'ensuivit, on a pu demontrer que les mesures de la qua lite de vie sont utiles pour 
evaluer les resultats des traitements medicamenteux et chirurgicaux, et ces 
mesure donnent souvent des renseignements que l'on n'obtient pas habituelle
ment aupres des medecins et on.tune certaine portee sur !'assurance de la qualite 
et la mesure du pronostic. 

TABLE 1 
Inflammatory bowel disease: Costs of illness 

Crohn's disease 

Average annual medical cost per patient in 1990 = USS6,561 
Total annual medical cost = USS 1.0-1.2 billion 

Ulcerative colitis 

Annual medical cost per patient in 1990 = USS 1,488 

Total annual medical cost= USS0.4-0.6 billion 

Adjusting for productivity losses - annual economic cost for inflammatory bowel 
disease= USS 1.8-2.6 billion 

Top 2% of Crohn's patients accounted for 34.3% of total amount 

Based on reference 14 

There have been attempts to define 
more accurately and scientifically the 
various aspects of quality of life for pa
tients with 180. Ganett and Drossman 
(12) defined the 'biological and behav
ioral considerations' of the health 
status of patients with IBO to include 
the following: disease activity, psycho
logical state, cultural influences, ·ocial 
support, effects of complications, pre
vious surgery and medications. Dross
man et al ( 13) also described the 
'functional states and patient worries' 
in 180 u ing a specific instrument for 
detection. They observed that 180 pa
tients experienced moderate functional 
impairment but more in the social and 
psychological sphere than in the physi
cal dimensions, Crohn's disease pa
tients have more psychological 
dysfunction than ulcerative colitis pa
tients and 180 patients generally have 
their greatest concerns regarding the 

n ed for surgery, their degree of energy 
and their body image. The group con
cluded that functional status and pa
tient concern correlate better with 
di ease activity than physician rating of 
symptoms. 

Likewise, there has been an attempt 
to quantify the economic cost for pa
tients with IBO. This was e timated by 
Hay and Hay ( 14) as having an eco
nomic impact in the United States of 
more than US$2 billion per year. An 
important observation was that the top 
2% of Crohn's di ease patients ac
counted for more than a third of the 
total health care expenditures for pa
tients with 180 (Table 1 ). However, 
European studies have demonstrated 
that only 3% of patients with IBO are 
permanently disabled (11,15). In a 
German study (15), it was noted that 
the expen e associated with treating 
the disease wa twice that among young 

females as it wa for either male pa
tients or older persons with IBD; how
ever, the vast majority of patients 
remained employed, although func
tioning uboptimally. 

In attempts to define and quantify 
the quality of life for patient with 180, 

attention has focused primarily on the 
results of urgery, particularly for pa
tients with ulcerative colitis. McLeod 
et al ( 16) showed that there was no 
ignificant difference in quality of life 

for the type of operation for patients 
with ulcerative colitis (pouch or tand
ard ileostomy) but that generally qual
ity of life improved after surgery. 
Likewise, Sagar et al ( 1 7) noted that in 
medically treated patients with ulcera
tive colitis, those who had undergone 
(presumably curative) surgery had a 
better quality of life, and there was 
more depression and limitation of so
cial activity in patients who were 
treated medically. 

The pelvic pouch operation had 
under tandably received pecific atten
tion in terms of quality of life as ess
ment, and Tjandra et al (18) from the 
Cleveland Clinic described similar 
functional results among patients who 
had undergone this procedure for 
ulcerative colitis and those who had 
undergone it for fami lial polyp si . In a 
large tudy from the Mayo Clinic (19) 
encompassing 240 patients over an 
eight-year period, it was noted that 
overall quality of life was satisfactory 
and patients were able to function rea
sonably well by comparison with their 
peers 90% of the time. 

Asse sment of the quality of life for 
patients following medical therapy has 
been more difficult to accomplish and 
Irvine and colleagues (8,9) have had a 
particular interest in a sessing the re
sults of clinical trials. In a recent study 
of 305 patient · with 180, a multicentre 
study of cyclo porine ver us placebo 
was carried out using a quality of life 
instrument as a measure of therapeutic 
efficacy (20). This study showed that 
quality of life assessment compared well 
with the Crohn's disease activity index 
(6) and correlated with the clinical as
sessment quite satisfactorily. Thus, a 
number of recent studie have indi
cated the value of quality of life assess-
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Social toll of IBD 

TABLE 2 
Inflammatory bowel disease: quality of life questionnaire 

Category First ear Follow-u ear 

Functional/economic 
1. I have been able to fulfil my educational goals 
2. I am able to support myself and my family 
3. I am receiving financial support from a source other than from my employment 
4. I am having difficulty getting insurance 
5. I feel that I am able to get through each day as well as others + + 
6. My earnings are as good as others in similar jobs or activities 
7. My disease has made it difficult for me to obtain a job + 
8. My symptoms interfere with my job or activities + 
9. In comparing myself to others, I feel I have less energy + + 
10. I am able to carry out my regular activities in a way satisfying to me + 
11. I feel I have been able to move ahead in my job, family responsibilities or school 
12. My growth and physical development were affected by my illness 
II Social/recreational 
1. I am able to enjoy activities w ith my family + + 
2. I have someone to talk to about the way I feel + 
3. I feel isolated because of my disease + + 
4. I cancelled an activity/activities this past month because of symptoms + + 
5. I feel frightened by the future + + 
6. I can participate in social activities with friends 
7. I can depend on my family or friends for support 

8. I am able to participate in a recreational/sport activity regularly + 
9. The physical activity I participate in at least once a week is (fill in): 
10. I belong to and participate regularly in a c lub/church/professional organization 
11. I feel satisfied with my relationship with my spouse or significant other 
12. I feel satisfied about the way I participate in family activities .+ 
13. My disease has made it difficult for me to have a family + + 
14. My condition has made It difficult for me to share intimate relationships + 
15. I participate in a hobby or special interest in addition to my other tasks 
Ill Affect/life in general 

1. I have made plans for things to do next month 
2. Most of the time I sleep through the night + + 
3. I have made plans for things I' ll be doing a year from now + 
4. My life is going along pretty much as I had planned 

5. When compared with other persons of my age, I feel pleased with my accomplishments 
6. I feel frustrated with my health problems + + 
7. I look forward to each day 

8. I frequently worry about my health 

9. In comparison to other people, I feel I become more easily discouraged 
10. I find that I need mood-elevating medications to help get me through the day 
11. Others see me as c hronically ill 

IV Medical/symptoms 
l. I would describe my general physical condition in comparison to others as (fill in) : 
2. I find myself preoccupied with what I eat 

3. My symptoms significantly affect the way I function each day + + 
4. I have abdominal pain frequently + 
5. My diarrhea is disruptive (ie, does it interfere with your daily life?) + + 
6. I have difficulty maintaining my weight + 
7. I take medications 

8. I take the fol lowing medications once a day (fill in): 
9. Do you feel your doctor has been supportive and understanding of your feelings? 

This table is copyright 7989, Richard G Farmer, MD, Cleveland Clinic Foundation. + Response marginally significant (0.055P'.5;0.0 7 ): ++ Response statistically 
significant (f".:;0.07) 
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ment, but the optimal instrument to 
assess and quantify quality of life con
tinues to a challenge. 

Because of a long term interest in 
IBD (21) and a registry of patients de
veloped over 15 to 20 years, the 
author's group were able to develop co
horts of patients followed at the Cleve
land Clinic Foundation whose quality 
of life could be measured (22). The 
study group consisted of 164 patients 
with IBD, both ulcerative colitis and 
Crohn's disease, with or without opera
tion. Patients selected had IBD for ap
proximately 10 years, with disease 
onset at about age 20. 

To ensure applicability to out-pa
tient care, the survey questionnaire was 
designed for use with ambu latory pa
tients who are functioning in society; 
this characterizes most patients with 
IBD (3,4 ). Therefore, questions assess 
activities of daily living rather than fo
cusing on either medical or psychologi
cal issues. 

Four broad categories of questions 
were developed for the IBD question
naire (Table 2): 

• functional/economic - the abi lity 
to function in work, school, and 
home, to support self and others, 
and to advance professionally; 

• social/recreational - interpersonal 
relationships including those with 
spouse or significant other and 
family, exual relationships, 
relationships in social settings, and 
ability to perform recreational, 
leisure, and social activities; 

• affect/life in general - attitude 
towards life and health, presence 
of optimism or pessimism (eg, 
depression) and ability to plan for 
the future; and 

• medical - gastrointestinal and 
other symptoms, use of 
medication, history of surgery, 
interaction with health care 
professionals and relationship with 
physician. 

Answers were scored using the Lik
ert scale of l to 5 (strongly agree to 
strongly disagree). Questions were 
phrased both positively and negatively 
to avoid repetition of answers. 
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The survey was administered during 
a two-month period in 1988 and was 
repeated as a one-year follow-up in 
1989. The author's group experience 
with long tem1 follow-up studies dis
couraged using physicians to adminis
ter the survey because of their 
orientation towards clinical manifesta
tions of disea e and treatment. The 47 
questions were administered by non
physician interviewers in person or by 
telephone. Questions were short, gram
matically simple and free from clinical 
terminology. Completion took 15 to 20 
mins. The instrument could also be 
used as a self-administered question
naire. 

Univariate analysis of 45 instrument 
questions to determine whether scores 
differed by group (ulcerative colitis, 
surgery; ulcerative colitis no prior sur
gery; Crohn's disease, surgery; Crohn's 
disease, no prior surgery) resulted in 18 
questions yielding statistically signifi
cant or marginally significant results 
(22). The other two questions listed 
multiple physical activities and medi
cations, and were reported descrip
tively. The scores indicate that: 

• patients with ulcerative colitis 
have a better quality of life than 
patients with Crohn's disease 
(P<0.009). (Additionally, surgery 
impacted the score [P<0.003]. 
There was no interactive effect 
between disease and surgery); 

• nonsurgical ulcerative colitis 
patients have a better quality of 
life than both surgical ulcerative 
colitis patients and Crohn's 
disease patients regardless if the 
latter group has undergone 
surgery; 

• nonsurgical Crohn's disease 
patients have a better quality of 
life than surgical Crohn's disease 
patients; 

• Crohn's disease patients who have 
undergone surgery have the worst 
quality of life compared with the 
other three categories; and 

• the score by disease group suggests 
a possible need for closer 
surveillance for surgical Crohn's 

disea~e patients (compared with 
the other groups). 

Before completion of the quality of 
life assessment of ambulatory patients 
with IBD, further comparisons were 
made with patients similar in age and 
other chronic diseases, using the same 
survey instrument. Comparison using 
the quantifiable quality of life for pa
tients with rheumatoid arthritis and 
multiple sclerosis was completed (23 ); 
comparison was made among patients 
whose chronic illness had begun at ap
proximately age 20 and had been pre
sent for approximate ly 10 years, thus 
enabling general comparison among 
the three groups. It was observed that 
the quality of life for patients with mul
tiple sclerosis was the poorest, followed 
by patients with rheumatoid arthritis; 
quality of life of IBD patients was the 
best among the three groups studied. It 
was further noted that there was a dis
crepancy between the functional as
sessment by the physician and the 
quality of life by the patient, particu
larly in multiple sclerosis (observed 
previously in lBD) (12,22). 

Thus, while the survey instrument 
was designed specifically for patients 
with IBL), the impact on the quality of 
life of patients with other chronic ill
nesses can also be assessed and can pro
vide the physician and other members 
of the health care team, particularly 
nurses, physical and occupational 
therapists, and social workers, with 
helpful information regarding the re
sponse to therapy, the overall function
ing of the patient and an assessment of 
the 'natural history' of these important 
chronic diseases. 

In summary, attempts to quantify 
the quality of life for patients with IBD 
(and other chronic illnesses) can pro
vide valuable information not gener
ally recognized by health care 
professionals nor assessed by physicians 
both in terms of assessing the results of 
medical and surgical therapy as well as 
attempting to define the 'natural his
tory' of the diseases. Quality of life 
measurement can be useful and provide 
additional information not usually ob
tained in the course of medical follow
up studies. 
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