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Assessment of Quality of Life Among Children with Inflammatory Bowel Disease
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ABSTRACT

Objective: To evaluate the quality of life among children with inflammatory bowel disease (IBD) by the inflammatory bowel
disease questionnaire.

Study Design: Cross-sectional study.

Place and Duration of the Study: Department of Pediatric Gastroenterology, Children's Hospital and Institution of Child
Health, Lahore Pakistan, from Nov 2020 to Apr 2021.

Methodology: A total of 60 cases (Crohn's disease or ulcerative colitis) were enrolled in the study. Quality of life was
measured according to the Modified IMPACT-III questionnaire.

Results: There were 38(63.3%) males and 22(36.7%) female children. The mean age was 9.57+3.40 years, while 33(55.0%)
children were above ten years. The mean maternal age was found to be 37.10+4.09 years. There were 36(60.0%) children with
Crohn's disease, while 24(40.0%) had ulcerative colitis. Children with Crohn's disease were found to have a significantly low
quality of life compared to children in the ulcerative colitis group in the social domain (p<0.05). In addition, children with
ulcerative colitis had a significantly low quality of life with regard to bowel symptoms (p<0.05).

Conclusion: Overall scores showed a low quality of life among children with IBD. Children with Crohn's disease had
significantly low social QoL, while children with ulcerative colitis showed significantly low QoL regarding bowel symptoms.
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INTRODUCTION

Inflammatory bowel disease (IBD) is a chronic
multifactorial disorder, classified into two major
groups Crohn's disease and ulcerative colitis, and an
unclassified group of IBD.! In ulcerative colitis, the
inflammatory response is restricted to the mucosa of
the colon only. At the same time, in Crohn's disease,
inflammation is transmural and can involve any part
from the mouth to the perianal area.* The major sym-
ptoms are diarrhoea (sometimes with mucous and
blood), abdominal pain, malnutrition, weight loss and
tiredness. The long-term need for medications, the
relapsing nature of the disease, surgeries and frequent
hospitalizations are challenging for patients and
parents and affect their quality of life. The prevalence
of IBD is higher in developed countries and is in-
creasing worldwide.>” There is no valid epidemio-logi-
cal study about the incidence of IBD in Pakistan.

IBD is a chronic disease with remitting and rela-

psing course, affecting patients' quality of life. Several
international studies have been published on this
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subject, most of which support that patients with IBD
significantly affect QOL compared to the normal
population.”® No local study has shown the quality of
life among children suffering from IBD. This study
aimed to evaluate the quality of life (QoL) of children
with IBD by the IBD questionnaire. We were focused
on assessing the QoL in Pakistani pediatric patients of
IBD and attempted to identify how the duration and
type of disease in IBD patients affect patients' physical,
mental and emotional well-being.

METHODOLOGY

This cross-sectional study was conducted at The
Department of Pediatric Gastroenterology, Children's
Hospital and Institute of Child Health, Lahore Pakistan
from November 2020 to April 2021. Approval from the
Institutional Ethical Committee was sought (Ref#2020-
122, dated: 21-07-2020). In addition, informed consent
from the parents of the patients was taken to include
their data in the study.

Inclusion Criteria: Children of both genders aged six
months to 14 years diagnosed with ulcerative colitis or
Crohn's disease based on clinical history, physical
examination, and endoscopic and histopathology
findings were included from the study.
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Exclusion Criteria: Children with poor compliance,
indeterminate colitis or any chronic illness were exclu-
ded from the study.

During the study period, 60 cases fulfilling inclu-
sion criteria were enrolled from Outpatient and Inpa-
tient from the Department of Pediatric Gastroentero-
logy, adopting a non-probability consecutive sampling
technique. Ulcerative colitis was defined as continuous
inflammation restricted to the colon with histological
evidence.l® Crohn's disease was labelled as skipped,
non-contiguous chronic inflammation of the gastroin-
testinal tract with or without granulomas and reinfor-
ced by clinical, histologic and endoscopic evidence.!!

Demographic information like age, gender, area
of residence, maternal age and education were recor-
ded. Age at the time of diagnosis of the disease was
noted. Quality of life was measured according to the
modified IMPACT-III questionnaire approved by the
institutional ethical review board (Table-I).11

The questionnaire was translated into the local

condition. Scores above three were taken as high, while
below or equal to one were taken as low. The lower the
score, the higher the quality of life; the higher the
score, the lower the quality of life. Crohn's disease acti-
vity index (PCDAI),'? or the Pediatric Ulcerative Colitis
activity index (PUCAI),’® were used to classify
remission (PCDAI< 10 or PUCAI< 10).

Statistical Package for Social Sciences (SPSS)
version 26.0 was used for the data analysis. Mean and
standard deviation were computed for quantitative
variables like age, age at the time of diagnosis, mater-
nal age and QOL scores. Frequency and percentage
were calculated for qualitative variables like type of
IBD, gender, area of residence and maternal education.
The chi-square test was applied to compare different
study variables among different types of IBD disease.
The independent sample t-test was employed to
compare QOL scores between different types of IBD
disease groups. The p-value less than or equal to 0.05
was considered significant.

Table-I: Modified IMPACT-III questionnairell for measuring of Quality of Life among Children having Inflammatory Bowel

Disease (IBD)
N Score
Q Description 1 2 3 1 5
1 How many time Not at all Hardly any Som? of the Mos.t of the Alhl the
of the time time time time
How many times did you need to seek medical Hardly any |Some of the |Most of the | All the
2 . Not at all . . . .
consultation? of the time time time time
3 How many times did you feel fatigued? Not at all Hardly any Som.e of the Mos.t of the Al.l the
of the time time time time
You miss active participation in exercise/sports Hardly any |Some of the |Most of the | All the
4 o Not at all . . . .
activities? of the time time time time
5 How many times did you feel low/discouraged? Not at all Hardly any Som.e of the Mos.t of the Al.l the
of the time time time time
How much problem did you face in gaining average Hardly any |Some of the |Most of the | All the
6 . o Not at all . . . .
weight of your/your child’s age? of the time time time time
7 How many times did you feel pain in abdomen? Not at all Hardly any Som? of the MOSF of the Al.l the
of the time time time time
8 How many times did you have sleep disturbances? | Not at all Hardly any Som? of the MOSF of the Al.l the
of the time time time time
9 How many times did you miss your medication? Not at all Hardly any Som? of the MOSF of the Al.l the
of the time time time time
Did your child’s disease put an economic burden on Hardly any |Some of the |Most of the | All the
10 Not at all . . . .
you? of the time time time time
language (Urdu), and questions were asked in the RESULTS

presence of parents. The questionnaire consisted of
fives subdomains as social (Q1,Q4), physical (Q2,Q6),
emotional functioning (Q3,Q5), bowel symptoms (Q7,
Q8), and economic constraints (Q9,Q10). On a 5-point
Likert scale, children indicated the extent to which
they were bothered by specific aspects of their health

Of sixty children, 38(63.3%) were males, and
22(36.7%) were females. The mean age was 9.5£3.4
years, while 33(55.0%) children were above ten years
old. There were 36(60.0%) children who belonged to
rural areas. The mean maternal age was 37.10+4.09
years, whereas 48(80.0%) mothers were aged above 35
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years. There were 36(60.0%) children with Crohn's
disease, while 24(40.0%) had ulcerative colitis. Table-II
showed the characteristics of all children with IBD, and
there was no statistically significant difference between
children with Crohn's disease and ulcerative colitis.
Table-III showed showing assessment of QoL accor-
ding to the Modified Impact-III questionnaire among
children with IBD. Overall scores for questions 1-8

DISCUSSION

Assessing QoL among patients of IBD is conside-
red a major component of medical management and
decision-making. The last couple of decades have seen
swift progress in measuring QoL among patients of
IBD, and the number of instruments has appeared with
variability in assessment methods.#1¢ This present
study from Pakistan adds to what little is already

Table-II: Characteristics of Children with Inflammatory Bowel Disease (n=60)

Characteristics Crohn’s Disease (n=36) Ulcerative Colitis (n=24) p-value
Male 21(58.3% 17(70.8%
Gender Female 15241.7%; 7((29.2%)) 0325
Age in years (MeantSD) 9.244.0 10.242.2 0.287
. Urban 15(41.7 %) 9(37.5%)
Residence Rural 21(58.3%) 15(62.5%) 0.747
Maternal Age in years (MeanSD) 36.39+5.0 38.17+1.7 0.099
Uneducated 7(19.4%) 6(25.0%)
Primary 5(13.9%) 7(29.2%)
g’fﬁiﬁlﬂ Matriculation 7(19.4%) 5(20.8%) 0.366
Intermediate 8(22.2%) 4(16.7%)
Graduation or Above 9(25.0%) 2(8.3%)
Age at the time of Diagnosis 8.3+£3.8 72422 0.218
Hospitalizations Needed 4(8.1%) 3(12.5%) 0.870
Disease in Remission 24(66.7%) 12(50.0%) 0.197

Table-III: Assessment of Quality of Life according to Modified Impact-III Questionnaire

Question Scores (Mean+SD)
Number Questions Crohn’s Disease Ulcerative Colitis p-
(n=36) (n=24) value
1 How many times did you miss school? 4.50+0.85 4.58+0.66 0.685
2 How many times did you need to seek medical consultation? 3.44+0.64 3.42+0.78 0.877
3 How many times did you feel fatigued? 3.89+1.17 3.38+0.82 0.067
4 You miss active participation in exercise / sports activities? 3.64+1.18 3.17+1.27 0.146
5 How many times did you feel low / discouraged? 3.64+1.06 3.05+1.11 0.012
6 How much prf)bl/em did you face in gaining average weight of 3674155 3.7540.79 0.809
your /your child’s age?
7 How many times did you feel pain in abdomen? 3.03+1.06 3.8241.09 0.006
8 How many times did you have sleep disturbances? 3.22+0.87 3.75¢1.15 0.047
9 How many times did you miss your medication? 2.50+1.38 2.29+1.12 0.208
10 Did your child’s disease put an economic burden on you? 2.00+0.89 2.33+1.09 0.200

were high (>3). Children with Crohn's disease were
found to have significantly higher scores in terms of
"How many times did you feel low/discouraged?"
when compared to children in the ulcerative colitis
group (3.64+1.06 vs 3.05%1.11, p=0.012). Likewise,
children with ulcerative colitis had significantly higher
scores regarding "How many times did you feel pain
in the abdomen?" (3.82+1.09 vs 3.03£1.06, p=0.006).
Sleep disturbances were significantly more among
children with ulcerative colitis than among Crohn's
disease (3.75+1.15 vs 3.22+0.87, p=0.047).

known about the status of QoL among children with
IBD. The research aimed to add to what is already
known about the work done on the original Impact
Questionnaire. Overall scores regarding QoL were
high, showing the decreased quality of life among suf-
ferers of IBD. It was seen that QoL credited to emo-
tional functioning (Q5) was significantly decreased
among children with Crohn's disease. QoL scores were
significantly high in terms of bowel symptoms (Q7,Q8)
among children with ulcerative colitis compared to
Crohn's Disease. Children with IBD are found to report
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low QoL from studies conducted all around the
world.5>7 The present study highlighted the need to
uplift the QoL among children suffering from IBD.

Ulcerative colitis and Crohn's disease affect the
lives of children and adolescents differently. Bowel
symptoms are more troubling and disabling to patients
with ulcerative colitis, while systemic symptoms and
body image concerns are greater for patients with
Crohn's disease. A study from Canada highlighted the
impact of Crohn's disease on the ability to function in
school and leisure activities, as seen in the present
study, where children with Crohn's disease had higher
scores in the social domain compared to children with
ulcerative colitis.”” Crohn's disease and ulcerative
colitis trigger emotional responses of unfairness and
frustration, but Sajadinejad et al. noted that anger and
embarrassment are more prevalent in ulcerative
colitis.’® Disparities between age groups affecting chil-
dren of inflammatory bowel disease are not many and
less marked than those between types of IBD.17.19

Inconsistency is found in comparing the results of
QoL between children with Crohn's disease and ul-
cerative colitis. Gallo et al.20 and Kalafateli ef al. revea-
led that no significant variation exists regarding diffe-
rences in quality of life between cases of ulcerative
colitis or Crohn's disease,2021 while Cohen described
comparatively higher degrees of poorer QoL among
patients having Crohn's disease specifically because of
its worse clinical course, the consistent requirement of
treatment and increased likelihood for surgical
intervention.??

In the present study, we observed that children
with Crohn's disease have comparatively higher QoL
scores than ulcerative colitis. A study done by Seung ef
al. from Korea found no clear evidence of differences in
QoL between children who have ulcerative colitis or
Crohn's disease in terms of total scores (135 [23-145]
versus 135 [120-147]). According to Paris Classification,
a recent study from Seoul, Korea, to measure QoL
among children with IBD found no significant diffe-
rence between Crohn's disease/ulcerative colitis and
QoL.2 The authors concluded that several clinical con-
tributors might impact the QoL in IBD, but evaluating
the net QoL based on these clinical contributors is not
enough to directly measure these individuals suffering
from IBD.

LIMITATIONS OF STUDY

The present study had some limitations as well. As this
was a single-centre study with a comparatively small sample

size, our observations cannot be generalized. Furthermore,
we could not record the impact of treatment on the QoL
among children with IBD, as that would have further enligh-
tened us about the effectiveness of current management
strategies. As disease duration and age are thought to impact
QoL among children suffering from IBD significantly, early
diagnosis among the pediatric population should be consi-
dered the most crucial intervention period.

CONCLUSION

Overall, scores showed a low quality of life among
children with IBD. For example, children with Crohn's
disease had significantly low social QoL, while children with
ulcerative colitis showed significantly low QoL regarding
bowel symptoms.
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