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Abstract

tive of HRQOL of these children.

r I Whe success and failure of any medical system
depends on mortality and morbidity rates. The
current trends in medical system focus on

third dimensions of health care that is quality of life.
Health-related quality of life (HRQoL) is defined by
the World Health Organisation (1993), as “an
individual’s perception of their position in life in the
context of the culture and value systems in which
they live and in relation to their goals, expectations,
and standards and concerns”. Illnesses are classi-
fied as either acute or chronic. Chronic illness is as
an illness that recurs or persists for a long period of
time and may last for a person’s entire life.

Review of Literature

A study conducted in Spain to examine the im-
pact of disease and hospitalisation on 105 children
aged 6-15 years showed that daily living activities
and psychological well-being were impaired. The
study also reported close relationship between emo-
tional states and perceived quality of life (Gonzalez-
Gil, et al 2008).

Another study conducted in Switzerland to as-
sess the HRQOL in children during the first year
after diagnosis of cancer and an examination of de-
mographic, medical, and parental predictors of
HRQOL reported more of physical complaints, re-
duced motor functioning and autonomy, and im-
paired positive emotional functioning 6 weeks after
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A descriptive survey was carried out with the aim of determining the health related
quality of life (HRQOL) of hospitalised children with chronic illness. Data was col-
lected from 148 children with chronic illness admitted in selected paediatric wards
of tertiary care hospitals and their parents. The results showed that 51 percent of
the children scored below the median of total HRQOL score. Children with cancer
34 (91.9%) and thalassemia 33 (89.2%) reported a low HRQOL. Children with
chronic illness especially cancer and thalassemia had significantly low HRQOL
compared to children with other illnesses. Gender, diagnosis, frequency of
hospitalisation, duration of illness and type of treatment received were the predic-

diagnosis. HRQOL significantly improved over the
year. Children with leukemia were more affected at
six weeks whereas children with brain tumour com-
plaints more of physical symptoms at one year than
other group. (Landolt, et al 2006).

A study conducted in Thailand to assess the
HRQOL of children with thalassemia aged 5-18 years
revealed a positive relationship between age and
HRQOL (b=0.243, p<0.001). Similarly, a significant
relationship was also found between severity and
HRQOL (b=-0.162, p=0.003) (Thavorncharoensap, et
al 2010)

Limited literature is available in India focusing
on HRQOL of hospitalised children. Multi-dimen-
sional effects of the illness on children and families
will be understood with the measurement of HRQOL
for children who have chronic illness, so that plan-
ning, applying and evaluating the results of nursing
care will guide in the better therapeutic outcome in
the children. Understanding the areas affected in
case of children with chronic illness is essential for
delivering the care properly.

Objectives

The study aimed at (a) Assessing the health-related
quality of life (HRQOL) of children with chronic ill-
ness; and (b) Finding the association between
HRQOL of children with demographic and disease
variables.

Methodology

The study adopted Survey approach with descrip-
tive design. Data was collected from purposive
sample of 148 children with chronic illness admit-
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ted in selected paediatric wards of tertiary care hos-
pitals and their parents. The chronic illnesses in-
cluded in the study were children with cancer, neph-
rotic syndrome, thalassemia and epilepsy. Critically
ill children and children with cognitive impairment
were excluded from the study.

The instruments used for the study were back-
ground information proforma and quality of life ques-
tionnaire (The Netherlands Organization for Applied
Scientific Research Academical Medical Centre Child
Quality of Life). Background information proforma
consisted of three parts: demographic proforma, dis-
ease variable proforma and Kuppuswami Socioeco-
nomic status scale. The validity and reliability of the
tools were established. Permission to use the
TACQOL was obtained from the author. The valid-
ity and reliability was of HRQOL was established
and it was found to be valid and reliable to apply in
Indian context. Pilot study was conducted among
20 children.

Data collection: The study was conducted in pae-
diatric wards of tertiary care teaching hospital un-
der Manipal University. Ethical clearance was ob-
tained from the institution. Informed consent was
taken from the parents after ensuring confidential-
ity. Afterwards, data related to HRQOL was collected
from the children using TACQL questionnaire
through interview. Data related to the background
information proforma was collected from medical
records and from parents.

Results

Statistical analyses were performed using SPSS sta-
tistical package (version 11.5).

Sample characteristics: A total of 148 children
participated in the study, 57 (38.5%) children were
from the age group of 6-8 years. With respect to
gender, 90 (60.8%) were males. With reference to
socio-economic status 106 (71.6%) were from lower
middle class family.

Distribution of sample based on disease variable:
Equal number of children, 37 (25%) were taken from
all the four category of diseases. In most, 70 (47.3%)
of them the frequency of hospitalisation was once
in a month. Duration of illness was between 6
months to 2 years in most (78, 52.7%) of them. Most,
73 (49.3%) of the children were receiving only medi-
cations as treatment

HRQ@OL scores: The total HRQOL was described in
terms of the median and the domains were de-
scribed in terms of mean and standard deviation.
The median of the total HRQOL score was 78. The
mean SD of the total HRQOL score was 78.75

(9.55).Among the domains, motor domain 11.05
(2.25), autonomy 11.47 (2.12) and bodily functions
11.54 (2.64) scored the lowest as shown in Table 1.

Association between the HRQOL and selected
variables is presented in Table 2, which shows that
a statistically significant association has been found
between gender (x*,_ 4.604, p=0.042 ), diagnosis
(X% q)-79-44 5, p=0.001) frequency of hospitalisation
(X*qp- D7-38,,p=0.001), duration of illness (x*,,. 5.56
1 P=0.02 ) and type of treatment (x*,,=86.98, p=
0.001) with HRQOL of children.

Among the sample, 61.1 percent of males and
children with cancer (91.9%) and thalassemia
(89.2%) reported a low HRQOL.

Discussion

The finding of the present study showed a statisti-
cally significant association between type of treat-
ment and HRQOL was congruent with that of
Thavorncharoensap et al (2010) among children with
thalassemia, who found that children receiving blood
transfusion reported a low HRQOL. The association
found between gender and HRQOL was contradicted
by this study. The present study finding of associa-
tion between HRQOL with duration of illness (p=0.02)
and type of treatment (p=0.001) was contradicted
by Miller & Tonya (2011) to compare the HRQOL of
children with epilepsy with that of healthy controls,
who found that duration of illness and type of treat-
ment were not predictive of diminished HRQOL.

Conclusion

The study concludes that children with chronic
illness especially cancer and thalassemia will have
a significantly low HRQOL. The domains affected
also will vary widely based on the type of chronic
illness. The HRQOL of children with chronic ill-
ness is influenced by factors like gender, diagno-
sis, frequency of hospitalisation, duration of ill-
ness and type of treatment received can be pre-
dictive of HRQOL. Thus interventions to promote

Table 1: Mean and standard deviation of total HQOL
score and scores of HRQOL domains

Areas Mean | Standard deviation
Total HRQOL score 78.75 9.55
Bodily functions 11.54 2.64
Motor 11.05 2.25
Autonomy 11.47 212
Cognitive 12.64 1.86
Social 13.03 1.28
Emotion 19.03 3.55
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Table 2: Association between HRQOL of children with chronic illness the QOL of hospitalised children should be the
and selected variables given importance in addition to routine care of the

Quality of life child.
Variables > Median | <Median PRt p value Acknowledgement: We thank the authors of
F (%) F (%) TACQOL questionnaire for permitting the use of
Gender the tool.
Male 35(38.9) | 55(61.1) | 4.604 ) 0.042"
Female 33 (56.9) 25 (43.1)
Diagnosis of the child References
Cancer 3(8.10) 34(91.9) . . . .
Nephrotic syndrome 31(83.8) 6(16.2) 79.44¢ 0.001° 1. Qonzglez—Gﬂ F, Jenaro C, Qomez—VeI'a M, FIorgs N. Perceived qual-
Thalassemia 04 (10.8) 33(89.2) ity of life and health of hospitalized children. Child Ind Res 2008; 198
Epilepsy 30 (81.1) 07 (18.9) -209
(F)requ.encv oftf;]o'a'pitalisation ey | ssees) 2. Landolt MA, Volirath M, Niggli FK., Gnehm HE, & Sennhauser FH.
nce in a mon . . _ . e s . . . .
crahamono | A3 | D9 | o | omrr | Hestrrdaedqalyofke ot vty dagrosed e
Once in every 4 months 25 (83.3) 05 (16.7) 18 : ’
Once in a year 7(100.0) 0 )
Duration of hospitalisation 3. Measuring quality of life of children: Report of WHO/IACAPAP work-
<1 week 47(505) | 46(49.5) } ing party. Geneva: World health Organization. Retrieved from World
1-2 weeks 20(38.5) | 32(61.5) | 599 0.137 Health Organization: http://www.who.int/mental_health/media/en/
3-4weeks 0 2(100) 663.pdf
>4 weeks 1 (100) 0 '
Duration of illness 4. Miller V, Tonya MP. Quality of life in pediatric epilepsy: Demographic
6 months — 2year 43 (55.1) 35 (44.9) 5.5611) 0.02" and desease related predictors and comparison with healthy controls.
>2 years 25(35.7) 45 (64.3) Epilepsy & Behaviour2011;36-42
Type of treatment 5.  PekJH, Chan YH, Yeoh AE. Health-related quality of life in chil-
g”LY I\t/!ed|cat|on 610((580262)) 113(g07-(g) 56.55 0001 dren with cancer undergoing treatment: a first look at the Singapore
adiation : ' ~J00) : experience. Annals Academy of Medicine 2010; 43-48
Blood transfusion 4(105) | 34(89.5) xpert y el :
Chemotherapy 3(08.6) 32(91.4) 6. Thavorncharoensap M, Torcharus K, Nuchprayoon |, et al (2010).
History of other disease Factors affecting health-related quality of life in Thai children with
Yes 01 (20.0) 4(80.0) 1.52¢) 0.37 thalassemia. Retrieved from http://www.biomedcentral.com/1471-
No 67 (46.95) | 76(53.1) 2326/10/1
*significant at 0.05 level ~ **likelihood ratio [ |
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