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child with chronic disease: A cross sectional
comparative study

Shenoy S$*, V M Mridhula?, Kalaiah K M?

!Associate Professor, 2*Undergraduate Student, Department of Pediatrics, Ramaiah Medical College, MSRIT Post, Bangalore- 560054,
Karnataka, INDIA.
Email: sangeethashenoy@yahoo.co.in

Abstract Background: Caring for a child with a chronic illness can be stressful for the parent which can in turn affect the parent
child interaction and treatment adherence. We aimed to screen parents who are caregivers of children with a chronic
illness for symptoms of anxiety and depression and also to compare the symptoms between the care giving mothers and
the fathers. We also aimed to study the factors associated with anxiety and depression. Materials and Methods: In this
case control study, care giving parents of children with a chronic illness were administered the Patient Health
Questionnaire-9 and the Generalised Anxiety Disorder-7 and the scores were compared with a control group of parents of
children without a chronic illness. Results: Of the 158 parents screened, 92 parents had a child with a chronic illness.
Thirty percent (n=28), 32.6% (n=30), 37%(n=34) of parents of children with a chronic illness were found to have
moderate to severe, mild and no depressive symptoms and 39 % (n= 36), 33.7% (n=31), 27.2% (n=25) of parents had
moderate to severe, mild and no anxiety respectively. This was significantly more than the control group (p value<0.05).
No statistically significant difference was observed between the mothers and the fathers. The presence of a chronic
neurological hematological, cardiovascular and respiratory illness along with low educational status of the parents were
independent factors associated with parental depression. Whereas the presence of chronic renal, neurological, respiratory
illness along with low educational status of the parents were independent factors associated with anxiety.
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_ Jor extensive medical care’. The 3 main features of a
chronic illness are that they are prolonged in duration, do
Quick Response Code: not get cured completely and rarely have a spontaneous
Website: resolution.” A family which cares for a child with a

Ohg#0)

www.medpulse.in chronic illness, can experience disappointment at not
having a normal child, in addition to the expenses and
time commitment. They can also have social isolation in
A . addition to opportunities lost at work. Once they come to

ccessed Date: know the diagnosis of the child, they may experience
30 December 2017 shock, denial, depression, guilt and anxiety. They may be
at different stages of acceptance of their child’s condition.
With improvements in the diagnosis and treatment of

INTRODUCTION diseases, the number of children with a chronic illness is
A chronic illness is defined as an illness that lasts for 3 steadily increasing. Hence, the number of parents caring
months or more, affects a child’s normal activities and for a child with chronic illness in also on the rise.
requires frequent hospitalizations, home health care and Parenting a child with a chronic illness can be stressful to
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the caregiver®*. These parents are exposed to a lot of
psychosocial stress when the diagnosis is made and
during the multiple admissions and outpatient visits
occurring during the course of the illness. This parental
stress also reflects on the mother-child interaction® and
can also affect treatment adherence. There are very few
studies from the Indian subcontinent comparing the
symptoms of depression and anxiety among the male and
female caregivers of the child. The aim of this study was
to study anxiety and depression in parents caring for a
chronically ill child. We also compared the anxiety and
depression between care giving fathers and mothers and
studied various factors associated with anxiety and
depression.

MATERIALS AND METHODS

This cross sectional comparative study was conducted in
a tertiary referral hospital of a developing country over a
period of 2 months. The study was approved by the
institutional ethics committee. Data was collected from
the parents of children with a chronic illness during the
outpatient visits and inpatient ward admissions after a
written informed consent. Parents of children without a
chronic illness attending the out patients department for
vaccination and minor illness were taken as controls. The
control group was age and gender matched with the cases.
The parents with history of psychiatric illness or chronic
disease and those on antiepileptics or psychosomatic
drugs were excluded from the study. Details regarding the
child’s age, gender, the parental age, gender, educational
status, occupation, income, marital status, type of family,
number of children, presence of an affected sibling,
disease characteristics like diagnosis, age at onset of
disease, frequency of hospital outpatient visits and
hospitalization, need for daily medication were noted in a

OBSERVATIONS AND RESULTS

predesigned proforma. The educational status was divided
into low (middle school certificate and less), intermediate
(high school and higher secondary certificate) and high
(graduate and postgraduate degree). The parents were
given self administered questionnaires, Patient Health
Questionnaire (PHQ-9) and Generalised Anxiety Disorder
(GAD-7) to assess the level of anxiety and depression.
The PHQ-9 is a 9 item depression module whose score
can range from 0 to 27 as each of the 9 items can be
scored from O(not at all) to 3 (nearly every day). A score
of 5, 10, 15 and 20 are thresholds for mild, moderate,
moderately severe and severe depression. A score of >10
has a sensitivity and specificity of 88% for major
depression.® The Generalised Anxiety Disorder (GAD-7)
is a 7 item questionnaire whose score ranges from 0 to 21
with 5,10 and 15 being cut off scores for mild, moderate
and severe anxiety respectively’.

Sample size with proper justification: 112 (56 in each
group). In a study done by Oers et al® the mean anxiety
score among mothers caring for a chronically ill child was
5.9 points whereas among reference group, it was 4.9
points. In the present study, expecting similar mean
scores with 20% average variation considering the
precision with 80% power, 95% confidence level and
effect size of 0.47 (one tail), the study required 56
subjects in each group.

Statistical Methods: Data analysis was done using SPSS
Inc Released 2009. PASW Statistics for Windows,
Version 18.0. Chicago. SPSS Inc. After categorizing the
data into none, mild and moderate to severe, chi- square
test was used to analyse the associated factors for
depression and anxiety. Multiple linear regression was
done taking the raw scores to analyse the independent
factors for depression and anxiety.

Table 1: Parental and child characteristics

Cases (n=92) n (%)

Control (n=66)

Age parent (mean)
Gender parent (female)
Educational status
Low
Intermediate
High
Number of children living at home
1
2-3
>3
Age child
<ly
1-5y
6-10y
11-15y
Gender child (female)

33y 33.6y
47 (51) 41(62)
18 (19.6) 4(6)
48(52.2) 44(66.7)
26(28.3) 18 (27.3)
51(55) 29(44)
39 (43) 33 (50)
2(2 4 (6)
6(5.4) 1(1.5)
46(50) 35(52.5)
30(33.6) 21(32.8)
10(11) 9(13.1)
37(40.2) 37(56.1)
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Table 2: Univariate and multivariate analysis of variables on parental depression

No Mild Multiple regression p

Variable depressionn  depressionn  Moderate to severe depression n (%)  Univariate analysis p value
%) %) value
Hematol  Yes 4(22.2) 7(38.9) 7(38.9)
00 o eerY 48(34.3) 26(18.6) 0.064 0.00
Cardiov yes 0(0) 3(60) 2 (40)
PR No 7059 52(34) 31(20.3) 0.127 0.015
Chronic yes 1(12.5) 3(37.5) 9 (50)
respirat
oy  no 69(46) 52(34.7) 29(19.3) 0.069 0.007
illness
Neurolo  Yes 5(33.3) 3(20) 7 (46.7)
g No esss) 52(36.4) 26(18.2) 0.034 0.18
Low 8(33.3) 8(33.3) 8(33.3)
Educatio  Inter
nal medi 28 (36.8) 31 (40.8) 17 (22.4) 0.056 0.02
status ate
High 34 (58.6) 16 (27.6) 8(13.8)
No
Duratio  illnes 36(52.2) 27(39.1) 6(8.7)
n of S 0.019
illness <3y 28 (40) 22 (31.4) 20(28.6)
>3y 6(31.6) 6 (31.6) 7 (36.8)
Table 3: Univariate and multivariate analysis of variables on parental anxiety
. No anxiety n  Mild anxiety n Moderate to severe Univariate Multivariate
Variable . . .
(%) (%) anxiety n (%) analysis p value analysis p value
. . Yes 18 (39.1) 14 (30.4) 14 (30.4)
Chronic renal illness No 49(43.8) 38(33.9) 25(22.3) 0.561 .001
L Yes 1(6.7) 6(40) 8(53.3)
Neurological illness No 66(46.2) 46(32.2) 31(21.7) 0.005 0.00
. Yes 4(22.2)6 6(33.3) 8(44.4)
Hematological No 63(45) 46(32.9) 31(22.1) 0.076 0.00
Chronic respiratory Yes 2(25) 0(0) 6 (75)
illness No 65(43.3) 52(34.7) 33(22) 0.002 0.00
No iliness 43(62.3) 22(31.9) 4(5.8)
Duration of illness <3y 19 (27.1) 26(37.1) 25(35.7) 0.00
>3y 5(26.3) 4(21.1) 10 (52.6)
Low 7(29.2) 7(29.2) 10(41.7)
Educational status intermediate 27(35.5) 27(35.5) 22(28.9) 0.016 0.001
High 33(56.9) 18(31) 7(12.1)

We screened a total of 158 parents of which 92 were
parents of children with a chronic illness and 66 were
control subjects. There were 47 mothers and 45 fathers
among the cases and 41 mothers and 25 fathers among
the controls. The mean (SD) age of the parents among the
cases and controls was 33y (6) y and 33.6 (5) y. (Table 1)
The mean (SD) age of the affected children was 5.7 (3.8)
y and that of the control was 6(3.6) y. The M: F ratio was
1.4:1 among the chronically ill children as compared to
1.3:1 among the control group. Majority of the children
were in the 1-5y and 6-10y age group forming 50 % and
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33% respectively in the cases and 52.5% and 32.8% in
the control group. There were 11% and 13.1% in the 11-
15 y age group among the cases and controls respectively.
Of the affected children, there were 17 hematological
cases including thalassemia, chronic ITP, 46 renal cases,
15 neurological cases including cerebral palsy and seizure
disorders, 8 cases of chronic respiratory illness and 5
cases of cardiovascular illness. Thirty percent (n=28),
32.6% (n=30), 37%(n=34) of parents of children with a
chronic illness were found to have moderate to severe,
mild and no depressive symptoms as compared to
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7.6%(n=5), 37.9%(n=25) and 54.4% (n=36) in the control
group. (p value 0.02). With respect to anxiety, 39 % (n=
36), 33.7% (n=31), 27.2% (n=25) of parents had
moderate to severe, mild and no anxiety as compared to
45% (n=3), 31.8% (n=21) and 63.6% (n=42) in the
control group. (p value 0.00) On comparing the
caregiving mothers and fathers of chronically ill children,
31.9 %( n=15) of mothers had moderate to severe
depression as compared to 28.8% (n=13) of fathers but
this was not found to be statistically significant (p value-
0.3). Moderate to severe anxiety was seen in 40.4%
(n=19) of mothers as compared to 37.7 %( n=17) of
fathers which was also not statistically significant (p
value- 0.164) On analyzing the effect of disease and
patient variables on the parental anxiety and depression,
duration of illness and presence of a neurological disorder
were found to have significant correlation with parental
anxiety as well as depression.(p value <0.05) For multiple
regression analysis, where the anxiety and depression
scores were taken as continuous variables, the presence of
hematological, cardiovascular, chronic respiratory illness
and neurological disorders were found to correlate with
parental depression and the presence of hematological,
renal, chronic respiratory illness and neurological
disorders were found to correlate with parental anxiety
(Table 2 and 3). The educational status was also found to
have a significant effect on both depression and anxiety
among the caregiving parents with low educational status
being associated with more symptoms. The parent and
child variables like child’s age, gender, parental age,
gender, marital status, type of family, number of children
living in the house, presence of another affected sibling
and disease variables like requirement of frequent
hospitalization, daily medications were not found to have
any effect on the parental anxiety as well as depression.

DISCUSSION

We found that parents of children with a chronic illness
had significant depression and anxiety than parents in the
control group. One third of the parents had moderate to
severe depression and another one third had mild
symptoms. This was similar to another study where 38%
had moderate to severe depression.’ Our study had more
parents reporting moderate to severe anxiety compared to
the previous study. Amongst the care giving mothers and
fathers, mothers were found to have more depression and
anxiety compared to fathers but that was not statistically
significant. In a study done® no sex predilection was
noticed for anxiety and depressive symptoms. Whereas a
study done by Azeem et al,*® found mothers to have more
depression and anxiety compared to fathers. Amongst the
chronic illnesses, presence of a neurological disease was
found to be significantly associated with parental

depression and anxiety compared to other illnesses. A
study done by Pruthi et al'* showed higher psychosocial
burden in parents caring for children with thalassemia and
cerebral palsy compared to control group. A meta-
analysis also revealed that the presence of cerebral palsy
was amongst the diseases associated with high levels of
parental stress and the parental strain was higher among
children with limited mobility™® **. This could be because
of higher levels of functional limitation and dependence
on the caregivers. Studies have shown higher stress'* and
lower quality of life, higher levels of depression and
anxiety among parents of epileptic children™. A possible
explanation could be the need for frequent admissions,
the unpredictability of the seizures and the fear of
recurrence of the episodes. A study on caregivers of
asthmatic children also showed more depression and
higher anxiety symptoms than the general population®.
The presence of night symptoms, chronic medication use,
recurrent exacerbation, limitation of activities could
possibly contribute to the depression. Another factor
found to correlate with the parental symptoms was the
duration of illness with longer the duration of illness more
the severity of depression and anxiety. Studies have
shown longer duration of illnessto be correlated with
more caregiver anxiety, depression and burden.!’*®
Possible explanation could be the chronicity of the illness,
increasing frustration, progression of the disease course
which could contribute to the parental symptoms. The
educational status was also found to have a significant
association with depression as well as anxiety with the
severity being more in those who were less educated. A
lower educational status of the caregiver has been found
to correlate with higher caregiver burden in another
study.® Although the study by van Oers et al found
younger parents to have higher levels of anxiety, our
study did not find any influence of the parental age on the
symptoms.? Our study demonstrates the presence of high
levels of anxiety and depression among the care giving
parents. The emotional wellbeing of the caregivers should
also be looked into while managing a child with a chronic
illness. This highlights the need for a psychological
consultation for the caregivers in addition to the routine
care in order to provide holistic care to the entire family.
A major limitation of our study was the small sample size
due to which the diseases were also grouped into major
systems. A study taking a larger sample size along with
further classification of the diseases along with its
severity would probably help evaluate the factors
affecting the parental depression and anxiety.

CONCLUSION
Caregivers of children with a chronic illness are at risk
for depression and anxiety symptoms. The low
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educational level and the presence of chronic
neurological, respiratory, cardiovascular and
hematological were independent predictors for depression
whereas the presence of chronic renal, neurological,
respiratory and hematological illness was independent
factors for anxiety.
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