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ABSTRACT

Objective: To assess the effect of behavioral problems of children with Autism on their mother’s quality of life.
Study Design: Cross-sectional study design.

Place and Duration of Study: The sample was selected from different special education institutes of Islamabad
and Rawalpindi, from Mar 2017 to Sep 2017.

Methodology: The study was conducted on 100 participants (n=50 mothers, n=50 diagnosed children with
Autism). Purposive sampling technique was used to collect data. World Health Organization Quality of life scale-
BREF and Childhood Autism Rating Scale-CARS were used.

Results: Results showed that children’s autism related behavioral problem has a significant negative relationship
with quality of life of their mothers (B=-0.67, p<0.05). Quality of life was found high in postgraduate mothers,
n=25 (50%) while autism related behavioral problems were less in children with postgraduate mothers. Results of
t-test analysis showed that mothers living in joint family scored high on quality of life. Quality of life among
working mothers was found high and children of working mothers exhibited less autism related behavioral
problems than children of non-working mothers as indicated by t-test analysis.

Conclusion: Present study demonstrated that children’s autism related behavioral problems were negatively
related with their mother’s quality of life. Postgraduate, working mothers living in joint family system have better
quality of life than undergraduate, non-working mothers living in nuclear family system.
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INTRODUCTION

Autism is a behaviorally-defined condition
but is caused by several different known and
unknown biologically based brain dysfunctions
that affect the developing brain’s ability to handle
information!. The challenges a family and espe-
cially a mother faces as being a parent of children
with Autism Spectrum Disorder (ASD) begin
with the diagnosis of the disorder. Accepting this
reality brings anxiety, stress and negative thin-
king of life been unfair to her and then the thin-
king that its lifelong responsibility on her makes
it more stressful. The other factor is financial
burden as well as physical effort to fulfil the
extensive needs of the child with ASD23. An imp-
ortant aspect of one’s life is its quality, which
is measured by assessing physical and mental
health, along with the social and environmental
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relationships. Quality of life of mothers with
Child with Autism is affected by the responsi-
bilities for caring of special needs of their chil-
dren in addition to the expected roles*>. The
stress of living with a child with Autism can
affect the overall psychological wellbeing of a
family as well as generates conflicts and upsets
among thems®.

It is established that both parents are invol-
ved in a child’s upbringing and are supposed to
share the responsibility. But on the other side, it is
a culturally established fact that mother is always
on a sharp edge as she gives birth, feeds the baby
and helps him achieve developmental milestones.
As the mother spends more time with her child,
her life basically revolves around him. Every
single emotion of child brings the same emotion
in mother. When the child is comfortable, mother
is relaxed, if the child is upset, so is the mother.
She is the one who is believed to educate her
child, teach good manners, inculcate appropriate
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character, and bring good out of him. Every good
or inappropriate behavior exhibited by the child
is targeted towards the medium of upbringing
displayed by the mother. Keeping in mind this
social allegation, history also witnesses such kind
of societal treatment towards mother”.

Behavior problems in child with Autism
become a concerned reason for parents, especially
mother’s stress. Various studies have shown the
same relationship between maternal stress and
children’s maladaptive behaviors®d. It was also
found that parents especially mothers of children
with developmental disabilities experienced heig-
htened stress?0.

Objective of the current study was to explore
the effect of Autism related behavioral problems
of children on their mother’s quality of life. The
equilibrium of a family disturbs when they find
their child in a condition like autism. In such
cases, mothers often seem to negatively compro-
mise over their standards and self-worth, which
leads to a lower quality of life. In this study,
behavioral problems of children with Autism and
their effects in the quality of life of their mothers
and the role of some demographic variables such
as family system, education and occupation of
those mothers were studied.

METHODOLOGY

In this cross-sectional study purposive
sampling techniques were employed to collect
data. Sample size was calculated by using the
WHO sample size calculator, considering 5%
margin of error and a 95% confidence interval.
Sample comprised of 50 diagnosed Children with
Autism and their mothers taken from different
special education institutes of Islamabad and
Rawalpindi. Nearly 16 per 1,000 children bet-
ween 3 and 9 years of age suffer from severe
mental retardation. Pakistani children had a
slightly increased prevalence of autism (2.57/
1,000)11. Inclusion criteria were only those chil-
dren who were having autistic features and their
mothers having 10 years of education. Exclusion
criteria were those having any other physiolo-
gical problem. Children with Autism with age
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range of 5-12 years were selected. Sample was
selected from different special schools of Islama-
bad and Rawalpindi, able to read and understand
Urdu.

World Health Organization Quality of Life
Scale (WHOQOL-BREF) was used to measure
quality of lifell. It comprises of 26 items. The
Childhood Autism Rating Scale (CARS) was used
to identify children with Autism and to distin-
guish them from other developmentally delayed
children. It is comprised of 15 items'> 13, and is
also able to distinguish among children with mild
to moderate and moderate to severe Autism.

The authorities of different special schools of
Islamabad and Rawalpindi were approached for
data collection after getting approval from Depar-
tment of Psychology Ethics Committee (DPEC)
with IERB Number-20DPEC. Children and their
mothers were approached individually, and the
consent of participation was taken from them.
They were assured that all the information will be
kept confidential and will only be used for resea-
rch purpose. In addition to the consent form and
demographic sheet, World Health Organization
Quality of Life Scale (WHOQOL-BREF) was
given to mothers and they were briefed about
how to respond to the questionnaire. Rating on
Childhood Autism Rating Scale (CARS) was
taken by the teachers of special education sch-
ools, who were involved in teaching with these
children. Respondents were asked to read each
item of the scale carefully and appropriately
mark the answers. All their misapprehensions
about the study were cleared before and after the
administration of questionnaire. Data was analy-
zed through SPSS (version 21). Different statistics
were applied like Descriptive statistics were used
to define demographic variables. Student t-test
analysis was used to examine the differences bet-
ween groups as postgraduate and undergraduate
mothers, working and non-working mothers,
nuclear family system and joint family system.
Linear regression analysis was used to investigate
the effect of behavioral problems of children with
autism on their mother’s quality of life.
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RESULTS

There were 28 (56%) boys and 22 (54%) girls
with autism. About 25 (50%) mothers were und-
ergraduates and 25 (50%) were postgraduate.
These were 25 (50%) mothers working and 25
(50%) non-working mothers. About 29 (58%)
mothers from nuclear family system and 21 (52%)
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behavioral problems (M = 38.60 + 4.64) than chil-
dren of undergraduate mothers (M=40.55 + 5.01).

Table-II showed the significant differences
between working and non-working mothers on
their quality of life and childhood autism related
behavioral problems. Mean column shows that
quality of life of working mothers is better (M=

Table-I: Results between undergraduate and postgraduate mothers on quality of life and childhood autism

related scale (n=50).

Undergraduate | Postgraduate 0
(n=25) (n=25) p-value 2ol Cohen’s d
Variables Mean + SD) Mean + SD Lower Limit | Upper Limit
Quality of Life 52.91 £7.33 53.82 +11.17 0.02 8.11 6.28 0.60
Childhood Autism 40.55 +5.01 38.60+464 | 003 1.29 5.18 0.40
Related Scale

Table-II: Results between working and non-working mothers

related scale (n=50).

on quality of life and childhood autism

V\(Iﬁilzlsr;g Nm:::(z);l)(lng p- 95% Class Interval Cohen’s d
Variables Mean * SD Mean * SD value Lower Limit | Upper Limit
Quality of Life 54.44 + 8.72 52.80 +11.95 0.03 -7.59 -4.31 0.84
Childhood Autism 34.88 +4.99 39.18+4.58 | 0.00 3.02 2.42 0.62
Related Scale

Table-III: Results between mothers living in nuclear and joint family systems on quality of life and

childhood autism related scale (n=50).

Nuclear (n=29) Joint (n=21) p- 95% Class Interval Cohen’s d
Variables Mean * SD Mean * SD value | Lower Limit | Upper Limit
Quality of Life 52.28 + 9.56 55.48 +11.39 0.02 -9.17 -2.77 0.80
Childhood Autism 39.86 + 5.48 3788+328 | 001 0.72 4.68 0.20
Related Scale

Table-IV: Linear regression analysis showing effect of childhood autism related behavioral problems on

mother’s quality of life (n=50).

Model B Standard Error B t p-value
Constant 40.79 3.59 11.35 0.00
Children with Autism -0.03 0.06 -0.67 0.49 0.02
R2=10.25

from joint family system. Mean age of children
10.50 = 0.50 years whereas mean age of mothers
was 45 + 2.50 years.

Table-I showed the significant differences
between postgraduate and undergraduate mot-
hers on their quality of life and childhood autism
related behavioral problems. Mean column
shows that quality of life of postgraduate mothers
is better (M = 53.82 £ 11.17) than undergraduate
mothers (M = 5291 + 7.33). Whereas children of
postgraduate mothers have less autism related

54.44 + 8.72) than non-working mothers (M=52.80
+ 11.95). Whereas children of working mothers
have less autism related behavioral problems
(M=34.88 + 4.99) than children of non-working
mothers (M = 39.18 + 4.58).

Table-1II showed the significant differences
between mothers living in nuclear and joint
family system on their quality of life and chil-
dhood autism related behavioral problems. Mean
column shows that quality of life of mothers
living in joint family system is better (M=55.48 +
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11.39) than mothers living in nuclear family
system (M = 52.28 + 9.56). Whereas children
belonging to joint family system have less autism
related behavioral problems (M = 37.88 + 3.28)
than children living in nuclear family system (M
=39.86 + 5.48).

Table-IV showed that childhood autism
related behavioral problems predict mother’s
quality of life. The R2 value of 0.25 indicated that
25% variance in the dependent variable which
was mother’s quality of life can be accounted for
by the predictor which is childhood autism rela-
ted behavioral problems with F=0.25, p<0.05.
Childhood autism related behavioral problems
has a significant negative effect on Mother’s
quality of life (=-0.67, p<0.05).

DISCUSSION

The present study was intended to investi-
gate the effect of behavioral problems of children
with Autism on Quality of life of their mothers.
Autism is a neurological disorder that dominates
often in terms of behavioral issues. Families with
an autistic child usually suffer from a great
deal of stress as their social and emotional inter
relations are compromised and limited. Particu-
larly talking about mothers, they seem to have
more stress. In Pakistani culture, there are many
superstitious beliefs that prevail till now. One of
them is that mother is usually responsible for the
deformities and abnormalities of their children.
They often face accusations like that from their
families and society around them. Such beliefs of
a society place the mothers with special child
under a great deal of stress which in turn affect
their quality of life4.

Quality of life of a person is dependent on
various factors among which if one or two are
compromised, may affect the whole personality.
Behavioral problems of children with Autism
may restrict their mother’s social and familial
activities which are often arranged for ones better
physical and psychological health. If a mother
with a child with Autism has limited access to
such events, she may have a compromised
quality of life. Riany, Cuskelly, and Meredith?5,
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has highlighted in their study that behavioral
problems of a child with Autism were often
associated with mother’s higher stress level. The
goal of this study was to investigate how Indone-
sian mothers from a range of backgrounds and
without a child with autism understood autism
and the most appropriate ways to parent such a
child. The study was a qualitative investigation
using semi-structured interviews with nine Indo-
nesian mothers. Five aspects were investigated:
understanding about autism, beliefs about causes
of autism, possible reactions to having a child
with autism, perceptions of parenting a child
with autism, and perceptions of parent-child
relationships.

Results have shown a significant difference
among the anticipated variables. A research
conducted by Emerson's, showed that mothers
with an intellectually disabled child like Autism,
face financial constraints and were economically
disadvantaged, offered less social support, have
increased stress and were more likely to live in
an unhealthy family, and so, their psychological
wellbeing is adverse. Another study conducted
by Vasilopoulou and Nisbet?’, indicated few fac-
tors led to lower maternal Quality of life among
which unemployment was one. As a working
mother can easily manage the financial cons-
traints resulting from the special needs of a child
with Autism, she will face less stress and hence
her Quality of life will be better.

The study findings showed there has been
a noticeable difference in the quality of life of
mothers of Autistic children with high education
as compared to those with low education. Ross
and Van Willigen's, proposed that education
affects an individual’s subjective quality of life by
contributing towards person’s wellbeing. It was
noticed that mothers of Autistic children with
high education exhibited flexibility towards the
adaptation of family norms and life style. Such
resilience contributed towards their wellbeing
and better quality of life. Education also enabled
them to be aware of and get better understanding
of their child’s problem and learn new ways
of handling the issues generated by the child’s
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behavior problems affecting child as well as the
family.

In Pakistan, joint family system is the pri-
mary form of familial institution. Grandparents
are considered as vital emotional support for
other family members®. Gray20 found in his
study that parents, especially mothers of Autistic
children tend to seek more social support. This
social support when available in extended family
can prove to be a declining factor for stress as
suggested by Gallagher and Vella-Brodrick?!, that
social support was inversely related to the dis-
tress and anxiety in parents with intellectually
disabled children. As mothers living in joint fami-
lies get the required emotional support, which is
less available in nuclear family system, they tend
to have a better quality of life.

The present study was, although a signifi-
cant contribution in the indigenous literature con-
cerning Autism and its management, however,
like every study the present one also has some
shortcomings. The present study was conducted
with most available sample yet, new facts could
be learned in future studies by increasing sample
size. Since the study was conducted in relatively
developed region of Pakistan, where middle and
upper middle socioeconomic status is predomi-
nantly prevalent, while lower socioeconomic
status can reveal important findings related to
existence and management of autistic symptoms.

CONCLUSION

Behavioral problems of children with
Autism were negatively correlated to quality of
life of their mothers. Children of postgraduate,
working mothers had less autism related beha-
vioral problems than children of undergraduate,
non-working mothers. Children belonging to
joint family system had less autism related beha-
vioral problems than children living in nuclear
family system.
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