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Abstract

Rational: Autism is a neurological disorder and the prevalence of this disorder
Is increasing day by day. Due to their challenging behavior and interest those
child need aways high supervision and care-giving. As mothers are the
primary care-giver, they have to fulfill all responsibilities regarding their
special child’s needs,domestic tasks and needs of their other children, spouse
and other family members. Moreover, they have to face different social stigma
due to their child’s disability. Thus their own daily life and quality of life
become impacted in many ways. It is important to know about mothers’
challengesin daily life and quality of life with autism child.

Objectives of the study: The objectives were to identify mothers understanding
about the condition of autism and the amount of time to perform their ADL’s
besides taking care of their child, italso explore if there any challenges in
physical, social, psychological and family for mothers of children with autism.
Methodology: The study was an ethnographic study under qualitative design.
The study was conducted in the peadiatric unit of Centre for the Rehabilitation
of the Paralysed (CRP) at Savar, Proyash at Savar and Beautiful Mind School
at Uttara, Dhaka. By using convenient sampling method about 10 mothers of
autistic child were identified by the respected study settings. Semi structure
open-ended questioners with face to face interview were used for data
collection. Data was analyzed by using qualitative content analysis.

Result and Conclusion: From the finding of the research, it was seen that the
mothers have lack of understanding about the condition of autism. After having
a child with autism mothers’ can’t perform their ADL’s properly, due to time
limitation for care-giving demands of the child. Most of the mothers are also
facing physical, social, psychological challenges but they are getting enough
support from family members and spouse, but most of the mothers reported
that they are unable to make time balance with their other children.

Key word: Quality of life, Care-giving, daily living activity, Mothers of autistic
children.
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CHAPTER 1
INTRODUCTION
The term “disability’ broadly describes impairment in a person's ability to function,
caused by changes in various subsystems of the body, or to mental health.
Nowadays,Disability is a magjor concern in Bangladesh as well as all over the world.
The prevalence of disability isincreasing day by day. Autism is one kind of disability
and now-a-days the prevaence of thisisincreasing day by day. Autism is a general
term used to describe a group of complex developmental brain disorders. It is
typically diagnosed in childhood and has a wide range of symptoms. It has stated by
Hartmann (2012) that, these symptoms consist of communication, socialization,
behavioura and interest impairments, as well as minimal socia skills. Due to these
symptoms, a child with autism may have trouble relating to peers and forming
meaningful relationships.According to Rakib (2013), statistics show that 1 in every
100 individuas in the world suffer from an autism spectrum disorder. Autism in a
child affects not only the child'slife but also the life of the family especially the life of
the mother. Mothers of children with autism lead a more stressful life than the fathers.
They sometimes leave their own daily and productive life in order to provide care and
to spend large amounts of time with their children. Moreover, they also don’t get
enough support from family and society. If a child is born with a disability, the
mother is usually held responsible (Pathappillil, 2011). Sometimes they become the
victim of socia stigma and social shame.Dzubay (2011) mentioned that, they feel
guilty, and blame themselves because they do not have clear enough knowledge about
their child’s disability so they think they are responsible for it. Sometimes a child’s
disability impacts on marital life, siblings, the financial condition, cultural beliefs and
attitudes in the society. There are no studies about how mothers with autistic children
are thinking, feeling, or understanding about their child’s disability or about the
challenges they face therefore, this study is to find out the impact on mothers quality
of life due to having a child with autism.

1.1. Background

Bangladesh is a developing and densely populated country. Most of the people live
here below the poverty line and literacy rate is also lower in the country. Disability is
a magjor concern in Bangladesh as well as all over the world. The number of people

with disabilities in Bangladesh is high enough to merit specia attention. According to
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Titumirand Hossain(2005), Action Aid-Bangladesh and Social Assistance and
Rehabilitation for the Physically Vulnerable (SARPV) put number of persons with
disabilities at 8.8% of the total population. BangladgeshProtibandhiKalayanSamiti
records 7.8% and according to the current survey 5.6% of people in Bangladesh have

adisahility of one kind or another.

According to World Health Organization (2006), currently around 10 percent of the
total world’s population or approximately 650 million people live with a disability.

Females have a higher rate of disability than males.

Autism is one kind of developmental disorder. It is caused by a combination of genes
and environmental influences. The situation is different from other disabilities
because Autism spectrum disorders have multiple characteristics of behaviour and
neurological mechanism. According to CDC, children who are meeting the criteria of
autistic disorder range in number up to 12 per 1,000 children worldwide. A current
report stated that 1 in 110 children are diagnosed with autism in the world (Kopetz
and Endowed, 2011).In Bangladesh just a few years back, people were merely aware
about the disability of Autism.According to Rahman (2010), in Bangladesh nearly
10.5 lakhs individuals have autism. However, there is no national epidemiological
study on autism in Bangladesh. Due to the increase in the rate of prevalence of
Autism, many researchers have studied the mental health of parents who have
children with autism. Caring for the child with autism is very chalenging and
produces a huge stress for parents. It has reported by Hartmann (2012) that mothers of
autistic children reported having more stress than father, particularly about their
educational issues as mothers are usualy the primary care givers of these children.
Mothers continuously have to provide high supervision to children’s needs that’s why
they become less aware about their own daily and productive life and about their own
health and careers. In addition, parents of children with autism reported as showing
significantly lower levels of quality of life than parents of children with other
disabilities. In particular, it has stated by Kamei(2013) that mothers of autistic
children showed lower physical health, difficulties in social relationships and lower
psychologica well-being than mothers of children with other disabilities. Sometimes
mothers are not aware enough about their child’s problems therefore, they feel guilty
and think them responsible for their child’s disability. Moreover, there is little

awareness about a disability like autism and its causes among the general population
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in Bangladesh and many ‘traditional’ views on this issue still exist. That’s why the
burden of the mother is aso related to social stigma or socia reection. Mothers
typically have the major caretaking responsibility and they have to face the challenges
associated with their child’s disability (Ekas, 2009).

The researcher wantsto carry out this study to explore the challenges quality of life of
mothers with autistic children. This study will examine the mothers understanding
about their child’s problem, and their experiences and challenges as they face raising

an autistic child.

1.2. Significance

At present autism is a current subject and after having an autistic child the mother’s
life changes. As mothers are main care-giver, therefore they have to manage all duties
regarding their children rather than father. Thus mothers’ own daily life activities
maximum time remains unfulfilled and it can also influence their quality of life. On
that purpose, only mothers had chosen for this study. It is important to conduct the
study because it will provide a better awareness about the impact on the mother’s life
of having an autistic child. This awareness is very necessary to understand their
problems and their needs. The result of the study can be beneficia for those mothers
who have children with this disability. This research study is particularly necessary
for occupational therapists so that they could be able to understand the needs and
expectation of mothers and how mothers’ daily life and QOL are impacted after
having an autistic child. It will also help therapists to provide effective family
education to mother and carer by increasing their knowledge about autism, and

changing their attitudes towards autism.

This study will also help therapists to explain others about the challenges faced by
mothers with autistic children. It will aso help other health professionals such as
socia workers, counselors, and Psychiatrists on this topic. The mothers need to able
to fight for their children's well-being, without receiving complaints, thereby
demonstrating self-denial, patience and concern. The nature of this study is an
exploratory, qualitative approach in order to better capture the degree and complexity

of the experiences being studied.



1.3. Aim of the study

The aim of the study is to explore the challenges in daily life and quality of
life of mothers with autistic children.

1.4. Objectives
To identify the mothers understanding about the condition of autism.
To explore the amount of time mothers can spend to perform their ADL’s
(self-care, productivity, leisure) along with taking care of their autistic child.

To explore if there are any chalenges (physical, family, socia and

psychological) for mothers with a child with autism.



CHAPTER 2
LITERATURE REVIEW

Family is the basic and important unit in any society and children are central part of
family. When a child born in a family the role of parentsis also become changed. The
birth of a child is normally an eager expectation for parents. Parents always expect a
healthy baby who will give lots of happiness and peace. However, when a child born
with a physical disability or a developmental disability, parents become shocked,
anxious and also become frustrated for the child’s early recovery. It is really an
unexpected event for parents. After having a child with disability, it has a strong
impact on the lives of parents. Autism is one kind of complex developmental disorder
rather than from other kinds of disability of children. After having a child with autism
the life of parents specially mothers become more stressful. They faced numerous
challenges after having a child with autism. Moreover, society and community people

are not enough aware about this disorder and this is a matter of regret now-a-days.

2.1. Autism

Now-a-daysAutism spectrum disorders are an urgent concern. Autism is a neuro-
developmental disorder which is characterized by impaired and abnormal social
interaction and communication, stereotypical behavior and restrictive interests.
Usually the symptoms of autistic behavior appear earlier to age three. Pathappillil
(2011) mentioned that in 1940’s; Leo Kanner a psychiatrist and physician said that,

‘Autism is a collection of differences in social interaction, communication, and
focused interests’.

According to Pathappillil(2011), it generdly change the way of nerve cell and
synapses connect and organize information and thus affects the normal processing in
the brain. In addition autism is caled pervasive developmental disorder. It has
suggested by Bashir et al. (2014) that,autism is one of the five pervasive
developmental disorders. The pervasive developmental disorders include: Autism,
Pervasive Developmental Disorder Not Otherwise Specified (PDD-NOS), Asperger’s
Syndrome (AS), and Rett’s Disorder and Childhood Disintegrative Disorder (CDD).
All the disorders called together “autism spectrum disorders” (ASDs). However, In

case of ASD’s it is common characteristics that they have long-term impairments



within the domains of social interaction, communication, play, imagination, and a

restricted range of behaviors or interests.

2.1.1. Prevalence of autism

The prevalence of autism spectrum disorder has increased world-wide.According to
Elfert(2014), recently in 2014, the world-wide prevalence of autism was 1 in 68
children and the male: female ratio was approximately 4.5:1.Hartmann (2012) agrees
with this that in USA approximately 1 child in every 110 children has autism and per
year the rate is increasing at a rate of 10% to 17% and it has seen that the prevalence
is extremely higher in case of boys (1 in 70) rather than girls (1 in 315). According to
Rakib (2013), the prevalence rate of autism is aso increasing in others countries in
the world such as the current prevalence rates of autism are 1 in 160 children in
Australia, 1in 100 in United Kingdom and 1 in 250 in India. In Bangladesh, there will
be around 76,000 children under the age of five with ASD. It has stated by Ma(2012)
that there is no relation between occurrence of autism with race, ethnicity and
socioeconomic background. Autism is found in al ethnic, racial groups and

socioeconomic classes.

2.1.2. Etiology of Autism

The cause of autism is generally unknown. According to Ma (2012), there is usually
no known single cause for autism but some multiple factors may responsible for this.
Rakib(2013) agrees with this that many genetic, environmental, infectious,
immunol ogic, metabolic and neurological conditions are responsible for occurrence of
autism because those generally affect the norma functioning of the brain. In an
epidemiologica study, it has mentionedby Pathappillil (2011)that five teratogens are
responsible for autism, those are: materna rubella infection, ethanol, thalidomide,
valproic acid, and misoprostol. Some environmental factors are also responsible for
causing autism include certain foods, infectious disease, heavy metals, solvents, diesel
tire out, phthalates and phenols used in plastic products, pesticides, alcohol, smoking,

illegal drugs, vaccines and prenatal stress.

2.1.3. Diagnostic criteria for autism

Autism can be identified in early stage of child’s development. According to
Pathappillil(2011), it is usualy identified as early as 18 months or sometimes even
earlier. There is no physical abnormality in autistic children that’s why parents



generally can’t identify their child’s problem. Most of them may show early motor
skills such as sitting, crawling and walking on time that’s why parents can’t notice
their problem of delays in social and communication skills. It has stated by
Pathappillil (2011)thatsome common features usualy have seen in case of them.
Those are: (a) lack of gesturesto express social interest/engagement or lack of
pointing out to an object of interest withinthe environment, (b) poor eye contact, ()
limited communicative babbling, (d) limited understanding ofspoken language, (€)
failure to respond to being called by one’s own name (f) sensory problems. According
to Rakib(2013), some other characteristics of autism may include- Problems of facial
expression, poor toilet skills, eating disturbances, preference of playing alone,Self-
injuries behavior, learning difficulties, aimless moving with no fear of getting lost,
climbing on dangerous and inappropriate objects such as (kitchen, roofs,

railings),sleep disturbances, little or no communication, echolaliais quite common.

2.1.4. Prognosis

Generaly autism has no cure. Woodgate,Ateah and Secco (2008) mentioned that it is
a chronic, life-long condition and it has may be no known cure. However, early
implementation of interventions may cause the better outcome for the quality of life
of child with autism (Pathappillil, 2011).According to Dzubay(2011), it is a lifelong
disability and it has impact on not only the individual with autism but also the family
too.Rakib (2013) agrees with this that, general people have lack of knowledge about
this condition that’s why they are careless about their treatment. Bashir et al. (2014)
suggested that at early stage parents often fee shame, fear of discrimination and

stigma to share it to others and don’t want to go to receive diagnosis for their children.

Birth of an autistic child in afamily, usually becomes a stressful event for the
family. Mothers are the main care-giver of autistic child and they have to manage
burden of their own family responsibilities as well as care-giving needs related to the
child with autism. Thus Mother’s QOL is affected in many ways after having a child

with autism.

2.2. Quality of life:
According to Mohammadiet al. (2014),quality of life of the individual is defined by
World Health Organization (WHO)-



‘The recognition, the individuals gain from their position in their lives in
terms of their culture, value systemsin which they live, goals, expectations, standards,

and priorities’.

Kheir, Ghoneim, Sandridge, Al-lsmail (2012)suggestedthat physical, psychological
and socia domains of health are involved in QOL as it is a multidimensional concept.
When a child is diagnosed with autism, it often creates great burdens on the family
and they have to modify their daily lives in addition to manage the different and
challenging behaviors of the child.It has stated by Mohammadiet al. (2014) thatthe
parents with autistic children, especially the mothers have to spend large amount of
time and energy to take-care of their autistic child, therefore their individual
expectations and standards would not be realized as a result, it affects their QOL.
Mothers’ are usually impacted in all domains of quality of life after having a child
with autism. Maternal care-giving burden and adverse QOL is usually occurs due to
lack of functiona independence, maladaptive behavior of the child with autism.
According toKheir, Ghoneim, Sandridge, Al-lsmail (2012), in many research
researchers reported that mothers of children with autism faced different psychosocial
problems like stress, depression, anxiety, restrictions of activity, and strain in marital
relationships and diminished physical health.

QOL of mothers who have children with disability means how mothers are
passing their everyday life along with their special children. Mothers are often
sacrifices their own personal well-being in order to spend extended amounts of time
to care for their children. They are always face different problems in different way.
Sometimes they become unconscious about their own live and due to surrounding
difficulty they remain in stress and anxiety and that has an adverse effect on their
quality of life. In the study, researcher wants to find out mothers physical,
psychological, family and social problems that they faced due to having an autistic
child and the amount of time they can spend in performing ADL’s with taking care of
their child.

2.3. Impactson quality of life of mother s with autistic children:

2.3.1. Impacts on mother’s daily life
Rearing an autistic child is very chalenging for every parent specially mothers.

According to Hartmann (2012), taking care of those children is highly challenging
8



and stressful for parents.However, it takes some times for a new born baby to adjust
with new circumstances but in case of child with disability and specially autistic child
the situation become more difficult because they show unusua socia behavior and
difficulty in communicating in the society. Hartmann (2012) agrees with this that after
having a child with autism the normal dynamics of a family become changed because
parents need to give lots of time to take care of the special child that’s why parents
feel difficulties.Mothers take the magjor care-giving responsibility of the child and
that’s why they are more vulnerable in this perspective. It has mentioned by Abou-
Dagga(2013) that Mothers have to tolerate more care-giving burden rather than father.
Mann(2013) reported that, now-a-days mothers are maintaining numerous roles and
involving themselves in job sector but due to mgority of childcare responsibilities,
they may be most impacted by having a child with special needs.

Care giving is a normal duty of mothers but an autistic child is needed high level of
care which has a burdensome effect on the normal lives of mothers including
physical, mental and social. According to Mann(2013), they can’t expend time for
their leisure and experience significantly more stressful events than mothers of
typically developing children because of more care-giving responsibility.lt has
suggested by Motaghedi and Haddadian(2014) that mothers expend large amount of
time with their children thus it hinders their possibilities to work outside for
contributing to maintain family expenses. Sometimes mothers also leave their job for
taking responsibilities of the specia child. According to Karasavvidiset al. (2011), in
case of Turkey mothers lose their jobs and usually work part-time because they are
the only responsible for taking care of the specia children. On the other hand,
mothers also have to spend a large amount of time for receiving medical care for their
children with autism that takes extra time and affecting their employment status.
Sometimes mothers become insensitive about their own daily life activities to fulfill
the needs of their special child. Finally, mothers have a lot of challenges in ADL’s

that affects their psychological aspects.

2.3.2. Mothers’ psychological quality of life

Mothers of children with autism are always remaining in stress. According to Elfert
(2014), they have to face high levels of parenting stress, depression, and anxiety. It is
stated by Martins, Walker and Fouche(2013) that this ongoing stress has impact on

mother’s health. Poor mental health and lower level of well being of mother is mainly
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occurs for intense depression and stress. However, mothers have to face different
mental health problems. According to Dehnaviet al. (2011), mothers of children with
disabilities have experienced different mental illness problems. It has suggested by
Martins, Walker andFouche(2013) that mothers of children with autism remain in
more stress rather than mothers with non-autistic child. They usually remain in stress
due to child’s maladaptive behavior, lack of educational opportunities and dark future.
According to Ogston-Nobile(2014), mothers have to manage their child’s challenging
behavior, physical disabilities, inability to perform daily living skills, sleep problems,
eating disturbances, those are very time consuming and thus mothers’ become
stressed. Moreover in Canada, mothers are experienced high level of stress than
father. It has reported by Elfert (2014) that mothers are highly involved in child
rearing then father that’s why it may be the reason of elevate stress on mother. On the
other hand, mothers are not enough aware about the reason of their children’s
disability therefore they strongly feel guilty on themselves for their children’s
disability. According to Ma(2012), many parents reported that they often feel intense
anger, guilt, depression and anxiety. They are found low on ability to cope by
maintaining their social system, self-esteem and psychological and physical stability.

2.3.3. Mothers’ physical quality of life

Mothers have to maintain high level of responsibility and have to spend lots of time
with her specia child that’s why they always remain in mental stress that often affects
their physical health. According to Abou-Dagga(2013), stress can become cause of
many physical problems like headaches or backaches, muscle tension and stiffness,
constipation, nausea, dizziness, insomnia, chest pain, rapid heartbeat, weight gain,
loss of sex drive, frequent cold, lack of immunity and other health complications.
Another study has reported that mothers have mental distress due to burden and stress
of responsibility of their special children and this usualy affect the physical health.
Generaly like other kinds of disabilities a mother with autistic child feel more stress.
Ma (2012) agrees with this thatphysical health problems are more common in case of

mothers with autistic children than mothers of non-autistic children.

2.3.4. Mothers’ family quality of life(spouse, siblings and other family members)
Mothers have to spend high amount of time with their child with autism to provide

extra care and manage their challenging behavior that’s why it creates an impact on
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their relationships with spouse and siblings. They often need extra close supervision
from care-giver and aso need to provide speciaized medical care, and therapeutic
interventions. According to Petrongolo(2014), mother as a primary caregiver, have to
give much effort to fulfill the extra needs for their child with autism and make a
balance between the demands of autistic children and other non-autistic children.
Sometimes mothers can’t provide enough care towards the other child due to her child
with autism. It has stated by Bashir et al. (2014) thatsometimes mothers face
difficulties to balance time between their other children and autistic children and
that’s why the siblings may feel that they are ignored or less important for parents.
According to Hartmann (2012), siblings feel jealous towards their brother/sister
diagnosed with autism because alarge amount of time mothers spend with them. This
behavior by siblings can create problems in family and create difficulties for mothers
as they are already passing through trauma and stresses. This is an impact on
relationship of mothers with their other children. Not only sibling’s relationship
sometimes marital relationship is also impacted in some cases. According to Martins,
Walker and Fouche(2013),mothers’ care-giving role also affect their marital
relationship. Bashir et al. (2014)stated that parents of children with disabilities have
experienced more marital stress than parents with normal children, it is due to fulfill
the extra demands of an autistic child, parents can’t get enough time to spend personal
time as a result problems creates in relationship between parents, they remain
depressed, and even it may leads to occur divorce. According to Elfert(2014), the
prevalence of divorce is significantly higher in case of parents of children with ASD.
In Asian culture, Sometimes father’s involvement in care-giving of the specia childis
less then mothers so that mothers become frustrated. Moreover, mothers have also
faced different troubles from society people too. They also show negative attitude

towards those children’s and their mothers.

2.3.5. Mothers’ social quality of life

Mother of a child with autism has to face difficulties in society due to their child’s
challenging behavior. According to Ma(2012), they aways cope not only with their
child’s problems but also with stressful responses from others towards the child’s
behavior, as they have lack of knowledge about autism. Mothers are often become the
victim of socia stigma and rejection due to society people are not aware and not
supportive towards child’s disability. Dehnavi et al. (2011) stated that in Iran,
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Australia, and USA it is showed that socia stigma is one of the main problem of
mothers with autism. Dehnavi et al. (2011)reported that there is a natural tendency of
society people to blame mothers for misbehaviors of children with autism. According
to Altiere(2006), the parents often describe that their relatives are generally unhelpful
towards them. The unhelpful attitude from family members and the stigma felt from
members of the community increases the burden of mothers of a child with autism.
Dzubay (2011) reported that mothers become psychologicaly depressed when they
don’t get enough support from society and lose the opportunity for socid
communications. When mothers feel stressed and cannot get enough support from
society, then they began to use maladaptive behavior strategies such as avoidance.
According to Johnson et al. (2011), mothers usually try to take their child with autism
out in thecommunity. Mothers also feel shy to take their kids into friends or relatives
houses because of the child’s challenging behaviors and thus sometimes mothers
become isolated from their friends, familyand the community reported by Hartmann
(2012). It has stated by Dehnavi et al. (2011) thatsocial avoidance and isolation may
lead to mental health problems of mothers. Socia support is very important for the
mothers of autism. Martins, Walker and Fouche (2013) mentioned that social support

hel ps to reduce negative stress effect on mothers of children with autism.

At the end of literature review, it could be said that mothers are more vulnerable
position and their quality of life is affectedafter having a child with autism. They
usually quit their own daily living, productive and leisure activities to give extra care
and spend maximum time in care-giving to the child with autism. Moreover, they also
don’t get enough support from family and society. Sometimes they become the victim
of social stigma. They also have not enough clear knowledge about their child’s
disability so they fedl guilt and think they are responsible for their child’s disability.
Due to this reason, mothers feel different physical, psychological challenges. The
relationship with family members, siblings and husband is also affected in many
ways. By doing this study researcher wants to find the challenges mothers faced in
daly life and overal quality of life after having a child with autism and their
understanding about their child’s disability. This will be very helpful and will become

important written evidence on this perspective.
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CHAPTER 3
METHODOLOGY

The methodology that was used in this study has discussed in this section. The aim of
the study is to explore the chalenges in daily life and quality of life of mothers with
autistic children. The qualitative method has selected to conduct the study asit is an
exploratory research. In order to do this study different study settings has selected and
from those settings study participants has collected by using the convenience
sampling method. During the data collection session, data has collected through face
to face interviews by using semi-structured questionnaires. The data gathered was

then analyzed through the qualitative content analysis method.

3.1. Study design

The ethnographic approach of qualitative research design has used to explore the
study.

‘Qualitative research is a systematic scientific inquiry which seeks to build a holistic,
largely narrative, description to inform the researcher’s understanding of a social or

cultural phenomenon’(Astalin, 2013).

It is usually conducted to gain an understanding of a situation. This method was
selected for doing this research because qualitative methods help to explore the
experience of participants. Ethnographic research is the study of culture and society.

Culture includes attitudes, beliefs, and values held by a certain group of individuals.

According to Reeves, Kuper, and Hodges(2008), ‘Ethnography is the study of social
interactions, behaviors, and perceptions that occur within groups, teams,

organizations, and communities’.

The design has used to focus on the experience of people as they engage in their
everyday worlds. It aso helps to identify the beliefs people hold and the perception of
them from different perspectives. The researcher thought that this design was
appropriate for this study because the mothers of children with autism are a specific
group of in society and the study aim is to explore the challenges in daily life and the
quality of life of mother’s with autistic children. The researcher collected the

information of participant’s opinions because each participant’s opinion is unique.
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3.2. Study area or setting
The qualitative study was conducted in the following settings-

Centre for the rehabilitation of the paralysed (CRP), a Savar. CRP is a non-
government organization (NGO), which treats and rehabilitates people with
disabilities regardless of their socio-economic status and aims to improve the quality
of life of Persons with Disabilities (PWD) in Bangladesh. CRP has outdoor unit
facilities for PWD such as a paediatric unit, neuro-musculoskeletal unit, stroke
rehabilitation unit and hand therapy unit. In the peadiatric unit treatment is provided
by therapists to different types of children with disabilities like Cerebral Palsy,
Autism, Down syndrome, ADHD, congenital deformity, muscular dystrophy etc. The
peadiatric unit provides two services an inpatient service and an outpatient service.
Autistic children are mainly treated in the outpatient service. Autism therapy group is
also conducted by the therapists of CRP (crp-bangladesh.org, 2010). From this

peadiatric unit the researcher has collected data from mothers with autistic children.

Proyash is a Special Needs school situated in Savar. It is an ingtitute run under the
patronization of the Bangladesh Army and dedicated to the wellbeing of persons and
children with specia needs. The main objective of this school is to educate and train
children and youths with special needs (Proyash.edu.bd, 2014). At the present, there
are 55 gspecia needs children at the school, with Cerebral Palsy, Autism, hearing
problems and intellectual disabilities and 47 of them have been diagnosed as autistic.

The Beautiful Mind Autism School is a private organization registered under the
Ministry of Social Welfare, Bangladesh. It is situated in Dolipara North of Uttara
Model Town, Dhaka It is a sensory immersion school for children with autism,
developmental delay and sensory integration issues (Motin, 2014). In an interview
attached in (Appendix-6), it has mentioned that they offer a wide range of flexible
programs for autistic children and mentally challenged children. At this time there are
150 special needs children at the school and from them near about 80 children’s have
autism.

For data collection the researcher used places which were recommended by the

participants and where the participants feel comfortable to give data.
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3.3. Participants

A main concern of accomplishing aresearch study isfinding the subjects or sample to
study. In order to get valid findings, it is not necessary to collect data from everyone
in acommunity. It depends on the study objectives and the characteristics of the study

population that determine which and how many participants should be collected.

3.3.1. Study population

In this study, mothers of autistic children were the Participants or study population.
These were selected from the 3 organizations previousy described, using the
convenience sampling method. Three different study areas had selected in order to get
opinions from different cultura groups. This was necessary to achieve a study with a

solid foundation.

3.3.2.Inclusion criteria
Mothers of autistic children who are interested to become a participant of the
study.
Age range of mothers (20-50) years. This age range is preferred because
usualy in Bangladeshi perspective,according to the department of Health &
Family Welfare (2014), tota fertility rate of women15-49 years.
Mothers who have minimum primary education will be eligible for the study
because they will easily understand the purpose of the study and will be able
to give valuable data according to the questionnaire of the research.
Participants who are able to communicate and had no hearing problems will be
selected for the study. Clear communication is required to provide answer

during the interview session.

3.3.3. Participants selection procedure

Participants are the main things to conduct a research. For the study, 10 mothers had
selected, who have children with autism. The sample had selected by convenience
sampling method.

According to Koerber, and McMichael(2008), a health care researcher defined
that,Convenience sampleis a method by which participants are selected who are

readily available and easy to contact for the researcher.
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In this technique the participants can select those who are convenient to the
researcher. Data can gather swiftly and begin the calculation. Very little preparation is
needed to effectively use convenience sampling for data collection. This technique
had used in this study because it is fast, easy, readily, available and cost effective.
Moreover, it is very useful in time sensitive research. A list of mothers who fulfilled
the inclusion criteria had made, then invited them to become a participant in the study.
Those mothers have available time and also involuntarily interested to involve in
study were selected as participant.

3.3.4. Field test

Before beginning the final data collection, it is necessary to carry out a field test
which will help to refine the data collection plan. It gave a practical knowledge about
the application of questionnaires for the study population and gave opportunities to
rearrange the study questionnaires again.By field test researcher can find out that the
guestionnaire is fulfilling the purpose of the study or not. The questionnaire will not
be sensitive and it will be culturally appropriate. Field test had done with one mother
of autistic children and according to the field test the questionnairehad also

modifiedby researcher.

3.4. Data collection:

Interviewing is one of the techniques used to gather data in survey and ethnographic
research. Researcher had used semi-structured open-ended questionnaire and taken
face to face interview to collect data from the mothers with autistic children.
According to Bailey(1997), face to face interview are more intimate, by using this
interviewer can interact directly and develop rapport with the interviewee. It also may

be important if sensitive issues are need to be explored.

3.4.1. Data collection tools
Semi-structured questioners had developed to collect data and it had used in
interview session [semi-structured questionnaire both Bangla and English was
attached in theAppendix- [(3.2.) and (4.2.)].
Consent form had used to take permission from the participants for data
collection.
Pen, paper and clipboard had used to take notes and write down observations,

general information of the participants.
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Recorder had used to record the data of the participants during data collection
session. According to Isaac(2013), recording is used to capture qualitative data
in thesis or dissertation research and ensures descriptive validity. While taking
notes and writing down observations is important but it’s more likely have
possibilities to miss out on some details. An audio recording of an interview
allow the researcher to refer back to the interview and take a fresh look at the
interview data. A clear recording of an academic interview makes

transcription of the interview easier and faster.

3.4.2.Ethical Consideration
The research had to maintain ethical consideration in all aspect of the study. This
study research following issues should be considered:
Researcher had taken approval from supervisor and head of the Department of
occupationa therapy of Bangladesh Health Professions Institute (BHPI) an
academic ingtitute of CRP.
Researcher had taken permission for data collection from the authority of
paediatric unit of CRP, Proyash, and Beautiful Mind School.
Researcher had maintained confidentiality about service information of those
institutes.
Informed consent had collected from the participants.
All participants had informed about the aim and objectives of the study by the
researcher.
The researcher had promised to the participants that all information provided
will be kept confidential and will not expose their identity.
Subjects or sample had full rights to withdraw themselves from the study

without any hesitation.

3.4.3. Data collection procedure

Semi-structured face to face interview had done with open ended questionnaires and
had taken in-depth information. Semi-structured interview is in the partial pre-
planning of the question. It is mentioned by Keller and ketharina(2010)that semi-
structured interview is conducted with afairly open framework which allows focused,
conversational, two-way communication. It is mainly used in qualitative research.
This method had used in this study because by using this method in-depth information
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had gotten and participants felt freedom to express their views in their own terms. It
has stated by Cohen and Crabtree (2006) that it gives reliable, comparable qualitative
data. Researcher thought that it was most effective method for this study. At first
some standard questions had made which were matched the objectives. Researcher
had collected data by own self. At first a quiet and suitable place had arranged in the
respected study setting by communicating with the regarding authority and spent
some time building rapport with the participants. Then researcher had explained the
details of the study, for example- aim, objectives and purpose of the study. Then the
opinion of the participants had taken by using a consent form. After completing these
primary steps, questions had asked for data collection according to the purpose of
study. All questions and consent form were trandated into Bangla. Interviews were
conducted in Bangla and recorded by MP3 recorder. Duration of interview was
approximately 20 minutes. Beside recorder paper and pens had also used during

interview for writing the extrainformation from the participants.

3.4.4. Data analysis

Data analysis is the most complex and most vital aspect of qualitative research. It has
mentioned by Thorne (2000)that it is a part of generating findings that alter raw data
into new knowledge. Researcher had analyzed the data by qualitative content analysis.
According to Hsieh and Shannon(2005), qualitative content analysis has been defined
as, ‘a research method for the subjective interpretation of the content of text data
through the systematic classification process of coding and identifying themes or
patterns’.

This method had used in this study because it is readily understandable and it provides
an appropriate result in a scientific way. At first, it included systematic organizing of
the field notes, transcripts of interviews and other associated materials to ensure the
research question was addressed. Then data was transcript from the interviews of
audio recording. Each of the transcripts were translated into English by 3 different
individual, one was the researcher another 2 were such people who are not involved in
the study. Then the researcher verified the accuracy of the data. Data analysis had
started with reading all data repeatedly word by word to derive the code. Codes are
derived from participants’ answer. Datahad organized according to the categories.
Researcher had found some question categories. In Appendix-(4.2.), question no.(1-5)
detected understanding of mothers about the condition of autism, question no. (6-8)
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detected the amount of time mothers can spend to perform their ADL’s (self-care,
productivity, leisure) along with taking care of their autistic child and question no. (9-
17) detected if there any challenges (physical, family, socidland psychological) of
mothers with a child with autism. Under those categories, al the information had
coded from participants’ interview. The coding was different from each participant
and after finishing the coding; some important codes had detected that reflected the
themes of the study findings. Therefore, the data had analyzed in 3 stages:

Coding - Categorizing - Generating themes

3.5. Rigor of the study

The rigorous manner was maintained to conduct the study by the researcher. This
study was conducted in a systemic way by following the steps of research under
supervision of an experienced supervisor. During the interview session and analyzing
data, the researcher never tried to influence the process by own value, perception and
biases. The answer of the gquestions had received whether they were of positive or
negative impression. During the data anaysis the researcher did not try to submit his
own perspectives. The transcripts were trandated by another 2 individuals to avoid
biasness and researcher checked it several times with his own trandation and
recording to reduce any mistake and compared it with the Bangla transcript. The
participant’s information was coded accurately and checked by the supervisor to
eliminate any possible errors. All the information and documents related to
participants’ hadalways tried to keep confidential. At last in the result section,

scientific manner had used and didn’t interpret the outcomes of the resuilt.
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Summary table of the study

Objective Question no. Category Theme
(1) Toidentify the mothers 1. Mothers understanding about 1. Most of the mothers have lack of understanding
understanding about the condition Question no the condition of autism. about the condition of autism but some of them are
of autism. ' aware about it after involving their children in special
(1-5) 2. Mothers concept about the care.
cause of autism.
(2) To explore the amount of time 3. Mothers concerned about 2. Most of the mothers can’t able to perform their
mothers can spend to perform their |  Question No. | performing their self-care ADL’s properly due to not getting enough time to
ADL’s (self-care, productivity, (6-8) activities. perform those besides taking care of their autistic

leisure) along with taking care of
their autistic child.

4. Amount of time for mothers
to perform self-care activities.

5. Mothers concerned about
performing their productive
activities.

6. Amount of time for mothers

to perform productive activities.

7. Mothers concerned about
performing their leisure
activities.

8. Amount of time for mothers
to perform leisure activities.

child.




(3) To exploreif there are any

challenges (physical, family, social
and psychological) for mothers

with a child with autism.

Question No.
(9-17)

9. Mothers experience about
physical challenges

10. Mothers quality of lifein
social interaction

11. Mothers experience about
psychological challenges

12. Mothers’ QOL in family
relationship (other children)

13. Mothers’ QOL in family
relationship (husband)

14. Mothers’ QOL in family
relationship (other family
members)

3. Most of the mothers are facing different physical
challenges (tension, headache, high blood pressure,
deep disturbance, joint pain and sickness) and
psychologica challenges (frustration, grief, fear and
self-blame) but it is a matter of hope that most of
them don’t blame themselves for child’s condition
and it is helpful to empower their mental health.

4. Most of the mothers are facing different social
challenges like stigma and lack of support from
neighbors on the other hand some of them oppose
with this.

5. Most of the mothers are not facing family
challenges because they are getting support from
spouse and family members, but they are unable to
provide enough time for their other children. But
some of them complained that they are getting lack of
support from spouse and family members.




CHAPTER 4
RESULT AND DISCUSSION

Discussion section is a very important part, where the researcher can add her
explanations to the work. According to Shuttleworth (2009), in this critical part of the
research paper, the researchers start the process of explaining any links and correlate
those with findings of the study. The findings and discussion have been presented
together with the necessary literature support.Each of the tables below represents the
collected data. The tick was given only for those columns where the mothers spoke

about those issues. Here ‘P was used for participant.

4.1. Findings at a glance
Theme-1:Most of the mothers have lack of understanding about the condition of
autism but some of them are aware about it after involving their children in special

care.

Theme-2:Mostof the mothers can’t able to perform their ADL’s properly due to not

getting enough time to perform those besides taking care of their autistic child.

Theme-3: Mostof the mothers are facing different physical challenges (tension,
headache, high blood pressure, sleep disturbance, joint pain and sickness) and
psychological challenges (frustration, grief, fear and self-blame) but it is a matter of
hope that most of them don’t blame themselves for child’s condition and it is helpful
to empower their mental health.

Theme-4. Mostof the mothers are facing different social challenges like stigma and

lack of support from neighbors on the other hand some of them oppose with this.

Theme-5: Mostof the mothers are not facing family chalenges because they are
getting support from spouse and family members, but they are unable to provide
enough time for their other children. But some of them complained that they are

getting lack of support from spouse and family members.
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Category 1. Mothers’ understanding about the condition of autism.

Codes SN o Flw|loln ol o9 g
o |d|djd|dljd|ldldaladal|S|sB
o
'—
Don’t know about autism v | v v v| v | 5
Know about autism after v v 2

the child is born but no

idea previously

No idea, but believe that 4 4 2

the child’s conditionis

going to improve through

special care

Others have negative v 1

attitude towards autism
Table 1: Understanding about the condition of autism

Most of the participants have no knowledge about the condition of autism. The
Mother said that, ‘no... no, | can’t tell anything about autism’.

Some participants said that they only knew about autism after their child was born.
Before that they had no idea about autism. Mothers said, ‘when my son had become
autistic then | had known about autism, before that | had never known about what is

autism’.

According to Rakib(2013), it’s found that in Bangladesh 1% children’s are
estimated as autistic around 1.5 lakhs. There is a lack of understanding about autism
among the general public and parents and they are carel ess about treatment of autistic
children until it istoo late. It has reported by Baba (2014) that in a study in Nigeria,
there is lack of understanding and awareness about autism in the community, in

different ethnic groups and economic classes.

One participant said that these special children don’t get enough affection from
relatives or enough opportunities like a normal child. Nobody ever respects these

children.

According to Dehnavi et al. (2011), in Iran it is found that public education
and publicity is necessary to increase awareness about autism in society to modify
public stigmatic attitudes. Lam (2013) mentioned that in Asian, American and Indian
families, mothers has lack of understanding about autism and they get less social

support from society and it was very stressful.
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This study found that most of the participants have lack of knowledge about the
condition of autism and the genera public has lack of knowledge about the disorder
too. In published studiesit is aso found that mothers and society people generally has
lacked awareness about this disorder.

Category 2. Mothers’ concept about the cause of autism.

Codes el O O B I O B B B =T B -
o|d|jd|d| ao|d|d|d d|y E
Don’t know the v | v v V| v | Y| 6
specific cause
Late conception v 1
Seizure problem v 1
Sickness and Mental v 1
pressure of mother
Feeling of fear v 1

Table 2: Concept about the cause of autism

Most of the participants have no idea or concept about the cause of autism. One
mother said, | don’t know. Another mother said, ‘most of the people say many things
but I don’t know itexactly’.

Based on the literature, medical sciences also can’t discover the exact causes
of autism. The cause of autism is still unknown. It has reported by Rakib(2013)
thatdue to this lack of clarity, 48.89% of mothers were confused about the causes of

autism of their children in Bangladesh.

One participant mentioned that due to late conception, her child became the sufferer
of autism. The mother said, ‘I think | had conceived late that’s why my child had
become the victim of autism’.

It has stated Rakib(2013) that there is evidence that the risk of developing
autism in a child is related with the age of the mother and father at the time of the
child’s conception. The possible reasons for this are: increased risk of pregnancy
complications, lower maternal autoimmunity and increased risk of chromosomal
abnormalities. Risk factors for developing autism can be the father’s age, mother’s
age or both.

Another one participant said that seizure is responsible for her child’s autism. Mother
said that, “‘when | had done his EEG test then his seizure problem is identified, when
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he was fall down at the age of seven month then seizure occurred and he had got
severe trauma in brain. Now for which reason it is occurred, but in EEG test seizure

problemisidentified so | think that may be the reason’.

According to Adamo et al. (2011), it is found that there is high degree of
clinical overlap occur between autism and epilepsy. In autism the risk of selzuresis
reported the range 5% to 46% and the prevalence of autism in epileptic population are
reported at 32%. Though this relationship is confusing until now but it provides
evidence that, possibly common genetic and molecular mechanisms are responsible
for both the seizures and ASDs.

Further one participant said that she was sick and was in mental pressure after her
marriage to adjust with a new family due to her sickness and mental pressure her child

becomes autistic child.

In a study, it has reported by Atharia, Ghaedia and Kosnina(2013)that the effect of
depression and stress during pregnancy can lead to autistic disorder or increase the

symptoms of autistic disorder to the child after pregnancy.

Another one participant mentioned that, doctors said due to feel fear the child become
autistic before that he was well.

There are many controversid opinions about the etiology of autism.
According to scientists, different factors are responsible for the etiology of autism.
There are many misconceptions among parents and general people in the society.
Parents have those types of misconceptions due to lack of knowledge about exact

cause of autism.

Based on their participants’ opinion it’s clear that most of mothers have not enough
knowledge about the cause of their child’s autism. But some of them have little idea

and afew of them has misconceptions about the cause of autism.

Category 3: Mothers’ concerned about performing their self-care activities

Codes Al N ||| O] O~ o

1 1 U U U 1 U U U 3 c_U
ola|la|a|ja|lajajaja|y B
o
|_
Not able to perform properly | v v v | v v v!| 6
Can do it with lack of v 1
interest
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Can do but feel stress and v v 2
challenge
Ableto perform v 1

Table 3: Concerned about performing self-care activities

Most of the participants mentioned that besides take care of their specia child in
home they are not able to perform their self-care activities properly and timely.
Mother said that, ‘no, | have to give high amount of time comparatively high amount

of time for my child, as| do service so it is very tough for meto get time’.

According to Lam(2013), mothers of autistic children experienced higher
levels of care-giving stress and had gained less time for their own self-care and other

pleasurable activities.

Another one participant said that she doesn’t feel interest to perform self-care
activities. Further two participants said that she does her self-care activities but feel

many stresses and challenges to do those activities.

In a study of Asian American families, Lam(2013)statedthatin 90% cases,
mothers act as a primary caregiver and takes al responsibilities of rearing of children
with autism, while fathers play the financial role. According to Altiere (2006), some
families’ think that fathers aren’t responsible to do childcare and household chores,
those are the responsibilities of mothers. That’s why a large burden falls on mothers
by maintaining all duties and thus they are getting little time for themselves or the
others children in family.

Another one participant said that sheis able to perform self-care activities with taking
care of her child in home.

According to Barbera(2007), mothers’ present situation is going to change due to less

aggressive behavior of their children.

In this study it is found that most of the participants can’t perform their self-care
activities properly with having a child with autism. On the base of literature, it has
been seen that due to mothers is the main care-giver of children with autism so they
need to bear all care-giving responsibilities of them and also maintain house-hold
responsibilities. Finally, thus it becomes challenging for them to perform their self-

care activities.
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Category 4. Amount of time for mothers to perform self-care activities

Codes | o | oo @ v w o |~ o o) g|g

o o A | ad|d|ad|d|lad|ad|T|s

el

1-2 hours v v v 3

2-3 hours v v v v v | 5

1 hour v 1

Half an v 1
hour

Table 4: Amount of time to perform self-care activities

Most of the participants mentioned that they are getting 2-3 hours to perform self-care
activities. Some participants mentioned that they are getting 1-2 hours to perform
those activities. Moreover very few of them stated that they are getting less time than
those mothers. The mother said,‘this is right | can’t but | try and after trying | get half
an hour for myself’.

According to Plant and Sanders(2007), mothers are responsible for doing al
the work related to child care. These are: the child’s own self-care activities,
completion of in-home therapy, attendance at medical appointments, therapy sessions,
educational programs, and management of child’s challenging behavior.
Ebrahimietal. (2013) mentioned that mothers continuously have to balance between
meeting the children’s needs and having a normal life, but it is very difficult to keep
this balance. According to Dehnaviet al. (2011), mothers have to spend more than
thirty hours every week providing care for children with autism in Iran. It has also
reported by Kerenhappachu and Sridevi(2014) that mothers tend to give little time for

themselves due to care-giving demands of their children with autism.

In this study, it is found that mothers get less time to perform their own self-care
activities, as the literature has indicated. This is due to continuous care-giving
demands and mothers leave their own daily life needs, and become unconscious about
their own self-care activities and how it impacts on their quality of life.

Category 5. Mothers’ concerned about performing their productive activities
Codes "Nl || v|lOo|~]0| O

[ I T I I Y O o O o R I 6 O A A

P-10

Not able to perform properly v v | v \

| »| Total

Doing a medium amount v
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Can do but feel stressand v 1
challenge
Able to perform 4 v v |V 4

Table 5: Concerned about performing productive activities

Most of the participants mentioned that they are not able to perform their productive
activities like house-hold activities and official activities properly, besides taking care

of their child in home. Mothers said that, ‘I am not able to perform properly’.

A few participants said that they are performing their house-hold activities quite well
as well as taking care of their child, and very few participants said that they were
doing their house-hold works besides take care of their child, but at the same time

they feel very trouble.

According to Ogston Nobile (2014), mothers of autistic child experienced a
greater risk of stress and depression than the father, because they are more involved in
caring for their children and managing their household responsibilities. Moreover,
mother’s careers are also disrupted. It has mentioned by Altiere (2006) that they
wanted to work outside the home but can’t seek employment due to the high level of
care-giving demands of their children with autism. According to Dehnaviet al. (2011),
many mothers have to give up their careers which increased the financial burden on

the family and created stressful situations for them in Iran.

Some participants said that they are able to perform their productive activities besides
taking care of their child in home.

In the literature it is found that, most of the mothers with autistic children always face
career problems due to the less working time they have, because of the care-giving
needs of child. According to Barbera(2007), the mothers’ situation can be better if the

child has less aggressive behavior.

In this study it is found that most of the participants can’t perform their productive
activities properly after having a child with autism. On the basis of the literature, it
has been seen that mothers bear al the rearing responsibilities of autistic children.
Due to this high care-giving burden mothers face difficulties in performing their

productive activities.
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Category 6: Amount of time for mothers to perform productive activities

Codes - N ™ < o) © N~ [oo) o

P-10

| Total

2-25 v
hours
2 hours v v

2 -3 hours v v v v
3-4 hours v

15-2 v v
hours

NI BN

Table 6: Amount of time to perform productive activities

Most of the mothers mentioned that they are getting 2-3 hours to perform productive
activities. Some of them mentioned that they are getting only 2 hours and a very few
of them mentioned that they are getting 3-4 hours to perform those activities besides
taking care of the child in the home. Moreover very few of them stated that they are

getting less time than all those mothers.

According to Ogston-Nobile(2014), mothers have the responsibilities of child-related
care giving needs and the domestic tasks. Those responsibilities make the mother’s
life stressful. The less involvement of fathers makes more stress for the mothers. It
has mentioned that, mothers have to provide care-giving for twenty-four hours, seven
days a week and this becomes a continuous job for mothers throughout the child’s
entire lifetime (Altiere, 2006). All of this work is very time constraining for mothers
with autistic children. It has stated by Obaid and Al-kadoumi (2012) thatmothers who
work outside the home, when they have an autistic child, they can no longer manage

this, due to having lesstime.

In this study, it is found that mothers are usually getting less time to perform their
productive activities like household or official works or both. As much of the
literature indicates, due to care-giving demands, most mothers can’t perform their
productive activities properly. The result of this study contradicts other studies,
because some of the mothers stated that they are able to manage their productive work

besides taking care of their children.
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Category 7. Mothers’ concerned about performing their leisure activities

Codes | | v | 5w O |~ @ o9 | g
olad ||| ad|ad|ad|adl|lad| S| 8
e
Not ableto v v v v 4
perform
Get very v v 2
little amount
of time
Ableto v v v v 4
perform

Table 7: Concerned about performing leisure activities

Most of the participants mentioned that they are not getting leisure time because of
taking care of their child in the home.Mother said that,“don’t get any time to spend as

leisuretime’.

According to Lam (2013), mothers of children with autism have to spend a
high amount of time for care-giving, therefore there remains little or no time for their
pleasurable activities and thisis very stressful. It has reported by Rakib (2013) that in
case of working mothers with children with disability, they get even lesstime for their

own care and leisure, than mothersraising atypical child.

A few participants said that they are getting a little amount of leisure time besides

taking care of the child in the home.

According to Johnson et al. (2011), the mothers’ stress may be linked to the
high level of time demand of their children. They have to provide child care and do all
the household chores and thus they don’t get time for leisure activities in comparison
with mothers of children without disabilities.

A small number of the participants mentioned that they are able to perform their
leisure activities as well as taking care of their child in the home. The mothers said

that, ‘yes, getting time to performleisure activities’.

It is found that some also reported positively that they think the present
situation is better than it had been a decade earlier (Barbera, 2007). The mothers of
autistic children who are less aggressive feel more relief. These mothers can manage

their work and can also spend some leisure time.
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In this study it is found that most of the participants are unable to enjoy leisure
activities, or are getting very little time to spend as leisure time when they have a

child with autism.

Category 8: Amount of time for mothers to perform leisure activities

Codes - N O | < | 1w o | ~]| o o

o o o o o o o o o

P-10

1 hour or less v v v v v
1 or 1.5 hours v
2 hours v

10-15 or No v v
timefor leisure
3-4 hours v

Table 8: Amount of time to perform leisure activities

| | | o Total

[EEN

Most of the participants mentioned they are getting 1 hour per day or less to spend as
leisure time, besides taking care of their children with autism. Few of them said that
they are getting only 1 or 1.5 hours to spend as leisure time. Some of them also
mentioned that they are not getting any time to spend as leisure time or getting very
little time.

Providing physical assistance for daily living to children with disabilities can
be very time consuming for the parents. According to hsieh and Puymbroeck(2013),
in a study of Taiwan, many parents reported that they had no time for themselves.
Time was amajor leisure restriction for them. Even when those parents participated in
leisure activities, they were continuously anxious about their child’s condition. They
reported that they were not able to enjoy the leisure activity because they were not
fully engaged init.

In this study, as well as in the literature, it is found that mothers are not getting

enough time for their leisure, and this causes stress.

Category 9: Mothers’ experiences of physical challenges

Codes el B O B I I B B B R =T
dld|d|a|d|d|d|ada|d|T]sB
o
-
Feel tension vViIivivi]iv ]|V v 6
Sickness and physical 4 V| v v 4
stress
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High blood pressure v v v
Diabetes v
Headache 4 4 v
sleep disturbance 4 v
Becomeold in early v
age
Joint pain v v v
No impact on any v
physical condition

RIN Wk W

w

[ —

Table 9: Experience about physical challenges

All the participants shared their experiences of the physical challenges of the extra
care-giving needs of their children. To explain about their physical challenges most
participants admitted to tension, sickness, physical stress, high blood pressure,
diabetes, sleep disturbances, headache, joint pain, feeling old in early age. Mothers
said that, ‘problems are like | become sick, my pressure becomes increased, and that

type of problen’.

According to Rakib(2013), autism has an indirect impact on the physical
health of family members in Bangladesh. Continuous anxiety, depression, and
tiredness from care-giving, all have an impact the physical health of mothers of
autistic children. Tension or stress can be the cause of a lowered immunity and sleep
deprivation, thus it may result in difficulty in concentrating, memory impairment and
other health complications. It has reported by Alhusieni(2012) thatdue to the high
level of care-giving needs of the autistic child, 31.3% of mothers felt different
physiological responses such as crying, loss of appetite, cold, sweat, trembling,
physical pain, rapid heartbeat and physical breakdown in Saudi Arabia. A high level
of care-giving is associated with poor physical health which increases as the children

grow up.

Another one participant said that by giving lots of time with their child and giving

specia care for them, it has no impact on her physical condition.

That is much deviated result found from this study. All literature said that the
mothers are facing lots of challenges in their physica aspects. According to
Barbera(2007), children who are less aggressive behaviors, their mothers feel more
relief. For that sometimes they can manage their works and less impact on their
physical condition.
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In this study, it is found that most of the mothers are facing different physica
problems due to care-giving burden like headache, sleep disturbance, high blood
pressure, joint pain, sickness. Very few of them reported no experience of facing any
physical problems. Based on Literatures, mothers of child with autism faced different

physical problems due to high level of stress of care-giving.

Category 10: Mothers quality of lifein social interaction

Codes J N0 N ® D Iglg
ola|a|ajalaaja|ald s
e
Neighbors are not enough ViV v v |V |5
sympathetic towards mother and
child
Experiencing stigmalike blame vV v |V 4 vV | v |6
mother for child’s condition
Sympathetic toward mother and v |V v IV |V 5
child
Not experiencing any stigma v v |V v 4
Neighbors avoid to mix withthe | v/ vl Vv 3
special child and often ill-treat
them as mad
Look at the child at different way v v v |3
and fedl irritate towards them
Isolated from neighbors v 1

Table 10: Quality of lifein socia interaction

Half of the participants mentioned that their neighbors are not enough sympathetic
towards them. Mother said that, *actually some of them may sympathetic or some of
them laugh and tease. | think myself that they may laugh and may look differently
towards the child when they can understand that the child is no normal completely.
Therefore | feel sad’.

It has stated by Kerenhappachu and Sridevi(2014) that the mothers of
mentally handicapped children experienced higher level of socia burden rather than
mothers of the physicaly handicapped children. woodgate, Ateah
andSecco(2008)reported that parents reported that society give less value on the lives
of the children with autism and felt stigmatized, thus adding to the feelings of
isolation. According to Fairthorneet al. (2014), poor levels of socia support and
perception of stigma against their children with autism hampered maternal quality of
life.
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Most of the participants of the study mentioned that they are experiencing stigma like
blaming themselves for their child’s condition and so on. Mother said that, ‘they say
that it may be your fault. You have fault otherwise why the child is in this situation.

Most of them say like that’.

According to Lam(2013), stigma and shame is always faced by parents who
have children with disabilities such as autismin Asian communities. Lack of
knowledge about this disorder influenced the society people to blame mothers for
their child’s condition. They are believed that mothers have violated some cultural
rules for that they get children with disability. In a study in Bangladesh reported that,
especially the aged one in family members blames the wife to given birth of a child
with disability (Rakib, 2013).

Half of the participants mentioned that their neighbors are sympathetic towards them.
Mother said, ‘yes sympathetic’.

According to Rakib(2013), it was found that 48.89% neighbors are showing
positive attitude towards autistic children, aso taking part in care-giving the childin
Bangladesh. It has stated by Tarabek(2011) that mothers who get available social
support had faced fewer physical and psychological issues than those who are getting

less support.

Some of the participants of the study mentioned that they are not experiencing stigma

due to having a child with autism.

According to Shpigelman(2014), mothers reported that after getting child with
disability they have learned to think positively and how to cope with difficulties.
Sometimes they don’t worry about that stigma. In Bangladeshi perspective,
sometimes mothers don’t want to share their problems to outsider, which can be

another reason of this.

Very few participants said that usually the neighbors avoid mixing with their child,
and also doesn’t allow their children to mix with autistic child and they often ill-treat
them. Small number of them said that neighbor’s look at the child at different way and
fee irritate towards them. Isolation from neighbors are also stated by a very few

participants.
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It has mentioned by Lam(2013) that autistic children show maladaptive
behaviors and those behaviors appear strange or inappropriate among many Asian
communities as they have lack of awareness about autism disorder, thus it increase
difficulties for mothers because community people blame themselves for their
children’s behavior. It has found by Rakib (2013) that sometimes neighbors do not
want to interact with the autistic family members. Rakib(2013) reported
thatsometimes mothers want to interact with the neighbors but they can’t due to the

child’s maladaptive behavior as 35% parents stated this in a study in Bangladesh.

In this study, half of the participant mentioned that society people are not enough
sympathetic towards child with autism and their mothers and half of the participants
mentioned that society people are sympathetic towards them. Moreover most of them
are experiencing social stigma from society for their child’s condition and some also
contradict with this. Literatures also indicate that social support is very important for
mothers to cope with the adverse situation. Some study reported society people
sympathetic and some indicated not. So results can vary from society to society but
most of the study indicated negative attitude is common from society toward
disability.

Category 11: Mothers’ experience about psychological challenge

Codes el B R A - B B T R =
Aol a|a|a|a|ala|la|lal|Y] 8
el
Feel prolong vVivi v iv | ivi|iv | v I|v|v]|v|i10
frustration and grief
Alwaysremainin fear v 1
for child
Have no blaming for Vv v |V 2% V|8
their child’s condition
Self-blame for the v v 2
child’s condition

Table 11: Experience about psychological challenges

Most of the participants said that they always remain in frustration and grief for the
child due to think about the future of the child after their death, society people’s
attitude towards the child is a common stressor for them and sometimes they feel guilt
for their child’s condition so they feel frustration. A very few participant said that
they always remain in fear for them because it is not possible to keep them alone in

home or alow them to go outside alone.
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Mothers of children with autism always remain in depression and faced other
psychological issues rather than mothers of typically developing children. According
to Lam(2013), stressis mainly for the severity of the disorder and high level of care-
giving demands for them. Stress and frustration is also due to the insecure future of
their child. Tarabek (2011) mentioned that parents may worry about who will provide
care for their child after their absence. Families of children with disabilities often
reported that public reaction is judgmental, stereotypical and negative toward them. It
is stated by Pathappillil(2011) thatpeople have lack of awareness about this disorder;
therefore they may simply blame a child’s inappropriate social behaviors as lack of
discipline. This is also providing negative psychological impact on mothers with
autism in India. According to Lam (2013), sometimes mothers feel a sense of self-
blame on themselves due to their child’s disability and believe that they have done
something wrong during pregnancy or violate cultural rules therefore they have this
child. They think they are responsible for child’s disability, thus it creates impact on
their mental health. Moreover, according to Fairthorneet al. (2014), mothers feel grief
to aloss. They reported that losing their expected healthy child to autism.

Many participants said that they don’t think them responsible for their child’s

condition.

It has reported by Yousafzai, Farrukh and Khan (2011) thatcaring for a child
with disability enables mothers to move beyond traditional boundaries and thus they
change their wrong beliefs and think positively and seek health and education service

for their children. Some doesn’t blame themselves for their child’s condition.

In this study, it is found that most of the mothers are always remain in frustration and
grief to think about their children with autism and this may lead negative
psychological outcomes for mothers. Some of them provide self-blame on them for
their child’s condition. This has an adverse effect on their mental health. But it is a
matter of hope that most of the mothers don’t think them responsible for their child’s
condition. Literatures reported that, self-blame, anxiety, depression, frustration are
common in mothers of children with autism. But the situation in now changing,
mothers become empower and their concept become changing towards children with
disabilities.



Category 12: Mothers’ QOL in family relationship (other children)

Codes SN |Ol Lo~ 0lol gy
o|la|a|ajajlalalalalds
el
Not able to give enough time y v Vi v Vi v vI|7
and care to other child
Able to give enough time and v Vi v 4
care to other child
Can’t able to help in study of v Vi v 3
the other child
Other child are getting less care v 1
Other child fedl lonely and Vil
bored

Table 12: Quality of life in family relationship (other children)

Most of the participants mentioned that they are unable to give enough time and care
to their other child due to providing extra care to the special child. They mentioned
that they are facing problems like they are unable to help their other children in study
purpose, other children are getting less attention and care and they are often feel

lonely and bore due to get less time and care.

A specia child requires high needs, which consume the parents time. Hartman
(2012) reported that, it may be difficult for parents to make balance with their child
with autism and other children. According to VIiem(2009), siblings of children with
autism remain in stress and feel jealousy for getting less time from parents. It has also
found that, they also feel neglected and remain lonely (Ma, 2012). This is very
alarming issue for mothers to make time balance between their children and it impacts
their relationship with other children.

Some of the participants said that, they are able to give enough time and care to their

other child due to providing extra care to the special child. Mothers said, yes, | can do.

It has stated by Rakib(2013) that sometimes it is found that a maturity and a
sense of responsibilities become develop in many siblings and they take pleasure in
the activities of their brother and sister. Then negative psychological thinking doesn’t
appear on them. Mothers aso feel fewer problems to maintain balance between their

children.

In this study, most of the mothers face difficulties to maintain care-giving balance

between their children but some mothers can able to make balance between their
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children. But literature said that, maintaining the high needs of a child with autism
most of the mother feels hesitant to fulfill the needs of other children thus negative
psychological impact fall on siblings.

Category 13: Mothers” QOL in family relationship (husband)

Codes SOy oo~ D o5 g
alao|la|jla|ja|jalalalalT| B
el
No impact fall onrelationship | v'| v| Vv Vi vV v 7
with husband
Impact fall on relationship 2% v 3
with husband
Unableto give enough timeto v v 2
husband
husbands can’t understand 4 1
the reason of child’s problem
and blame their wife

Table 13: Quality of life in family relationship (husband)

Most of the participants mentioned that there is no impact on their relationship with

their husband due to having a child with autism.

It has reported by Hartleyet al. (2011) that better quality marital relationships
influence better quality parent—child relationships. If mother get spousal support then
it becomes very helpful to cope with adverse situation. Kuhanecket al.(2010) stated
that mothers feel relief to get spousal support to think that there has someone to
support them. It is found that marital distress is common problem faced by mothers of
child with autism. According to Doron and Sharabany(2013), some studies reported
that there is a positive affect fall on the marital relationship because they have found
proper ways to communicate and improve physica and mental cooperation, after

getting a special child.

Some participants said that due to having a child with autism, little impact fall on their
relationship with their husband. They reported that they are unable to give enough
time to their husband, that’s why problems increasing in their relationship. One
participant said that sometimes her husband can understand the problem but
sometimes can’t understand the problem and usually blame herself for child’s

condition.
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Marital conflict is more common in parents of children with disabilities rather
than parents with normal children (Bashir et al. 2014). As mothers are the primary
care-giver, therefore they have to spend large amount of time to provide care-giving
to their child, that’s why they may get little time for herself or her husband. Thus
negative impact falls on their marital relationships. According to Rakib(2013), the
divorce rate is in the 80% range in families of children with autism in Bangladesh.
Pathappillil(2011) stated that many mothers reported that marital conflict occurred
between husband and wife as aresult of having a child with autism in India.

In this study most of the mother’s opinion is there is no impact fall on their
relationship with their husband. Researcher thinks that due to cultural perspective,
most of the people of our country are restrictive and as the topic is so personal
therefore they usually don’t want to share their internal matter with the outsider. But
some of them share their opinion with the researcher.

Category 14: Mothers’ QOL in family relationship (other family members)

Codes SO T oI~ D) o glg
olald|ld|djd|d|da|d|Y|s
el
Sympathetic towards mothers 4 v Vi v Vi v V|7
and child’s
Not enough sympathetic v v v 3
towards mothers and child’s
Treat the child at different way v 4 2
and criticize them.
Don’t like to alow the child in v 1
their home

Table 14: Quality of lifein family relationship (other family members)

Most of the participants said that their family members are sympathetic towards the

child and themselves. Mothers said that, ‘yes, sympathetic’.

The attitudes of extended family members vary from family to family.
Sometimes they seem like supportive, well-meaning but sometimes they seem like
judgmental, negative and ignorant. It hasmentioned by Fairthorneet al.
(2014)thatalmost half of the mothers are benefitted from helpful and supportive
family members in Australia. According to Wolf(2009), it is also found that 61.5% of

parents are having other family members help in child care inKentucky. Mothers
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coping skill isincreased those who are having sufficient support from spouses, family

members and other parents.

Some participants said that their family members are not sympathetic towards the
child and themselves. Some of them said also that family members usualy treat the
child at different way and criticize them and avery few of them mentioned that family

members don’t like to allow the child in their home.

According to Dehnaviet al. (2011), the main sign of autism is behavioral
problem; therefore easily people ignore their neurological problem and blame parents
for their children’s misbehaviors. According to Previous studies family members
showed different kinds of stigmatic and discriminative behavior towards children with
Autism. Some parents reported that extended family members blame parents for their
children’s disorders (Tarabek, 2011). It has stated by Altiere(2006) that sometimes
extended family members may regject the child with autism or distance themselves
from the family. The parents often describe relatives as cold, distant, and generally
unhelpful. Low family support decrease maternal quality of life and increase burden

for mother to cope with critical situation.

In this study, most of the mothers reported that their family members are supportive
and sympathetic towards them. But some of them oppose it. Usually family members
attitude vary from house to house. It aso depends on the knowledge of the family
members about disability. In literature the evidence said that some study indicates
family members are supportive and some study indicates negative attitudes are

common from family members.

Finally, researcher thought that after having a child with autism mothers’ quality of
life is hampered. They can’t balance time with their own ADL’s and also their other
family members specially spouse and other children due to high care-giving demands
of the specia child. It also impacts their physical and psychological aspects.
Moreover, lack of societal and family support is also responsible for their increasing
burden. It’s mainly due to lack of knowledge about this disorder among society
people, they usually show stigmatic attitude towards children with autism and their
mothers. Mothers have lack of awareness too about this disorder therefore sometimes
they fedl guilt and self-blame on themselves for their child’s condition. Overall
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mothers’ daily life and quality of life is decline after having a child with autism and

they faced different challenges physical, psychological, social and family aspects.

4.2. Limitation

It is the first time for the researcher to conduct this study as a part of course
curriculum. So there is limitation on researcher’s skill to conduct the interviews. If the
researcher is a skilled person in conducting interview then she may be obtain more in-
depth information.During data collection, there was not enough time to build rapport
with participants and researcher therefore, sometimes in-depth information had not
come out. There are many studies in the world about autism but in the Bangladeshi
context there have very few. The researcher had to use many secondary sources
assessed by internet. It was difficult to discuss the finding in the Bangladeshi context.
The researchers always tried her best to consider these limitations. Though there are
some limitations but till the study contains enough information about mothers’ way

of life.
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CHAPTER S5
CONCLUSION

Autism is a neurological disorder. They usually show maladaptive behavior and
interest therefore they have to provide constant supervision. In Bangladeshi
perspective, mothers have to maintain major care-giving responsibilities of their
children and also have to manage their household responsibilities. As caring a child
with autism is very challenging therefore mothers have to remain in ongoing stress. It
often impactstheir daily life and overall quality of life.

The study has been conducted to explore the challengesin daily life and quality of life
of mothers with autistic children. This study wouldbe helpful to identify specific
problems area and challenges of mothersto provide appropriate emotional support and
education to increase their self-esteem coping skills. From the result of the study, it
has found that mothers have lack of understanding about the condition. They usually
don’t get enough time to perform their ADL’s properly due to high care-giving
burden. Moreover, they also faced different physical, psychological, family and socia
problems after having an autistic child and thus their daily life and quality of lifeis
decline greatly. It is also true that some mothers take their child’s related works
positively and reported that they don’t facing any problems and also it is a matter of
hope that most of them don’t blame themselves for their child’s autism as well as they
are getting support from society and it is very helpful to reduce negative
psychological outcomes of them.

This study is important for occupational therapists as they canwork with
mothers to increase awareness about autism among mothers and society people,they
can give motivation and education to the mothers to increase their mental stability and
coping skills. They also can run home visit and arrange open discussion with society
people to reduce their stigmatic attitude towards autistic child. Schools those are
working with autistic child may arrange mothers’ session, self-help group session,
sharing session to raise awareness and empowerment of mother and occupational
therapist can organize those sessions. Government should come forward to help in
organizing awareness raising and promotional program about autism and its
intervention to increase awareness in community people about autism and its
treatment.
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Appendix - 4

(Consent form and questionnaires in English)
Appendix: (4.1.) - Consent form

The researcher Lipika Ghosh, is a student of the Bangladesh Health Professions
Institute (BHPI) which is the academic institute of the Centre for the Rehabilitation of
the Paralyzed (CRP), Savar, Dhaka. She is studying in 4th year in Occupationd
Therapy department of BHPI. This study is a part of her course curriculum. The title
of the study is, “Explore the challenges in daily life and quality of life of mothers with
autistic children”.

In this study | am . . a participant or
sample and | have been clearly mformed about the purpose of the study I will have
the right to withdraw in taking part from the study at any time at any stage and | am
not bounded to answer to anyone for this. This study may not give any benefit or
impact on participant work at present but in future people similar to them may get
benefit from the study. Researcher can use mobile phone to get information about
meeting to the participants for study purpose according to the permission of the
participants.

| aso informed that, researcher will keep all my information safe and confidential and
the identity of me and my child will not be disclosed in publication of the study.
personal identity such as participant‘s name and address will not be published
anywhere of the study and The confidential document will be destroyed after five
month of the study has been published.

| have been informed about the above-mentioned information and | am willingly
agreed to be a participant of the study with giving my consent.

Signature

Signature of the Study Participant: Date-
Signature of the witness: Date-
Signature of the Researcher: Date-
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Appendix: (4.2.) - Questionnaires

Child’s information:

Child’s age:

Sex:

Child’s problem:

Child’s birth position in the family:
Is he/she goes to school:

Mother’s information:

Age

Level of education:

Occupation:

Religion:

Current marital status:

How you pass your everyday life: (1) Good (2) very good (3) medium (4) bad (5) very
bad

Household information:

Who take care of the child in home:
Number of children in home:
Monthly income in the family:
Work related information:

(1) When and how did you understand your child’s developmental problems?
(2) When did you know first time about your child’s autism?
(3) What was your initial reaction after hearing about your child’s autism?
(4) Many people have different opinion about autism. Please explain your
understanding about autism?
(5) What do you think about the reason behind your child’s autism?
(6) Are you able to perform your daily-living activities (take care of yourself)
properly with taking care of your child in the home?
If you can then how much time you can spend for this please explain?
Do you think it is enough for you if not then why not?
(7) Are you able to perform your house-hold activities properly with taking care of
your child in the home?
How much time you can give to perform those activities please explain ?
Do you think it is enough for you if not then why not?
(In case of working mother) -- Are you able to perform your official activities
properly with taking care of your child in the home?
How much time you can give to perform those activities please explain ?
Do you think it is enough for you if not then why not?
(8) Do you get enough time to spend your leisure time?
How much time you can give to perform your laisure please explain-
Do you think it is enough for you if not then why not?
Physical
(9 You have to spend lots of time and have to give specia care to your child. By
maintaining this entire things how you feel physically?
If not good then please explain the problems you are facing physically?
Family
(10) Do you can give enough time and care to your other child along with taking care
of your special child? (In case of siblings)




If not then please explain the problems you are facing because of it ?
(11) Do you face any extra stress or impact on your relationship with your husband
due to your child’s autism?

If you face problem then please explain the reason behind it and the problems you
are facing because of it ?
(12) Do you think that your other family members are supportive and sympathetic
towards your autistic child?-

If not then please explain the reason behind it and the problems you are facing
because of it?
Socid
(13) Do you think that your neighbours are supportive and sympathetic towards your
autistic child?

If not then please explain the reason behind it and the problems you are facing
because of it ?
(14) Have you face any stigma due to having a child with autism?

If you faced then by whom and what kinds of stigma do you faced, please explain
it?
Psychological
(15) Do you think that you are only responsible for your child’s autism?

If you think then why you think that please explain it ?
(16) Do you feel frustration because of having a child with autism?

If you feel then please explain the reason behind it?
(17) Do you think having an autistis child has an adverse effect on mothers life?

If you think then why you think that please explain ?



Appendix-5

(Demographic table)
Participants | Participants’ | Educational | Occupation | Child’s | Child’s | No. of
Age background age sex child
(years) (years) in
family
P1 48 Masters Housewife 14 Made 2
P2 40 H.S.C Housewife 7 Female 2
P3 44 B.Com. Housewife 11 Female 2
years
P4 38 H.S.C Housewife 9 Made 2
P5 37 B.A Housewife | 5years | Male 2
10
months
P6 38 H.S.C Housewife 7 Male 2
pP7 30 SSC Housewife | 5and Made 2
half
months
P8 36 M.A Professor 9 Female 2
(collage)
P9 35 SSC Housewife 6 Made 3
P10 35 Masters Housewife 10 Made 2
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Appendix- 6

Personal communication with occupational therapist of Beautiful Mind: A Special
Center for Autistic and Mentally Challenged Children
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(Harvard Referencing Style- 2013)
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