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Abstract

seek proper medical care.

Studies so far look at the causes and cure for autism, however, little work has been done on the challenges
parents of these children face in their upbringing. This study brought out the challenges that parents with autistic
children face as well as the coping mechanisms these parents adopt in their quest to cater for their children. Semi
structured interviews were used as a form of data collection. Prominent themes the study highlights is the challenges
of parents, which was associated with the inability of the parents to have meaningful conversations with their
children, the financial burden of taking care of them, stigmatization of their autistic children as well as themselves,
and the demandingness of the autistic children. With these problems, parents in the study adapted to their situation
by accepting the situation of their wards, depending on God for strength, receiving support and encouragement from
some family members and friends, joining support groups, as well as taking leave from work to help their children

Keywords: Autistic children; Coping strategies

Introduction

Autism Spectrum Disorder is a very common developmental
disability which occurs in 1 out of 110 children over the world [1].
The term has been defined by Bolte [2] as “a neurodevelopmental
disorder persisting deficits in social interaction across multiple
contexts, alongside restricted, repetitive patterns, interests, or activities
as manifested by at least two prototypically inflexible behaviors.” Due
to its similarity with other disorders like Asperger Syndrome, Atypical
Autism and Disintegrative Disorder, the term was changed from
Autism to Autism Spectrum Disorder [3]. There is no exact cause for
autism [1,3] however, there are speculations of it being caused either
genetically or by environmental factors [3]. In a similar vein, there is no
known cure for the disability [1,4], there is therefore the need for early
therapeutic treatment [1].

Parents with autistic children daily go through challenges. These
challenges may be the inability of the children to fend for themselves,
the child’s educational challenges and the stigma and stereotypes that
comes with having a child with Autism Spectrum Disorder. At the
age of two, most children should be toilet trained; however, this is not
the case with children living with autism. At that age they would still
have to be assisted in almost every facet of their lives. It makes it very
stressful for their caretakers especially their mothers [5]. Although the
symptoms of autism tend to last for a long period of time, it is stated
that, it is more difficult for the parents to take care of the child when he
is younger [6] or when the child is a toddler [7].

Stigma and stereotyping is a very common issue for parents with
children with autism. The mere fact that parents have a child with
that condition is a very hard thing to accept and the situation is made
worse when the society instead of giving a helping hand stigmatize
you. McCabe [8] is of the view that stigma is a major challenge of
parents with children with autism. This stigma is heightened by the
embarrassing comments that people make when they first realize a
parent has a child with that condition [9].

Even though, all these challenges are faced by parents with autistic
children, much work has not been done in Ghana to ascertain the
particular problems that these parents are facing. With this, there is the
need for a research work that will look at the challenges that parents
with autistic children in Greater Accra, the capital city of Ghana go
through in their daily lives.

Knowing the challenges parents with children with autism
face would constitute grounds for support to be given to them by
professionals. If the challenges the parents are going through are clearly
spelt out, therapists who deal with the families of children with this
disorder will know the type of treatments to provide, even if it has not
been asked for. Aside helping therapeutic professionals, the findings
will also inform the teachers at special schools as to how to draw their
curriculum to meet the needs of the autistic children. This goes to show
that the findings of this work will make meaningful contributions to
policy making, research and practice. The aim of this study is therefore
to find out the challenges and coping strategies adopted by parents with
autistic children.

Methods

The current study is designed to have a qualitative background,
using the phenomenological approach. This research design was
selected to assist the researcher get a better understanding of the
experiences faced by parents of children with ASD and also help in
gaining the opportunity to observe the nonverbal cues, aside the
spoken word from the interviews that were conducted.

The study was conducted in the Greater Accra region of Ghana.
Majority of the research work was done at PACID, an institution for
parents who have children with disabilities and certain parts of Accra.

A total number of ten parents were interviewed for the purpose
of this research. To ensure gender representation, the researcher
interviewed two male parents and seven female parents. One of the
participants was a sister who was taking care of her brother who had
autism. There were variations in occupation, which included both the
formal and informal sectors of the Ghanaian economy. Most of the
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participants had one out of their children being autistic, there was
however a parent that had male twins being children with autism. Five
of the parents in this study constitute older parents while the other five
were categorized as younger parents.

The study developed a semi-structured instrument as a guide in
the data collection process. It used semi-structured instrument to allow
flexibility in a manner that helped questions to flow. Each interview
spanned between fifteen to forty minutes.

Results

Theme 1: Challenges faced by parents with children with autism
spectrum disorder

Financial burden: All parents spoke about financial burden. They
complained that, taking care of children with autism in Ghana was
expensive. They attributed their financial difficulties to the expensive
treatments that the children required periodically. A mother expressed
how she spends a lot when it comes to the treatment of her child:

Taking care of my son is very expensive since I am a single mother.
It is sometimes overwhelming, the routine scans to check on the
improvements that the child is making and what medicines will be
appropriate at a particular time is very expensive (Participant 2).

Another item that expanded the financial burden of the parents
was transportation of the autistic child. Parents shared that they have
to always take “dropping” to prevent them from having to face people
who were not ready to accept their children or make any contacts with
them. For example, a father described his experience:

When going somewhere with him, you always have to take dropping
to avoid avid statements made by others when you pick public transport
(Participant 4).

It was realized that although the parents at the school were
complaining about finances, they did not cite it as though it was
weighing them much, but the participant from outside PACID showed
much challenges financially. Being an unemployed mother, whose
husband has stopped taking care of their autistic twin children she had
this to say:

I had to stop sending them for treatment because of the cost; I am
actually looking for a school that offers free education to autistic children
because I cannot afford the fees at the private schools (Participant 10).

The accounts of the parents revealed that, there are parents who
have enough resources to cater for the treatment of their children
though they find it expensive, but there are others who struggle to cater
for their children and also in obtaining services for them.

Stress from childcare duties: Caregiving to autistic children is
not an easy task. Parents in this study expressed how difficult it was
to take care of their children. Most of them, especially the younger
parents complained that their autistic children could not do anything
for themselves. For example, a mother said she had to do everything
for her son right from when he wakes up till he goes back to bed
(Participant 5). Autistic children tend to make a fuss about a change in
their regular routine.

Parents also complained of having to take care of them after school
without much assistance from nannies and other family members.
Since they need help with everything, there should be someone who is
always taking care of them and this is quite difficult to find, even if the
parents are willing to pay them. A mother shared in this sentiment as

she complained about the number of times she had to change nannies
(Participant 9). There were some parents who were privileged to have
some family members helping them out. For example, a mother shared
that, she had a sister who helped her in taking care of her child after
school (Participant 5). One parent had a nanny who was helping with
the childcare responsibilities, but majority of the parents complained
of being unable to find someone to cater for their children when they
were busy.

Communication barriers: Not being able to communicate is one of
the major characteristics of autism. Parents found it very stressful that
their children could not hold conversations with them. Their challenge
lied in the fact that the children could not say what was wrong with
them. The parents, especially the older ones were of the view that with
time the child’s communication pattern improved. Though they could
not make full sentences, they could make out some words. For example,
a mother shared her experience on communication with her child as:

Once a while when she wants to converse we do, there are some of
the things I can’t understand and I feel bad about it because I wish 1
understood her and could respond positively but I can’t. But generally we
are getting along well (Participant 3).

Stigma: Stigma was seen to be handled well in older parents
than among younger parents. Older parents shared that, when you
outwardly express, your love for your autistic child it not only makes
them feel comfortable but also helps others accept them. As such, when
people try to stigmatize the child, the parent should show the child a
stronger love in the presence of those who stigmatizes them. A young
mother however spoke emotionally about how her child who is in a
mainstream school was being treated:

The parents there practically tell their children not to talk to him
[child] and the teacher leaves him unattended to (Participant 9).

However, there are parents who do not think their children are
being stigmatized in any way. For example, a mother shared her
experience with her daughter at church as:

“People in our church find her to be very lively so they do not treat
her differently, but I always sit together with her to monitor her.”
(Participant 3).

Parents in this study always have to deal with people who do not
want to come into contact with their children because of their disability.
For example, a father mentioned that people usually do not want to sit
by him in a car (Participant 4).

Society’s reaction to the autistic child: Parents in one way or the
other have to contend with their autistic children interacting with the
world. The parents were of the view that when they take the children
out, they usually comport themselves, especially when you explain to
them and ask them to corporate. However, when they are hyper, they
will throw tantrums here and there. A father for instance shared how
he attends to his autistic child in public by saying:

Ialways have to sit by him [child]. I first explain to the person sitting
by me as to how my child might behave, and I tell him [child] to comport
himself and he might listen when he wants to, but if he does not I have to
leave as soon as I can (Participant 4).

More often than not, parents are met with a stigmatizing attitude
from the people who come in contact with their children. From the
interviews, it was realized that the older parents dealt well with these
reaction as compared with the younger parent. Younger parents always
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felt discouraged and usually stayed away from public view while the
older adults proudly went out with their child and stood up for them
when the need arose. A younger parent had this to say on how society
reacts to her child:

People are always asking me what is wrong with my child, I feel bad
so I just don’t go out with her (Participant 6).

An employed mother who lived in a compound house had this to
share on how the society reacted towards her children. She bitterly spelt
out how her house mates treated her children,:

I get no help with my kids and the tenant beat them when I am not
around, so I have to lock them up when am going to sell (Participant 10).

Theme 2: Coping strategies adopted by parents with autistic
children.

Relying on spirituality: From the interviews, to be able to cope
with all this, parents usually relied on God. Though majority believed
the cause of the disorder was medical, they found solace in the spiritual.
They relied on the Supreme Being to give them strength to deal with
their situation and cater for their children. Parents encouraged
themselves that it was a test from God and he will see them through
(Participant 8). Some parents believed that as a parent with an autistic
child, you do not have to complain but just pray to God for strength
(Participant 4). Some parents even believed that what their children
will become in some years to come was dependent on God (Participant 4).

There were parents who believed that the cause of the disorder was
spiritual as such, spiritual solutions should be given to the child. A
participant shared this on the treatment her children received:

My mother and I have being taking them to herbalists to try and cure
them (Participant 10).

Acceptance: Some parents especially the older ones had accepted
their situation and moved on. These parents started that, the only way
you can cope is when you accept the situation and find ways to deal
with it. A parent described how she copes with her child every day. She
sounded very proud of herself as she said:

You have to forget about the challenges and focus on moving on. I
take care of him so well that when you see him you will not even know he
is sick until I tell you (Participant 5).

Encouragement from family and friends: Parents in this study
received encouragement from family and friends when they were
in hard times. For example, one mother explained that she is always
encouraged by the words her mother spoke to her. She described the
first incident when she first heard of the situation:

My mother just tapped my shoulder, smiled and said, my daughter,
you would still have become the great person you are if you had autism.
The mother determines what her child will become, I believe in you so
you have to believe in yourself. From that time onwards I focused on
making my daughter a better person (Participant 6).

Theme 3: Support systems available for parents with autistic
children.

Support groups: Parents were all part of PACID which served
as a support group that educated them on how to take care of their
children. For instance, a mother in the study answered to if she was in
any support group by saying:

Well I am a part of PACID. It is actually the only place I can freely
express myself on what I am going through with my child (Participant 9).

Parents in this study shared during the interview how PACID has
been of immerse help to them throughout they joining the group.

Support from family: In this study, support parents received was
from their families, usually the maternal grandmothers of the children
with autism. All of the female parents said they received help from their
mothers, with the exception of an older mother and a lady who was
taking care of her brother. One young mother said she mostly takes
care of her baby but her mother supports her in every way possible
(Participant 6). Some parents in this study also get support from other
family members as well as their family as a whole. Most of them said
help did not come in frequently but they do come. A parent who had
her whole family giving her emotional support had this to say when
questioned:

The whole family supports me since I am the first to have an autistic
child (Participant 5).

In as much as the female parents shared the support they received
from their family, it was however realized that no father shared that
they received help from any family member. For instance, a father said
that, Ghana now practices a nuclear family system so no one has to help
you take care of your child (Participant 8).

Support from work place: Aside the family system, parents in the
formal sector also had their immediate supervisors giving them some
privileges such as reporting at a later time or giving the parent some
time off work to cater for the child whenever the need arose. A parent
gratefully said this when interviewed:

My boss has been so flexible to allow me to bring her to school
(Participant 8).

Discussions and Conclusion

The number of parents bringing forth children with Autism
Spectrum Disorder is on an increase worldwide, to which Ghana is not
an exception [3]. Taking care of children with autism comes with a
lot of challenges, it is against this that this study seeks to explore the
challenges parents with autistic children in Greater Accra face and the
coping strategies they adopt. The study delved into the challenges and
the coping mechanisms that parents with autistic children had adopted.

The challenges that parents with autistic parent face are financial
burden, stigma, challenges in performing childcare duties, and inability
to communicate with children. The study realised that the parents bear
escalating financial burden because of the expensive cost associated
with the routine medical scans and check-ups that children had to get
in relation to their intervention and the cost of transporting children
with autism in Ghana. Another cost that parents complained about
was the amount that they had to pay as school fees for their autistic
children in school. These pose financial burden on parents as they
complained that they would not have to bear this cost had they had
children without autism. In a similar fashion, parents faced stigma
whenever they went to public gatherings with their autistic children.
Ghanaians perception of persons with autism made it such that
whenever parents with autistic children sent their children out they had
to go through the judgemental stares and avid statements that people
passed. Parents having their autistic children in mainstream schools
complained of isolation and discrimination against their children.
This caused the parents emotional stress as they were offended their
children were being discriminated upon. Adding on to the challenges,
the demandingness of autistic children where parents had to help them
in doing every activity caused parents higher levels of stress. Since the
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parents had to be with them throughout every activity they performed.
Parents in the study also shared that the inability of their children to
communicate with them frustrated them. Due to this, the parents did
not know what exactly their children wanted at a particular time.

In dealing with these challenges they show resilience and ask for
grace from God to help them with the challenges. Ghanaians have
a spiritual worldview; as such these parents are of the opinion that
they can leave everything in the care of God. Parents also received
encouragement from family and friends which helped them to cope
with their situations. Parents in this study also joined support groups
where they learn about the disorder as well as seek encouragement
from one another. Superiors also gave parents in this study some hours
off work to attend to their children.

Social workers have to stand up for parents with autistic children.
They can do this by advocating for higher fringe benefits for workers,
engaging in public education to help parents know about the disorder
and also making information available to the public in order to reduce
the stigma attached to having a child with autism.
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