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Background: Autism Spectrum Disorder (ASD) is a condition commonly characterized by challenges with social
interaction, repetitive atypical behaviour, and restricted interest. It is estimated that about 1 in 160 children
has ASD. Caring for children with ASD is challenging for many parents or caregivers.

Objectives: The study aims at exploring the challenges experienced by caregivers of children with ASD.
Methods: A qualitative phenomenological study was employed using an exploratory descriptive research design.
A total of 10 participants were recruited in this study using a purposive sampling technique. Data were analysed
using content analysis procedures.

Result: Caregivers of children with ASD face social, financial, and emotional challenges, challenges in accessing
health care, education and training of their children in mainstream school settings.

Conclusion: The numerous challenges have implications for the quality of life of the caregivers and their children.
The financial challenges and inaccessibility of specialist health services have serious implications for the contin-
uous medical care and monitoring of children with ASD. The challenges in education and training of children with
ASD has negative consequences for enrolment and retention of children with ASD in mainstream school settings.

© 2024 Elsevier Inc. All rights reserved.

Introduction

Autism Spectrum Disorder (ASD) is a complex developmental con-
dition involving persistent challenges with social communication, re-
stricted interests, and repetitive behaviour (American Psychiatric
Association, 2013). Caregivers of children with ASD suffer an array of
challenges, as they support children with varied levels of communica-
tion and intellectual disabilities (Tathgur & Kang, 2021).

The problem of independence coupled with other social and com-
munication deficits makes caring for ASD-affected children very tough
and demanding (Tathgur & Kang, 2021). The nature of the condition is
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such that caregivers take up additional responsibilities associated with
diagnosis, health, behaviour, and assisting their children in everyday
life activities. According to Eapen and Guan (2016), problems with the
child's behaviour, lack of sufficient professional assistance, and social
perceptions of ASD are other factors that contribute to the stresses asso-
ciated with caring for children with ASD.

Ayeni-Bepo (2023) recently observed that the challenges faced by
caregivers with children with ASD range from mild to profound, and
this also correlates with the position of the affected child on the ASD
spectrum. This observation is what gives credence to the opinion that
the challenges of caregivers of children with ASD are never-ending.
Seemingly, meeting the high care demands of affected children requires
much time, effort, and patience (Hoefman et al., 2014). Unfortunately,
these challenges have been proven to have a significant effect on both
the physical and psychological health and well-being of caregivers
(Agyekum, 2018; Tathgur & Kang, 2021).

In Ghana, estimates available indicate that the proportion of children
below age 14 suffering from ASD is increasing (Ruparelia et al., 2016).
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Another study in 2009 specifically reported a prevalence of 0.08% with a
marginal increase to 11.4% in 2012 among children with Intellectual
Disabilities (Bakare et al., 2009, 2012). These estimates provide evi-
dence that ASD cases are gradually rising in Ghana, and correspond-
ingly, many caregivers are being faced with challenges as they care
for their affected children. It has been documented that caregivers of
children with ASD in Ghana are stigmatized and hence rely on some
documented strategies as coping measures (Oti-Boadi et al., 2020).
The situation of the Ghanaian caregiver is compounded by a lack of
awareness of the disorder even among HCWs (Sampson & Ashiagbor,
2018). Diagnosis and healthcare for children with ASD in Ghana is
also an issue of concern, as there are limited numbers of specialists
and facilities in the country to offer care and support to affected chil-
dren and their families (Salifu & Mate-Kol, 2014; Sampson &
Ashiagbor, 2018).

Most of the studies done in Ghana among caregivers of children with
ASD focused mainly on the social challenges with little or no emphasis
on the psychological, educational and healthcare challenges (Appiah &
Appiah Osei, 2023:(Oti-Boadi et al., 2020). Based on these contextual
factors, we contend that caregivers of children with ASD in Ghana will
face many challenges; therefore, we planned this study specifically to
explore the challenges experienced by caregivers of children with ASD
in Ghana.

Study design and methods
Study design

The researchers employed a qualitative explorative research de-
sign using a phenomenological approach (Groenewald, 2004). This
approach is used by health and social science researchers to under-
stand the context of the ‘lived experiences’ of people and the mean-
ing of their experiences (Alase, 2017). Hence, this qualitative
research design was adopted to examine the real-life experiences
of caregivers caring for children with ASD. We utilized this research
approach to gain insight into the challenges they face as caregivers of
children diagnosed with ASD. The descriptive phenomenology ap-
proach is an effective way of identifying subjective experiences that
may contribute to the development of new theories, changes in pol-
icies, or changes in responses. This approach was chosen for this
study due to its flexibility and ‘participant-oriented’ nature that
helps to get to the real ‘lived experiences’ of the research partici-
pants (Alase, 2017). In addition, since the area of ASD and associated
challenges has not been widely explored in Ghana, we chose this ap-
proach to allow the participants of the study to contribute to the de-
velopment of new knowledge in that area of ASD care and support
(Hunter et al., 2019).

Study setting

The study was performed in Ghana, which is an anglophone coun-
try in West Africa with a population of close to 30 million people. The
country has a social health insurance scheme and offers free basic and
secondary-level education to children. The study setting is a regional
hospital located in the capital city of Ghana. This facility is the only re-
gional hospital in the region and serves as a referral point for many
other primary care facilities. The facility runs specialised clinics for
children under 18 years. These clinics include an asthma clinic, a sickle
cell clinic, and most importantly, a neurological clinic for children with
cognitive impairment, such as cerebral palsy, Attention Deficit Hyper-
activity Disorder (ADHD), and ASD who are younger than 18 years.
The facility sees about 50-80 cases of ASD and other childhood neuro-
logical disorders in a month. The facility also has neurologists, speech
and language therapists, occupational therapists and psychologists
who support the care and treatment of children with ASD. The
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neurological clinic of the study setting is one of the few specialist
units in the entire country and for that matter receives cases of ASD
and other childhood neurodevelopmental disorders from all around
the country.

Study population, inclusion criteria, and sampling

The study population comprised caregivers (comprising of biologi-
cal parents, or any other person who is or not blood-related but
provides continuous care) for children diagnosed with ASD. The
inclusion criteria were being a caregiver of a child who is less than
18 years old, continuously caring for the child for one year and
above, reporting at the Greater Accra Regional Hospital's Neurological
clinic for care and review with a child who has been officially diag-
nosed with ASD. The selection of caregivers for this study was purpo-
sive. Purposive sampling involves identifying and selecting individuals
or groups of individuals who are especially knowledgeable about or
experienced with a phenomenon of interest (Creswll & Planko Clark,
2017). A total of 17 participants were initially anticipated to be in-
volved in the study; however, data saturation was reached for the
10th participant. Data saturation is a stage where based on the data
that have been collected or analysed, extra data collection and/or anal-
ysis are redundant such that additional interviews do not produce any
new information (Saunders et al., 2018). In this study, however, we
ended the interview on the 10th participant knowing that further at-
tempts to interview additional participants would not yield any new
information.

Data collection procedure

The research instrument was a semistructured interview guide that
was developed and validated using face validity and pretesting ap-
proaches. The interview guide elicited responses on sociodemographic
information such as age, sex, duration of childcare etc. Another section
elicited responses or information on the day-to-day experiences of care-
givers. The instrument also had sections that explored the social, finan-
cial, healthcare and educational challenges they face as caregivers of
children with ASD. The research instrument guided interactions to ob-
tain responses on the challenges that are associated with caring for an
ASD-afflicted child. The challenges explored spanned socioeconomics,
healthcare and treatment as well as difficulties with educating the af-
fected children.

There was a face-to-face interaction with all potential participants
who met the inclusion criteria and expressed interest in being included
in the study. A thorough explanation of the nature and purpose of the
study as well as the procedure of data collection were given. The poten-
tial participants were given the consent form to sign before the com-
mencement of the interview. Participation in this study was voluntary.
Data were collected in a face-to-face in-depth interview moderated by
the principal investigator with the other 4 research team members pro-
viding the needed support during the entire data collection process. The
interview was conducted in the English language since all the partici-
pants were educated and could communicate fluently in English. Each
interview session lasted between 30 and 40 min on average in the
nurses' cubicle of the neurological department of the Greater Accra Re-
gional Hospital. All interviews were audiotaped after consent to do so
was given by the participants. In general, participation in the study
was voluntary, and the participants were told that they had the
right to withdraw from the study at any point without suffering any
persuasion.

To achieve reflexivity in this study, the researchers took a blank slate,
a perspective of objective distance from which to study a phenomenon
afresh. The researchers set aside any aspects of themselves (knowledge
of preexisting theories, personal views, and feelings) that might bias the
study (Neubauer et al., 2019).
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Data analysis

Content analysis, which is a subjective interpretation of the content
of text data through the systematic classification, coding and identifica-
tion of themes or patterns, was the analysis procedure utilized in this
study. The steps described by Braun and Clarke (2006) guided the anal-
ysis of data generated from the in-depth interviews. First, the re-
searchers familiarized themselves with the data to be analysed by
listening at least twice to the recorded interview and reading the tran-
scripts to ensure that they corresponded to the audio recording. This
was to obtain a clear idea of the data and to possibly have some initial
analytical interests or thoughts. The familiarization process also in-
volved reading through the text and taking initial notes. Initial codes
were generated and highlighted. This was done by identifying and giv-
ing succinct labels in responses based on the research questions. Rele-
vant and interesting data connected to the research question were
coded as well. During the coding process, we paid full and equal atten-
tion to all retrieved data, whereas vital information that formed the
basis of the themes was labelled accordingly. Similar codes were catego-
rized into potential themes with associated quotes grouped. We then
reviewed the themes and mapped them out. The identified themes
were compared with the research questions, objectives and information
available in the literature concerning the challenges of caregivers. To
achieve reflexivity in data collection and analysis we employed the phe-
nomenon of bracketing which is a process through which researchers
attempt to set aside any aspects of themselves (e.g. knowledge of pre-
existing theories, personal views, etc.) that might influence their study
(Neubauer et al., 2019).

Trustworthiness of the study

The principles of methodological rigour proposed by Guba and
Lincoln (1982) guided the entire process. Specifically, the data collec-
tion tool (interview guide) was pretested to avoid ambiguity, and revi-
sions were made accordingly. To ensure confirmability in this study, the
researcher used audit trials by which careful documentation of the
researcher’s beliefs, methods adopted, and decisions made were made
for the data collected and its interpretation. Above all, the principal su-
pervisor for this study constantly reviewed all the stages from proposal
development through to the final reporting of this study. Transferability
was achieved by describing the context within which the study was
conducted, including the methodology. Furthermore, the responses of
the respondents are reported verbatim in the form of quotes.

Ethical issues

Permission was duly obtained from the director of the Greater Accra
Regional Hospital as well as the head of the neurology clinic of the insti-
tution. The study received ethical approval from the Ethics Review Com-
mittee of the Ghana Health Service with approval number - [GHS-ERC
043/06/22]. All participants signed the informed consent form before
their inclusion in the study. Privacy and confidentiality are major ethical
issues in research that were considered in data collection, data process-
ing, data storage and reporting of findings of this study.

Findings
Sociodemographic characteristics of the participants

All 10 participants were females, direct biological parents of the af-
fected children. The participants were married and within the age
range of 31 to 45 years. Out of the 10 participants, nine had a tertiary-
level education, and only 1 had a basic school-level education. Nine
out of the ten participants were government workers. Out of the 10 chil-
dren who were diagnosed with autism ASD, two were females, whereas
the remaining eight were males. The participants had cared for children
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Table 1
Sociodemographic characteristics of the participants.
Respondent **  Age  Educational  Occupation Gender  Age of child
I-D background of child  Years™*
R.1 35 Tertiary Teacher Male 5
R.2 37 Tertiary Nurse Male 3
R3 34 Tertiary Teacher Male 5
R4 37 Tertiary IT consultant ~ Male 2
R.5 34 Tertiary Health Female 2
worker
R.6 36 Tertiary Accountant Male 2
R.7 31 Tertiary Student Male 2
R.8 39 Tertiary Banker Male 3
R9 40 Tertiary Public Male 3
servant
R.10 45 Basic school ~ Trader Female 5

*** Age completed in years ** All respondents were married.

with ASD for five years or less. Information on the sociodemographic
characteristics of the participants is summarized in Table 1.

Themes and subthemes

The challenges of caregivers living with children with ASD were
grouped under two themes: psycho-social and healthcare and educa-
tion. The two themes produced five subthemes, which also included so-
cial challenges, financial challenges, emotional challenges, challenges in
accessing health care, and educational and training challenges. The find-
ings are discussed and illustrated with direct quotations in italics. Partic-
ipants' identities were replaced with a symbol to ensure anonymity, as
indicated in brackets, for example, (R1) for respondent number one.
The themes and subthemes identified in this study are summarized in
Table 2.

Theme 1: Psychosocial issues

Subtheme 1 Social challenge

There is so much stigma associated with ASD. This phenomenon is
not different in Ghana. Children with ASD are seen as being very differ-
ent from all others. The reaction of and general attitude of society to the
actions of these individuals and towards the direct caregivers and the
entire family presents an enormous social challenge. Caregivers
recounted that the response from society is problematic and discourag-
ing. One of the respondents said,

Yes, I face some form of discrimination, especially when we go out to-
gether. Sometimes, you could feel that people are not comfortable
around you. (R.1)

The discrimination, stigmatization and negative attitudes of society
are a concern to caregivers, and this experience is a form of social isola-
tion. Two respondents vividly recounted their experiences and a feeling
of isolation and stated that,

Now I can't even go to a social gathering because of my child's condition
.... people always stir at us when we are out there....and it's all because
of my child's condition. (R.2)

Table 2
Themes and subthemes derived from the study.

Main Themes Sub-Themes

1. Social Challenges
a. Psychosocial issues 2. Emotional challenges
3. Financial Challenges
b. Healthcare and 1. Accessibility of healthcare services
Education needs
2. Accessibility to inclusive education in mainstream
school settings
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.... hmmm.... in my society, my home is tagged as “home of bad luck”.
How [ wish I could relocate....... but unfortunately, it is our own house
so we have nowhere to go. (R5)

Sub-Theme 2: Financial challenge

Participants mentioned the stress on the families' resources as an-
other challenge. The purchase of prescribed medications, having access
to specialists for review and treatment, and the overall care of the child
with ASD require extra income, which is not always available. The need
for financial support was emphasized by most participants. Even though
few participants had good-paying jobs and some even insured their
children, they were still very concerned about the high cost of medica-
tions, the high cost of specialist care for their children, and transporta-
tion costs to and from the hospital, as some may have to travel a very
long distance to see the specialist. Participants described the financial
hardship as follows:

“Yeah, financially I am stressed. I travel to Accra only for my child to be
reviewed by a specialist. Even the cost of the consultation is quite expen-
sive. (R4)

...... Madam.... for me is not just about the consultation fee, even the
transportation to the hospital and back home is another big problem.
(R6).

Even though I have the insurance company giving me a refund some-
times, it is still not enough. (R7)

“Yeah, financially it is true because when I go to Korle Bu consultation
and therapies cost me a lot, and transportation to and from the
hospital poses great financial challenges. I come from Battor to Accra;
it is stressful and stretches me financially, even though my insurance re-
funds some of the money to me, but it is still not enough” (R.9 F 40
years)

Apart from the therapies I have to go to, schooling alone is a challenge,
but we cannot afford speech therapy; for instance, speech therapy is
ghc250 for just a session, and we need two or three sessions in a week,
making ghc750 in a week. It is a lot of money, so we go as and when
there is money available” (R.3 M 34 years).

Subtheme 3: Emotional challenges

The fact that children with ASD present with behaviour patterns that
are inconsistent with what is known and considered to be normal by so-
ciety presents an enormous challenge for parents and caregivers. Care-
givers seeing their children acting or behaving in a way that is entirely
different from how other children behave has an enormous emotional
toll on caregivers. Some caregivers not having enough support from
their partners in terms of the care of the affected child also present an-
other form of emotional challenge. Participants frequently become very
sad and emotionally broken. This was described by two participants as
follows:

Sometimes, I become emotionally broken when I look at my child, as I
expect him to behave like a normal child or act like other children
do. (R3)

I become so sad when I go out and see my colleague'’s children behaving
normally. (R6)

.... hmm.... the fact that the father of my son is not involved in the care
of the child is another problem altogether that gives me stress and sleep-
less nights. This act alone makes me feel so emotional. (R5)
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Theme 2: Healthcare and Educational Challenges

Subtheme 1: Accessibility to healthcare services

Another major challenge identified in this study was the problem of
inaccessibility of healthcare. Participants revealed that the inequitable
distribution of specialists and therapy centres in the country poses a
great challenge and difficulty to the care of their children. The inequita-
ble distribution of specialists and therapy centres has resulted in care-
givers and their children travelling a very long distance to the capital
city of Ghana, where there is a concentration of specialist clinic services
and therapists. Below is what some caregivers shared about the unavail-
ability of specialist clinics and therapists within their reach.

Sometimes we have to go to Ridge, Legon Hospital or Korle Bu for ther-
apy. It would have been fine if one could have all the sessions at a single
hospital that is close and accessible. (R8)

There aren't lots of facilities that are readily accessible, we wish there
were more, the government must get involved in it. (R9)

Yes, yes, I'm in Sunyani, and we do not have a speech therapist, nor do
we have an occupational therapist in any of the hospitals around. (R1)

I have to move all the way from Techiman to Accra for those therapies,
and that's where I feel the stress so much. (R10)

Subtheme 2: Accessibility to inclusive Education in mainstream school
settings

Special education and training are needed for children with ASD to
enable them to reach their potential. The caregivers described how
the schools are faced with the difficult decision of choosing the best
strategies to use to optimize teaching and learning. The caregivers be-
lieve that provision for children with ASD in the general or mainstream
educational systems is inadequate.

The high cost of putting children with ASD in special schools is an-
other challenge. Some caregivers are unable to educate their children
due to the severity of the disability. The caregivers expressed their sen-
timents as follows:

“My child needs special training and education, but he is still in the same
school with his other siblings who have no problem. That was his first
school, and I have not taken him out of that school. There is no special
arrangement for him in the classroom. He is just there.... (R3)

I just could not afford the fees meant to be paid at the special school. I
had no option but to let him join the mainstream. (R5)

As for me, my girl is still home and not able to start school because she is
unable to speak. (R10)

Discussion

The present study, which was performed in the Greater Accra Region
of Ghana and aimed at exploring the challenges of caring for children
with ASD among caregivers, revealed that most of the participants ex-
perienced varied challenges ranging from social, emotional, and finan-
cial challenges. Other challenges identified in this study include
challenges associated with accessing health care and education and
training. Studies performed in India, Kenya, and Malaysia also reported
that caregivers with autistic children face numerous challenges
(Masaba et al.,, 2021; Tathgur & Kang, 2021; Zainal et al., 2021).

Caregivers in this study admitted suffering negative reactions and
negative attitudes from society, and they felt socially excluded because
their children had atypical behaviour patterns (Wesselmann et al.,
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2013). This finding is similar to what was reported by Kinnear et al.
(2016) and O'Donnell et al. (2018), where their study participants re-
ported moderate to severe social exclusion due to changes in their
health status. Marsack and Perry (2016) also reported social exclusion
of children with ASD and their caregivers. Specifically, in Ghana, studies
have shown poor awareness and negative attitudes towards ASD to the
extent that people consider ASD to result from curses and the influence
of spiritual forces. This belief results in social exclusion and stigmatiza-
tion of children with ASD and their caregivers (Appiah & Appiah Osei,
2023; Oti-Boadi et al., 2020).

Social exclusion is a situation experienced by individuals primarily
due to marginalization from society through economic deprivation, so-
cial isolation, and fragmentation of social relations (Zhang et al., 2021).
Individuals depend upon social relationships to fortify their physical
and psychological well-being. The social exclusion reported in this
study is worrying since it has been identified and well-documented as
a risk factor for poor health and negative effects on the physical and
mental health of individuals with health or social challenges
(Hdmmig, 2019; Ingram et al., 2020). In Ghana, studies have reported
the exclusion and marginalization of individuals and families with
neurological and mental health challenges (Karr et al., 2020; Mfoafo-
M'Carthy & Grischow, 2022), all born from widespread lack of aware-
ness of the causes of these problems and personal beliefs and cultural
positions of individuals and society.

This study also found that caregivers suffer emotional challenges in
the form of sadness and emotional breakdowns because of unusual or
atypical behaviour patterns and a lack of adequate support from signif-
icant others. This finding is consistent with the findings reported in a
study by Ponte et al. (2012), who reported that caregivers of autistic
children experience emotional pain due to the loss of their ideal child
(ren) and the disruption of their expectations, as well as shock and/or
helplessness after diagnosis. In Ghana, Oti-Boadi (2017) also observed
that mothers with children with ASD experience sadness and worry
about their children's future and the enormous stress associated with
childcare. The emotional breakdown among Ghanaian caregivers
could be compounded by the stigmatization and poor attitudes of the
general Ghanaian public towards children with ASD and their care-
givers. Studies have indicated that these emotional challenges can
have a significant effect on the health-related quality of life and overall
well-being of caregivers (Rahman et al., 2021). Caregivers of children
with ASD need family support and other forms of social support to be
able to build confidence and cope with the stresses of childcare.

Caring for children with ASD poses serious financial challenges to
caregivers and the entire family. In this study, the cost of transportation
for accessing health services and to pay for specialist care and treatment
was the main source of financial stress on the caregivers and the imme-
diate family. Tathgur and Kang (2021), also observed that caring for
children with ASD causes a financial imbalance in the immediate family
of the affected child.

Another important challenge that was identified in this study is the
inaccessibility of health facilities and specialists who have the skills
and knowledge to care for children with ASD. The participants revealed
that the health facilities that have specialists are found in the nation's
two largest cities, making accessibility to the specialist facilities with
their services very challenging, as they (caregivers) had to travel long
distances and hours to the nation's capital to access specialist care for
their ASD-affected children. This observation is not surprising because,
in Ghana, no speciality area has the needed number of specialists per
population (Adanu, 2023), and the majority of the few specialists are
found working in the large teaching hospitals in two regions of the
country(Snow et al., 2014), resulting in poor access to specialist ser-
vices, including services for children with ASD. This challenge has con-
sequences for regular follow-up visits and the overall monitoring of
children with ASD. The inaccessibility of specialists and therapists may
also lead to poor support and care, which can ultimately have negative
consequences on the overall development of the child on the ASD
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spectrum. The inadequate healthcare affects the physical well-being
and the overall quality of life of children with ASD (Sutton-clark,
2022). There is the need to equitably distribute the few specialists to
all the regions to provide equitable access to healthcare for all who
would need specialist services. The study is calling for equitable distri-
bution of specialists, therapists, and treatment centres in the country
to ensure geographical access to treatment and care for children
with ASD.

In many settings, children including those with ASD are enrolled in
school early in their pre-school years. For those with ASD, studies
have reported that parents and caregivers face a lot of challenges whilst
trying to support their teaching and learning (Giile¢-Aslan, 2020; Nah,
2020). This present study also found that caregivers of children with
ASD worry about their children not being adequately supported in spe-
cialised educational settings for children with ASD in their preschool
years. This finding agrees with observations made by Mathur and
Koradia (2018) and Samnani et al. (2023) that caregivers felt very wor-
ried as they faced numerous challenges in getting their children to be
fully supported in specialised education settings and even included in
mainstream educational systems. Globally, child protection laws and
regulations require children with ASD to be educated in the least restric-
tive environment and be instructed by teachers who are qualified and
sufficiently resourced to support their teaching and learning to help
them become the best they can be (Al Jaffal, 2022). A policy on the inclu-
sive education of children with special needs was formulated in Ghana
in 2015 and included guidelines for educating children with disabilities
(including ASD) (Ministry of Education, 2015). However, unavailability
of resources, poor awareness and low level of teacher orientation to ASD
as well as lack of supervision and support for teachers have been docu-
mented as barriers to the successful inclusion of children with ASD (Karr
et al,, 2020; Mprah et al., 2015; Nyaaba et al., 2021). These barriers cre-
ate worry and anxiety for caregivers since they have no assurance that
their children will receive the needed support for learning in the main-
stream classroom to achieve their learning goals. The lack of assurance
and confidence in the child inclusion strategy coupled with social exclu-
sion and stigmatization of the affected children may deter caregivers
from enrolling and retaining their children in school (Aruldas et al.,
2023; Mulenga, 2019).

Conclusion

Caregivers face numerous challenges as they devote themselves to
the care of their children with ASD. These challenges include social chal-
lenges, financial challenges, emotional challenges, challenges in
accessing health care, and educational and training challenges. The nu-
merous challenges have implications for the quality of life of caregivers
and their children. For example, social challenges have implications for
their level of social interaction and integration. The financial challenges
and inaccessibility of health services have serious implications for the
continuous medical care and monitoring of the affected child. The finan-
cial challenges may also have consequences for the overall economic
state of the entire family. Challenges with education and training may
affect child enrolment and retention in the general school system. The
findings from this study provide the basis to recommend that caregivers
be given emotional and social support by family members and members
of society. Government and Non-Governmental Organizations, civic so-
ciety and nonprofit organizations should be more attentive to the needs
and challenges faced by caregivers, especially the challenge of inaccessi-
bility of ASD-related specialist services, and the challenges associated
with the successful inclusion of children with ASD in mainstream school
settings.

Study limitations

As this study was qualitative, we were unable to assess the mediat-
ing roles of child characteristics and severity of symptoms on the
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challenges that caregivers face. Second, the sample distribution was
skewed to the female gender. The experiences shared and the chal-
lenges reported in this study may be different for male caregivers. This
study was not able to assess and establish the inherint differences in ex-
periences and challenges faced by caregivers who had formal education
and those who did not. This is because, all the participants in the study
were educated.

Implications for research

Quantitative research methodologies are needed with the utilization
of standard validated tools/instruments to objectively measure the
impact of ASD severity and caregiver sociodemographic factors on the
degree of challenges faced by caregivers.

Implications for practice and policy

Caregivers of children with ASD should have geographical access to
specialist health facilities irrespective of where they reside in the coun-
try. Health facilities should be structured to integrate specialist care for
children with ASD into routine health services for children. Equitable dis-
tribution of specialist centres and specialists in health facilities can help
relieve some of the stresses associated with caring for children with ASD.
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