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Abstract

Autism spectrum disorder (ASD) is a developmental disorder that affects individuals’
social, emotional, and communication. Raising a child with ASD is challenging for families,
especially the mothers as primary caregiver. This study aimed to explore and describe two
Sotho mothers' experiences of living with a child with ASD. The study was qualitative and
phenomenological in nature. Semi-structured interviews were conducted with two Sotho
mothers living with an ASD-diagnosed child. Thematic analysis was used to analyse the data
collected from the interviews. A biopsychosocial-spiritual model (BPSS) was used as the
underpinning theory of this study. The findings revealed both the negative and positive
experiences of these two Sotho mothers. The study showed that the negative experiences of
the mothers could be ascribed to a lack of knowledge and understanding of ASD-related
issues, schooling issues, the challenge of managing the child's symptoms, and poor social
support. On the other hand, the mothers' positive attitude and acceptance of the children's
diagnosis positively impacted their experiences. The study also highlighted that despite the
myriad of challenges with which the Sotho mothers had to cope, they continued to appreciate
and support their ASD-diagnosed children. It was evident that cultural sensitivity and the
lived experiences of mothers need to be taken into account in the diagnosis and treatment of

ASD.

This research adds to the body of knowledge about the experiences of mothers living with
a child with ASD. There is a need for further research about the experiences of mothers and

families living with a child with ASD, especially within indigenous communities.

o Keywords: Autism spectrum disorder, culture, experiences, mothers, Sotho
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CHAPTER ONE

BACKGROUND AND INTRODUCTION

1.1 Introduction

Autism spectrum disorder (ASD) is a developmental disorder that affects individuals.
It is considered stressful for a family to cope with a family member with ASD (Fewster &
Gurayah, 2015). Children with ASD experience deficits in emotional expression as well as
behavioural and communication problems, which can cause stress for these children’s families,

especially the parents (Fewster & Gurayah, 2015; Gobrial, 2018).

According to the South African Department of Health [DoH] (2017), there has been a
marked rise in the prevalence of ASD in the country over the past 30 years. About 2% of the
South African population is affected by ASD (DoH, 2017). Autism South Africa, as cited in
Fewster and Gurayah (2015), stated that the prevalence of ASD in South Africa is about 1 in
every 150 infants. The increasing prevalence of ASD implies that more and more families are

prone to stress and have to cope with the challenges related to living with a child with autism.

Caring for a child living with ASD presents significant challenges and affect the
mothers as the primary caregiver’s quality of life (Tathgur & Kang, 2021). Psychological
distress, anxiety, depression and other physical and mental problems are some of the negative
experiences that caregiver face while caring for the children living with ASD (Geertsema et
al., 2016; Tathgur & Kang, 2021). Parents living with a child with autism in South Africa are
faced with challenges such as delayed diagnosis and management of the child’s condition, and
uncertainty about the future of the child in terms of education and career pathing (Brown &
Kapp, 2014; Geertsema et al., 2016; Mubaiwa, 2008; South African Department of Basic
Education, 2016). Living with a child with ASD requires parents, especially the mothers as

primary caregiver to strive to meet the demand associated with the management of the child’s
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symptoms; and this requires more time, effort and patience from them (Tathgur & Kang, 2021).
Hayes and Watson (2013) indicated that mothers of children living with ASD experienced
significantly higher levels of distress and depression compared to parents with normally
developing children. Fewster and Gurayah (2015) also observed that parents living with a child
with autism are uncertain about the future of their child as they have restricted access to

services.

1.2 Problem Statement

ASD has become a global concern affecting increasing numbers of families, especially
mothers as primary caregivers in many families especially in Africa. In developing countries
such as South Africa, there is a lack of data on the prevalence rate of ASD. This delays progress
with interventions aimed at mitigating the effects of ASD or supporting families of children
with ASD. Bayat (2007) as well as Fewster and Gurayah (2015) noted the lack of studies on
ASD and the experience of mothers with children with ASD in developing nations (including
South Africa). The few available studies mostly focus on quantitative methodologies and the

negative experiences of the mother.

South Africa is a country with a diversity of cultures and beliefs. Here, the Basotho
people have a unique cultural belief regarding disease and illness (Edward, 2011; Sodi et al.,
2011). These cultural beliefs can play a key role in the conceptualisation of illness and the help-
seeking behaviour of parents (Edward, 2011, Sodi et al., 2011). This raises the question: How
does the Sotho culture influence the experiences of mothers living with a child with ASD?
Given this background, it is essential to gain a better understanding of the experiences of Sotho

mothers living with a child with ASD.
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1.3 Aim of the Study
This study aimed to explore and describe two Sotho mothers’ experiences of living with

a child with ASD.

1.4 Research Question

This study sought to answer the following research question:
What are the Sotho mothers’ experiences of living with a child with autism spectrum disorder?

1.5 Significance of the Study

This study may add to the body of knowledge on ASD. Practically, the findings of this
study can enhance existing interventions used by psychologists, doctors, social workers, and
other professionals to assist parents living with children with an ASD condition. The Basotho
people have their own cultural beliefs regarding the aetiology, diagnosis and treatment of ASD.
Thus, this study will add value by providing insight into the importance of cultural sensitivity
when working with children and parents in the context of ASD. The findings will also add

value towards theory development, especially in the context of academia.

1.6 Definition of Key Concepts

Autism spectrum disorder (ASD) refers to a neurological condition that negatively affects
the development of a child. It is marked by deficits in social communication, and also
repetitive behaviours and the presence of restricted interest which results in lifelong

disability and impairment (American Psychological Association [APA], 2013).

Sotho (plural Basotho) refers to a member of a group of people living chiefly in Botswana,
Lesotho, and Southern and Northern South Africa. In this study, reference is made

only to Southern Sotho who reside in the Free State province of South Africa.
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Sesotho refers to a group of Bantu languages spoken by the Sotho peoples, of which the most
important are Sepedi (also called Northern Sotho), Setswana (also called Western
Sotho), and Sesotho (called Southern Sotho). In this study, reference is made to

Southern Sotho which is spoken in the Free State province of South Africa.

Culture refers to the set of practices by which meanings are produced and exchanged within

a group, according to the definition of Garuba and Raditlhalo (2008).

1.7 Academic and Personal Motivation

Autism spectrum disorder was identified as a psychiatric disorder in the 1940s (Kanner,
1943). Yet, it is still not well understood by the general public. The majority of studies on ASD
seem to have focused on the causes, diagnosis and treatment of ASD, with special reference to
the individuals rather than the family as a system (Bakare et al., 2009; Ruparelia et al., 2016;).
The current identification of the autism as falling on a spectrum led to an increase of the number
of diagnoses and subsequently the number of people affected, especially mothers (APA, 2013).
Focusing on mothers from rural areas in South Africa provides a new perspective as most

studies to date have focused on parents in developed and urban communities.

On a personal level, when I first saw an awareness campaign about ASD in 2008 at the
University of the Free State, | become curious as to why this diagnosis was receiving such
special attention. Through my interaction with parents and families living with a child with
ASD | became aware of the needs of such families in rural areas, especially the mothers. Thus,
| felt the need to conduct this study that could provide insight to practitioners assisting families
affected by ASD. Bringing the cultural element into the study was critical for me because it is
an ethical responsibility of any clinician to be culturally sensitive when assessing and

intervening on different conditions. The aim of this study was therefore to gain a deeper
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understanding of the Sotho cultural perspective on ASD as a critical step towards better

interventions for families living with a child with ASD.

1.8 Outline of Chapters

This document consists of seven chapters which are outlined below.

Chapter 1 — Background and rationale: This chapter presents the background to
the study. The aim of the study is explained and the key research question is
outlined. The envisaged value-add of the study is also explained.

Chapter 2 — Literature review of autism spectrum disorder: This chapter
discusses a literature review of ASD. It provides context for the study and highlights
a possible research gap about ASD. Reference is made to the early accounts of ASD,
definition complexities, the Diagnostic Statistical Manual [DSM] (American
Psychological Association [APA], 2013), etiology and epigenetics, as well as
interventions.

Chapter 3 — Sotho mothers and ASD: A biopsychosocial-spiritual perspective:
This chapter presents a literature review on mothers' experience of living with a
child with ASD with special reference to Sotho mothers. The chapter uses the
biopsychosocial-spiritual model (King, 2000; Sulmasy, 2002) to describe the
mothers’ experiences of different domains of the model.

Chapter 4 — Methodology: The research methodology guiding this study is
discussed in this chapter. The chapter provides a breakdown of the steps followed
to answer the research question of the study.

Chapter 5 — Findings. This chapter presents the findings of the study. It also
outlines the themes and sub-themes gathered from the semi-structured interviews

conducted with the mothers.
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Chapter 6 — Discussion: This chapter presents a discussion of the study’s findings,
focusing on the five themes that emerged from the study, namely lack of knowledge
and understanding, schooling, social support, the management of ASD symptoms,
and attitude.

Chapter 7 — Conclusion: The outcomes and value-add of this study are explained
in this chapter. This chapter also touches on the limitations of the study as well as

recommendations for future research.
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CHAPTER TWO

LITERATURE REVIEW ON AUTISM SPECTRUM DISORDER

2.1 Introduction

In this chapter, a literature review of ASD will be presented. This is aimed at providing
context for the study and at highlighting a possible research gap about ASD. The chapter will
also cover the early account of ASD, definition complexities, the Diagnostic Statistical
Manual (DSM) (American Psychological Association, 2013), etiology and epigenetics, as

well as interventions.

2.2 Early Account of Autism Spectrum Disorder

According to Witkin et al. (2011), the word autism was first used by Eugen Bleuler, a
Swiss psychiatrist referring to mental illness or schizophrenia. This narrative was later
changed by Kanner (1943) who referred to autism as a neurological condition that affects
child development. Kanner (1943) identified symptoms such as communication problems,
echolalia, and engaging in activities that are self-damaging such as hitting one’s head on the
wall. Other early symptoms identified included obsessing about monotonous activities and
unusual objects. Kanner (1943) developed an early infantile autism diagnostic category
which helped to develop the autism concept. More importantly, Kanner (1943) described this

condition as very rare.

An early study by Asperger (1944) described autism as consisting of repetitive
behaviour and the inability to make eye contact. Asperger (1944) termed children with this
condition as autistic psychopaths. The conceptualisation of autism as childhood
schizophrenia was refuted by Kolvin (1971), who identified autism as a developmental
disorder rather than psychosis. The British psychiatrist Wing (1981) refined Asperger’s

concept of autistic psychopaths and termed it Asperger’s syndrome, arguing that it was a
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separate concept from autism. This view by Wing (1981) contributed to the
reconceptualisation of autism as a condition that occurs on a spectrum, as identified in the

current DSM5 (Zaky, 2017).

2.2.1 The Prevalence of Autism Spectrum Disorder

Classifying autism as being on a spectrum (ASD) has led to an increase in its
diagnosis worldwide (Chiarotti & Venerosi, 2020; Franz et al., 2017). According to the
Centers for Disease Control and Prevention (CDC) (2020), the number of children eight-year-
old children diagnosed with ASD has increased from 1 in 59 in 2018 to 1 in 54 in 2020. This
in part stem from the fact that the previous Diagnostic and Statistical Manuals (DSMs) did
not allow for children to be diagnosed with both autism and Attention Hyper Activity
Disorder (ADHD). Instead, the current DSM-5 allows for multiple diagnoses to be made.
Also, ASD includes a broader spectrum of disorders with following symptoms, thus
accommaodating more children under the title ASD who would previously be diagnosed with
other disorders. The same report (CDC, 2020) has shown that ASD tends to affect 29.7 per

1000 boys and 6.9 per 1000 girls who are eight years old.

ASD is a global problem. Various countries are raising awareness through campaigns
such as ASD Day (Franz et al., 2017). This is primarily aimed at showing solidarity with the
families who are dealing with ASD. ASD has become so prevalent globally that strategic
organisations such as the World Health Organization (WHO) acknowledge it as among the

worrisome problems affecting children and their families (Franz et al., 2017).

Chiarotti and Venerosi (2020) also indicated that the number of ASD cases continues
to increase globally. Their study assessed the prevalence rate of ASD in regions such as Asia,

America, Europe, and the Middle East. The study found that even though the prevalence rates
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are different, ASD is on the rise. This calls for workable interventions to help families

impacted by ASD.

According to the South African Department of Health (DoH) (2017), there has been a
marked rise in the prevalence of ASD in the country over the past 30 years. About 2% of the
South African population are affected by ASD (DoH, 2017). According to Fewster and
Gurayah (2015), the number of children with ASD is projected to increase significantly every
year, which is worrying given the challenges associated with ASD. There is still a lack of
accurate data on the prevalence rate of ASD in South Africa (DoH, 2017; Fewster &
Gurayah, 2015). Sadly, this lack of data may delay the roll-out of awareness campaigns and
interventions among communities (Van Schalkwyk et al., 2015). Van Schalkwyk et al. (2015)

further remarked that it took longer for autism to become to topic of studies in South Africa.

Van Schalkwyk et al. (2015) explained that progress was being made regarding an
autism database for South Africa due to the emergence of pressure groups such as Autism
South Africa (ASA). The ASA has established several branches across the country to help
families of children with ASD. This will help to capture data on ASD that can easily be

accessed by practitioners and scholars.

2.3 Definition Complexities

ASD presents itself differently based on the age of onset, the severity of symptoms,
and child’s individual characteristics (Hens, 2019). Regardless of the commonly and strongly
shared characteristics of ASD, such as social deficits, there is no single identifiable behaviour
that is typical of ASD (Powers, 2000; Yergeau, 2018). Therefore, autism is a heterogenic and
polysemic concept (Hens, 2019). ASD is heterogenic because it has biological, cognitive,

environmental, and social connotations (Hens, 2019; Yergeau, 2018). It is also polysemic as
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it has multiple meanings to different people in different contexts (Hens, 2019). Based on the

above argument, no single definition can adequately capture autism spectrum disorder.

The first definition of ASD from genetic perspective is from Kanner (1943, p. 242)
who defined autism as ““a rare condition that affects speech development, causes abnormal
behaviour, and a proclivity for loneliness among children”. Powers (2000) highlighted the
biological perspective by defining ASD as a condition that negatively affects brain
development and consequently delays growth in the child. Fewster and Gurayah (2015)
considered the cognitive perspective as they defined ASD as a condition among children
which affects their mental functioning and ability to communicate which overall affects how
they socialise. The implications are that the child may lag in terms of achieving the typical

developmental milestones (Fewster & Gurayah, 2015; Powers, 2000).

From a phenomenological perspective, Hens (2019) and Yergeau (2018) defined ASD
as a phenomenon rather than a cognitive and genetic concept. They maintained that ASD is a
lived and shared experience. Also, Hens (2019) posited that ASD can create different ways in
which people meaningfully interpret their experiences. Yergeau (2018) believed that ASD is
a narrative condition because people affected are constantly defining and redefining their
experiences based on their context, making ASD an ever-evolving phenomenon (Hens, 2019;
Yergeau, 2018). However, the commonly used definition of ASD is the one formulated by
the APA (2013) which defines ASD as a neurological condition that negatively affects the

social, communication and behavioural development of a child.

2.3.1 Diagnosis Issues

The differences in the definition and etiology of ASD have led to challenges in the
diagnosis of ASD (Ruparelia et al., 2016). The meta-analysis conducted by Bakare and Munir

(2011) found that late diagnosis was a common problem in African countries compared to
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their developed counterparts. It was also found that most children in Africa were diagnosed
with ASD between the age of eight years and adolescence. According to Bakare and Munir
(2011) and Ruparelia et al. (2016), a number of these children that were diagnosed late in
their lives were presenting with severe symptoms of ASD. For Ruparelia et al. (2016), this
could signify that a cohort of children presenting with mild and moderate symptoms of ASD
may be left undiagnosed. This, in part, may contribute to the lack of accurate data about the

prevalence of ASD in developing countries.

Another practical challenge associated with the diagnosis and treatment of ASD is the
lack of appropriate facilities in developing countries (Bakare et al., 2009; Ruparelia et al.,
2016; Van Der Walt, 2008). This makes the pathway to the diagnosis of and therapy for ASD
a daunting task for parents living with a child with ASD as they sometimes have to travel
long distances to access a health facility that can help with a diagnosis (Bakare & Munir,
2017; Ludlow et al., 2011; Ruparelia et al.; 2016).

Lack of awareness and knowledge about ASD by both the parents of children with
ASD and clinicians can contribute to the challenges associated with the diagnosis of ASD
(Bakare et al., 2009). In a study that investigated Nigerian clinicians’ view of the etiology of
ASD, Bakare et al. (2009) found that a significant number of clinicians attributed ASD to
supernatural forces because he patient or their parents having angered the ancestors.
Mthombeni and Nwoye (2016), in their study on the caregivers’ response and understanding
of ASD, found that a number of them also considered supernatural beings as the cause of
ASD. They found that this contributed to the delays in seeking a medical diagnosis and
interventions because caregivers often consult traditional diviners and healers before
consulting medical practitioners (Edwards, 2011; Mthombeni & Nwoye, 2018).

Developed countries have standardised tools for screening and diagnosing ASD.

However, these tools are often not adapted for use in most if not all African countries
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(Ruparelia et al., 2016). For example, in African countries minimal consideration is given to
the impact of language and culture on the screening and diagnosis of ASD. This calls for the
development of culturally appropriate tools for African countries. Such tools should at least
take into consideration the narrative tradition of African compared to the writing tradition of
the Western countries (Ruparelia et al., 2016).

Another challenge is that ASD is often accompanied by comorbid and other
psychological problems that present with symptoms that may be confused with the symptoms
of ASD in the absence of repetitive and restricted behaviours. For example, Basu and Parry
(2013) asserted that children’s tendency to over-indulge in computer and cell phone games
may affect their social and communication skills. This, in turn, may be construed as a clear
symptom of ASD if not critically investigated (Ruparelia et al., 2016).

2.4 Development of the DSM Classifications and Criteria

Literature indicates that in the original Diagnostic Statistical Manual (DSM)
published in 1952 and in DSM-2 published in 1968, autism was classified under
schizophrenia (Gane, 2008). Therefore, even though Kanner’s work (1943) played a
significant role in providing a better understanding of autism, the diagnosis remained covered
under schizophrenia until the compilation of DSM-3 in 1980 in which autism was included as
an individual diagnosis (APA, 1980). In this case, autism gained a diagnosis status together
with Pervasive Developmental Disorder Not Otherwise Specified [PDD NOS] and was

classified as Pervasive Developmental Disorder [PDD] in axis Il of DSM-3.

The development of DSM-IV saw the inclusion of Asperger’s disorder (Gane, 2008).
Specifically, it was DSM-4-TR that managed to align Asperger’s disorder in the same
spectrum as autism and PDD NOS (APA, 1994). Currently, DSM-5 (APA, 2013) provides
the new standard for an ASD diagnosis. It has eliminated all the subcategories under which

ASD was categorised and now uses one category called autism spectrum disorders (APA,
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2013). The implication of this is the removal of Asperger’s disorder and PDD NOS as

diagnostic labels.

2.4.1 Diagnostic and Statistical Manual-5 — Criteria for ASD

The DSM-5 (APA, 2013) criteria for ASD are based on two main domains of
functioning, which are deficits in social communication and interaction, and a repetitive

pattern of behaviour, interests, and activities.

The qualitative deficits in social communication and interaction in different contexts

include the following:

e The deficit in social-emotional reciprocity such as limited sharing of interest and
affect, or failure to initiate reciprocal social interactions

e Deficits in non-verbal communication necessary in social interaction as manifested by
age-inappropriate integration of verbal and non-verbal communication, abnormal eye
contact, and deficits in understanding and use of gesture which may be absent for
some children living with ASD

e Deficits in the development, maintenance, and understanding of relationships as
manifested by challenges in adjusting behaviour to suit different social contexts,

difficulty in making friends, or not being interested in peer relationships.

Also, DSM-5 specifies that at least two symptoms should be present in the domain of
restricted, repetitive pattern of behaviour, interest, and activities, and hyper or hyporeactivity

to sensory input as manifested by:

e Stereotypical or repetitive motor movement, use of objects or toys, such as the lining

of toys, flipping objects, echolalia, or simple motor stereotypes
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e Highly restricted and fixed interests that are abnormal in intensity or focus, such as
strong attachments to or preoccupation with usual objects or persistent interest

e Insistence in sameness, inflexible adherence to the routinely ritualised pattern or
verbal behaviour, expressed through extreme stress due to small changes, rigid
thoughts, and greeting ritual.

e Hyper- or hyporeactivity to sensory input or unusual interests in sensory aspects of
the environment such as apparent indifference to pain/temperature, adverse response
to specific sounds or textures, excessive smelling or touching of objects, visual

fascination with lights or movement.

2.5 Etiology and Epigenetics

This section will highlight literature on the etiology of ASD, and role of epigenetics in
ASD. Research conducted by Campisi et al. (2018), Hallmayer et al. (2011), and
Modabbernia et al. (2017) point to the literature consensus that ASD has multiple causalities,
which include genetic and environmental factors. Various studies have shown that a genetic
component plays a role in the etiology of idiopathic autism (Campisi et al., 2018; Hallmayer
etal., 2011; Modabbernia et al., 2017; Taylor et al., 2014). However, environmental factors

may also play a role in the etiology of ASD (Campisi et al., 2018).

A meta-analysis study conducted by Hallmayer et al. (2011) identified environmental
factors such as heavy metals, pollutants, vaccines, nutrition, and substances to be risk factors
from pre-conception to early childhood for development of ASD. Loth et al. (2017) cited that
there are about 500 different genetic variants that may be linked to the development of ASD.
Various researchers believe that vaccinations for measles, mumps, and rubella play a role in
the development of ASD (Campisi et al., 2018; Loth et al., 2017). The debate about whether

genetic or environmental factors lead to the development of ASD will continue. However, the
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above findings by Hallmayer et al. (2011), Campisi et al. (2018), and Loth et al. (2017)

contribute significantly to the management and treatment of children living with ASD.

Duffney et al. (2018) postulated that epigenetics dysregulation contributes to the
etiology of ASD. The mutation of genes responsible for protein regulation results in the
lowering of protein expression which in turn may result in the development of ASD,
intellectual disability, and possible behavioural problems (Duffney et al., 2018;

Wisniowiecka-Kowalnik & Nowakowska, 2019)

Researchers such as Duffney et al. (2018), Nardone and Elliott (2016), and
Wisniowiecka-Kowalnik and Nowakowska, (2019) revealed that ASD has multiple
etiological factors. These factors may be genetic or environmental. However, none of these
factors on their own can cause ASD (Nardone & Elliott, 2016). Therefore, research shows
that both genetic and environmental factors have a causal relationship with ASD (Nardone &

Elliott, 2016; Wisniowiecka-Kowalnik & Nowakowska, 2019).

2.6 Treatment of Autism Spectrum Disorder

The increase in the number of people diagnosed with ASD highlights the need for
appropriate and effective treatment and interventions for the individuals diagnosed with ASD
and their families (Campisi et al., 2018). Brentani et al. (2013) postulated that the treatment
and interventions for ASD should focus on addressing social, communication, organisational,
and adaptive skills of both the child and the family. In the next section, ASD treatment
modalities and intervention programmes aimed at helping the patients and their families will
be presented. This includes psychotherapeutic, pharmacological, parental education, and

tailor-made programmes.
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2.6.1 Psychotherapeutic Treatment

Individual psychotherapeutic approaches such as person-centred therapy (Rogers,
1986), logotherapy (Frankl, 1981), mindfulness (Kabat-Zinn,1982) and cognitive behavioural
therapy (Beck, Rush, Shaw, & Emery, 1979) are often used to help parents and children
living with ASD, depending on the severity of the child’s ASD condition. Group cognitive
behavioural therapy (CBT) (Reaven et al., 2012) is used in some cases to help school-age and
adolescents living with ASD with skills to manage comorbid factors such as anxiety and
depression that they may be experiencing. This model used CBT techniques to help change
the thinking and behavioural pattern of children diagnosed with ASD. According to Reaven
et al. (2012), care should be taken when using this approach because its efficacy has been
proven to be high among high-functioning children who may be struggling with anxiety or

depression which may affect the prognosis.

2.5.2 Pharmacological Treatment

ASD is viewed as a heterogenic condition that has both clinical and behavioural
presentations (Eissa et al., 2018). Children diagnosed with ASD may present with different
symptoms, disorders, and medical conditions such as impulsivity, heteroaggresiveness,
inattention, anxiety, depression, anger, epilepsy, sleep problems, and structural learning

challenges (APA, 2013; Campisi et al., 2018; Sadock et al., 2015).

There is no specific pharmacological treatment that can be effective for all children
living with ASD (Eissa et al., 2018; Campisi et al., 2018). Thus, pharmacological treatments
are often directed to ameliorate specific ASD symptoms. Risperidone is one of the main
drugs used in the treatment of ASD for children above five years of age who present with

irritability, self-harming behaviours and aggressive symptoms (Kumar et al., 2012).
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Clozapine and olanzapine are also assumed to be effective pharmacological interventions for

ASD patients presenting with suicidal behaviours (Eissa et al., 2018; Miral et al., 2008).

Risperidone is also indicated for the treatment of sensory motor and language
symptoms of ASD among children between the ages of eight and 18 (Eissa et al., 2018;
Leclerc & Easley, 2015). Ritalin is considered to be a stimulant for the central nervous
system (CNS). Thus, it contributes in the treatment of inattention, hyperactivity and
impulsivity (Sathe et al., 2017). Leclerc and Easley (2015) found that fluoxetine is a selective
serotonin reuptake inhibitor (SSRI) that is indicated in the treatment of repetitive behaviour
(the obsessive-compulsive symptoms) and anxiety among patients living with ASD.
Cognitive disorders and insomnia’s symptoms are also treated using pharmacology among

patients living with ASD.

Currently, there is no absolute pharmacological treatment for ASD. However, the
combination of behavioural therapy, pharmacological drugs such as SSRIs and a controlled
learning environment remains the main areas of investigation for the future management of

ASD (Eissa et al., 2018; Campisi et al., 2018; Sathe et al., 2017).

2.5.3 Parental Education

Parent training interventions involve the family and the parents of a child living with
ASD as the family and parents play an integral part in the assessment and management of the
child (Soorya et al., 2011). Parent training is based on the premise that behaviour is learned
through different contingencies in a family setting. Therefore, any attempt to change such
contingencies to reinforce and promote appropriate behaviour is considered critical
(Corcoran, 2000). This intervention programme aims to improve the parent and family’s

social skills required to help with the management and coping with living with a child
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diagnosed with ASD. Brentani et al. (2013) warned that for this programme to be effective

the functioning and motivation of the family or parents is paramount.

One of the commonly used interventions for parents' education is applied behavioural
analysis (ABA) (Cooper et al., 2007) which is a behavioural modification intervention based
on the operant conditioning principle. The ABA approach addresses behavioural deficits or
excesses that a child living with ASD may present with. It utilises reinforcement techniques
to foster social adaptive skills for the child living with ASD. This intervention was reported
to be effective when used to help children diagnosed with ASD in their early childhood

stages (Brentani et al., 2013; Cooper et al. 2007).

2.5.4 Formal Programmes

Since the work of Wing (1981), tailor-made programmes have been developed to help
both parents and children living with ASD. This section presents some of the commonly used

programmes in ASD interventions.

Treatment and Education of Autistic and Related Communication-Handicapped
Children (TEACCH) (Brentani et al., 2013) is a classroom-based clinical and training service
that is provided by professionals to a child living with ASD. It focuses on the behaviour and
communication of a child living with ASD, and on understanding the child’s world view. The
intervention is directed towards reorganising the child’s environment and activities to suit the
strengths and interests of the child. This, in turn, helps the child living with ASD to learn and
initiate meaningful communication that is critical for forming and maintaining social

relationships (Brentani et al., 2013; Cooper et al., 2007).

The Behavioural Discrete-Trial Programme (Bogin et al., 2010) is aimed at helping
children living with ASD to obtain communication skills. It includes training children to sit,

concentrate to a trainer, and imitating verbal commands and nonverbal behaviours. Through
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this programme, children living with ASD learn speech through imitating the naming of body
parts, people's names, and the use of pictures. This is intended to help children living with

ASD improve communication and social skills over time (Bogin et al., 2010).

Assistive technology programmes use technological devices such as tablets,
computers, and communication boards to help children with ASD to interact with other
people. The Picture Exchange Communication System (PECS) is one of the strategies used
through which a child is taught to use picture symbols to make requests, and to ask and

answer questions.

2.7 Conclusion

Based on the above discussion it is evident that research on ASD is growing to
provide a better understanding of children on the autism spectrum, and to provide appropriate
interventions to such children and their families. The need for research on intervention
programmes that are culturally appropriate for African children and families living with ASD
has also been highlighted. The chapter will also inform the discussion of this study’s findings

in Chapter 6.
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CHAPTER THREE

SOTHO MOTHERS AND ASD:
A BIOPSYCHOSOCIAL-SPIRITUAL PERSPECTIVE

3.1 Introduction

This chapter covers mothers’ experiences of living with a child with ASD with special
reference to Sotho mothers. The biopsychosocial-spiritual model is used to describe the
mothers’ experiences in terms of the different domains of the model (Leigh, 1983; King,

2000; Sulmasy, 2002).

3.2 The Biopsychosocial-Spiritual Model
The biopsychosocial-spiritual model (BPSS) (Engel, 1977; King, 2000; McKee &

Chappel, 1992; Sulmasy, 2002) was initially proposed as an alternative to the biomedical
model (Varela et al. 1991), which was viewed as a reductionist perspective to conceptualise
disease and illness. According to Leigh (1983), the biomedical model did not significantly
acknowledge the individual’s illness, attitude, experiences, culture, and language in its
conceptualisation, diagnosis, and treatment of illnesses. It was also argued that the
reductionist perspective of the biomedical model minimally took into account the influence of
the health system, family, and professionals in the broader understanding and treatment of
illness. Leigh (1983) conceptualised illnesses as complex phenomena that cannot have a
single primary cause but can stem from multiple factors that may be biological,

psychological, and/or social.

The amendment of the constitution of the World Health Organization (WHO) (1999)
to include spiritual wellbeing in the conceptualisation of health has led to the inclusion of a
spiritual domain in the initial biopsychosocial model, turning it into a biopsychosocial-

spiritual model (King, 2000; Sulmasy, 2002; Winiarski, 1997). This model has been used in
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research to look at the formulation of the diagnosis and treatment of illnesses (Engel, 1992;
King, 2000; Leigh, 1983; McKee & Chappel, 1992; Saad et al., 2017; Sulmasy, 2002).
Although this model was used extensively in research, little has been done to use this model
in qualitative research to understand the subjective experiences of those directly and
indirectly affected by illnesses such as ASD. Consequently, this study intended to use the

BPSS model to explore the experiences of Sotho mothers living with a child with ASD.

3.3 Parenting a Child with ASD Through the Lens of the BPSS Model

Several studies have investigated the experiences of parents living with a child with
ASD using other theoretical models. Gane (2008), for example, used attachment theory
(Bowlby, 1980) to study mothers’ experience of having a child diagnosed with ASD. Van
Rooyen (2016) used Bronfenbrenner’s (1977) ecological systems theory to study South
African fathers’ experiences of caring for a child with ASD. Matenge (2013) and Rabba et al.
(2019) used a phenomenological perspective to explore the experiences of parenting a child
with ASD. This section presents a review of the literature associated with the parents'
experience of living with a child with ASD, with special emphasis on Sotho mother’s

experiences using the BPSS model.

3.3.1 Biological Domain

This section will discuss literature about the mothers’ experience of managing the
biological implications of living with a child with ASD. This will include mothers’
experiences of the symptoms and diagnosis of ASD both from the Western and Sotho cultural

perspectives.

3.3.1.1 Symptoms

Individuals living with ASD present with different symptomology depending of their

age and cognitive abilities. Mothers of individuals living with ASD are constantly impacted
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by the manifestation of these symptoms. Bal et al. (2019) indicated that parents are mostly
impacted by three core ASD symptoms, namely deficits in language development

(communication), behavioural problems, and sensory challenges.

The language development of children with ASD exacerbates their parents’
predisposition to stress (Sturm et al., 2017). ASD children’s regulation problems associated
with eating, emotions, and sleeping have also been found to negatively affect the parents'
experience. The child's intolerance to change and preference for repetitive, non-functioning
activities and interests, including routine and ritual behaviours, is also linked to parental
stress and frustrations (Sturm et al., 2017). Change in these routines often results in the
development of new obsessions, tantrums or anger, which can also become challenging to

manage for the parents (Bal et al., 2019; Sturm et al., 2017).

Children living with ASD sensory challenges related to touch and noise are some of
the common causes of negative experiences by parents (Bakare et al., 2009). Also, sensory
challenges are constantly forcing parents to adjust their family environment to accommodate

the needs of the child.

In the Sotho culture, ASD symptoms are recognised although they may not be
associated with the diagnosis. Communication and behavioural challenges, combined with
other psychiatric symptoms, may be deemed as communication by the ancestors rather than
ASD symptoms. This can be caused by two ancestral spirits, namely those who are related to
the patient (which is acknowledged as a way to communicate a certain message to the patient
or family), and those that come from a foreign tribe (evil or harmful spirits) (Edwards, 2011;
Kfriel, 2003; Obioha & T’soeunyane, 2012; Sodi, 1998). Although mental disorder symptoms
are recognised within the Sotho culture, there is no diagnosis of a mental disorder such as

ASD.
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3.3.1.2 Autism Spectrum Disorder Symptoms Across the Developmental Stages

The symptoms of ASD differ widely based on the age, and the cognitive and language
development of the individual (Bal et al., 2019). ASD is generally expected to change as an
individual develops. However, researchers have found that certain symptoms may remain
stable across an individual’s developmental trajectory (Bal et al., 2019; Sturm et al., 2017).
This section focuses on reviewing the presentation of ASD symptoms across different

developmental stages.

The Infancy and Early Childhood Stages

ASD symptoms may be present but not overtly noticeable among infants before the
age of two years. Infants younger than 24 months of age living with ASD may have
difficulties with verbalisation, gestures and responding to their names (Seltzer et al., 2003).
During toddlerhood, children with ASD may present with regression from previously
mastered skills in language, communication and social interaction (Bal et al., 2019). During
this stage, children with ASD may struggle to maintain eye contact, show interest in play and
express their emotions. Children in early childhood stage may present with poor social
interest, the inability to develop peer relations and differentiate between people, lack of social

play, and preference for aloneness (Bal et al., 2019; Seltzer et al., 2003; Sturm et al., 2017).

The Middle, Late Childhood and Adolescent Stages

This is a stage between seven and 18 years of age. During these stage individuals are
expected to have developed significant skills in language, communication and social
interactions (Bal et al., 2019; Sturm et al., 2017). During the middle, late childhood and early
adolescent stages, individuals with ASD may find it difficult to take turns during an
interaction, form and maintain friendships, adapt to change, handle sensory challenges, have

unusual interests, and struggle with anxiety and depression (Bal et al., 2019). In addition,
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teenagers with ASD may be hyperactive, impulsive and aggressive, and become involved in
self-injurious behaviour. They may also present with unusual mood or emotional reactions,
and sleeping or eating habits. Research shows that during these stages, adolescents may
experience an increase in behavioural and psychiatric symptoms, and the onset of seizures
associated with puberty (Bal et al., 2019; Piven et al., 1996; Sturm et al., 2017). Also
significant improvement in self-care, educational achievement and communication skills was

observed in these stages (Sturm et al., 2017).
The Adulthood Stage

This stage starts at the age of 18 years. Adults living with ASD show greater
improvement in language development, and in restricted and repetitive behaviour and
interests (Piven et al., 996; Sturm et al., 2017). However, adults may struggle to understand
what others feel or think, which may affect their social interactions. Seltzer et al. (2003)
explained that adults may show symptoms of anxiety in social situations and thus prefer to be
alone. Adults may also not be interested in forming relationships and may experience
depression and anxiety when routines are changed (Piven et al., 996; Sturm et al., 2017). This
corresponds with the assertion by Piven et al. (1996, p. 527) that “ASD is a lifelong disorder

whose features change with development”.
3.3.1.3 Diagnosis

According to Clark et al. (2017), Mayers (2013), and Ward et al. (2016), parents
often report that when their children were between the ages of one and four years they could
notice certain developmental delays. The mothers in these studies reported that observing
symptoms such as delayed speech, difficulty with eye contact, and behavioural problems led
them to seek medical help for a possible diagnosis and treatment options. Ward et al. (2019),

in a study examining the practitioners’ view of the assessment and diagnosis of ASD, found
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that 92% of clinicians preferred not to give a diagnosis of ASD to a child especially when
they are younger. This was found to be one of the causes of delayed diagnosis and
intervention that results in parents being stressed and anxious about their child’s symptoms

(Ludlow et al., 2011; Matenge, 2013; Mayers, 2013).

Receiving a child's diagnosis of ASD was found to have an emotional impact both
during and after the diagnosis (Ward et al., 2017). Mothers often reported that they mourned
and experienced feelings of ambivalence after receiving their child’s diagnosis (Rabba et al.,
2019). This has resulted in parents oscillating between the denial and acceptance of the
diagnosis (Rabba et al., 2019). A study by Fernandez-Alcantara et al. (2016) found that
parents, after receiving their child’s diagnosis, experienced unexpected loss, and also viewed
the diagnosis as unjust. This often leads to feelings of shock, denial, fear, anger, and sadness

among parents (Fernandez-Alcéantara et al., 2016).

Sharing the diagnosis is an important part of managing the aftermath of an ASD
diagnosis (Crane et al., 2016). Mothers often mentioned that having to comprehend what it
means to live with a child with ASD while at the same time being expected to inform and
educate the family about ASD has been a difficult experience for them (Watermeyer, 2009).
The inability to disclose the diagnosis was found to be associated with difficulties in
acceptance by the parents, which in turn made them feel isolated and hopeless. Lack of
validation from family members hampered the mothers' ability to move on with their lives
because they felt helpless (Crane et al., 2016). Being resolute after receiving the diagnosis
was found to help improve how mothers experience their relationship with their child living

with ASD (Rabba et al. 2019).

Bakare et al. (2009; 2011), and Ludlow et al. (2011) agreed that behavioural problems

are one of the critical predictors of parental stress, especially among those raising younger
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children living with ASD. Likewise, the studies of Bakare et al. (2009) and Weiss (2015)
showed a positive correlation between the behavioural problems of a child living with ASD,
and parental stress. Crane et al. (2016) affirmed that externalising behavioural problems was

deemed to be an important predictor of parental stress.

Within the Sotho culture, the process of diagnosing mental disorders, including ASD,
requires one to determine who caused the illness or why the illness occurred in the first place
(Edwards, 2011; Sodi, 2011). Thus, just like the DSM-5 classification, the Basotho people
have their own classification of illnesses (Mthombeni & Nwoye, 2015). The Basotho people
have two categories of illness classifications. The first is the natural causes of illness (Kriel,
2003; Sodi, 1998). These are illnesses caused by physiological malfunctioning such as
epilepsy and hypertension. The second is supernatural causes of illness (Sodi, 1998), which
are illnesses caused by supernatural forces. The manifestation of ASD falls into the second

category (Edwards, 2011; Kriel, 2003).

According to the Basotho people, illnesses caused by supernatural forces are often
associated with people who have used ditlari (traditional medicine) to cause the illness out of
malicious intent, or they are the result of the Badimo having withdrawn their protection of the
person due to particular displeasure. Therefore, among the Basotho, the cause of illness can

be traced back to what has happened in the past (Edwards, 2011).

The Basotho people have their way of a) making a diagnosis, b) determining the
etiology, and c) treating the illnesses, including mental disorders. The most common method
is the dingaka tsa ditaola (divination doctor) (Obioha & T’soeunyane, 2012). They often use
bones in combination with other methods depending on the patient’s chief complaint. Each
dingaka tsa ditaola uses different bones depending on the training they have received and

their preferences (Kriel, 2003). The Basotho people believe the divination bones are able to
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diagnose and answer any problem or question (Sodi, 1998). Through the divination, the
cause, nature, and treatment of a patient's condition will be discussed with the patient who
should respond by saying "siya vuma” (we agree) (Obioha & T’soeunyane, 2012). After the
divination a prescription of what the patient should do will be given. This may include
instructions and dihlare (medicine) depending on the nature of the problem (Kriel, 2003;
Sodi, 1998). The patient is often referred to the dingaka tsa dihlare (medicine healer) for
treatment or intervention (Edwards, 2011; Kriel, 2003; Mosotho et al., 2008; Obioha &

T’soeunyane, 2012; Sodi, 1998; Sodi, 2008).

The increase in the number of ASD diagnoses in South Africa requires awareness and
sensitivity towards the above assertions about how mental health is conceptualised,
diagnosed, and treated in different cultures (Edwards, 2011). This would require mental
health practitioners and clinicians to be sensitive to the cultural diversity of South Africa,

including the Basotho culture (Edwards, 2011; Mthombeni & Nwoye, 2015; Sodi, 2011).

3.3.2 The Psychological Domain

This section presents a review of the literature about the psychological and affective
experiences of mothers living with a child with ASD. These experiences include the mothers’
lack of knowledge and understanding, different emotions, and personal identity changes and
motivation. It should be noted that these psychological experiences are also shared by Sotho

mothers living with a child with ASD.

A study by Gobrial (2018) provided significant insight into what it means to be a
mother in Africa and, most importantly, what it means to be a mother of a child living with
ASD on the continent. In his studies, Gobrial (2015, 2018) found that mothers experience a
plethora of negative emotions due to their poor knowledge and understanding of ASD.
Various researchers have reported that lack of knowledge about ASD contributed to the delay

in early diagnosis and treatment of ASD (Gane, 2008; Ludlow et al., 2011; Matenge, 2013;
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Van der Walt, 2006). Among the Sotho people there appears to be a lack of understanding of
ASD, which leads to the broader community having certain myths about the cause and
management of ASD. Mothers living with a child with ASD in the Sotho culture may be
stigmatised and discriminated against at social gatherings because of the assumption that she
is the cause of the child’s condition (Van der Walt, 2006). According to Mthombeni and

Nwoye (2015), this is one of the causes of emotional challenges for Sotho mothers.

According to Van der Walt (2006), mothers typically sought a diagnosis after a
teacher, health professional or other members of the community raised concern about the
behaviour or developmental delays of their child. Various researchers have reported that
parents consulted multiple professionals and traditional healers before an ASD diagnosis is
made (Bayat & Schuntermann, 2013; DePape & Lindsay, 2014; Ludlow et al., 2011,
Matenge, 2013; Van der Walt, 2006). This is often attributed to poor knowledge and
understanding of ASD by most professionals (Bayat & Schuntermann, 2013). Studies have
indicated that Sotho mothers also experienced lack of sensitivity from and stigmatisation of

their children by their family members (DePape & Lindsay, 2015; Ludlow et al., 2011).

Unlike other medical and psychiatric diagnoses (such as hypertension, epilepsy,
depression or anxiety) that have specific treatment protocols, ASD does not have a clear
pathway or intervention (Rabba et al., 2019). As a result, ASD has a debilitating effect on
how parents living with a child with ASD experience and define themselves. Depression,
anxiety, ill health, and substance abuse are indicated to be associated with these experiences
(Ogston et al., 2011). Among the Sotho culture, mothers consult multiple traditional healers
and perform a number of rituals in order to help their children to heal, all of which have

financial and psychological consequences for them and their children (Rabba et al., 2019).
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Parents of children living with ASD find that they (the parents) become less
spontaneous (Crowell et al., 2019). This, in part, stems from fewer events in their lives and
less forward planning (Rabba et al., 2019). The parents' actions and communication become
characterised by a routine way of doing things, and the way they adjust their communication
according to the child’s behaviour (Crowell et al., 2019; Rabba et al., 2019). Parents often
have to repeat statements, and use less humour and teasing which makes interaction with
their child less interesting. The lack of spontaneity predisposes parents to stress and
frustration, and sometimes forces parents to incorporate their ASD-affected child’s need for
routine into their identity (Rabba et al., 2019). Sotho mothers participate in various traditional
activities such as initiation, birth and death rituals. However, living with a child with ASD
can force mothers to withdraw from social activities, and thus become isolated and depressed

(Crowell et al., 2019; Rabba et al., 2019).

Parents who are raising children with ASD have less time and energy to plan and
implement personal goals such as making time for a romantic relationship, sport and self-
interests (Rabba et al., 2019). The child-parent relationship becomes central to the parents'
lives, and these parents tend to incorporate this relationship into their identity (Rabba et al.,
2019). Cashin (2004) and Crowell et al. (2019) found that parents also sometimes lack
comfort and respite because they constantly have to monitor the symptoms of their child,
which may cause anxiety, frustration, and exhaustion for the parents. The future self of the

parent can get lost in the all-pervading demands of the child living with ASD (Cashin, 2004).

Rabba et al. (2019) explained that uncertainty about the future of a child living with
autism can at times predispose parents to anxiety and depression. Parents with children living
with ASD are often concerned about the prospects of their children being in a romantic
relationship, accessing higher education, getting a job, and living independently after their

(the parents’) death. This forces such parents to become more concerned about the future
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instead of living more in the here-and-now; hence, mindfulness is one of the recommended
interventions for parents living with a child with ASD (Cashin, 2004; Ludlow et al., 2011,

Rabba et al., 2019).

Cashin (2004) argued that when a child and the parent begin to engage in similar
activities their connection improves. According to Cashin (2004), it is the achievement of
small milestones by the child that builds the child-parent relationship. This relationship
motivates the parent to have the courage to continue hoping for a better future. Also,
parenting a child with ASD was found to contribute to the development of patience as a

personality trait of such parents (Rabba et al., 2019).

3.3.3 The Social Domain

This section focuses on mothers’ experiences of the social setting when raising an
ASD-affected child, with special reference to the Sotho culture. This includes reviewing
literature discussions about mothers’ experiences of financial challenges, family challenges,

social support, and access to health and education.

Various researchers found that some parents shared the challenges of raising their
ASD child while other parents separated (Bakare et al., 2009; Ludlow et al., 2011). Single
parenting may contribute to the parents’ depression and suicidal thoughts due to the hardship

associated with living with a child with ASD (Ludlow et al., 2011).

Parenting a child with ASD implies that the mother will experience emotional
challenges (Mayers, 2013) while also taking on an advocacy role because she has to educate
others about the child’s diagnosis (Ludlow et al., 2011). Mayers (2013) postulated that
parents often experience anger from or towards family members after receiving a child’s

diagnosis. According to Obioha and T’soeunyane (2012), it is often the maternal grandmother
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who understands and helps a mother with caregiving, while the in-laws in some cases may

accuse the mother's ancestors of the child’s illness.

Parents of children living with ASD often have to cope with loss of financial stability
(Bakare et al., 2009) as they now have the additional burden of paying for medical and other
treatment interventions. This can lead to changes in family goals and activities that depend on
the availability of money. Some parents have reported that they were forced to quit their jobs
or work extra hours in order to afford the care of an ASD-affected child, which subsequently
impacted the financial status of the family (Mayers, 2013). Within the Sotho culture, males
are considered to be the main financial providers while mothers are deemed to be the social
and emotional caregivers (Edwards, 2011, Sodi, 1998). Sotho mothers often report being
financially burdened because of raising children without the fathers who are viewed as the

main bread winners (Obioha & T’soeunyane, 2012).

The relationship between ASD-affected children and other typically developing
siblings in the family is also a challenge for parents in terms of balancing family roles.
Feelings of guilt and shame are often associated with parents' experiences when observing the
imbalances in how they give attention or relate to all their children. The typically developing
siblings can sometimes feel embarrassed by the behaviour of their atypically developing
sibling, which can have a negative effect on their relationship (Ludlow et al., 2011; Midence
& O’Neill, 1999; Whitaker & Hirst, 2002). Sotho mothers often live in extended families
which implies caring for all the children in the household regardless of who the biological
mother is. This puts an extra burden on mothers living with a child with ASD, which may

cause conflict between mothers within the family (Sodi, 1998).

The culture of the Basotho people is characterised by an abundance of social

gatherings and activities. However, living with a child with ASD can at times force parents to
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withdraw from social engagements (Cashin, 2004). Visiting places that are not part of the
ASD-affected child’s routine may require the child to change their behaviour, which can
make it difficult for parents to manage the new behaviour (Crowell et al., 2019). Fear of
being judged for parental incompetence and lack of responsibility when an ASD-affected
child presents with tantrums or other odd behaviour can result in parents withdrawing from
social visits (Cashin, 2004; Crowell et al., 2019). The Sotho people have rites of passage
rituals which have clear rules and taboos (Sodi, 1998). Mothers of ASD-affected children
may not attend such ceremonies because of fear that their child may behave inappropriately

and invoke ancestral punishments on the family as a consequence (Kriel, 2003; Sodi, 1998).

Various studies have highlighted that inadequate access to health, education, and
specific interventions for ASD-affected children was one of the greatest challenges
experienced by the mothers of children living with ASD in developing countries such as
South Africa and Egypt (Blake et al., 2017; Gobrial, 2017; Ludlow et al., 2011). Parents of
children with ASD experience distress when recalling their journey of sourcing special
schools for their ASD-affected children (DePape & Lindsay, 2015; Matenge, 2013). VVan Der
Walt (2006) found that in the Western Cape Province (South Africa) there is a significant
number of special schools for children and people with disabilities. However, research found
that there is a lack of special schools catering for the needs of children with ASD. This is also
a challenge elsewhere in developing countries in Africa, and in Asia and Europe (Bakare et

al. 2017; Clark et al., 2017; Crane et al., 2017; DePape & Lindsay, 2015; Gobrial, 2018).

Limited access to health facilities, or an underdeveloped health care system, is another
challenge that impacts negatively on parents of children living with ASD (DePape &
Lindsay, 2015; Gane, 2008). Parents travel long distances to public health facilities and/or
wait for a longer period of time to get their children diagnosed with ASD (DePape &

Lindsay, 2015). Such parents typically do not have the financial resources or a medical aid to
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afford access to therapeutic interventions for their child living with ASD (Clark et al., 2017;
DePape & Lindsay, 2015; Gobrial, 2018; Ludlow et al., 2011; McKenzie, & McConkey,

2015).

3.3.4 The Spiritual Domain

Spirituality refers to, among others, how people relate with the transcendent (Astrow
et al., 2001). This section discusses how mothers living with a child with ASD experience

their search for spiritual meaning through religious beliefs and practices.

According to the Basotho world view, a person comprises of two components. The
first is mmele (the physical being), and the second is seriti or shadow (a person’s character,
including dignity). The Basotho believe that the mmele can die, but the seriti continues to live
even after the physical death of a person. This is the part of the human being that continues to
form the Badimo (ancestor or the living dead) who is an important mediator between living
persons and the supreme God. Therefore, the spiritual connection or disconnection that Sotho
mothers have with the ancestral spirits will determine the protection or calamities that one
will experience, also when giving birth to and raising a child with ASD (Edwards, 2011;

Sodi, 1998).

Spirituality, regardless of its characteristics and how people practice it, helps to shape
the person as a whole (Sulmasy, 2002). When people experience life challenges and threats, it
is not only the biological, psychological, and social aspects of their lives that are affected, as
proposed by Leigh (1983), but also their spirituality (Sulmasy, 2002). Therefore, taking
spirituality into account in the diagnosis and treatment of ASD is an ethical responsibility of
all clinicians and traditional healers. For example, among the Basotho people, symptoms such
as auditory hallucinations, disorientation or stupor are not an indication of psychosis but a
message from the ancestors, and this intended message and possible intervention need to be

determined by the diviner (Edwards, 2011, Kriel, 203; Sodi, 1998).



LIVING WITH A CHILD WITH AUTISM SPECTRUM DISORDER: TWO SOTHO MOTHERS’ EXPERIENCES 34

3.4 The Treatment of llIness within the Sotho Culture

A number of researchers have indicated that the Basotho people have their own

cultural practices with which to treat illnesses, including mental disorders (Edwards, 2011,

Kriel, 2003; Sodi, 1998; 2011). This section explores the treatment of illness according to

Sotho culture.

According to Edwards (2011), Kriel (2003), Obioha and T’soeunyane (2012), and

Sodi (1998), the Basotho people subscribe to various traditional healing practices. Five of

these healing practices will be discussed below:

Herbal healing (Dingaka tse ditshupsa): Healers use traditional medicines such as
tree roots, bark, the leaves of trees and shrubs, and twigs — on their own or as
combinations. These medicines can be administered to patient as a syrup or juice
(Edwards, 2011; Kriel, 2003; Sodi, 1998).

Body contact (Go hlabela): This vaccination-like process involves using a blade to
make small cuts into the patient's skin and applying Tshidi (powder medicine) into the
cuts. This serves to prevent illnesses and witchcraft, or to treat an illness. In the past,
this was associated with the perpetuation of cross-infection of diseases such as HIV,
but now traditional healers have been trained to conduct this healing process in a safe
way (Sodi, 1998).

Therapeutic dance (Ho thuela or Malopo): When using this process, a patient can
appear to be presented with what in Western culture could be termed psychiatric
symptoms such as auditory hallucinations, disorientation, or stupor. This can be
caused by two ancestral spirits: those who are related to the patient and who are seen
as communicating a certain message to the patient, and those who come from a
foreign tribe. This form of dancing is often accompanied by a group performance that

includes drumming, singing, clapping of the hands, and the rattling of the calabash. If
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it was a calling to become a ngaka, the patient is expected to be healed after
performing malopo (Edwards, 2011; Kriel, 2003; Sodi, 1998).

e Ritual (tloaelo): This is a ceremony that is performed to mark a human transition or
rite of passage such as birth, marriage, or death. However, this can be performed to
appease the displeasure of the ancestors, where this displeasure manifests as illness,
including ASD, in a member of a family. A ritual can be performed by an individual,
family, or community in a quest to help heal the ill person. Rituals can be performed
to ask for forgiveness and to introduce a child who was born outside of wedlock and
who may be ill because the ancestors do not know and protect such a child (Edwards,
2011; Obioha & T’soeunyane, 2012; Sodi, 1998).

e Prevention (thibelo): Basotho people believe that most of the illnesses are caused by
blood (witchcraft), which makes protection very important. This is often done through
the use of dihlari which is put at the gate, doorway, or fence of the house to prevent

witches from causing bad situations in the house (Edwards, 2011; Sodi, 1998).

According to Edwards (2011) and Mthombeni and Nwoye (2015), there is a need to
integrate culture and traditional healing into the treatment of patients, including those with
mental disorders. However, their study found that both African traditional healing and
Western healing did not yield positive results in treating ASD symptoms (Mthombeni &
Nwoye, 2015). According to Mthombeni and Nwoye (2015), this finding points to a need for

the sharing of knowledge between the Western and the traditional ways of healing ASD.

3.5 Conclusion

The chapter reviewed literature about the experiences of Sotho mothers living with a
child with ASD using the biopsychosocial-spiritual (BPSS) model. The mothers' experiences

before, during, and after the diagnosis of a child with ASD were also discussed, referring to,
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among others, access to health care, the coping mechanisms of the parents, and treatment
options for ASD children — both in terms of Western medicine and traditional healing
practices. It also highlighted the cultural context of Sotho mothers with ASD-diagnosed
children, calling for closer collaboration between Western medicine and traditional African

healing practices. This will inform the discussion of this study in Chapter 6.
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CHAPTER FOUR

METHODOLOGY

4.1 Introduction

The research methodology guiding this study is discussed in this chapter. The chapter
provides a breakdown of the systematic steps followed in answering the research question of
the study, namely What are the Sotho mothers’ experiences of living with a child with autism
spectrum disorder? Furthermore, this chapter outlines the research process followed in

conducting this study.

4.2 The Research Design

The study adopted a phenomenological framework (Finlay, 2009; Leavy, 2014). The
focus of this framework is to provide a wealthy, textured description of the lived experiences
of the people being studied (Kafle, 2013, Yin, 2017). According to Langdridge (2011, p. 4),
phenomenology "intends to focus on people's perceptions of the world which they live in and
what it means to them; a focus on people's lived experiences"”. This epistemological approach
is aimed at how people make meaning and how this meaning emanates from those people's
lived experiences. Thus, this methodology was deemed relevant to explore and describe the

lived experiences of two mothers living with a child with ASD.

A qualitative research design was used in this study to gain insight into the
experiences of two Sotho mothers living with a child on the autism spectrum. A qualitative
research design was considered for this study because the researcher intended to explore and
understand the first-hand, in-depth, and subjective experiences of mothers living with a child
with ASD. Furthermore, a qualitative research design allows for new themes to emerge, and
it helps to highlight new developments in terms of the interventions and support for mothers

living with a child with ASD (Yin, 2017).
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Furthermore, a case study design was used to explore and describe the lived
experiences of two Sotho mothers living with a child with ASD (Choy, 2014; Creswell, 2014;
Yin, 2017). This study’s design allowed the researcher to explore the similarities and

differences (themes) within and between the participants’ experiences (Yin, 2017).

4.3 Participants and Sampling

Purposive sampling (Etikan et al., 2016) was used to recruit two Sesotho-speaking
mothers as participants. According to Etikan and his co-researchers (2016), purposive
sampling (also called judgement sampling) is the deliberate choice of participants based on
the qualities of these participants. Ideally, using purposive sampling means the researcher sets
a criterion, for example, selecting participants based on their experience or their knowledge
about the subject under study. Ryan and Bernard (2000) emphasised the importance of
selecting participants who can easily communicate their experiences and views about the
topic. Hence, using purposive sampling, the researcher considered the participants' ability to
converse during the interview and also their experience in raising an ASD-diagnosed child.
Another important criterion suggested by Etikan et al. (2016) was the availability of the

participants and their willingness to participate in the interviews.

As such, the researcher worked closely with Dr David Griessel, who is a neuro-
developmental paediatrician and advocate for Autism South Africa, to recruit the participants

from his patient base. The following criteria were considered for inclusion of the participants:

e The participant’s child was assessed and diagnosed with ASD by Dr Griessel, using
the Autism Diagnosis Observation Schedule (Lord et al., 1999).

e The mother’s child should have been diagnosed with moderate or severe ASD.

e The mother of the child should be Sesotho-speaking and from the Free State Province

(to allow for similarity in the cultural background of the mothers).
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e To accommodate for an initial adjustment period after diagnosis and to enable
meaningful reflections, only mothers who have lived with their child for two to five

years after the diagnosis were selected.
e The age and gender of the child were not considered for inclusion.

e The age, marital status, and occupation of the mother were not considered (see Table

1).
Table 1

Demographic details of the participants

Participants | Age of the Marital | Occupation | Age of Gender of
mother status the child | the child

Thapelo 51 Single Unemployed | 12 Male

Mapaseka 38 Single Technician | 14 Male

Only two participants were selected for the study because it created a climate in which
to explore a deeper understanding of the subject (Dyer & Wilkins, 2008; Gustafsson, 2017).
In addition, exploring the lived experiences of a mother with a child living with ASD is an
emotional subject. Thus, working with fewer participants would allow the researcher to better
observe the participants’ emotions and possibly take reasonable steps to manage any
emotional distress that may have emanated from the interview. Concurring with Dyer and
Wilkins (2008), Gustafsson (2017), and Yin (2017), the researcher also believes that the
number of cases used in the study is not significant in qualitative studies; what is critical is
the researcher's understanding and description of the subject being studied, and ability to

produce a report that may contribute to knowledge building. Therefore, using only two
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mothers can create a climate conducive to gaining more insight into the experiences of

mothers living with a child with ASD.

4.4 Data Collection Procedure

Data was gathered using semi-structured interviews (Leavy, 2017) in English. A
semi-structured interview schedule (Appendix D) was used to guide the interview. This
allowed the researcher to be flexible, and in turn allowed the participants to express their
subjective experiences (Leavy, 2017). This data collection method was relevant for the
phenomenological approach used in the study because it allowed participants to be experts in
expressing their lived experiences (Yin, 2017). Furthermore, it fostered a reciprocal
relationship between the participants and the researcher, which was critical for building
collaboration in the research process. The interview schedule (Appendix D) used in this data-
gathering process assisted by covering the main topics of the study. This ensured that the data

gathered during the interview helped to answer the research question.

Participants were contacted telephonically by the researcher to ask for consent and
make an appointment for an interview. Before the interview, the researcher explained the
rationale of the study and its implications through an informed consent letter (Appendix C),
which was subsequently signed by both the participant and the researcher before the
interview started. A single interview was held with each mother, ranging between 40 and 45
minutes. Questions were asked according to the interview schedule, and both participants

answered all questions openly without any emotional difficulty.

4.5 Data Analysis

The collected data was analysed using the six steps of thematic analysis as adopted
from Braun and Clarke (2006). This required the researcher to use a data analysis method that

is flexible and adaptable. It allowed the researcher to easily identify similarities and
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differences from the data set, which also makes the data analysis method appropriate for
studying the experiences of more than participant. The thematic analysis method allows for
the possibility of generating new themes related to the topic, which may in turn help to build

knowledge.

The steps of the thematic analysis included a) familiarising oneself with the data, b)
generating the initial codes, c) searching for themes, d) reviewing the themes, ) defining and
naming the themes, and f) producing a research report in the form of a mini-dissertation.
Braun and Clarke (2006) warned that thematic analysis should not be treated as a rigid and
systematic process but rather as an activity that may require the researcher to go back and
reconnect with the data. The six steps of thematic analysis taken by the researcher are

outlined in the next section.

The data was analysed using a hybrid approach where the researcher incorporated the
approaches from two different schools of thought, namely inductive and deductive reasoning
(Boyatzis, 1998; Braun & Clarke, 2006). The researcher generated codes from the data, and
also used the theoretical framework of the study, i.e. the biopsychosocial-spiritual model, to
generate themes. The researcher ensured that the combination of these two methods links to
the methodology used in the study and helps to answer the research question. The method
was also used because it is suitable for the analysis of data based on studies with relatively

few participants, such as in this study.

4.5.1 Familiarising Oneself with the Data

According to Braun and Clarke (2006), the researcher should be familiar with the
data. This is a crucial step as it determines the success of the remainder of the steps (Braun et
al., 2019; Vaismoradi et al., 2016). Failing to understand the data can result in inappropriate

themes which could weaken the quality of the findings (Braun & Clarke, 2006). In this study,
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the researcher revisited all field notes taken during the interviews to familiarise himself with
the data. Furthermore, the researcher listened to all the recordings several times to ensure that
all the key points raised by the participants were properly captured. Essentially, all the
recorded interviews were transcribed. The researcher read through the transcribed interviews

various times in an attempt to gain more familiarity with the participants' experiences.

4.5.2 Generating the Codes

The second step involves developing codes from the data sets. Data coding is very
important as it helps the researcher to prepare the data for further analysis (Braun & Clarke,
2006; Braun et al., 2019). At this stage, the transcripts were read systematically, giving each
data set full and same attention. This was part of identifying important segments of the data
that would form the basis of theme development. From the data set, 29 codes were identified

from Interview 1 while 34 codes were identified from Interview 2 (see Appendix E).

4.5.3 Searching for Themes

During this step, the various codes were analysed and potential themes were identified.
The relationship between the potential themes was identified, and 12 major themes emerged

which were categorised according to the BPSS model (see Table 2):

e The biological domain — the diagnosis journey, and the management of ASD
symptoms

e The psychological domain — lack of knowledge and understanding, stigmatisation,
attitude, and affective experiences

e The social domain — schooling, social support, emotional support, and cultural
influences

e The spiritual domain — the role of spiritual ascent, and role of religious beliefs and

practices.
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Table 2

Identified themes

Categories

Themes

Biological domain

The diagnosis journey

The management of ASD symptoms

Psychological domain

Lack of knowledge and understanding

Attitude

Affective experiences

Social domain

Schooling

Social support

Emotional support

Culture influences

Spiritual domain

Role of spiritual ascent

Role of religious belief and practices

4.5.4 Reviewing and Refining the Themes

43

During this step, the researcher refined the themes identified in Step 3. According to

Braun et al. (2019), care should be taken to eliminate overlapping themes. Eight sub-themes

from the three main themes were identified after reorganising the themes (see Figure 1):

e The management of symptoms — behavioural challenges, communication

and interaction challenges

e Attitude — positive attitude and acceptance of the diagnosis

e Affective experiences — frustration, future concerns, and providing emotional

support.

Therefore, the researcher made sure there were no overlapping themes as he revisited

the initial codes while bearing the research question in mind. This helped the researcher to

properly refine the themes for further analysis.
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Figure 1
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4.5.5 Defining and Naming the Themes

For this step, the researcher uniquely labelled each key theme that emerged from all
the above steps. The essence of each theme was identified, and the data sets supporting each
theme were determined. This was accompanied by a description that contextualised each
theme. The themes were analysed to ascertain whether they are responding to the research
question. Each theme was also analysed to establish whether the themes linked to the broader
description of the mothers’ experiences of living with a child with ASD. A relationship
between themes was also considered as part of the process in this step. In addition, sub-
themes for certain themes were considered during this step. Next, the researcher evaluated the
names given to each theme in order to determine the relevance of the names based on the

themes that were identified.

4.5.6 Producing the Report

For this step, the researcher identified all the major themes and sub-themes from the
data. To validate the significance and relevance of the themes, a concise account of the
participants’ experiences of living with a child with ASD was compiled across all main

themes and sub-themes. This was supported by verbatim extracts from the data.
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4.6 Trustworthiness and Rigour

Researchers must document how relevant steps were taken to enhance the
trustworthiness and rigour of their studies (Guba, 1981). To ensure integrity and rigour, the

researcher considered Guba’s four criteria for qualitative research (1981) as outlined below.

4.6.1 Dependability

According to Moon et al. (2016), the first criterion is dependability. The study
achieved this by carefully documenting the research process. Dependability is defined by
Moon et al. (2016, p. 17) as “the consistency of the findings emanating from proper
documentation of the research process which can make it possible to obtain the same findings
from the same sample if a similar method is used”. In this study, the researcher ensured
dependability of the findings by clearly outlining the research methods, design, data

collection steps, and analysis method used.

4.6.2 Credibility

As explained by Guba and Lincoln (1985), credibility helps to ensure trustworthiness
in qualitative research. They defined credibility as a measure of the extent to which the
research represents reality. In this study, credibility was attained by ensuring that the research
design and methodology answered the research question. According to Botma et al. (2009),
credibility can be achieved through prolonged engagement, the researcher's reflexivity,
member checking, and an interview technique. In this study, semi-structured interview
schedules were used to allow the participants to be the experts, and to express their
experiences without time constraints. Member checking was ensured by informing the
participants that the researcher may contact them to verify the data gathered should the need

arise.
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4.6.3 Confirmability

The third criterion is confirmability which refers to the extent to which the findings
can be replicated or corroborated by other researchers (Blackman & Moon, 2014; Guba,
1981). Researchers are encouraged to appropriately link the findings to conclusions so that
other scholars can easily use the study to confirm their own research (Forero et al., 2018).
Following recommendations from Guba (1981), this study adopted several strategies of
methodological triangulation to enhance confirmability. In terms of triangulation, the
researcher used several sources, including existing literature, field notes, observations, and
interviews. Furthermore, confirmability was achieved by describing the research process in

such a way that replication is possible.

4.6.4 Transferability

Transferability refers to the extent to which the findings can be applied to other
settings (Guba & Lincoln, 1985). Shenton (2004, p. 9) asserted that “since the findings of a
qualitative project are specific to a small number of particular environments and individuals,
it is impossible to demonstrate that the findings and conclusions apply to other situations and
populations”. Existing literature showed that transferability is possible if the researcher can
adopt certain strategies that describe the phenomenon (Forero et al., 2018). In this study,
transferability was achieved through the use of purposive sampling, where only Sotho
mothers, who have lived with an ASD-affected child for two to five years after the diagnosis,

were selected.

4.7 Ethical Considerations

This section aims to outline the ethical issues considered important when conducting

research.
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4.7.1 Permission to Conduct the Study

The research proposal was tabled and approved by the Department of Psychology at
the University of the Free State. Ethical clearance was obtained from the Research Ethics
Committee of the Faculty of the Humanities of the University of the Free State, with ethical

clearance number: UFS-HSD2018/0944 (Appendix F).
4.7.2 Informed Consent

Informed consent is regarded as one of the most important aspects of ethical research
(Denzin & Lincoln, 2011). According to Fleming and Zegwaard (2018, p. 210), “participants
must be fully informed of what will be asked of them, how the data will be used, and what (if
any) consequences there could be”. In this study, the researcher outlined the purpose of the
study to the participants through a consent form (Appendix C). Thereafter, the participants
were informed that participation in the research was voluntary and they had a right to
withdraw at any time. The two participants who volunteered to participate in the study signed
the informed consent forms as proof that they agreed to voluntarily participate in the

research.
4.7.3 Anonymity and Confidentiality

According to Fleming and Zegwaard (2018, p. 211), "it is important that the identity
of participants is kept confidential or anonymous and the assurances extend beyond
protecting their names to also include the avoidance of using self-identifying statements and
information”. All research evidence was kept confidential in a password-locked computer,
which could only be accessed by the researcher and the supervisor. Pseudonyms were used to
eliminate the issue of identification and to ensure anonymity. All the notes and written papers

were shredded after the completion of the study.
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4.7.4 Protection from harm

It is crucial to minimise, eliminate or mitigate harm to both the participants, the
researcher, and the institution (Fleming & Zegwaard, 2018). The researcher followed all the
proper protocols proposed for the use of semi-structured interviews. The researcher also
ensured that the interview room eliminated the possibility of physical harm. The researcher
planned to refer any participants who needed debriefing after the interview to the Master's
students in Psychology at the University of the Free State. During the study, no participant

indicated or was observed to need debriefing.

4.8 Conclusion

This chapter provided the methodology adopted by the researcher to answer the
research question. The sample consisted of two mothers living with children diagnosed with
ASD. Data was collected using semi-structured interviews. The collected data was analysed
using thematic analysis. The chapter also outlined the steps taken to attain trustworthiness
and rigour in the study. The last section of the chapter detailed all the relevant steps taken to

ensure ethical standards. The following chapter presents the findings of this study.
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CHAPTER FIVE

THE FINDINGS

5.1 Introduction

The study endeavoured to explore and describe the experiences of two Sotho mothers
living with a child with autism spectrum disorder. This chapter will outline the themes and
sub-themes extracted from the semi-structured interviews conducted with the mothers. Based
on the data, 12 major themes emerged, which were categorised according to the
biopsychosocial-spiritual model (BPSS model). The chapter will illustrate the identified
themes and their sub-themes with verbatim quotes from the interview transcripts. The quotes
are referenced using each participant’s pseudonym, and page number and question number as
indicated on the interview transcripts. The transcripts containing the quotes are found in

Appendix E.

5.2 The Biological Domain

This section does not focus on the biological description of ASD, but on the themes
and sub-themes describing how the mothers experienced their child’s diagnosis process and
how they dealt with their child’s symptoms, including behavioural, communication, social

and sensory challenges (see Figure 2).
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Figure 2
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5.2.1 Theme 1: The Diagnosis Journey

Within this theme, the mothers described how they experienced the diagnosis journey
of their children, starting with the early identification of symptoms and logistical
arrangements to the final diagnosis. Both participants discussed the symptoms they noticed in

their children before a formal diagnosis of ASD was made.

Thapelo recalled:

The problem was his communication when he was three years. He could only sing all
the 2010 World Cup whatever, but when you talk to him he couldn't answer you. He
could only say one word, not even a sentence, but when he was about six he could at

least say a sentence. (Thapelo, 1, Q00)

Mapaseka:

... [he] was not speaking at all, but he was very naughty. He was hyper, hyper,

hyperactive ... (Mapeseka, 2, Q2)



LIVING WITH A CHILD WITH AUTISM SPECTRUM DISORDER: TWO SOTHO MOTHERS’ EXPERIENCES 51

Mapaseka indicated that she did not know where to go with her child to be formally
diagnosed with ASD. She explained that she needed to travel a long distance for her child to

be diagnosed:

I did not know all those special speech therapists ... the OT, he made all the
arrangements, | guess. Gave me the address, | just went there. Then from there, they

referred me to Pretoria for him to be diagnosed. (Mapeseka, 5, Q6)

Thapelo discussed how she had to explain to the treating doctor the reasons she

wanted her child to be diagnosed.

Thapelo:

The doctor at /.../, they asked me, the first question he asked me: ‘When you say the
child, something is wrong with him, does he poop himself? | said no, when it is time
he goes to the toilet. He helps himself. ‘What tells you now that there is something

wrong with the child?’ (Thapelo, 4, Q2)

5.2.2 Theme 2: Management of ASD Symptoms

Dealing with the child's ASD symptoms presents the mothers with different
experiences in all spheres of their lives (Mandell & Mandy, 2015). This theme captures the
mothers' description of how they experienced their child's symptoms. Both the participants

expressed negative experiences associated with managing the symptoms of their children.

5.2.2.1 Sub-theme 1: Behavioural Challenges

This sub-theme focuses on how mothers explained the impact of their child's
preference for the same activities. Both the participants discussed how their child would
prefer to engage in the same activities and how this negatively impacted their daily activities

and interaction with other persons.
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Thapelo:

They know when he comes in the shop he will say, ‘I want this Lunch Bar’, and he will

say “LUNCH BAR” [spelling the name]. (Thapelo, 7, Q6)

... when he meets you he greets you. He will ask you what is your name. He will ask
you surname and he will ask you the date of birth ... Next year when its your birthday
he will tell me, ‘Mommy, did you call so and so is his or her birthday tomorrow,

today?" (Thapelo, 7, Q7)
Mapeseka:

He likes TV a lot. He will wake up and watch TV, and | will be busy doing my things
and then at 06:00 AM he will still be busy, he is still watching TV. ‘Did you do the
lunch box?” ‘Did you bath?’ All those things, it's a struggle every morning. If | don't

follow him, ‘Do this! Do this/’, it’s a struggle every day. (Mapeseka, 9, Q17)

Both the participants explained how they experienced their own and other people’s
perceptions about their child’s behaviour. Both participants reflected on how they

experienced the daunting task of managing their child’s behaviour at home and in public.
Thapelo:

They talk behind my back with my son, that my son is this, and this and this ... They
didn’t ... they could not accept my son. They thought my son was naughty. (Thapelo,

2,Q2)
Mapeseka:

... but he was very naughty. He was hyper, hyper, hyperactive ... but I got irritated
when he starts doing those things in a taxi. | got irritated, eh, but I think ... /she never

finished the statement]. (Mapeseka, 2, Q2)
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... but shouting started even before because he was naughty. He was naughty
sometimes. He would be there and | would have had to say they come here, all those

things ... (Mapeseka, 4, Q5)

5.2.2.2 Sub-theme 2: Communication and Interaction Challenges

This sub-theme emerged from how the mothers spoke about their challenging
experiences of living with an ASD-affected child struggling with speech — one of the core
characteristics of ASD. They also reported how their child used certain behaviours as a form

of communication rather than using verbal speech.

Thapelo:

The problem was his communication when he was three years. He could only sing all
the 2010 World Cup whatever, but when you talk to him he couldn't answer you. He
could only say one word, not even a sentence. But when he was about six he could at

least say a sentence. (Thapelo, 1, Q00)

Mapeseka:

... like 1 had to accept because [he] was not speaking at all ... (Mapeseka, 2, Q2)

She would call him and say [child’s name]. He could not respond. He could just look

at her without anything. (Mapeseka, 5, Q5)

If he wants to watch something, he watched it and after he finishes he knows what |
like. He would change the TV and then he put something that I like and that means,

it’s my turn. He does not communicate but he acts. (Mapeseka, 6, Q7)



LIVING WITH A CHILD WITH AUTISM SPECTRUM DISORDER: TWO SOTHO MOTHERS’ EXPERIENCES 54

5.2.2.3 Sub-theme 3: Sensory Challenges

This sub-theme describes how the mothers observed their child deal with sensory problems
and how it impacted the mothers both at home and in public. Both participants stated that
managing their children's symptoms — such as sensitivity or irritation to noise — was one of

the major challenges.

Thapelo:

He was having ASD signs. When there is loud music he becomes irritated. He would
close his ears and he would stand still in one place. You see, he did not also want to

hear other kids cry. Everything loud was irritating him. (Thapelo, 3, Q01)

Mapeseka:

Even that one gives me time to relax because | will be alone and then no TV, no noise.

He [doesnt] like the noise. | just relax. (Mapeseka, 6, Q8)

5.3 The Psychological Domain

This section discusses the mothers' cognitive, behavioural and emotional experiences
of living with a child with ASD. The section covers the themes and sub-themes as illustrated

below (see Figure 3).
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Figure 3
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5.3.1 Theme 1: Lack of Knowledge and Understanding

This theme focuses on the mothers’ lack of knowledge and understanding about ASD.
The mothers also referred to the community’s lack of knowledge regarding ASD. Both the
participants indicated that they had to rely on professionals for information about ASD before

and after their child was diagnosed with ASD.

Thapelo:

But in the beginning, | was struggling because | didn't understand and have any
knowledge about hyper-epileptic and autism. But | went and looked for help. I read a
lot and make research, and | went to the clinic. They asked me where to attend the

sessions so that | can understand how is my son. (Thapelo, 1, Q00)
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Mapeseka:

Yah, maybe i¢’s because I did not understand what is autism to start with. Maybe | am
ignorant. | was not worried. | was not worried, or maybe it's because I did not know

anything about, about autism. (Mapeseka, 2, Q1)

Thapelo said that she was frustrated because of the lack of knowledge about ASD in
her community, and she had to explain to the members of the community her child’s

presentation.

Then | had to teach them [the community members] that my son is not naughty but

this and this and this [he is living with autism]. (Thapelo, 3, Q4)
5.3.2 Theme 2: Stigmatisation

This theme focuses on how the mothers in the study experienced, and dealt with, the
negative perceptions and behaviours directed to their child. Thapelo said that the
stigmatisation of her child by the community and family members was a challenging

experience for her.
Thapelo:

... and people call my son names. They say he was mad, he was deaf, he was all that.
But | was always, | was arguing with them. | told them the doctors who study people

like my son did not tell me he was mad. (Thapelo, 2, Q01)

You see, they [the family] talk behind my back with my son, that my son is this, and

this and this ... They didnt ... they could not accept my son school. (Thapelo, 4, Q3)
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Mapeseka:

Even there | struggled. Even the department said this one is not going to cope here
without ... They were supposed to do the assessment but they just saw autism and said

no. (Mapeseka, 12, Q23)

So it was very difficult to find a school because | applied to almost every school, neh.
But they will tell you that, ‘We don't accept ... we don't deal with those kinds of kids

here. We don't deal with those kinds.’ (Mapeseka, 3, Q3)

5.3.3 Theme 3: Attitude

This theme captures how the mothers constantly evaluated and responded to their
experiences of living with a child with ASD. It describes the role of the mothers’ positive

attitude and acceptance of the ASD diagnosis of their children.

5.3.3.1 Sub-theme 1: Positive Attitude

This sub-theme describes how the mothers, without ignoring the hardships that they
are experiencing, perceived the condition, abilities, and achievements of their children in a
positive light. Both mothers reported that remaining hopeful and focusing on the good and
the achievements of their child have helped them to positively experience the ASD

presentation of their children and their development.

Thapelo:

... the teachers since he was schooling from grade R and créche and all that. They

gave me hope so that | do everything for my son. (Thapelo, 13, Q21)



LIVING WITH A CHILD WITH AUTISM SPECTRUM DISORDER: TWO SOTHO MOTHERS’ EXPERIENCES 58

Mapeseka:

Maybe I did not have a choice because we are the only two. And so, if | am starting to
act somehow now that he has that [ASD] and we are only two, what is going to
happen? | think in a way | had to be strong for him. So | had to show him the love.

(Mapeseka, 4, Q4)

Thapelo also stated that she experienced living with a child living with ASD
positively because she looked beyond her hardships and focused on the positives, doing the

best for her child.

Thapelo:

| just say to myself, and life is not always smooth. To be strong, what does not kill
you, makes you strong. You must know life will not be smooth all the way. There are
sometimes up and downs. The determination is how strong? /¢’s not to say how many
times you fall, but how many times you rise. And how do you take things. Most of the
time | teach myself to take things in a positive way rather than on a negative.
Negative energy takes you nowhere. If you look at things from a positive perspective

you will get there, fruitful results. (Thapelo, 10, Q13)

... although in the beginning, it was hard. After understanding I just told myself I will
help my son to go through. I will tell the world that there is nothing wrong with my

son. (Thapelo, 3, Q1)

5.3.3.2 Sub-theme 2: Acceptance of the Diagnosis

Within this sub-theme, the mothers talked about what helped them to accept the ASD
diagnosis, and how they are adjusting to living with their children. Both the participants

stated that accepting their children’s diagnosis contributed to a positive experience. Both
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mothers also reported that their children’s diagnosis was both frustrating and comforting.
However, they also pointed out that the diagnosis enabled them to find relevant interventions

for their children.

Thapelo:

| just put myself in a ... although in the beginning, it was hard after understanding. I

just told myself I will help my son to go through. (Thapelo, 3, Q1)

Mapeseka:

| was open. It did not take me long. Maybe it’s because of the people I was
surrounded with. It was not difficult. Most of the people, especially the teacher from
the pre-school, helped a lot, helped with the speech therapist, occupational, like she

did everything for me. (Mapaseka, 1, Q01)

No, they [the family] don’t have a problem. They understand him. Maybe their
mothers explained to them. But they do understand that [he] likes to stay alone there,

and it is fine. (Mapaseka, 8, Q14)

5.3.4 Theme 4: Affective Experiences

Experiencing difficult emotions when facing a challenging situation or event is to be
expected. These experienced feelings help us to make judgements about a situation, and they
inform the behaviour that may be appropriate for the situation (LeDoux, 2000). This theme
presents the emotions that the mothers experienced in terms of living with a child living with

ASD.

5.3.4.1 Sub-theme 1: Frustration

Both participants were in agreement that dealing with their child’s tantrums and the

reaction of other people to such symptoms caused frustration to them.
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Thapelo:

They thought my son was naughty. Then I had to teach them that my son is not
naughty but this and this and this [he is living with autism]. And | withdraw myself
from going to people because I did not want them to harass my son while they did not

understand. (Thapelo, 4, Q3)

Mapeseka:

... but he was very naughty. He was hyper, hyper, hyperactive [her son Hloni
interrupted and said he is not naughty anymore/ ... Yah, you are not naughty
anymore. Yes, | was not worried about the speech, the tantrums, | was not worried,
but I got irritated when he starts doing those things in a taxi, | got irritated ...

(Mapeseka, 2, Q2)

Additionally, Mapeseka also indicated that dealing with schools’ administration and

family was another source of frustration.

So it was very difficult to find a school because | applied to almost every school neh.
But they will tell you that, ‘/e don't accept, we don't deal with those kinds of kids
here. We don't deal with those kinds.” We almost went to a special school of the blind.

(Mapeseka, 3, Q3)

He will wake up and watch TV, and | will be busy doing my things. And then at 06:00
AM he will still be busy. He is still watching TV. ‘Did you do the lunch box?” ‘Did you
bath? All those things, it's a struggle every morning. If I don't follow him, ‘Do this!

Do this!’ It’s a struggle every day, see. (Mapeseka, 9, Q17)
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5.3.4.2 Sub-theme 2: Future Concerns

This theme presents the mothers’ concerns about the uncertainties associated with
their child’s future. Both participants said that they experienced uncertainty about their

child’s ability to form romantic relationships and live an independent life during adulthood.
Thapelo:
| just pray that he will find someone [romantic partner] who will understand him and
who will also love him. Who will not judge him the way he is. (Thapelo, 13, Q18)
Mapeseka:

That one, yoh! Now that he is growing up I don't know what is gonna happen. Now he
is starting to be a teenager and then he does not have a father figure, and | don't
know what to do. If he can come now and say this and this is happening to me. How

will I respond? | don't know. (Mapeseka, 9, Q18)

Both mothers also said they were concerned about what will happen to their child if

they would pass away.

Thapelo:

| pray God to give me a very long life so that | can see my son one day married and
standing [up] for himself because I don’t know for how long I will be there for him.

(Thapelo, 8, Q8)

Additionally, Mapeseka expressed anxiety about her child’s reaction should her

family structure change, such as her moving in with a romantic partner.
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Mapeseka:

Yes, | am not sure how is he going to behave or react if | can say | am having a

boyfriend to him now, something like that. (Mapeseka, 10, Q19)

5.4 The Social Domain

This section focuses on how both participants described their experiences of
schooling, social support, and the role of culture in living with a child with ASD (see Figure

4).

Figure 4
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5.4.1 Theme 5: Schooling

South Africa appears to have a significant number of special schools for learners with
disabilities (Autism South Africa, 2020). However, schools specifically and exclusively for
children with ASD are limited (ASA, 2020). This theme provides insight into the experiences
of mothers regarding the school system. Both participants spoke about their struggle to access

an appropriate school for their child with ASD.

Thapelo:
| struggled very much for him to get an education. (Thapelo, 1, Q00)

| took him to the multiracial creche in town and I explained my child's situation. And
then we talk and they said to me they will take him and watch him for the first month
how will he attend — function with other kids. And then the first month, they said to
me by the second month I have to hire someone special who will watch him at the

créche, you see, so that when he plays with other kids ... (Thapelo, 5, Q5)

Mapeseka:

The thing | struggled with was the school. I think the thing that | was stressing about

was the school. That is when | felt that there is something wrong with me. (Mapeseka,
2,Q1)
Thapelo recounted that she took her child to a mainstream school. The other mother

pointed out that she was considering placing her child in a special school for the blind.

Thapelo:

... and even at the normal school, he was attending a normal school, with English
from his grade R, grade 1 report up to grade 4, he is [got] level 7 or level 6 [in]

English. (Thapelo, 6, Q6)
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Mapeseka:

So it was very difficult to find a school because | applied to almost every school, neh.
But they will tell you that, ‘We don't accept ... we don't deal with those kinds of kids
here. We don't deal with those kinds.” We almost went to the blind [school]. Then we

got a space at [name of the school]. (Mapeseka, 3, Q3)

Both mothers put in an effort to help their child access education because of lack of
reasonable access to a special school for children living with ASD. Mapeseka concluded the

interview by explaining:

And | think most of the parents — the thing they are struggling with is schools, even
here in Bloemfontein. | was one of the luckiest because [we] got transferred from
[name of town] to this site. So | was never on the waiting list. They sent him to [name
of school]. Even there I struggled. Even the Department [of Education] said this one
IS not going to cope here without ... They were supposed to do the assessment but they
just saw autism and said no. | said, ‘No, you guys don't know what you are talking
about. Did you see [him] or you just assume?’ | had to stand up for him. I just go to
the MEC [Member of Executive Committee] because | did not refer myself there. The
Department [of Education] referred me there. Then they got him probation for one
month. Then that is when we had a meeting and they said we are eating our pie — it is
not what we think ... Some of the parents are struggling. I think they have been on the
waiting list for more than 10 years. | think what you are doing, don 't just do it for the
sake of research. What you are doing, whatever the parents are complaining about,
please help where you can. Convince where you can. We need schools on this side!

(Mapeseka, 12, Q23)
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5.4.2 Theme 6: Social Support

Studies by Mandell and Mandy (2015) and Ludlow et al. (2011) found that mothers
living with a child with ASD without social support are more prone to experience depression,
anxiety, and other health-related problems than those who do receive social support. This
theme with its sub-themes unpacks the mothers' experiences of social support from family,

professionals, and the broader community.

5.4.2.1 Sub-theme 1: Immediate Family

This sub-theme focuses on the mothers’ experiences of relationships and interactions
with immediate family members, including the fathers of their children. The mothers voiced
that the lack of support from their family impacted them significantly, regardless of whether
positive or negative. Both participants were separated from the fathers of their children. The
participants presented conflicting experiences in that Thapelo pointed out that the father of
her child was financially supportive while Mapeseka said the father of her child was
completely absent. According to Thapelo, her family was not understanding. Hence, she

withdrew from social interactions.

Thapelo:

| was not in a relationship. My only concern was my child. But eh eh ... his father
stays in another place and | stay at another place. But financially, I don’t want to lie,
he was always there, even when | took [him] to doctors or whatever, he was there

financially. (Thapelo, 2, Q01)

The bad thing was my family did not support me. You see, they talk behind my back
with my son, that my son is this, and this and this ... They didn’t ... they could not
accept my son. They thought my son was naughty. Then I had to teach them that my

son is not naughty but this and this and this [he is living with autism]. And | withdraw
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myself from going to people because | did not want them to harass my son while they

did not understand. (Thapelo, 3, Q4)

Mapeseka indicated that her family’s support helped her to positively experience

living with her child.
Mapeseka:

Like my older sister is here ... So she also likes sweets. Sometimes ... /interruption by
the child/ ... he goes and visits the whole week. They don't have a problem. Even that
one gives me time to relax because | will be alone and then no TV, no noise. He

[doesn 't] like the noise, no noise. | just relax. (Mapeseka, 6, Q8)
5.4.2.2 Sub-theme 2: Professionals

Mothers of children living with ASD often consult various professionals — from health
practitioners to social institutions — before getting a diagnosis (Ludlow et al., 2011). As such,
mothers have different experiences of their interaction with these professionals. This sub-

theme describes the mothers’ experiences of engaging with professionals.

It emerged from the study that the mothers’ experiences with the professionals were
both positive and negative. According to Thapelo, she experienced negative treatment from

the health professionals and more positive interaction with the educators.

Thapelo:

Even the first time when | went to [name of the hospital], the doctors asked me why |
brought the child there. And then | said I think my child is not well psychologically.
The doctors asked me where | studied psychiatry so that | can tell my son is not well.

What have I noticed? | say he is always — he was having ASD signs. When there is
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loud music he becomes irritated. He would close his ears and he would stand still at

one place. (Thapelo, 2, Q01)

The doctor at [name of the hospital] asked me — the first question he asked me, ‘When
you say the child, something is wrong with him, does he poop himself?’ | said no,

when it is time he goes to the toilet. He helps himself. (Thapelo, 4, Q2)

In contrast, Mapeseka discussed passionately how she was helped by the pre-school
teacher and health professional. However, she experienced negative treatment from the basic

education professionals.
Mapeseka:

The pre-school teacher, like he was so involved. | did not know all those special
speech therapists. The OT — he made all the arrangements | guess. Gave me the
address. I just went there. Then from there, they referred me to Pretoria for him to be

diagnosed. Maybe that is why it was easy for me. (Mapeseka, 5, Q6)

Even there | struggled. Even the Department said this one is not going to cope here
without ... They were supposed to do the assessment but they just saw autism and said
no. | said, ‘No, you guys don’t know what you are talking about. Did you see Hloni
[her son] or you just assuming?’ | had to stand up for him. I just go to the MEC
because | did not refer myself there. The Department referred me there. (Mapeseka,

12, Q23)
5.4.2.3 Sub-theme 3: Broader Community

Within this sub-theme, both participants spoke about the perceptions and behaviour of
the community, such as a lack of understanding, compassion, sensitivity, and empathy. The

study findings revealed mixed experiences of the mothers regarding the community’s
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response levels. Thapelo stated that she felt highly supported by a community member in

most areas of her life.
Thapelo:

... and people [the community] call my son names. They say he was mad. He was

deaf. He was all that. (Thapelo, 2, Q01)

They [the community] like him because they always laugh where he is. He likes peace.

People are always happy about him. (Thapelo, 12, Q16)

He is everybody's bundle of joy. If I did not have Thato, ah ... People could have not
known me because he is a jolly good fellow who greets and loves everyone. (Thapelo,

13, Q22)

Mapeseka indicated that her community accepted her child, although she noted that

they responded negatively towards her child’s tantrums, and this impacted her negatively.
Mapeseka:

I think, hmmm ... my friend, naturally and physically there. Finance, whenever | have
problems, ke is even concerned when I am not well. I don’t want to talk, so she is
always there for me. She is the one forcing me to talk because I don'’t like talking,

especially my emotions ... So she is forcing me. (Mapeseka, 10, Q21)
5.4.2.4 Sub-theme 4: Caring for the Child’s Emotional Needs

As children living with ASD develop, they begin to experience all the emotional
challenges associated with autism spectrum disorder — such as insensitivity, criticism, and
being misunderstood. These emotions call for increased support from their caregivers. This
sub-theme describes the mothers' experiences regarding supporting their ASD-affected child.

The mothers reported how they provided emotional support to their child when the child
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faced challenges. Sadly, the mothers said nothing about receiving emotional support for

themselves.

Thapelo:

| just put myself in a ... although, in the beginning, it was hard after understanding. |
just told myself I will help my son to go through. I will tell the world that there is

nothing wrong with my son. (Thapelo, 3, Q1)
When he wants to kick the ball I become the keeper [laughed]. (Thapelo, 9, Q10)

Mapeseka:

| wanted him to feel that | am the mother. Maybe I did not have a choice because we
are the only two, and so if I am starting to act somehow now that he has that [ASD]
and we are only two, what is going to happen? I think in a way | had to be strong for

him. So I had to show him the love. (Mapeseka, 4, Q4)
5.4.3 Theme 7: Cultural Influences

When faced with a challenging situation, culture plays a key role in one’s perceptions
and thoughts about the issue (Mandell & Novak, 2005; Pitten, 2008). According to Pitten
(2008), how the past generation has conceptualised and solved a particular issue will
influence how the current generation will deal with similar issues. This theme and its sub-
themes focus on the impact of cultural values and norms on the mothers' experiences of living

with a child with ASD.
5.4.3.1 Sub-theme 1: Family Values

Cultural values are commonly held ideas about a particular way of life, and are
shaped by cultural norms. It influences the way people perceive and deal with challenging

situations (Frese, 2015). This sub-theme describes the mothers’ perceived influence of values
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on their experiences of living with a child with ASD. It transpired from the study that the
participants and their children have cultivated and embraced family values such as honesty,

communication, and cooperation, which contributed to the mothers’ satisfactory experiences.

Thapelo:

He knows that the first thing | want [is] honesty. | ask him, ‘What is the problem?’
And he will tell me this and this and this. You must also teach your child that life is
not always, eh, is not always according to him. You teach him to share, to love, and to

accommodate. (Thapelo, 9, Q12)

... and you must communicate everything with ... even the financial status in the
house, I tell him. Your pension this month is this much. Mine is this much. This is my
tenants, what ... what. And when he wants something. When | don't have money |
would tell him, no, my boy, this and this and this. I don't just say | don't have. When |
can't afford I tell him, no, there are things that you need and things you want.

(Thapelo, 7, Q7)
Mapeseka:

Mmmm, | think honesty. Honestly, | don't know these kids, when they grow up, yoh,
they are lying too much, yoh. I try by all means to make him ... Sweetheart, you

cannot lie and just get away with it. You must take responsibility. If you messed up,
you must come and tell me. Even if you messed up, | will find out anyway and | will

get mad. (Mapeseka, 7, Q13)
5.4.3.2 Sub-theme 2: Societal Norms

Across cultures, women are seen as important social and emotional caregivers of

children, regardless of whether these children have developmental delays or not. Among the
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Sotho cultures, adult males are expected to have a career or job, have a family, and be
independent (Obioh & T’soeunyane, 2012; Pitten, 2008). The mothers in the study had the
same expectations for their childen. This filled them with concern and anxiety about the

future of their children.
Thapelo:

| just pray that he will find someone [romantic partner] who will understand him and

who will also love him. Who will not judge him the way he is. (Thapelo,13, Q18)

| pray God to give me a very long life so that | can see my son one day married and
standing [up] for himself because I don’t know for how long I will be there for him.

(Thapelo, 8, Q8)
Mapeseka:

That one, yoh! Now that he is growing up | don't know what is going to happen. Now
he is starting to be a teenager and then he does not have a father figure, and | don't
know what to do. If he can come now and say this [I am in a relationship] and this is

happening to me. How will I respond? | don't know. (Mapeseka, 9, Q18)
5.5 The Spiritual Domain

In Western culture, having a child with ASD may be viewed as a task coming from
God. However, in the Sotho culture, this may be seen as punishment from the ancestors
(Badimo) or an evil spell from the witches (Boloi) (Edwards, 2011; Heidaryet al., 2015;
Ivtzan, Chan et al., 2013; Nwoye, 2015). Spirituality influences people’s understanding of the
meaning attached to their life experiences (Ekas et al., 2009; Heidary et al., 2015; Ivtzan et
al., 2013). This theme and its sub-themes focus on both mothers’ perceived role of spirituality

in their experiences (see Figure 5).
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Figure 5

Spiritual domain and themes

Spiritual domain

Role of spiritual Role of religious

beliefs and

ascent ]
practices

5.5.1 Theme 1: Role of Spiritual Ascent

Within this sub-theme, mothers reported on the role of spirituality when living with a
child with ASD. Both participants stated that they were fulfilling a spiritual responsibility by
taking care of their children. In this study, faith in the Supreme Being (God) was found to be
the cradle of strength, patience, and hope for the participants. Thapelo spoke emotionally

about the role that her spirituality played in raising her child.
Thapelo:

Now I make peace with myself. | say God knows what he is doing. He knows He will
give me one son who will need my whole attention, and [I] have made peace with it

and live with it. (Thapelo, 11, Q14)
5.5.2 Theme 2: The role of Religious Belief and Practices

This sub-theme shares insight into how the mothers' ideas and values about their

relationship with God shaped their experiences of living with their ASD-affected child. The
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study found that being involved in a religious organisation, such as a church and its activities,

played a role in how the mothers experienced living with a child with ASD.

Thapelo:

What helps me and my son is that we go to church, read the Bible, and sing in the

house. He can sing [Gospel songs]. We dance and play together. (Thapelo, 9, Q10)

It appeared from the study that religious support for a mother living with a child with
ASD is a source of emotional comfort and strength. Mapeseka indicated that she does get

social support from the church.
Mapeseka:
| just talk to people. I just talk to the church. (Mapeseka, 6, Q10)

Even in the church, they do ask about him. They are concerned and | say he is fine. If

| have anything I will let you guys know. (Mapeseka, 10, Q21)

5.6 Conclusion

The chapter covered the themes and their sub-themes extracted from the interview
data. These findings will be discussed in the next chapter, with special reference to how they

relate to relevant literature and the biopsychosocial-spiritual model.
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CHAPTER SIX

DISCUSSION OF THE FINDINGS

6.1 Introduction

This study aimed to explore the experiences of two Sotho mothers living with a child
with ASD. This chapter presents a discussion of the study findings. The discussion will focus
on six themes that emerged from the study, namely (a) lack of knowledge and understanding
of ASD, (b) schooling issues, (c) the role of social support, (d) different symptoms and their
impact on mothers' negative experiences, (e) positive attitude as a buffer to negative
emotions, and (f) acceptance of the diagnosis as the first step towards a positive relationship

with the child.

6.2 Lack of Knowledge and Understanding of ASD

The commonly held idea that knowledge is power holds. Knowledge and
understanding of an illness is critical for all people living with a person with a chronic
medical condition, disability, or mental disorder (Franz et al., 2017). Knowledge can help
parents or caregivers to understand the reactions and feelings of the patient (Gona et al.,
2025; Van der Merwe, 2020). Knowledge and understanding can also help parents and family
members living with a person with an undiagnosed illness to identify early warning signs
indicating something may be wrong medically or developmentally. Lack of knowledge and

understanding may result in an inability to recognise symptoms and to act accordingly.

Among the Basotho people and in other non-Western societies, people often believe
that ASD is caused by, among others, spirituality, parental wrongdoing, stress, witchcraft, or
head trauma (De Vries, 2016; Van der Merwe, 2020). Some studies found that non-Western
communities, including the Basotho community, may see the cause of ASD as parental

mistakes and parenting inadequacies (Franz et al., 2017; Gona et al., 2015; Van der Merwe,
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2020). Also, most Sotho communities are fighting an HIVV/Aids pandemic, causing many
parents to confuse the symptoms of an HIV-positive child with those of a child with ASD
because of a lack of knowledge (Van der Merwe, 2020). Interestingly, acquiring knowledge
about the Western way of making a diagnosis has helped the Basotho people to let go of
parental blaming and to foster support for the parents and the patient (Franz et al., 2017,

Mathye & Eksteen, 2016).

Knowledge and understanding of ASD play an integral part in the diagnosis,
interventions, and experiences of ASD (Bakare et al., 2018; Ludlow et al., 2011; Wiese,
2014). Lack of knowledge and understanding of ASD among community members is well
documented in previous research, and it was found to negatively affect parents living with
children with ASD (Bakare et al., 2018; Del Villar, 2018; Gane, 2008; Van der Walt, 2006).
In this study, the findings confirmed that view. Parents in this study reported experiencing
stigmatisation and misunderstanding due to a lack of knowledge from the community. The
lack of knowledge about ASD was also cited by Weise (2014), who asserted that parents
often only learn about the term autism when their children are diagnosed with ASD. Among
the Basotho people, the lack of knowledge and understanding of ASD has resulted in
members of the family and the community upholding certain myths about its cause and

treatment. This, in turn, may lead to delayed diagnosis and interventions.

Despite ongoing awareness programmes about ASD worldwide, it appears that many
people, including parents, are still confused and believe various myths about the causes,

treatment and impact of ASD.

As a result of the initial lack of understanding of the disorder, parents typically face
challenges such as stigmatisation by family members and the broader community. Individuals

and families who live with disabilities often experience stigmatisation based on the
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characteristics of the disability that they display. Individuals living with ASD experience a
unique stigma from people who lack adequate knowledge because ASD is considered an
‘invisible’ disability compared to other forms of disabilities. Bakare et al. (2018) found that
Egyptian mothers living with ASD experienced stigmatisation and lack of compassion from
family members who did not have sufficient knowledge of ASD. Similarly, this study showed
that the participants’ children were stigmatised and criticised by family members who did not

understand ASD.

Mothers' advocacy becomes an additional role when parenting a child living with
ASD. In many societies, mothers are blamed by their families and communities for their
children's disabilities, and are thought to be responsible for their children's cure. Mothers,
therefore, play a significant advocacy role in challenging the mothers' blame and in
promoting acceptance, support, and empowerment of themselves and their children. Mothers
also advocate for access to medical and other treatment interventions, and participate in
studies that build knowledge about ASD. Studies have found that even professionals can have
insufficient knowledge and understanding of ASD, which may be due to inadequate training
or little involvement in the treatment of ASD patients (Bakare et al., 2018; Fong et al., 1993;
Gane, 2008; Ludlow et al., 2015). In concurrence with the current findings, previous research
found that mothers consulted multiple clinicians who gave them conflicting guidance about
ASD (llias, Liaw et al., 2017; Safe et al., 2012). Similarly, in this study, both mothers have
experienced negative emotions as a result of the professionals’ inadequate understanding of

ASD.

When a child is diagnosed with ASD, the parents typically to try to find out more

about their child's condition, and about the etiology, treatment, and services available.
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Professionals working with mothers taking care of ASD children need knowledge and
understanding of the challenges that the mothers experience and the various interventions
available to such parents. Lack of knowledge and understanding from families, communities,

and professionals exacerbates the challenges that these mothers need to handle.

6.3 Schooling Issues

It is important to place learners with disabilities in an appropriate schooling
programme and to provide supportive resources. For example, children with severe ASD may
require placement in special schools while those with mild to moderate ASD may benefit
from mainstream schools (Van Schalkwyk et al., 2016). Access to schools can help children
with ASD to be integrated beyond the school system. Also, schools are an important
instrument for social development (Erasmus et al., 2019; Van Schalkwyk et al., 2016).
Schooling a child with ASD can therefore help to curb the endured rejection, isolation, and
stigmatisation experienced by family and society. The schooling of children with ASD is
recommended globally because it helps them to improve both academically and socially,
form peer relationships, and obtain skills with which to secure jobs (Anderson et al., 2020;
Erasmus et al., 2019; Linton, 2015; Van Schalkwyk et al., 2016). It also helps teachers in
inclusive schools to learn how to teach in diverse schools and to develop curricula that are

more accessible to all (Erasmus et al., 2019).

The United Nations guidelines (1989, 2006) and the South African Department of
Education’s White Paper 6 (2001) emphasise the rights of children with disabilities to access
both segregated and inclusive education. The findings in this study do not necessarily agree
with this. Difficulty to access proper schooling can have a significant negative impact on
mothers’ experience of parenting a child with ASD, as shown in this study as well (Erasmus

et al., 2019; Van Schalkwyk et al., 2016). Other studies reached similar conclusions
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(Anderson et al., 2020; Erasmus et al., 2019; Linton, 2015; Van Schalkwyk et al., 2016).
Gobrial (2018) reported that 64% of children of Nigerian mothers who participated in her
study were not attending school, and mothers expressed the need for special schools for

children with ASD.

6.3.1 The Efforts Made

The scarcity of special schools and limited access to mainstream schools for children
living with disabilities, especially ASD, challenges mothers to assume an advocacy role.
Gane (2008) found that one mother had to attend a short course in law to advocate for their
children's access to schools within the ambits of the law. In this study, one of the Sotho
mothers had to consult the provincial executive officials to advocate for her child’s admission

to a special school.

6.3.2 The Challenges of Admission, and More so in Rural Areas

The South African Department of Education’s White Paper 6 (DoE, 2001) points out
that the government prioritises the rights of children with disability to access quality and
inclusive education. Despite these policy guidelines children with disabilities continue to
experience discrimination in mainstream schools. Children with disabilities are therefore left
with special schools as the only alternative for access to education. South Africa, as in other
developing countries, is experiencing a scarcity of special schools for children with ASD
(Erasmus et al., 2019; Mandell & Novak, 2005; Van der Walt; 2006; Van Schalkwyk et al.,
2016). In this study it was mentioned that the children of both participants were attending
special schools in urban areas rather than in their home villages. This demonstrates the need
for the development of special schools for ASD-diagnosed children in rural areas across

South Africa.
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Despite special schools being the main absorber of children with ASD in South
Africa, parents often wait for long periods of time before their children can be admitted.
Pillay, Duncan and De Vries (2020) found that the demand for ASD special schools grew by
276% in the Western Cape of South Africa. The above findings show that long waiting lists
are inevitable, especially for rural children living with ASD. In this study, it was evident that

accessing special schools is one of the major hurdles for mothers of ASD-affected children.

6.3.3 Educators’ Challenges within the School

Educators play a significant role in the integration of children in both mainstream and
special schools. However, various studies have shown that educators do not always
adequately understand the needs of children with ASD (DePape & Lindsay, 2015; Gane,
2008). Also, studies have highlighted that teachers have limited knowledge of how to manage
the behavioural challenges presented by children with ASD (Bakare et al., 2018; Gobrial,
2018; llias et al., 2017; Ludlow et al., 2011; Van der Walt, 2006). Similarly, mothers in this
study shared the same experiences, as they reported that at some point they had to educate
teachers about ASD. In their study, Corkum et al. (2014) also mentioned that educators
indicated a need to upskill in terms of ASD and its educational interventions. In short, there is
a need for special schools for ASD individuals, capacity building for school administrators

and teachers, and inclusive education.

6.4 The Role of Social Support

Social support is understood to refer to external personal resources that an individual
has, especially when faced with hardship or stressful situations (Del Villar, 2018). Social
support can also be a perception that a person has about the availability of support (Kapp,
2018). Among the Basotho people, this support may include members of the extended family

who may not be living in the same household. The availability of social support can
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significantly reduce the stress associated with raising a child with developmental challenges
(Del Villar, 2018; Wiese, 2015). Social support has also been linked to better coping
strategies and adjustment when raising children with illnesses, diseases or mental disorders.
Social support also contributes to positive cognitive appraisal and adaptation, and can help to
mitigate the challenges associated with parenting a child with ASD (Kapp, 2018; Wiese,
2015). The availability of social support provides parents with psychosocial aid, information,
and professional advice on where to find help for their children. It also provides parents with
emotional and practical support in the absence of formal service providers. The Basotho
people provide social support to community members facing hardship by contributing their
resources and performing rituals as an extended family, where necessary. This practice helps
the parents and the child living with ASD to feel less burdened socially, financially, and

psychologically (Del Villar, 2018; Kapp, 2018; Wiese, 2015).

Researchers have found that lack of social support negatively influences parents'
experiences of living with a child with ASD because they feel socially isolated and
overwhelmed by the constant supervision of the child (Del Villar, 2018; Ludlow et al., 2011,
Wiese, 2015). Research findings from this study and other studies relating to mothers’
experiences of social support from immediate family members, the broader community, and

professionals are discussed below.

6.4.1 The Argument of Single-parenting

In the Sotho culture, gender roles are clearly defined in a family, with the mother
providing social and emotional support while the father provides financial support. When

raising a child with ASD, the ideal is to have both parents contributing to the child’s care.

In their study, Greeff and Van der Walt (2010) found that all their study participants’

partners were committed and supportive in caring for their children, which contributed to the
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mothers’ psychological wellbeing. However, when raising a child with ASD, the absence of
one partner can be psychologically challenging for the remaining partner. Various studies
have found that fathers of children with ASD were mostly absent, resulting in mothers raising
their children as single parents (Gane, 2008; Wiese, 2015). In short, when mothers are single-

parenting a child with ASD it can result in psychological challenges such as depression.

6.4.2 Support from the Family

Within the Sotho culture, the family plays an active role during different transitions
and their rituals. The support that an individual receives from family members during life
transitions such as marriage, the birth of a child, and death is crucial. Transitions, such as the
birth of a child with ASD, can increase stress levels in families, and change family roles and
relationships. Within the Sotho culture, the family’s perception of the cause of the child's

condition will determine the amount of support the parents will receive from the family.

Family support plays a major role in helping the parents of a newly diagnosed child to
understand and accept the diagnosis of autism spectrum disorder. This support can also help
the parents to find specialists and intervention services, and to pay for such services.
Similarly, in the Sotho culture, the family may help the affected family member to consult the
diviner for a diagnosis, and the healer for treatment, and pay for such services as well.
However, in this study, it emerged that the mothers had different experiences about family
members’ support. The two Sotho mothers in this study found that parenting a child with
ASD was exhausting and time-consuming. Various studies have highlighted the importance
of support from family members for mothers raising ASD-affected children (Del Villar,

2018; Gobrial, 2018; Wiese, 2015).
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6.4.3 Support from Professionals

In South Africa, access to health services and professional support is far more
challenging for people from rural areas. Finding relevant information and having a clear
treatment plan have a positive impact on parents raising children with disabilities (Rabat et
al., 2019). In this context, professionals can play a significant role by providing a safe space
for parents with ASD-diagnosed children to debrief, by supplying reliable and relevant
information, and by helping families to plan based on their children's needs (Gobrial, 2018;
Rabat et al., 2019). Among the Basotho people, the role played by traditional healers is

similar to that played by health professionals in Westernised communities.

The role of professionals in mothers' experiences of living with a child with ASD is
well documented (Del Villar, 2018; Gobrial, 2018; Ludlow et al., 2015; Wiese, 2015).
Various studies have shown that mothers needed to consult with a range of professionals for a
diagnosis and treatment interventions for their children. In this study, the one participant’s
interactions with health professionals were negative. Yet, she found good support from the
school. In their study, Ludlow et al. (2011) also mentioned that parents experienced special
schools’ educators as a valuable resource and support. In short, support from professionals is

critically important for mothers raising children living with ASD.

6.3.5 Support from the Broader Community

There is an African proverb that says, “It takes the community to raise a child”. This
is also true for the Basotho people. The community plays an important part in the rituals
associated with transitions such as the birth of a child, marriage, death, initiation, and the
treatment of illnesses. Similarly, the community can play a significant role in helping a
family to cope with an ASD-diagnosed child. Various studies have pointed out that parents

often struggle to deal with public criticism of their ASD children’s behaviour (DePape &
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Lindsay, 2015; Ludlow et al., 2011; Safe et al., 2012; Woodgate, Ateah, & Secco, 2008).
Similarly, this study found that the two Sotho mothers experienced the reaction of the public
towards their children as negative. Hence, the mothers were anxious about going out into the
public with their children. In their study, DePape and Lindsay (2015) said that the parents
responded to public criticism by ignoring or confronting the public, and sometimes by
educating the public. The two Sotho mothers in this study also mentioned that they
sometimes had to confront or educate the public about ASD. Social support from the
community can help parents to face the challenges associated with raising ASD-diagnosed
children. Indeed, social support from the community is needed to create positive experiences

for such parents.

6.5 Different Symptoms and their Impact on Mothers' Negative Experiences

Parenting a child with a disability or chronic illness may cause emotional rage,
especially after learning about such a diagnosis (Gobrial, 2018). Parents living with a child
with a disability go through stages such as denial, grieving, depression, and anxiety as the
management of the child's condition becomes the new role for the parent (Ludlow et al.,
2011; Wiese, 2015). Parenting a child living with ASD becomes more challenging when
there is no clearly defined treatment plan (Gobrial, 2018). In this study, the two Sotho
mothers found it difficult to manage their children’s ASD symptoms, which included
tantrums and aggressive behaviour. Other researchers also referred to the parents’ frustration
and depression caused by the struggle to manage their children's symptoms (Gane, 2008;

Ludlow et al., 2011; Wiese, 2015).

Studies have highlighted that mothers found it difficult to cope with their children’s
preference for routine activities and repetitive behaviours (Del Villar, 2018; Woodgate et al.,

2008). The two Sotho mothers in this study also found their children’s preference for routine
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activities and repetitive behaviours disturbing. In other studies, mothers reported that they
sometimes changed their family environment to suit the needs of their children living with
ASD (Gane, 2008; llias et al., 2017; Wiese, 2015). Some mothers even had to resign from

their jobs, as did one of the participants in this study.

Both Sotho mothers pointed out that managing their children’s tantrums in public
areas contributed to their psychological stress. The mothers commented that their children’s
tantrums resulted in negative reactions from the public. Similarly, according to previous
studies, mothers found it highly challenging to manage the reaction of the public towards

their children (Gane, 2008; Gobrial, 2018; VVan der Walt, 2006; Wiese, 2015).

Based on the evidence presented in this study, the two Sotho mothers did not always
cope well with their children’s impaired speech development. Deficiencies in speech
development among children with ASD can make it difficult for the child and the mother to
interact, which can affect their connection and relationship. Mothers in other studies
mentioned that, as their children developed, their speech also improved, which added to the
mothers’ wellbeing (Bakare et al., 2018; DePape & Lindsay, 2015; Gane, 2008). The mothers
said that their children’s improvement in speech development motivated them to continue

caring for their children.

Various studies have referred to ASD children’s sensitivity to excessive noise, and
how the mothers had to adjust their circumstances accordingly (llias et al., 2017; Woodgate et
al., 2008). In this study, the one participant’s child was very sensitive to excessive noise,
especially in public. The other participant stated that she struggled to cope with her child’s
preference for excessive noise. The Basotho people typically live in a community-based
environment, and households often accommodate extended families. This can make it

difficult for parents to control noise levels for their ASD-affected children, which may impact
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the child’s behaviour. The study also showed that managing the sensory symptoms of ASD
adversely influences how the mothers lived with their children. Various studies highlighted
that mothers should receive training on how to manage their children’s ASD symptoms

(Bakare et al., 2018; DePape & Lindsay, 2015; Gane, 2008; llias et al., 2017).

Within the Sotho culture, the symptoms of ASD are recognised and attempts are made
to manage these by using traditional herbs and performing rituals. According to Mthombeni
and Nwoye (2016), there is no evidence that this has helped to alleviate the symptoms

associated with ASD.

6.6 Positive Attitude as a Buffer to Negative Emotions

Living in a household with a child with a disability can disturb daily routines, plans,
and relationships. Receiving a child's diagnosis of ASD can awaken negative reactions such
as anger, depression, anxiety, and shock (Reddy, Fewster, & Gurayah, 2019). In this context,
a positive attitude can help to alleviate the emotional burden associated with managing a
child with ASD. It can also positively influence relationships between the child living with
ASD and other family members. Maintaining a positive attitude is a first step to build support

for children living with disabilities and for their families (Reddy et al., 2019).

This study found that the two Sotho mothers’ positive attitude towards their ASD
children enhanced their interaction with the children. This finding concurs with Walsh (2016)
who found that maintaining a positive attitude during hardship contributes to positive
experiences and helps to build resilience. Similarly, Ekas et al. (2010) found a link between
maintaining a positive attitude towards an ASD-diagnosed child and the mother’s physical

and psychological wellbeing.

This study highlighted that focusing on the ASD child’s abilities and achievement of

developmental milestones helped the mothers to cope better with their circumstances. A
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positive attitude towards the child’s ASD condition and hopefulness also contributed
significantly towards the mothers’ resilience. As confirmed by other studies, a positive
attitude by the mother supported the development of the child's personality, which in turn

enhanced the mother's experience of the child (Del Villar, 2018; Ekas et al., 2015).

6.7 Acceptance of the Diagnosis as a First Step Towards a Positive Relationship with the

Child

Parenting a child with a chronic illness, mental disorder or disability is no easy task.
Upon receiving the child's diagnosis, the parent needs to adapt to a new normal. However, the
acceptance of the child's diagnosis can serve as a protective factor for such parents.
Acceptance has been found to reduce self-blame, anger, depression, and anxiety. Parents who
accept their children's diagnosis tend to bolster their psychological resilience over time

(DePape & Lindsay, 2015; Di Renzo et al., 2020).

Various studies have confirmed the positive shift in mothers” experiences and
psychological wellbeing when they accept the child’s diagnosis (Bakare et al., 2018; Del
Villar, 2018). Yet, there are also parents who struggle to accept their children’s diagnosis of
ASD (Brown & Kapp, 2016; Ekas et al., 2015; Gane, 2008; llias et al., 2018). This study
highlighted that the Sotho mothers’ eventual acceptance of their children’s diagnosis

contributed to their positive experience of the situation.

When mothers accepted the child’s ASD diagnosis, they were no longer overwhelmed
by self-blame and feelings of despair (Di Renzo et al., 2020; Ekas et al., 2015; Oppenheim et
al., 2009). Equally, in the current study, the acceptance of the child's diagnosis helped the

mothers to curb feelings of guilt and self-blame.

Based on this study’s findings, once the mothers had accepted the children’s

diagnosis, they could focus on sourcing relevant interventions for their children. Past studies
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also pointed out that parents who positively accepted their child’s diagnosis were more
responsive to their children’s needs; and this helped them to build their children’s strength
and abilities (DePape & Lindsay, 2015; Fong et al., 1993; Gobrial, 2018; Igwe et al., 2011).
Thus, assisting the mothers to accept their children's diagnosis and maintain a positive

attitude can mitigate the mother's challenges and foster positive experiences.

6.8 Conclusion

This chapter presented a discussion of mothers' experiences of living with a child with
ASD, referring to the two Sotho mothers participating in this study as well as the mothers
who participated in other researchers’ studies. It is evident that raising a child with ASD
comes with challenges for the mother, the family and the community. The contributions and

limitations of this study will be discussed in the next chapter.
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CHAPTER SEVEN

CONCLUSION AND RECOMMENDATIONS

7.1 Introduction

This chapter concludes the study by highlighting the contributions of the study and
outlining the practical implications of the study’s findings to clinical psychology. It also

points out the limitations of the study, and makes recommendations for the future studies.

7.2 Contributions of the Study

This study provided insight into the experiences of Sotho mothers living with a child
with ASD. The study revealed that the mothers' encountered both negative and positive
experiences. Also, the study highlighted the parents' need for social support from immediate
family members, the broader community, and professionals. The research also confirmed the
need for awareness campaigns about ASD, and the need for cultural sensitivity regarding the
diagnosis and treatment of ASD. It emerged from the research that there is an urgent need for
the development of special schools for children with ASD, especially in rural areas. Based on
this study, it seemed there is a need for psychotherapy specifically aimed at mothers living

with a child with ASD in South Africa, especially in rural communities.

7.3 Practical Implications for Clinical Psychology

This study contributes to clinical psychology in several ways. Firstly, it contributes to
the body of knowledge about the psychological implications of mothering a child with ASD.
Practically, the findings of this study can help to enhance existing interventions used by
psychologists, doctors, social workers, and other professionals to assist parents living with
children with ASD. The findings also add value to theory development, especially in the

context of academia where other scholars interested in expanding this field can leverage the
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insights generated from this study. The Basotho people have a unique cultural belief system
about the causes, diagnosis and treatment of illnesses including mental disorders. Therefore,
this study will assist clinicians to become more culturally sensitive when working with

parents and their ASD-affected children in non-Westernised contexts.

7.4 Limitations of the Study

Although the small sample was deliberately chosen to fit the case study design, it can
also be seen as a limitation because a large sample would possibly strengthen the
generalisation of the findings. The study did not use a gender and racially diverse sample
because the study focused on exploring the impact of Sotho culture on mothers’ experiences
of living with a child with ASD. Hence, the generalisation of the study’s findings may be
difficult. The stigma associated with ASD, the culture of not disclosing ASD-affected
children’s condition, the parents’ hesitance in discussing their children's condition, and time
pressure made it difficult to source participants for this study. In addition, the study used
face-to-face interviews which could have resulted in the researcher being subjective and
biased when analysing the data. However, the researcher used the participants’ direct quotes

for content analysis and ensured that themes emerge objectively from the data sets.

7.5 Recommendation for Future Research

This study showed that there is a gap in the understanding of the experiences of
mothers living with a child with ASD, especially the experiences of mothers from indigenous
groups in developing countries. Future studies will benefit from larger samples with diverse
cultural, socio-economic, race, and geographic backgrounds. Qualitative studies exploring the
broader personal and family experiences of living with a child with ASD are also critical.
Studies based on other research methodologies will also help to strengthen the findings

gathered using qualitative methods. There is also a need for studies aimed at the development
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of intervention programmes for ASD-affected families in rural indigenous contexts. Future
research can also focus on the early diagnosis of ASD, and interventions and supportive
psychotherapy for those affected, especially within underdeveloped societies. The current
study also pointed to the need to explore how knowledge and understanding of ASD, and
access to health care facilities and schools for ASD children could be promoted in rural areas
and developing countries. In short, there is a significant need to grow the existing body of

knowledge about ASD.

7.6 Reflections

Living with a child with a disability or mental disorder is an emotionally challenging
task, and talking about it is not a common practice, especially among the Basotho people.
However, | was impressed by how openly the participants spoke during the interviews. It
should not be taken for granted that professionals and community members have considerable
knowledge about ASD. Instead, this study showed that there is a huge need for such
knowledge on different levels of society. As an African, | expected that social support from
family members, professionals, and community members would be the obvious case based on
our commonly held ideology of Ubuntu and communitarian principles. During the interviews,
| was challenged and learned that, regardless of our shared culture, race, and location, our
experiences and world views are different. As a novice mental health practitioner I was not
fully aware of the challenges that mothers of children living with ASD face in terms of the
diagnosis journey, treatment, stigmatisation, and access to schools. As I recall the words of
one of the participants in this study, "I think what you are doing, don't just do it for the sake
of research ... Whatever the parents are complaining about, please help where you can.
Convince where you can. We need schools on this side! Regardless of all of the above, the
data collected appeared to be rich and reflected the lived experiences of the participants more

than my subjective views.
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7.7 Conclusion of the Study

Autism spectrum disorder is a developmental disorder that is affecting growing
numbers of families around the world, especially the mothers who are mostly the primary
caregivers of children diagnosed with ASD. Various studies have focused on the causes and
management of ASD, leaving a gap in the understanding of the lived experiences of the
mother. This qualitative study, underpinned by a biopsychosocial-spiritual model, was used
to explore and describe the experiences of Sotho mothers living with a child with ASD. The
findings showed that living with a child with ASD remains a challenge — even more so for
Sotho mothers and those living in rural areas. Mothers raising ASD children need to take on
different roles and adjust their circumstances based on the functioning level and severity of
the symptoms presented by their children. Lack of knowledge and understanding, and lack of
access to early diagnosis, intervention, and appropriate education for ASC-affected children
are ongoing challenges for the Sotho mothers. The study also highlighted the need for
awareness campaigns about ASD aimed at various levels and systems of society to help curb
the stigma and distress experienced by families coping with ASD-diagnosed children. This
study also found that cultural sensitivity, especially towards indigenous people, can help to
design better interventions in a diverse country like South Africa. The study contributes to the

body of knowledge on how to cope with an ASD-diagnosed child within the family system.
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Appendix A

Participant’s recruitment later

PO BOX 576

Hluvukani

1363

082 745 6645

kaizerwitty@gmail.com
Dear prospective research participant

I am a Master’s student in Psychology at the University of the Free State. As part of the
requirements for the completion of the degree | am conducting a research study with the

following topic:
Living with a child with autism spectrum disorder: Two Sotho mothers’ experiences.

Based on the above information I need to interview two both/single Sesotho speaking mothers
living with a child diagnosed with moderate to severe ASD and has been living with this child
for a period between 2 to 5 years after diagnosis. | therefore, request you to volunteer as

research participants.

Please also note that the information that will be shared during the interview will be kept
confidential and stored in a safe place and will only be used for the purpose of the research; it
will also only be accessed by the researcher and the research supervisors. You also have the

right to decline or withdraw from participation any time.

The participants will have an opportunity to receive the final research report that is intended to
contribute to the existing body of knowledge on ASD among South Africans and the

development of interventions to families living with a child with ASD.

| thank you for volunteering to participate in this study in advance. Should you wish to

participate please respond to me with an SMS or email to the details indicated above.

Kind regards

Kaizer Ndlovu (Researcher)
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Appendix B

Research study information leaflet

DATE

2019

TITLE OF THE RESEARCH PROJECT

Living with a child with autism spectrum disorder: Two Sotho mothers’ experiences.

PRINCIPLE INVESTIGATOR / RESEARCHER(S) NAME(S) AND CONTACT NUMBER(S):

Ndlovu Kaizer W. 2007139757 082 745 6645

FACULTY AND DEPARTMENT:

Faculty of Humanities

Department of Psychology

STUDYLEADER(S) NAME AND CONTACT NUMBER:

Dr Lindi Nel

051 401 2188

WHAT IS THE AIM / PURPOSE OF THE STUDY?

This study aims to explore and describe the two Sotho mothers’ experiences of living with a child with

ASD.

WHO IS DOING THE RESEARCH?

My name is Kaizer Ndlovu and I am currently doing my Master’s degree in Clinical Psychology at the
University of the Free State. | have an Honours degree in Social Science (Psychology) and | have
worked as a Student Counsellor and Community Development Practitioner for the Department of

Agriculture, Forestry and Fisheries and Department of Rural Development and Land Reform
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respectively. As part of my Master’s course, | am required to conduct research, which I am currently

doing under the supervision of Dr. L. Nel, and herewith invite you to participate in my study.

HAS THE STUDY RECEIVED ETHICAL APPROVAL?

YES.

Approval number: UFS-HSD2018/0944

WHY ARE YOU INVITED TO TAKE PART IN THIS RESEARCH PROJECT?

Sesotho is one of the most prevalent languages spoken in the Free State province, the researcher will
only include Sesotho speaking both married or single-mathers families whose child obtained a score
between moderate and severe on the Autism Diagnosis Observation Schedule. The researcher will
work closely with Dr David Griessel who is a Neuro-Developmental Paediatrician and advocate for
Autism to recruit two (02) participants from his patient base and this is the person whom information
about you have been obtained from. To accommodate for an initial adjustment period after diagnosis
and enable meaningful reflections, only mothers who have lived with the diagnosis between 2 to 5

years will be selected.

WHAT IS THE NATURE OF PARTICIPATION IN THIS STUDY?

You will be requested to participate in one semi-structured interview of approximately 1 hour in
duration, which will explore your subjective experiences with regard living with a child with Autism
Spectrum Disorder. However, you may be required to participate in follow-up interviews until enough
information has been gathered. Notes will be taken during the interview which will also be audio
recorded. The tapes and transcripts will not be seen or heard by anyone other than the researcher and
her supervisor. The audio recordings and transcripts will be kept in a safe place for a period of five
years and will be destroyed thereafter. No identifying information will be used in the transcripts or in
the research report. Although direct quotes from my interview may be used in the research report, the

participant will be referred to by a pseudonym.
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CAN THE PARTICIPANT WITHDRAW FROM THE STUDY?

The participation on this research is voluntary and there is no penalty or loss of benefit for non-
participation. Participation in this research is voluntary and you are under no obligation to consent to
participation. If you do decide to take part, you will be given this information sheet to keep and be asked

to sign a written consent form. You are free to withdraw at any time and without giving a reason.

WHAT ARE THE POTENTIAL BENEFITS OF TAKING PART IN THIS STUDY?

There are no financial benefits for participating on this research. However, the research will add to the
existing body of knowledge of Autism Spectrum Disorder. It will also contribute to the development of
resilience-oriented approaches to family functioning by focusing on family strengths rather than family

deficits.

WHAT IS THE ANTICIPATED INCONVENIENCE OF TAKING PART IN THIS STUDY?

The researcher will not engage in any practice or behaviour that will be harmful to you or which would
put you at risk in any way. The researcher will also ensure that you are respected at all times. However,
should you experience emotional distress during or after participation on the research due to the nature
of the interview questions, we will arrange for a debriefing or counselling session with University of

Free State, Department of Psychology Adult Practice.

HOW WILL THE INFORMATION BE STORED AND ULTIMATELY DESTROYED?

Hard copies of your answers will be stored by the researcher for a period of five years in a locked
cupboard/filing cabinet for future research or academic purposes; electronic information will be stored
on a password protected computer. Future use of the stored data will be subject to further Research

Ethics Review and approval if applicable.
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WILL I RECEIVE PAYMENT OR ANY INCENTIVES FOR PARTICPATING IN THIS

STUDY?

No payment will be received for participating in the study.

HOW WILL THE PARTICIPANT BE INFORMED OF THE FINDINGS / RESULTS OF THE

STUDY?

If you would like to be informed of the final research findings, please contact Kaizer Ndlovu on
kaizerwitty@gmail.com. The findings are accessible for www.ufs.ac.za. Please do not use home
telephone numbers. Departmental and/or mobile phone numbers are acceptable. Should you require
any further information or want to contact the researcher about any aspect of this study, please contact
0827456645. Should you have concerns about the way in which the research has been conducted, you
may contact Dr. Lindi Nel at (051) 401 2188. The researcher will endeavour to avoid potential harm
or risk to self and participants. If research participants need debriefing after the interview, the
researcher will refer them to the Adult Practice of the Master’s students in Psychology at the University

of the Free State.

Thank you for taking time to read this information sheet and for participating in this study.
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Appendix C

Consent to participate in this study

I, (participant name), confirm that the person asking my

consent to take part in this research has told me about the nature, procedure, potential benefits and

anticipated inconvenience of participation.

I have read (or had explained to me) and understood the study as explained in the information sheet. |
have had sufficient opportunity to ask questions and am prepared to participate in the study. | understand
that my participation is voluntary and that | am free to withdraw at any time without penalty (if
applicable). | am aware that the findings of this study will be anonymously processed into a research

report, journal publications and/or conference proceedings.

| agree to the recording of the semi structured interview.

I have received a signed copy of the informed consent agreement.

Full Name of Participant:

Signature of Participant: Date:

Full Name(s) of Researcher(s):

Signature of Researcher: Date:
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Appendix D

Interview schedule

Title of research project:

Living with a child with autism spectrum disorder: Two Sotho mothers’ experiences.

MAIN RESEARCHER: Kaizer Ndlovu

FACULTY AND DEPARTMENT:  Faculty of the Humanities, Department of Psychology
SUPERVISORS:

Name: Dr. Lindi Nel (PhD)

Contact details: (051) 401 2188

DETAILS OF PARTICIPANTS:

Name and surname (Mother):

Name and surname (Father):

Home language:

Date of interview:

Case study number:

INTERVIEW SCHEDULE (1):

e Tell me more about yourself?
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e At what age was (name of child) diagnosed? How long were you in a relationship at

the time? How long did it take you to adapt and accept the diagnosis?

QUESTIONS SIGNIFICANT TO THE FAMILY’S RELIGION:

1. What was your initial feelings when you found out about your child’s limitations?

2. What did you do in order to accept it?

3. What was bad and challenging about the process?

4. What was your initial attitude towards the diagnosis?

5. How have your attitude change during the process?
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6. What helped you to change your attitude?

7. What do you do to build up a strong relationship?

8. Which coping strategies do you use in order to ensure family cooperation?

9. Who is the primary caregiver?

10. How do you rebuild strength?
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11. What fulfils you as a person(s)?

12. How do you deal with difficult episodes (tantrums, insomnia, repetitive behaviour)?

13. Which values do you emphasise in your family?

14. How does your other children feel about disability and how do you facilitate their feelings?

15. How do you divide your attention between all your children?

16. How do you share responsibilities in order to avoid daily difficulties?
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17. Which kind of difficulties do you expect daily?

18. What are your fears and worries for the future of your child with his/her limitations?

19. What are your worries for your family’s future?

20. How do you address it?

21. What type of support do you receive and from where or whom?

22. How does your child’s limitations influence your lives (work abilities / social relationships)?
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REFLECT:

Interviewer: “Thank you very much for participating in the interview.”

Please take a few minutes to reflect on the interview; and what your experience was during the past

hour.

Did any one of you experience any distress, embarrassment or discomfort during the interview due to

the topics addressed?

Do you have any questions relating to the interview or the research study? You are welcome to contact

me should you reflect further about today’s discussion and want to add anything else.

Once again, thank you very much for your contribution to the research study!

Kind regards
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Appendix E
Transcripts

LIVING WITH A CHILD WITH AUTISM SPECTRUM DISORDER: TWO SOTHO

MOTHERS’ EXPERIENCES.

001. Tell me more about Okay, my is.... | am a single parent, currently unemployed, | am
yourself? pensioner because | am stroke survivor, | am having a son who is
hyper-epileptic and autistic. But in the beginning | was struggling
because | didn’t understand and have any knowledge about hyper-
epileptic and autism, but | went and look for help, | read a lot and
make research and | went to the clinic, they asked me where to
attend the sessions so that | can understand how is my son. After
understanding my son then life was easier, because | also read a
wanting to know more. | struggled very much for him to get
education. The problem was his communication, when he was 3
years he could only sing all the 2010 wold cup whatever, but when
you talk to him he couldn’t answer you. He could only say one word,
not even a sentence, but when he was about from 6 he could at

least say a sentence.

01. At what age was | was not in a relationship. My only concern was my child. But eh eh
(name of ...his father stays in another place and | stay at another place. But

child) diagnosed? How long | financially | don’t want to lie, he was always there, even when | took

were you in a relationship (he) to doctors or whatever he was there financially. He was around

at the time? How long did 3, yah it was 3 to 4 yah. It did not take more than a year because |
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it take you to adapt and was eager to learn, | wanted to understand my son. And when
accept the diagnosis? someone tells me there is a doctor there so and so, | went all over |
did not mind just for understanding. And people call my son names
they say he was mad, he was death, he was all that. But | was
always | was arguing with them. | told them the doctors who study
people like my son did not tell me he was mad. Even the first time
when | went to Oranje the doctors asked me why did | brought the
child there, and then I said | think my child is not well
psychologically. The doctors asked me where did | study psychiatry
so that | can tell my son is not well, what have | notice? | say he is
always, he was having ASD signs, when there is a loud music he
becomes irritated, he would close his ears and he would stand still
at one place. You see, he did not also want to hear other kids cry.
Everything that is loud was irritating him. And the problem |
understand because he was born prematurely, he was born in 5
months and 2 weeks. And that is why the doctor told me the not
thing will be normal like a normal child because he come too early,
the others will come late and the others will come to earlier. They

told me he would walk after 2 years but he walked after 14 months.

1. What was your initial | just put myselfina...... although in the beginning it was hard but
feelings when you found after understanding | just told myself | will help my son to go
out about your child’s through. | will tell the world that there is nothing wrong with my

limitations? son.




LIVING WITH A CHILD WITH AUTISM SPECTRUM DISORDER: TWO SOTHO MOTHERS’ EXPERIENCES 130

2. What did you do in order | | read a lot. Consulted professionals. | asked questions. The doctor
to accept it? at (Hospital) they asked me, the first question he asked me, when
you say the child something is wrong with him does he poop
himself? | said no when it is time he goes to the toilet he helps

himself. What tell you now that there is something wrong with the

child?
3. What was bad and The bad thing was my family did not support me. You see, they talk
challenging about the behind my back with my son, that my son is this, and this and this...
process? they didn’t...they could not accept my son. They thought my son

was naughty. Then | had to teach them that my son is not naughty
but this and this and this (he is living with autism). And | withdraw
myself from going to people because | did not want them to harass
my son while they did not understand. You see, they would say |
spoil him, I do this, | do this. At the time | was already unemployed. |
quit job when he was 2 years. | thought that people will not protect

him the way like me parent would protect they will not take him like

me.
4. What was your initial | was already prepared because the doctor on birth time he told me
attitude towards the | must expect.... you see, yah, that is why | was calm, | was already
diagnosis? prepared. | had just to expect everything, but to find a solution

towards the problem. | did not just agree and don’t do anything.

5. How have your attitude | | took him to the multiracial creche in town and | explained my
change during the process? | child’s situation. And then we talk and they said to me they will take

him and watch for the first month how will he attend.... function
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with other kids. And then the first month, they said to me by the
second month | have to hire someone special who will watch him at
the creche, you see, so that when he plays with other kids.... And
the first month went by, the second month, he even finishes the
whole year at the creche with no complain. They taught him, he
could read, he does everything, he could teach kids who were
struggling at a normal school he could teach them to write their
own. And | only bought him alphabets A-Z. After that he | saw him,
he can write his name, he can write my name, he can read. The

academic improvement helped me to keep on.

6. What helped you to His intellectual, he is very intelligent, even when he walks around he
change your attitude? speaks English people they don’t understand, they become
surprised why he speaks English, because even at home he does not
want to listen to this Setswana radio or Sesotho, he only wants to
listen to English, and he only writes and speaks English. And even at
the normal school, he was attending a normal school, with English
from his grade R, grade 1 report up to grade 4 he is level 7 or level 6
English. Even when he goes to the shop and buys something, he will
spell the name of the thing that he wants. The Pakistan likes him
very much. They know when he comes in the shop he will say | want

this lunch bar and he will say “LUNCH BAR” (spell the name).

7. What do you do to build | He surprises then most of them because he knows, when he meets
up a strong relationship? you, he greets you. He will ask you: What is your name? He will ask

you surname and he will ask you date of birth. | don’t know where




LIVING WITH A CHILD WITH AUTISM SPECTRUM DISORDER: TWO SOTHO MOTHERS’ EXPERIENCES 132

does — he stored all these dates of birth. You tell him once and it
stays in there. Next year when is your birthday he will tell me
“mommy did you call so and so is his or her birthday tomorrow
today”. He surprises ... even at school, at a normal school, he knows

all his classmates date of birth ... the teachers and all that.

Ah, everybody is saying, ‘God gave me a special child’ because he
surprises most of them, they see things that they did not expect.
Such children you must just give them love and understanding, and
you must communicate everything with ... even the financial status
in the house | tell him. You pension this month is this much, mine is
this much, this is my tenants what...what. And when he wants
something, when | don’t have money | would tell him no my boy
this and this and this. | don’t just say | don’t have. When | can’t
afford | tell him no there are things that you need and things you
want. You see, if you need something you know you can always

have it and there are some we can omit.

8. Which coping strategies | Even | am having a boyfriend they understand. | pray God to give

do you use in order to me a very long life so that | can see my son one day married and
ensure family cooperation? | standing for himself because | don’t know for how long | will be
there for him. That is why | prepare for him. It was tough when he
walks away from me to boarding school, but there was nothing | can
do because while | am still alive there is something | can do because

when you see you have a problem you must do something about it.
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9. Who is the primary After | was employed | stayed with him. He turned 12 on the 17 of
caregiver? May, | stayed with him for almost 10 years. If you as parent, you can

stand up for yourself you will see progress for your child.

10. How do you rebuild Go to church, when we are together we sing in the house and he
strength? can sing, we dance and play together. When he wants to kick the

ball | become the keeper (laughed).

11. What fulfils you as a | am proud mother. To be proud and to love this kids like | do. Even
person(s)? my boyfriend know that | come first, my son and then he is the third

one and does not have a problem.

12. How do you deal with He knows that first thing | want honesty, | ask him what is the

difficult episodes problem and he will tell me this and this and this. You must also
(tantrums, insomnia, teach your child that life is not always eh is not always according to
repetitive behaviour)? him. You teach him to share, to love and to accommodate. You

can’t just teach your child to when you have one sweet among 5
other kids. When the sweet is 1 you don’t have 5 you don’t give him
that, because he knows you can’t give others children. You must

teach your child to love and share.

When he comes from school | ask him how was school he would tell
me. But we have a very problem. Where | stay is a small town. If you
know people if they can’t find you they will get you with your child.

They will teach your child bad things like to smoke and what... what.
Now | have organized transport to take him to and from school. But

the lady who took him to school even coming from the classroom to
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the gate he would come crying maybe somebody did something to

him. | always went to school.

13. Which values do you Respect, me | pray and go to church. | just say to myself and life is
emphasise in your family? not always smooth. To be strong, that does not kill you makes you
strong. You must know life will not be smooth all the way, there are
sometime up and downs. The determination is how strong, is not to
say how many times you fall, but how many times you rise. And
how do you take things, most of the time | teach myself to take
things in a positive way rather than on a negative. Negative energy
takes you nowhere, if you look things on the positive perspective

you will get there, fruitful results.

14. How does your other No, | had two stillborn. | had also my first born was still born maybe
children feel about for 14 days. “James” (Pseudoname) came 14 years after his older
disability and how do you brother. Three years after James | tried again still born, after that
facilitate their feelings? other one three years again stillborn. Now | make peace with myself
| say God knows what he is doing. He knows he will give me one son
who will need my whole attention and have made peace with it and
live with it.

Even there where he stays | bought him keyboard, tablet, speakers,
he loves music and playing with a cell phone. Last time surprised me
| had this eh...tablet, kids’ laptop. It stayed there since 2010, it was
my sister’s daughter tablet. It was just there, she took it to the

mechanic and they said if its dead is dead. James asked the tenant
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to open it and he fixed it after 30 minutes. He also has that time to

go and play soccer with other kids.

15. How do you divide your
attention between all your

children?

They know James’s mother loves all children equally. Yah, | am not
that person that ...... my son is special to me when we are both, but

when there are other children they are all the same.

16. How do you share
responsibilities in order to

avoid daily difficulties?

| only share responsibility when | have something to do, when |
have to go somewhere, then | will ask him to look after him. They
like him because they always laugh where he is, he likes peace

people are always happy about him.

17. Which kind of
difficulties do you expect

daily?

When he is around he will just be there doing his things and

continue with my household work.

18. What are your fears
and worries for the future
of your child with his/her

limitations?

| just pray that he will find someone who will understand him and

who will also love him. Who will not judge him the way he is.

19. What are your worries

for your family’s future?

| just pray God that me and James, eh...James must surprise me.
One day he must give them what they did not expect from him. He
must become somebody who is highly educated and who is stable

in life.

20. How do you address it?

That is why | want education for him.

21. What type of support
do you receive and from

where or whom?

Financially, his biological father, and the teachers since he was

schooling from grade R and creche and all that. They gave me hope
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so that | do everything for my son. We go to church and read the

bible.

22. How does your child’s
limitations influence your
lives (work abilities / social

relationships)?

He is everybody’s bundle of joy. If | did not have James ah... people
could have not known me because he is jolly good fellow who
greets and love everyone. Even when we go to town he greets

whites and say “MOO GAAN DIT” (Who gaan dit).

23. Please take a few
minutes to reflect on the
interview; and what your
experience was during the

past hour.

| feel very delighted because my perseverance and my love for my

child I am not the only one who sees it, other people | interact with
saw it. they give me hope and courage to continue do a good work
parenting. | did not work hard for nothing, somewhere somehow

there are somebody who admires my hard work.

| did not take effort for nothing.

Did any one of you
experience any distress,
embarrassment or
discomfort during the
interview due to the topics

addressed?

Not at all. | am an extrovert | could have told you.

Do you have any questions
relating to the interview or
the research study? You

are welcome to contact me

should you reflect further

Eh the interview went smooth. You must emphasise that every child
like the way he is, is for us parents to give our children support and
to love them. That is the biggest golden rule. To make research
about the child, this study will open other parents’ eyes that there is

nothing impossible with that child, nothing wrong.
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about today’s discussion
and want to add anything

else.
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LIVING WITH A CHILD WITH AUTISM SPECTRUM DISORDER: TWO SOTHO

MOTHERS’ EXPERIENCES.

Tell me more about

yourself?

| am “Mapaseka” (Pseudoname), | am from Qwaqwa | work here in
Bloemfontein as Technician GIS technician at Eskom. | live with Buti,

and we are only two in the house

*At what age was

(name of
child) diagnosed? How
long were you in a
relationship at the time?
How long did it take you
to adapt and accept the

diagnosis?

Yes, | was, (“Buti” (Pseudoname) indicated that they broke up, and
the mother laughed a lot). Yes, the time Buti was diagnosed | was in a
relationship (she laughed a lot) yes, it was in 2010, as Buti has said
the same year we broke up 2010. | think it’'s two years, it was in 2008.
| was open it did not take me long, maybe it’s because of the people |
was surrounded with. It was not difficult, most of the people,
especially the teacher from the pre-school helped a lot, helped with
the speech therapist, occupational, like she did everything for me.
Yah so they helped a lot, | did not take time. Yah maybe is because |

did not understand what is autism to start with.

1. What was your initial
feelings when you found
out about your child’s

limitations?

Mmmm, | am not sure. Maybe | am ignorant | was not worried, | was
not worried, or maybe is because | did not know anything about,
about autism. The first time | heard about autism (interrupted).... |
am not sure. The thing | struggled with was the school. | think the
thing that | was stressing about was the school, that is when | felt
that there is something wrong about me. Otherwise, | was not that....

(never finished the statement).

2. What did you do in

order to accept it?

| can’t say there was something, like | had to accept because Buti was

not speaking at all, but he was very naughty, he was hyper, hyper,
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hyperactive (Buti interrupted and said he is not naughty anymore),

yah you are not naughty anymore. Yes, | was not worried about the
speech, the tantrums, | was not worried, but | got irritated when he
starts doing those things in a taxi, | got irritated, eh but |

think......(never finished the statement)

3.What was bad and | was in Limpopo that time. So it was very difficult to find a school,
challenging about the because | applied to almost every school neh, but they will tell you
process? that we don’t accept, we don’t deal with those kind of kids here, we

don’t deal with those kinds. We almost went to the blind. Then we
got a space Trinity, but even Trinity | think did not understand him
because he repeated, no he did not repeat, the thing he repeated is
grade R because the principal just said let him stay for another year.
He will do the things for grade 1, but yah so when he goes that side.
But when he gets that side they did not understand him and they
wanted him to repeat a grade. But they said they deal with special
kids, if deal with special kids at the end of the year you can’t tell, you
can’t come and tell me that this kid need to repeat, but he was
passing and he was doing everything right | don’t know, maybe. Okay,
he was hyper neh, he could not sit in class, that he could not, maybe
for that thing. Then luckily he went to grade 2 they did not make him
repeat. Then | think around June or April, somewhere there, we got,
we got a space again at Parkhuis Meshell House. So there that is

where they accepted him because he was excelling.
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4. What was your initial | think it was positive, | think it was, | was, | wanted him to feel that |
attitude towards the am her mother. Maybe | did not have a choice because we are the
diagnosis? only two and so if | am starting to act somehow now that he has that

and we are only two what is gona happen. | think in a way | had to be
strong for him. So | had to show him the love. Even though
sometimes | do shout, even though | do shout a lot, but | think we

understand.

5. How have your attitude | No, but shouting started even before because he was naughty. He
change during the was naughty sometime he would be there and | would have had to
process? say they come here, all those things, see. But | think the attitude it
made me like in general to have that, that heart for ASD kids. Maybe
for Buti, for Buti is not that severe, they said its mild. He can do so
many things others can’t do, including speaking. Even for him to
speak he just woke up he could speak. Like | think my younger sister
was more involved than me. Always, she was the one always
interested, she would call him and say Buti..Buti he could not respond
he could just look at her without anything. And one day she called
him and then Buti responded and we were happy, we were all happy.

Yeah that was it, there was no special thing she did.

6. What helped you to My sister’s support. The pre-school teacher, like he was so involved. |
change your attitude? did not know all those special Speech Therapists, the OT, he made all
the arrangement | guess. Gave me the address, | just went there.
Then from there they referred me to Pretoria for him to be

diagnosed. Maybe that is why it was easy for me.
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7. What do you do to What do | do (laughter)? Nothing really, just being a mother. We fight
build up a strong a lot but when | am not there he misses me. But | don’t do.... but
relationship? maybe we can go out to watch a movie, because we don’t watch TV

together. He gives me a space. If he wants to watch something he
watched it and after he finishes he knows what | like he would
change the TV and then he put something that | like and that means,

it’s my turn. He does not communicate but he acts.

8. Which coping Yoh, | don't..., | don’t know much, ah... (laughter) what can | say.
strategies do you use in Okay here we are staying with my...we are not staying like my sister...
order to ensure family Like my older sister is here. So she also like sweets, sometime...
cooperation? (interruption by Buti) he goes and visit the whole week. They don’t

have a problem. Even that one gives me time to relax because | will

be alone and then no TV, no noise, he likes the noise, no noise, | just

relax.
9. Who is the primary Me, he does not want to go to boarding school. He said | want to
caregiver? bottle him (laughter) when | talk about him staying at school.
10. How do you rebuild mmmm.... what do | do? | just talk to people. | just talk to the church.
strength? Then not to leave me if | am down | have a sister, | talk to her on a

daily basis. She likes Buti too. The father is not there. Music therapy

and exercising, | walk, | just go.

11. What fulfils you as a (Laughter) Huweeee! Maybe being able to help someone. At work

person(s)? this month we are collecting things for the children and | am helping.

12. How do you deal with | Now that he is understanding | try to talk to him, but then | was just

difficult episodes tired. | was helpless with his tantrums. But now if he is doing
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(tantrums, insomnia,

repetitive behaviour)?

something | talk to him. You see if you do 1..2..3, 1..2...3 is gona
happen. Like if you don’t want to clean your room you not gona sleep
in your room and then | am not gona buy you anything for you and
you not gona get anything because you don’t want to prepare
yourself, all those things. | guess, sometimes he listens and sometime
he does not listen, | like my moment. Now | talk to him even in the

mall, “do you see what you are doing and why are you doing it?”

13. Which values do you

emphasise in your family?

Mmmm | think honesty. Honestly | don’t know these kids when they
grow up, yoh, they are lying too much yoh. | try by all means to make
him sweetheart. You cannot lie and just get away with it. You must
take responsibility. If you messed up, you must come and tell me.
Even if you messed up | will find out anyway and | will get mad. We

are Christians. (interruption by Buti)

14. How does your other
children feel about
disability and how do you

facilitate their feelings?

No they don’t have a problem. They understand him. Maybe their
mothers explained to them, but they do understand that Buti likes to

stay alone there and it is fine.

15. How do you divide
your attention between

all your children?

In most cases like we don’t stay like together. If | am staying with my

sister they will be there in the bedroom watching laptop...

16. How do you share
responsibilities in order

to avoid daily difficulties?

It’s only me and my sister. Buti is not close to the rest of the family,

its only me and my sister.
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17. Which kind of
difficulties do you expect

daily?

Yoh, | think mostly in the morning just to wake up, yoh! It’s a struggle
for Buti to wake up. And | force him to sleep early but even if | can
wake him up at 04:00AM he like TV a lot. He will wake up and watch
TV and | will be busy doing my things and then 06:00AM he will still
be busy he is still watching TV. Did you do lunch box? Did you bath?
All those things, it’s a struggle every morning. If | don’t follow him do

this, do this, is a struggle every day.

18. What are your fears
and worries for the future
of your child with his/her

limitations?

That one yoh now that he is growing up | don’t know what is gona
happen. Now he is starting to be a teenager and he then he does not
have a father figure and | don’t know what to do. If he can come now
and say this and this is happening to me. How will | respond? | don’t
know. | think it’s that time he needs a father figure in his life. And he
does not like talking to me about those things because sometimes |
do ask, do you have a girlfriend? This and this, and then he just looks
at me “and then this woman is crazy”. The academics he is doing
well; | don’t think anything will change. He is doing great. Top

student. He gets level 6 and 7 only.

19. What are your worries

for your family’s future?

Yes, | am not sure how is he going to behave or to react if | can say |

am having a boyfriend to him now, something like that.

20. How do you address

it?

| am not sure because | did ask him, would he mind if | have a
boyfriend and he said no, would you be sad or something? and he

said no.
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21. What type of support | | think mmm my friend, naturally and physically there. Finance

do you receive and from whenever | have problems he is even concerned when | am not well. |
where or whom? don’t want to talk, so she is always there for me. She is the one
forcing me to talk because | don’t like talking, especially my
emotions, so she is forcing me. Even in church they do ask about him,
they are concerned and | say he is fine, if | have anything | will let you
guys know. They (family) do support even if they are far, they are
there in Qwagwa. Here it’s only me and my sister. Even her she is
supportive because whenever | need space she is always willing take

Buti and then | get my space there.

22. How does your child’s | Does not affect. (I do) anything | want to do, | can leave him alone
limitations influence your | and go to town. He does not have any problem, if he needs

lives (work abilities / something he will call. Sometimes | do forget him at school, yoh, | do.
social relationships)? Maybe they change times. | usually fetch him after work. That day
they will send a message that today there is no study come fetch
your child at 2:00PM then o forgets because | am used to after work.
When he called he is fine but if we did not call he gets angry. There
was time he was not able to call me he was so angry because | was
working late and then | asked my sister to go fetch him and then she
forgot, and then it was something past 6 to7 and he was all alone
there at school. He was so angry, | had to apologise, and apologise,

and apologise. Yah these things they do happen.

Please take a few minutes | Yoh (laughter). | think eh it’s a good thing, what you guys are doing is

to reflect on the a good thing. Don’t just end here in doing this research. And | think
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interview; and what your | most of the parents the thing they are struggling with is schools, even
experience was during here in Bloemfontein. | was one of the luckiest because got

the past hour. transferred from Polokwane to this side, so | was never on the
waiting list. They sent him to Martie. Even there | struggled even the
department said this one is not gone cope here without ....... they
were supposed to do the assessment but they just saw autism and
said no. | said no you guys don’t know what you are talking about did
you see Buti or you just assuming. | had to stand up for him, | just go
to the MEC, because | did not refer myself there, the department
referred me there. Then they got him a probation for one month,
then that is when we had a meeting and they said we are eating our
pie it is not what we think. Some of the parents they are really
struggling, | think they have been on the waiting list for more than10
years. | think what you are doing don’t just do it for the sake of
research. What you are doing whatever the parents are complaining
about please help where you can, convince where you can. We need

schools this side!

Did any one of you No.
experience any distress,
embarrassment or
discomfort during the
interview due to the

topics addressed?
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Do you have any No | do not have any question. (this was not recorded because there
guestions relating to the were many children coming out of the cinema).

interview or the research
study? You are welcome
to contact me should you
reflect further about
today’s discussion and
want to add anything

else.
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