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ABSTRACT

Disability affects many worldwide. While the person with a disability is known to
face many challenges, disability also affects the family, friends, and by extension
the greater community. Persons with disabilities are known to face marginalisation,
and those living in rural areas, where resources are fewer and support is further, are
significantly less supported than those living in urban areas. This indicates that
children with disabilities, and by extension their caregivers, may not receive the
support that they need to allow for full participation in communities. This study was
guided by critical social theory and aimed to explore the support needs of
mothers/caregivers of children with disabilities in the rural setting of Middledrift in
the Raymond Mhlaba Municipality, Eastern Cape. The objectives of the study were
to explore how mothers of children with disabilities in a rural community are
supported in their parenting role; to critically analyse the factors that shape the
support needs of mothers of children with disabilities in a rural community in South
Africa and to develop an action plan with mothers and caregivers of children with
disabilities that will aim to promote support and disability inclusion in the
community. The qualitative research study was conducted within the transformative
research paradigm. The research design utilised was critical ethnography. Four
themes emerged from the findings depicting the experiences and support needs of
caregivers. The findings highlighted the need for support from various sectors,
including health care, education and from the broader community. Caregivers
reported many challenges to caregiving; however, some positive aspects were also

discovered, such as the close bond that exists between caregiver and child.
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Caregivers suggested self-help groups among themselves to share existing
knowledge and support each other in their journeys. Lastly, recommendations were
made with regards to policy implementation and the use of CBR in rural

communities.
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ABBREVIATIONS AND ACRONYMS

ADL.: Activities of Daily Living

CBR: Community Based Rehabilitation

CHW: Community Health Worker

PWDs: Persons with disabilities

SDG@G’s: Sustainable Developmental Goals

UNCRPD: United Nations Convention on the Rights of People with Disabilities
WHO: World Health Organisation

WPRPD: White Paper on the Rights of People with Disabilities
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LIST OF DEFINITIONS

Caregiver: The definition of caregiving as proposed by Hermanns and Mastel-
Smith (2012), refers to the following primary aspects — caregiving entails offering
assistance to another person who is not able to care for themselves, in a holistic
manner entailing care for their physical, mental, emotional, and social well-being.
Persons who give care can be characterised by certain traits, such as their emotional

connection with the person receiving their care, and the time spent giving care.

Child/Children with disabilities: A child in South Africa is a person under the age
of 18 years according to the Constitution of South Africa (South African Human
Rights Commission, 2016). For the purpose of this study, infants are excluded, and
mothers and caregivers of children who are in the stages of early and middle
childhood, and adolescence considered, i.e. children aged two to 18 years (Louw &

Louw, 2014) with a disability.

Critical Ethnography: Critical ethnography is defined by Thomas (1993) as
conventional ethnography with a political purpose. It is a type of reflection that
examines culture, knowledge, and action and does not merely describe ‘what is’,
but ‘what could be’. This theory entails using knowledge to bring about change at

a societal and political level (Madison, 2005).

Persons with disabilities (PWDs): The World Health Organisation (WHO)
describes disability as the result of difficulties in any or all of the following areas
of functioning: impairments, activity limitation, and participation restrictions.
According to the International Classification of Functioning, Disability and Health

(ICF), disability is the result of interaction between one’s health conditions and the

viii
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contextual (environmental and personal) factors. Disability is an evolving concept
and entails the presence of impairments along with environmental and attitudinal

barriers that hinder PWD full participation in the society (WHO, 2011).

Photovoice: Photovoice was developed by Wang and Burris (1994) in China,
during their work with women living in rural farming communities, with the
purpose of assessing their health and economic needs and ultimately contributing
to the improvement of reproductive health outcomes (Liebenberg, 2018).
Photovoice methodology entails a combination of photography and critical
discussion. It involves reflecting on visual images, taken by participants, to discuss
culture and bring social problems to light, which leads to the development of social

change (Sutton-Brown, 2014).

Rural setting: Rural settings are mostly identified by three common dimensions,
namely sparse settlement, land cover and use, and remoteness from urban areas.
Size and density of population is also considered in differentiating between urban
and rural settlements (Food and Agricultural Organisation of the United Nations,

2018).

Support needs: Support needs is a psychological construct that entails the intensity
and patterns of support that is needed for people to engage in activities that are

linked to normative human functioning (Thompson et al., 2009).

UWC https://uwcscholar.uwc.ac.za/



Contents

ABSTRACT ettt et bbb nnee s i
DECLARATION ...ttt ettt ettt e e enne e v
ABBREVIATIONS AND ACRONYMS ...t vi
ACKNOWLEDGEMENTS ...t vii
LIST OF DEFINITIONS ..o viii
LIST OF TABLES ... Xiii
LIST OF FIGURES ... s Xiii
CHAPTER ONE ...ttt 1
LLINTRODUCTION....coitiiiiiiie ettt 1
1.2 PROBLEM STATEMENT ..o 4
1.3 RESEARCH QUESTION .....ciiiiiiiieieteeeee e 5
14 AIMS AND OBJECTIVES ..o 5)
0 5 Y [ o OSSPSR 5
1.4.2  ODJECHIVES....cveeiiciiccie ettt 5

1.5 STUDY PURPOSE AND SIGNIFICANCE ........ccoooiiiiieieiieee 6
1.6 OUTLINE OF THE THESIS ... 7
CHAPTER TWO ..ottt 8
LITERATURE REVIEW ... 8
2.1 INTRODUCTION .. ..ottt sttt 8
2.2 RURALITY, POVERTY, AND DISABILITY ..cooiiiiiiiieieeeeeeeie, 9

2.3 CHALLENGES OF RAISING A CHILD WITH A DISABILITY ......... 16

2.4 REWARDS OF RAISING A CHILD WITH A DISABILITY ................ 21

2.5 SUPPORT SERVICES AND NETWORKS .......ccocooiiiiiieeieeee e 23

2.6 DISABILITY POLICIES ..o s 23

2.7 THEORETICAL FRAMEWORK ......ooiiiiiiieiie e 26
2.7.1 Social model of disability ..........cccoovriiiiiiiii 26
2.7.2 Community Based Rehabilitation............ccocvviiiiiniienccccee 26
2.7.3 Critical SOCIAl tNEOMY ........oiviiiiiiicee e 27

2.8 SUMMARY .ottt ettt 29
CHAPTER THREE.........ooiii e 30
X

UWC https://uwcscholar.uwc.ac.za/



METHODOLOGY ..ot 30

3.1 INTRODUCTION ...ttt 30
3.2 RESEARCH SETTING ....ooiiiiiieie e 30
3.3 RESEARCH PARADIGM ......ooiiiiiiiii e 33
3.4 RESEARCH APPROACH... ..ot 33
3.5 RESEARCH DESIGN ....ooiiiiiiieeeeee e 34
3.6 PARTICIPANT RECRUITMENT AND SELECTION ....c.cccoviiiiiiii 35
3.7 DATA COLLECTION METHODS .......coooiiiiieeeeee e 38
3.7.1 Participant 0bSErvation .............ccccoieiieiieii e 38
3.7.2 Semi-Structured INTEIVIEWS .........ccciviiieiieieniesies e 40
373 PROLOVOICE ...t 41
3. 7.4 FOCUS GIOUPS ..ttt ettt ettt n et n e nne s 43
3.8 DATA ANALYSIS ..o 44
3.9 TRUSTWORTHINESS. ... 45
SO ETHICS .. 46
311 SUMMARY ot 48
FINDINGS ...ttt re e e 49
4.1 INTRODUCTION ..ottt 49
4.2 DESCRIPTION OF PARTICIPANTS ...t 49
4.3 THEMES AND SUB-THEMES .......ccooiii e 54
4.3.1 Theme 1: The beginning of the JoUrney..........cccovriiineiiiiicce 55
4.3.2 Theme 2: | am his feet, | walk for Nim ........cccccovvvniiiice e, 63
4.3.3 Theme 3: Ndidiniwe (I’m tired): Major challenges caregivers face......73
4.3.3 Theme 4: Like, a mother don’t Ve Up......ccccevvirviiiieiiniiicie 89
CHAPTER S ettt 104
DISCUSSION ..ot 104
5.1 INTRODUCTION ..ottt sttt 104
5.2 THE SUPPORT CAREGIVERS RECEIVE IN PARENTING A CHILD
WITH A DISABILITY oottt 104
5.3 FACTORS THAT INFLUENCE THE SUPPORT NEEDS OF
CAREGIVERS OF CHILDREN WITH DISABILITIES.........cccooieiieee 110
Xi

UWC https://uwcscholar.uwc.ac.za/



54 STRATEGIES TO PROMOTE CAREGIVER SUPPORT AND

DISABILITY INCLUSION ..ottt 129

S5 SUMMARY ...ttt 131
CHAPTER 6 ..ottt ettt 132
CONCLUSIONS AND RECOMMENDATIONS ..o 132
6.1 CONCLUSION.... ..ot 132

6.2 RECOMMENDATIONS. ...t 135
6.2.1 Providing SUPPOrt 10 CAreQIVErS .....ceevueeeerieerie e steesie e see e 135
6.2.3 Department of EQUCALION ...........ccooveiiiieiecce e 138
6.2.4 Department of Health............coooiiiiiii e, 139

6.3 LIMITATIONS OF THE STUDY ..ottt 142
REFERENGCE LIST .ottt 144
APPENDIX 1: PARTICIPANT OBSERVATION CHECKLIST........cccccveunenn 159
APPENDIX 2: SEMI-STRUCTURED INTERVIEW GUIDE..................... 161
APPENDIX 3: FOCUS GROUP GUIDE.......c.ccoiiiiiiiiiiiic e 162
APPENDIX 4: PERMISSION LETTER......ccoiiiiiii e, 163
APPENDIX 5: INFORMATION LETTER.......cccoiiiiiiiiie 164
APPENDIX 6: CONSENT FORM. ... ..ottt 170
APPENDIX 7: FOCUS GROUP CONFIDENTIALITY BINDING FORM.....172
APPENDIX 8: ACKNOWLEDGEMENT AND RELEASE FORM.............. 174
APPENDIX 9: PERMISSION FOR PUBLICATION FORM...................... 178
APPENDIX 10: ETHICS LETTER. ..., 180
Xii

UWC https://uwcscholar.uwc.ac.za/



LIST OF TABLES

Table 4.1: Demographic table ... 50
Table 4.2: Themes and SUDTNEMIES .......ooeeeeeeeeee e 55
Table 4.3: ADL ODSEIVALIONS .. ..o 65

LIST OF FIGURES

Figure 1: Photovoice evidence, PartiCipant 4...........cccccevvivieieene e v seeiens 60
Figure 2: Photovoice evidence, partiCipant 2...........ccccceevveveieenesiie s see e 72
Figure 3: Photovoice evidence, participant 2...........ccccceevvevieieeie e s 82
Figure 4: Photovoice evidence, partiCipant 2...........ccccceevveiieieenesiie s see e 89
Figure 5: Photovoice evidence, participant 2...........cccccevvivieieenesvie s 94
Figure 6: Photovoice evidence, participant 4...........cccccevvevieieeie s 94

Xiii

UWC https://uwcscholar.uwc.ac.za/



CHAPTER ONE

1.1 INTRODUCTION

The World Health Organisation (WHO, 2022) states that as at 2021, an estimated
1.3 billion people (16%) worldwide experience disability, an increase from
previous statistics (WHO, 2015) indicating a disability prevalence of 15%
worldwide. The majority of persons with disabilities (PWD) i.e. 80%, living in
developing and low-income countries. Disability disproportionately affects women,
the elderly, and poor people, where women and girls with disabilities are more
likely to experience marginalisation and social exclusion (WHO, 2015). In South
Africa, there is an estimated disability prevalence rate of 7.5% (Statistics South
Africa, 2014), with disability prevalence being the highest in the Free state,
Northern Cape, North West and Eastern Cape Provinces. Additionally, 10.8% of
children aged 4-9 have a disability, 4.1% of children aged 10-14, and 2.6% of
adolescents aged 15-19 (WHO, 2014). These figures are indicative of the
percentage of caregivers who care for a child or children with disabilities, and who
are known to face many challenges when it comes to raising children with
disabilities. Van der Mark et al. (2019) report that multiple challenges are faced by
mothers who parent children with disabilities, who are often vulnerable when
parenting a child with a disability, indicating a great need for support from health

care workers.

One of the more significant challenges mothers of children with disabilities
experience is that they are often the sole caregiver and, in most cases, lead isolated

lives, facing many challenges to accessing health care and other services (Van der
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Mark et al., 2019; Van der Mark & Verrest, 2014). Being the sole caregiver of a
child with a disability further affects caregivers psychological and physical well-
being leading to their isolation (Dambi et al. 2015). The isolation that they
experience depicts a much bigger problem at hand — that children with disabilities,
and by extension their mothers or caregivers, are socially excluded from society,
whether due to negative attitudes or societal barriers, and in turn caregivers and
their children experience marginalisation from society (Van der Mark et al., 2019;
Kyeremateng et al., 2019). Mothers and caregivers of children with disabilities are
historically less supported in rural areas, thus Van der Mark et al. (2019) argue that
there is a need to systematically support caregivers of children with disabilities in
this context and to share the responsibility of care to improve the health and well-
being of children with disabilities and their caregivers, and to improve the

conditions in which they live.

The WHO’s Global Disability Action Plan outlines the organisation's plan for better
health for all people with disabilities (WHO, 2015). The second objective outlined
in this plan is to strengthen assistance and support services (WHO, 2015). The
reasons for this objective are many. First, there are significant barriers that exist in
the provision of rehabilitation and support services, which include inadequate
funding and a lack of plans and policies, amongst others. Further, major habilitation
and rehabilitation centres are, more often than not, located in urban areas, whereas
rural areas may not have access to even basic therapeutic services (WHO, 2015).
Research has furthermore shown that rural areas often do not have access to
assistance and support services, and that PWD are not able to live independently or

fully included in community life (Kyeremateng et al., 2019; Zuurmond et al., 2016;
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Thwala et al., 2015; Dambi et al., 2015). Moreover, there are many limitations to
accessing these services, such as time-consuming travel or inaccessible public
transport. Additional challenges experienced by caregivers of children with
disabilities include an increased burden of care (Seroke & Mkhize, 2023),
neglecting one’s own health and wellbeing, and self-care tasks (Cantero-Garlito et
al., 2020), stigma attached to the caregivers, a lack of social support (Sandhleni &
Singwane, 2023) and financial difficulties as a result of caring for a child with a
disability (Manyma et al., 2023). Along with the physical and attitudinal barriers to
accessing therapeutic services, PWD are seldom consulted with regards to the
provision of rehabilitation services, contributing to lack of data on the needs of
PWD and subsequently, unmet needs, which are further experienced by children

with disabilities by extension.
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1.2 PROBLEM STATEMENT

Support services and assistance for PWD enable them to participate in activities of
daily living (ADL) and within the community. The lack of support systems, or
inadequate support as indicated above, is of great concern given the extensive
challenges that mothers and caregivers of children with disabilities face. This, along
with limited research on raising a child with a disability in a rural or low-income
context (Van der Mark et al.,, 2019), motivates for an in-depth, critical
understanding of the realities that mothers and caregivers of children with
disabilities face, and the need for the development and enhancement of support
networks. While research is available on the support needs of children with
disabilities in urban contexts and more so in developed countries, there is a dearth
of research that addresses the support needs of mothers and caregivers of children
with disabilities in a rural, South African context. Research that focused on the
experiences of caregivers caring for children with disabilities in rural or poor-urban
settings presented demographic information that depicted mostly or all female
participants, such as research by Moosa-Tayob and Risenge (2022), Manyuma et
al. (2023) and Sandhleni and Singwane (2023), which is further evident of the need

to understand female caregivers experiences in caring for a child with a disability.

Adugna et al. (2020) suggest including caregivers and children with disabilities as
active participants in the process as one way in which access to health care could
be addressed. Qualitative, critical research could thus contribute towards
developing health access for caregivers, as it provides a platform for caregivers to
share their own experiences and support needs, which in turn, could inform

recommendations to improve access to health care and support for caregivers. The
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purpose of this study was thus to explore the experiences of mothers and caregivers
of children with disabilities and to develop an action plan to address the support

needs of mothers and caregivers of children with disabilities in rural areas.

1.3 RESEARCH QUESTION

The research question posed in this study was: What are the experiences of mothers
and caregivers in caring for their children with disabilities in a rural community,
and what support is needed by mothers and caregivers of children with disabilities

to promote disability inclusion in a rural context?

1.4 AIMS AND OBJECTIVES

1.4.1 Aim

This work aims to explore the support needs of mothers and caregivers of children

with disabilities in a rural context to promote disability inclusion.

1.4.2 Objectives

1.4.2.1 To explore how mothers of children with disabilities in a rural community
are supported in their parenting role.

1.4.2.2 To critically analyse the factors that shape the support needs of mothers of
children with disabilities in a rural community in South Africa.

1.4.2.3 To develop an action plan with mothers and caregivers of children with
disabilities that will aim to promote support and disability inclusion in the

community.
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1.5 STUDY PURPOSE AND SIGNIFICANCE

My approach to this study has been informed by my role as an occupational
therapist working in a community. Following graduation, | was placed in Fort
Beaufort in the Eastern Cape for community service. During my time in the Eastern
Cape, | observed the many health inequities and challenges that people living in
rural environments faced, particularly mothers of children with disabilities, who
were often alone in attending rehabilitation and the only parent with whom |
interacted regarding their children’s rehabilitation. | chose to do this research as |
believe that there is much work to be done in improving access to health and
rehabilitation services, and that this starts with understanding the experiences of
primary caregivers, who are most often female, and determining their support

needs.

The purpose of this study was thus to explore the experiences of mothers and
caregivers of children with disabilities to inform the development of actions to
address their support needs. Thus, the study particularly focussed on factors that
influenced and shaped the needs of the caregivers and their children. The findings
of this study generated an understanding of the support needs of caregivers through
understanding the challenges they face in caring for a child with a disability. The
significance of this study lies in its ability to offer a conceptual understanding of
the participants’ experiences and how it informs support strategies necessary to
promote disability inclusion not only for the children, but their caregivers, in a rural

setting in South Africa.
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1.6 OUTLINE OF THE THESIS

Chapter one provides a background and overview to the study. It contextualises
the study and outlines the research problem, research question, aims and objectives

as well as an outline of the thesis structure.

Chapter two provides a review of the literature pertaining to the research focus
areas. It synthesises literature that explores available literature on the experiences
of raising a child with a disability, current policy pertaining to the rights of persons
with disabilities, rewards of caregiving and challenges faced by caregivers of

children with disabilities, particularly in rural settings.

Chapter three discusses the methodology used in the study and provides a detailed
overview of the research setting, research approach, research design and data

collection methods.

Chapter four reports on the findings of the study. It commences with a description
of the participants in the study, followed by the four key themes and related

categories that emerged through data analysis.

Chapter five presents a discussion of the findings. During this chapter the research

aim, and objectives are discussed in relation to relevant literature.

Chapter six offers the main conclusions derived from the study, the

recommendations that emerged and finally addresses the limitations of the study.
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CHAPTER TWO

LITERATURE REVIEW

2.1 INTRODUCTION

This chapter presents a review of literature pertaining to the research issues
addressed in this study and was compiled through an extensive search of terms
including ‘caregiving’, ‘caring for a child with a disability’ ‘rural caregiving / rural’,
‘child with disabilities’ and ‘support needs’. Search engines such as EBSCO-Host,
PubMED and Sabinet were searched, along with contextually relevant journals such
as the South African Journal of Occupational Therapy (SAJOT) and the African
Journal of Disability (AJOD). Google Scholar was additionally utilised to search
for articles relevant to this research study. Lastly, references from relevant research

were referred to for additional reading.

The literature review entails discussions about rurality, poverty and disability, the
challenges that are faced by mothers and caregivers raising children with
disabilities, the challenges and rewards of raising a child with a disability, and
disability policies. The experiences, thoughts, and feelings towards raising a child
with a disability are discussed. The majority of research on the experiences of
raising a child with a disability in a rural African/South African setting depicts
mostly negative experiences, such as research by Kyeremateng et al. (2019),
Zuurmond et al. (2016), Tigere and Makhubele (2019), Dambi et al. (2015),
Singogo et al. (2015) and Van der Mark et al. (2019) whilst very few focus any

positive experiences such as research by Barlindhaug et al. (2016).
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2.2 RURALITY, POVERTY, AND DISABILITY

This section discusses the ‘triple vulnerability’ that PWD living in rural and
impoverished areas live — poverty, disability, and rurality. There is a dearth of
research that exists describing the interrelatedness between poverty, disability and
rurality that is referred to as a ‘triple vulnerability’ (Vergunst et al., 2017). These
factors are closely linked to barriers that PWD and caregivers of children with
disabilities face, such as transport barriers and barriers to accessing health care.
Before understanding the multitude of factors that shape the support needs of
caregivers, it is important to first understand the broader context in which the

participants live.

Poverty is defined in different ways and is multidimensional. Measuring poverty is
a complex issue, and it can be argued that there is no one universally appropriate
measure for poverty. Instead, a variety of factors need to be considered, from the
effect of gender and age on food spending, to communities’ unique contextual
factors. One of the most conventional methods used to define poverty is the
economic resources approach (Palmer, 2011). This method focuses on a lack of
financial resources, such as income, savings, and financial assets required to meet
one’s needs, as a measure of poverty. Poverty can further be defined according to
the basic needs approach or the capability approach (Palmer, 2011). The basic needs
approach characterises poverty according to a deprivation of basic needs —
including food, water, sanitation, health, education, shelter, information and safe
drinking water. People living in rural, and impoverished areas, often face challenges
in meeting these basic needs. This approach is based on the notion that if anyone’s

minimum basic needs are not met, they are considered to be poor (Streeten, 1984,
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as cited in Palmer, 2011). The capability approach (Sen, 1993, as cited in Palmer,
2011) in contrast to the basic needs approach, argues that poverty is determined not
by an individuals’ needs, but rather by the capability of individuals to convert their
needs into wellbeing, for example, acquiring food and preparing it adequately is a
means to ensuring one is getting proper nutrition. According to Sen (1992, as cited
in Palmer, 2011), capability entails personal characteristics, resources, and the
environment surrounding the individual, hereby focusing on the real issues that
underlie the concern for basic needs of individuals. This approach has been very
influential in conceptualising poverty. Monetary and non-monetary characteristics
of poverty and one’s living standard, at a household and individual level, could be
considered to assess the poverty level, as is done by Mitra et al. (2011) in their

multidimensional study reviewing disability and poverty in developing countries.

According to Banks et al. (2017) there is a dearth of ‘robust, empirical evidence’
regarding the interrelatedness between poverty and disability. There is existing
evidence that supports an increase in the relationship between poverty and disability
from the past few years, however existing research does not accurately describe
how poverty affects disability and vice versa; or the factors that shape the
bidirectional relationship between poverty and disability (Pinilla-Roncancio, 2015).
From Banks et al.’s (2017) systematic review of 150 research studies describing the
association between poverty and disability, there is clear evidence supporting the
existence of a positive relationship between disability and poverty, with significant
findings indicating the positive association between poverty and physical
impairments, and intellectual/cognitive impairments. Empirical studies that have

been conducted in developing countries continue to be scarce (Pinilla-Roncancio,

10
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2015), even though it is well known that rural communities face many challenges
in comparison to urban communities and are often associated with increased

poverty.

The World Disability Report (WHO, 2011) further supports the interrelatedness
between poverty and disability, arguing that the presence of poverty could increase
the risk of disabilities through health conditions associated with poverty, such as
unsafe working conditions, malnutrition and so forth. In impoverished areas, there
are furthermore major access constraints, which is attributed to lack of financial
resources, lack of access to health services, as well as limited knowledge regarding
available services and transportation difficulties (WHO, 2011). This all contributes
to what Van der Mark et al. (2017) describes as the Triple A problem, referring to
affordability, availability and accessibility of services of services, all which depict
challenges encountered by people in resource-poor settings. The Triple A
conundrum is found to greatly influence the abilities of caregivers to care for

children with disabilities.

Vergunst et al. (2017) conducted a quantitative survey with over 700 participants
in rural Madwaleni in the Eastern Cape, South Africa. They explored how
experiences of access to health care differ between PWD and persons without
disabilities, where PWD, and by extension children with disabilities, are more likely
to not have their health needs met in comparison to non-disabled persons.
Additionally, there is a lack of social services experienced by caregivers of children
with disabilities — services such as social welfare programmes, lack of counselling
services, and rehabilitation teams not always being available in primary care clinics

(Seroke & Mkhize, 2023).

11
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With respect to the relationship between poverty and disability, the WHO (2011)
argues that disability may increase the risk of poverty and vice versa; and that
poorer people are more likely to become disabled. This is evidence of a
bidirectional relationship between disability and poverty. PWD are less likely to
have the means required to meet their basic needs, which are higher than those of
their non-disabled counterparts (Palmer, 2011). In addition, poverty and the factors
associated with it — whether access to health care, poor nutrition, decreased income
or standards for living and working, may cause disability. High rates of disability
are further associated with a multitude of factors, such as low birth weight,
illiteracy, and unemployment, to name a few. Multiple studies have found that
people living in rural settings have significantly more challenges to accessing health
care in comparison to people without disabilities (Vergunst et al. 2017; Mitra et al.,
2011; van der Mark et al. 2017; Grut et al., 2012), which is further evidence of the

bi-directional relationship existing between poverty and disability.

In rural settings, accessibility to hospital and rehabilitation services is a major
challenge, and families must travel long distances to access the appropriate services
(Kyeremateng, et al., 2019; Zuurmond et al., 2016). Van der Mark et al. (2017)
discuss, through a narrative literature review, the knowledge gap that is present on
the impact of poverty on caring for a child with a disability and the psychological,
physical and socio-structural impact of parenting a child with a disability in a
poverty-stricken setting. According to Van der Mark and Verrest (2014) in
resource-poor settings such as Zimbabwe, stigma and subsequent isolation is more
common, thus contributing to the negative emotions that are experienced by parents

and caregivers of children with disabilities. In impoverished areas, there are

12
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furthermore major access constraints, which is attributed to lack of financial
resources, lack of access to health services, as well as limited knowledge regarding
available services and transportation difficulties (Van der Mark & Verrest, 2014;
Van der Mark et al., 2017). There are significant economic challenges experienced
by caregivers which are related to the reality of living in a rural setting and the
additional costs incurred when caring for a child with a disability. The challenges
include the cost of travel to access health care, the particular needs related to the
type of disability, reliance on government grants and not being able to access
employment as a result of needing to care for the child (Manyuma et al., 2023).
These factors all contribute to the Triple A of vulnerability i.e. affordability,
availability, and accessibility of services, all which depict challenges encountered
by people in resource-poor settings (Van der Mark et al., 2017). Poverty is thus seen
as a recurring barrier for caregivers and children with disabilities (Adugna et al.,

2020).
2.2.1 Affordability

Challenges related to affordability include the costs of caring for a child with a
disability through providing assistive devices such as wheelchairs, buggies and
hearing aids among others; extended care beyond the typical responsibilities in
caring for a child such as extended use of nappies due to incontinence; and
responsibility of caring for a child with a disability resulting in caregivers not being
able to secure employment (Antwi, 2023). From a review of literature regarding
caregiving in rural environments, financial difficulties were a common finding,
where caregivers referred to the needs of their children and the cost of meeting these

needs, thus emphasising the financial burden of caring for a child with a disability
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(Seroke & Mkhize, 2023). Examples of additional specific needs of children with
disabilities include special dietary supplements and paying for private transport to
access services, all which are exacerbated when caregivers are solely responsible

for their child (Seroke & Mkhize, 2023).
2.2.2 Availability

Seroke and Mkhize (2023) extensively discuss the lack of social services that
caregivers of children with cerebral palsy have access to including a lack of access
to counselling services, social workers and allied health professionals in community
clinics and a lack of knowledge and skills related to the diagnosis. In an urban
township setting in the Western Cape, caregivers reported limited services within
the area and thought this to be as a result of a lack of interest from the government
outside of voting time (van der Mark et al., 2018). Absence of nearby respite
services and care services particularly for children with disabilities was also found
to be common in rural areas, and caregivers reported that these services would go a
long way in supporting caregivers in their roles and responsibilities towards their

children (Seroke & Mkhize, 2023; Muller-Kluits & Slabbert, 2018).
2.2.3 Accessibility

A mixed-methods study conducted by Magaga et al. (2021) that examined the
accessibility and availability of rehabilitation services in a rural setting in South-
Africa, discovered multiple barriers to accessing rehabilitation services that were
further associated with accessibility barriers to transport and financial challenges.
Participants from the study reported additional barriers to accessing rehabilitation

services such as not being referred or being referred to hospitals that have limited
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capacity. In another study access to public transport was also reported as a
challenge, along with access to schools that have the capacity to provide education
for and accommodate children with disabilities (van der Mark et al., 2018). Within
the South-African context, there is limited capacity regarding rehabilitation service
thus not meeting the need, particularly for vulnerable persons and in primary care
settings (Louw et al., 2023). In a scoping review conducted by Adugna et al. (2020)
which examined 15 peer reviewed articles, accessibility of services and physical
inaccessibility was identified as a major barrier to healthcare access in both low and

middle-income Sub-Saharan African countries.
2.2.4 Feminisation of poverty

According to Statistics South Africa (2018), females accounted for the majority
(52%) of adults experiencing poverty, and female-headed households were most
likely to experience poverty, more so than male-headed households by a difference
of almost 17%. Through a review of existing literature, it was also discovered that
majority of research regarding caregiving explored the daily realities of female
caregivers, female-headed households, and sole-caregivers who were more often
than not female, such as research by van der Mark (2019), van der Mark et al. (2019)
and Dambi et al. (2015). Pearce (1978, as cited in Christensen, 2019) first coined
the term ‘feminisation of poverty” when discovering that females disproportionally
represent those experiencing poverty both in the United States and globally. It can
be argued that poverty remains dominated by females given the current statistics
depicting that females and female-headed households experience more poverty

(Statistics South Africa, 2018).
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Research by Sandhleni & Singwane (2023), which was conducted in a rural setting
in South-Africa, further found that fathers of children with disabilities are generally
absent and that fathers choose to leave the family for various reasons, including
negative beliefs about the child’s disability or not believing that they are the
biological parents. This then leaves the mothers caring for their children in a solitary

nature, which places financial strain on the mother.

2.3 CHALLENGES OF RAISING A CHILD WITH A DISABILITY

The majority of research about the challenges of raising a child with a disability in
a rural setting is done in African countries and other rural international settings,
with only a few studies being conducted in South-Africa, such as research by
Muller-Kluits and Slabbert (2018), van der Mark (2019), van der Mark et al. (2019)
and Grut et al. (2012). This section explores the reported challenges that caregivers
and mothers face when raising a child with a disability, both in South-African and

similar settings that are comparable to the South-African context.

The experiences of parenting a child with a disability in a rural context depicts
challenges that are faced by parents ranging in complexity and identified across a
range of diagnoses, both affecting children with a disability’s physical and
cognitive functioning (Bannink et al. 2016; Zuurmond et al., 2016). Bannink et al.
(2016) conducted an explorative mixed method study with 134 parents of children
who had a diagnosis of spina bifida, a congenital abnormality resulting in a defect
of the neural tube whereby the neural tube develops abnormally. The study, which

focused on parental stress and support of children with spina bifida, highlighted a
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variety of factors that contribute to parental stress. These include, but are not limited
to, the child’s inability to walk or decreased mobility, incontinence or bowel and
bladder difficulties, and a lack of people who are equipped to support and care for
a child with a disability. While these stress-factors are identified in children with
spina bifida specifically, physical disabilities are often associated with varying
degrees of mobility, incontinence, and poorer support is often rife in rural settings
(Zuurmond et al., 2016). These challenges do not only affect mothers of children
with physical disabilities, but further affects mothers of children with learning
difficulties who have different needs (Tadera & Hall, 2017). Mothers of children
with learning disabilities are reported to have low levels of knowledge about the
diagnosis and are often relying on casual information as formal information is not
provided to them by professionals, exacerbated by limited access services provided
by health care professionals, and low levels of education amongst women in rural
settings (Tadera & Hall, 2017). Mothers further report that there are no programmes

in the communities from which they benefit (Tadera & Hall, 2017).

In addition to this, families are also faced with social isolation, depression and
emotional stress, financial difficulties and grief (Thwala et al. 2015). One of the
most significant contributors to the social isolation that parents of child with a
disability experience is the presence of stigma and discrimination that exists within
the community and against people with disabilities (Taderera & Hall, 2017).
Disability is often associated with sin, the presence of evil or as a result of poor
genetics or the effect of infidelity in marriage (Kyeremateng et al., 2019; Taderera
& Hall, 2017; Bunning et al., 2020). Persons with disabilities are in turn segregated

in their communities and are taken to traditional healers who suggest various
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‘treatments’ to remove the evil or bad spirits, such as the sacrificing of certain
animals, families in rural areas often seek assistance from traditional healers, with
some families expressing that they will see up to 20-30 traditional healers for their
child (Zuurmond et al., 2015). Visiting traditional healers is a common occurrence
in low-income communities, and forms part of cultural norms in which disability is
associated with curses passed down from ancestors or due to the presence of bad
spirits, which in turn need to be removed through sacrificial acts performed by
family members (Kyeremateng et al., 2019; Zuurmond, et al., 2015 & Zuurmond et

al., 2016).

Parental stress and difficulties with mothers/carer emotional well-being is a core
theme identified during the literature review. Thwala et al. (2015) state that when
children are first diagnosed, the parents experience bereavement-like grief when
discovering that their child has a disability, along with other emotions such as guilt,
anxiety, depression, and anger. Bannink et al. (2016) further discuss that in addition
to stress due to the impairment, a lack of access to rehabilitation services and lack
of income for the household contribute to parental stress. Mothers and caregivers
expressed increase stress and anxiety levels, which is often exacerbated by the
challenges of raising a child with minimal support, minimal resources, and little
knowledge about the diagnosis, according to Bannink et al. (2016). Caregivers
further expressed concern over the future of their children, and feared difficulties
with accessing educational services, mobility, and even marriage. Mothers are
additionally worried about who will care for their child, should they no longer be
able to due to illness or death. The lack of social support from the government,

community, and even family members, exacerbates those feelings of worry and
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anxiety as carers do not have the required emotional support (Zuurmond et al.,

2015).

Caregivers raising children with intellectual disabilities reported challenges with
regards to the behaviour of the child related to impaired social and emotional well-
being of the children which hinders their abilities to interact and integrate with
broader communities (Modula & Chipu, 2024). Information needs for caregivers
raising children with intellectual disabilities include information related to
challenging behaviours associated with intellectual disabilities, information from
various health care workers, and information regarding available support to deal
with challenges associated with an intellectual disability diagnosis, such as speech

impairments (Modula & Chipu, 2024).

Challenges experienced by caregivers can lead to social isolation due to the time-
consuming care that parents and caregivers provide, and some families report
feeling disconnected from the community, and that caregivers often received
limited information or no information at all from healthcare staff Gona et al. (2010).
Notably, Gona et al. (2010) report that caregivers dreams and expectations of and
for their children with disabilities are shattered by the disability. Additionally,
negative attitudes and stigma in the communities are discussed by Zuurmond et al.
(2016) who report that stigma is not only pervasive in communities but that it also
acts as a key barrier to accessing services, where families experience shame from
the presence of the disability and from a lack of support from the communities.
Stigmatization of families and children with disabilities is further attributed to a
lack of general knowledge about disabilities, which results in a lack of support from

the broader community and extended family members of children with disabilities
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(Sandhleni & Singwane, 2023). Families further report financial strain due to the
cost of raising a child with a disability (van der Mark et al., 2017), whether it be for
medical supplies and equipment, assistive devices or accessing services, and further
discussing that it is often difficult to make time for income-generating activities due
to the time-consuming act of caring for a child with a disability. Some mothers must
prioritise engaging in income-generating activities at the cost of neglecting their
child with a disability, which further contributes to high levels of stress and guilt.
In rural communities, where mothers or caregivers are often the sole-caregivers,
maintaining a full-time job is not possible due to the demands of caring for a child
with a disability (Kyeremateng et al. 2019), and the financial responsibility falls on
other family members, fathers or extended family. The financial burden of raising
a child with a disability is attributed to multiple factors, including the cost of
appropriate and extensive medical intervention, rehabilitation, far travel to access
health care services, cost of assistive devices, travel costs and specialised transport,
care-giving expenses, private education and payment for traditional healer, among
others (Zuurmond et al., 2016; Kyeremateng et al., 2019; van der Mark & Verrest,
2014; Thwala et al., 2015). These factors are exacerbated by the effects of poverty
that are typically associated with living in often resource-poor rural settings.
Travelling with a child with a disability is often more costly and difficult, as
mothers sometimes have to pay extra for wheelchair transport (Bannink et al.,
2016). Leaving the child at home is also not an option, whether with family
members or neighbours, as mothers do not often trust others to care for their child,
and fear neglect will occur in their absence, or that others will not be able to fulfil

the carer duties for their child (Bannink et al., 2016). Many of the challenges
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discussed here are supported by other researchers, such as Sandhleni & Singwane
(2023), Dambi et al. (2010); Kyeremateng et al. (2019) and VVan der Mark & Verrest

(2014),

2.4 REWARDS OF RAISING A CHILD WITH A DISABILITY

Despite the multiple challenges that are faced by mothers of children with
disabilities, some mothers also reported rewards of parenting their child.
Barlindhaug et al. (2016) discuss how coping with the challenges increased the
respect that community members had for the mothers, and that this was seen in
providing proper care for their children and families, despite the challenges. Thwala
et al. (2015) discuss how parents of children with disabilities develop resilience and
acceptance of their children. Although many reported challenges with regards to
raising a child with a disability, some researchers also discuss the rewards that
parents experienced. A grandmother from rural Malawi discussed how coping well
in caring for a child with a disability appeared to lessen the stigma according to
Barlindhaug et al., (2016). Respect in this context was of vital importance, and it
was gained by working hard for the family, keeping the home environment clean,
preparing enough food and ensuring that all family members were dressed in clean
clothes and bathed daily. This strategy of self-sacrifice was positively regarded by
the community, and resulted in less stigmatization being experienced, and in this
specific case, improved integration within the community. Mothers were drawing
on the cultural and structural strengths to maintain their hope, construct meaning in

their lives, and to master the everyday activities of caring for their family. The
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respect they gained from the community for their self-sacrifice of taking care of a
child with a disability created meaning and hope in their lives. Previously discussed
challenges were seen as rewards for others, such as financial responsibility, for
which overcoming it was in some instances viewed as fruitful for the mothers, as it
reflected an agency of high morality. Gona et al. (2010) further found that when
caregivers experience distress related to caring for a child with a disability, they

often turn to their spiritual beliefs as a means of coping with life challenges.

An initial review of the literature available on the positive aspects of parenting a
child with intellectual disabilities, conducted by Beighton and Wills (2019), discuss
many positive aspects that were identified by parents or carers. The positive aspects
identified in the review reflected themes including the following: personal strength,
personal development, a new outlook/perspective on life, the child being a source
of happiness and fulfilment, improved relationships, the positive effect of the child
on others, increased spirituality, and the caring role and outcome of the child. These
themes highlight many important benefits that parents and carers experienced, such
as the self-efficacy that arose through their parenting role, and the contribution of
this to a parent’s coping ability. Research about the rewards of parenting a child
with a disability is relatively new, following a shift away from institutionalisation
of children with disabilities and a rise in positive psychology in 1990’s (Beighton
& Wills, 2019). It is however important to note that this review by Beighton and
Wills (2019) included mostly experiences noted by Caucasian parents and does not
necessarily represent the experiences of parents from different cultural and ethnic

backgrounds.
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2.5 SUPPORT SERVICES AND NETWORKS

According to Van der Mark et al. (2019) many mothers hold the view that support
services are not accessible in the rural context. They stress that financial barriers
are prominent in accessing professional support from medical professionals and
rehabilitation services which are perceived to be limited in rural areas. In reporting
on an ethnographic study conducted with mothers in a resource poor setting of a
South African township, Van der Mark et al. (2019) highlight access to transport as
troublesome, and mothers experiencing long waiting lists and times in accessing
and receiving services. Several mothers hold the opinion that there is a lack of
government interest in the provision of services. Some mothers value the services
they have access to, whilst others report incidents of neglect and/or abuse at care
centres or special schools and ‘rude’ treatment at hospitals, which contribute to the
mothers experiencing a sense of stress and mistrust (Van der Mark et al., 2019). An
absence of adequate support, whether from families, the community or government,
is similarly supported by research from Zuurmond, et al. (2016), Thwala, et al.
(2015), and Kyeremateng (2019). In contrast, Sandhleni and Singwane, (2023)
reported on strong support systems from families and organisations and foundations
existing within the broader communities in local settings which are considered

crucial.

2.6 DISABILITY POLICIES

The World Health Organisation outlines within the WHO Global Disability Action

Plan 2014-2021, better health for all PWD (WHO, 2015), along with the recognition
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that disability is a global public health concern, a human rights issue, and a concern
in developing, low-income countries. The WHO action plan’s vision is a world in
which PWD, and their families are able to fully achieve their potential, and where
the rights and opportunities of PWD are equal to those of all other people, with one
of the main objectives being strengthening rehabilitation and support services

(WHO, 2015).

To create a disability inclusive society, the South African government ratified the
United Nations Convention on the Rights of Persons with Disabilities
(UNCRPWD). Based on Article 26 of the UNCRPWD, the importance of services
in promoting and facilitating the inclusion of persons with disabilities are
emphasised (UN, 2006). The convention is based on the social model of disability
as it addresses the full inclusion and participation of people with disabilities in

society.

Nationally, the White Paper on the Rights of Persons with Disabilities (WPRPD)
which is underpinned by the United Nations Convention on the rights of PWD
(UNCRPWD) outlines goals and protocols for improving the lives of PWD in South
Africa and working towards a society that is inclusive of PWD (UN, 2006;
Department of Social Development, 2016). The paper highlights the fact that all
governmental sectors need to consider the barriers that impact the lives of PWD
and put in place all the necessary procedures to ensure that PWD have the exact
same opportunities as people without disabilities. The WPRPD outlines nine
strategic pillars to achieving these goals, which range from issues of accessibility
and strengthening the voices of PWD, to supporting the integration of PWD in

community life and promoting the empowerment of PWD. Each pillar discusses
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strategic approaches to accomplishing the full inclusion of PWD, and realising and
addressing the multiple rights — political, human, social, economic and cultural of
persons with disabilities (DSD, 2016). The Framework and Strategy for Disability
and Rehabilitation Services in South Africa 2015-2020 has also outlined

comprehensive health services for people with disabilities (Gray & Vawda, 2020).

In the South African context, there are many reported barriers to implementation of
disability policies, particularly the UNCRPWD (Hussey et al., 2017). Even though
this convention is ratified in South Africa, it can be argued, given the multiple
challenges that PWD in South Africa still face, that there is a disconnect between
the policies and practice implementation. A study conducted by Hussey et al. (2017)
focused on three different settings in South Africa — urban, peri-urban and rural,
across two provinces, and formulated six categories depicting the various barriers
to implementation of policy. These barriers included attitudinal, political, financial,
health system, physical and communication barriers. Key findings related to policy
implementation include a lack of understanding about disability and lack of
interaction between government officials and the disability sector. Hussey et al.
(2017) support the notion that the needs of people with disabilities be considered in

policy documents.
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2.7 THEORETICAL FRAMEWORK

2.7.1 Social model of disability

Models of disability providing definitions of disability, aim to explain the
underlying and responsibility attributions, and guide policy development and the
implementation thereof (Retief & LetSosa, 2018). The social model of disability
depicts disability as a socially constructed phenomenon and was developed in
response to the limitations present in the medical model. The social model depicts
the belief that society disables people with impairments, for example it explains
how physical and social environments present as barriers in the case of certain
categories of people. Solutions thus need to be directed towards change at a societal
level, instead of through manners presented in other models such as biological
methods as proposed by the medical model. In comparison, the medical model is
concerned with curing illness through medications and therapies and does not make
recommendations for changing attitudes or making adaptations to environments of
persons with disability (Evans et al., 2017). Treatment of the illness or impairment

is instead prioritised according to the medical model.

2.7.2 Community Based Rehabilitation

Community Based Rehabilitation (CBR) (WHO, 2010) is aimed at maximising the
abilities of PWD, improving access and promoting the inclusion of PWD as
contributors of society, along with removing barriers to their participation in society
and promoting and protecting the rights of PWD. This is aimed to be achieved

through working with PWD, the communities in which they live, and society in
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general to remove barriers that PWD face (IDDC, 2012). CBR is an important part
in achieving community based inclusive development for PWD. Given that this
study focuses on identifying the needs of mothers of children with disabilities, CBR
was utilised to analyse how communities can be involved in addressing the barriers
that PWD face, while the CBR matrix guides recommendations for addressing the
needs of mothers of children with disabilities in relation to the challenges reported
by caregivers. The CBR matrix consists of five core components — namely health,
education, livelihood, social and empowerment. The first four components
represent the multisectoral focus of CBR and key areas of development pertaining
to persons with disabilities, while the last component regarding empowerment is
aimed at promoting access to the development sectors (WHO, 2010). Caregivers of
children with disabilities are in this case considered to be key stakeholders within
the community, and their involvement in facilitating inclusive community
development is supported by article 19 of the CRPWD, which states that persons
with disabilities be included in communities and have a right to full inclusion and
participation within communities, hereby preventing isolation and segregation from

their communities.

2.7.3 Critical social theory

Madison (2005), states that critical analysis or thinking is grounded in social theory.
Jim Thomas (1993, as cited in Madison, 2005) stated that critical thinking implies
freedom, and entails recognizing and transcending the existing forces that are

present within social existence, where critical social theory evolves from this
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intellectual rebellion. Theory in this sense is employed to guide and evaluate the
discontent that is present, to shift focus to the critical expressions that are found
within community systems, and to reveal forces of power that are present to closely
look at innate feelings, to provide insight into acts of injustice, and instead, to
inspire justice (Madison, 2005). Critical social theory as used in disability research
is one of the theoretical approaches under disability studies (Taylor, 2011). Critical
disability theory questions the traditional, binary concept of disability and is based
on criticism of traditional assumptions on disability, aimed to oppress and violate
the rights of people with disabilities (Taylor, 2011). Critical theory is described as
a theory of practice in that it is shaped through engagement with, in this case
caregivers of children with disabilities, regarding practice. Some assumptions about
critical social theory and critical evaluation include the need for diverse
perspectives and interests, and the belief that society can be improved through
education and intervention regardless of the stance (Freeman & Vasconcelos,
2010). Finally, critical theory allows the researcher to assess the relationships of
caregivers with social structures and institutional practices to better understand the
effect of social structures on their everyday lives, thinking and practices. Thus,
critical social theory was used in this study to guide the research process. This
theory further guided an exploration of the power dynamics that may have
influenced the everyday life of the participant mothers and caregivers of children

with disabilities.
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2.8 SUMMARY

The literature reviewed has shown that there are notable challenges that persist in
rural communities and that caregivers of children with disabilities experience many
challenges that negatively impact their health and well-being, that relate to
contextual factors such as poverty and rurality. Diagnoses of children with
disabilities are associated with additional challenges, and having a child with a
disability is associated with negative effects on the emotional well-being of
caregivers. Caregivers do however report positive experiences relating to caring for
a child with a disability, but this is not currently well researched. Lastly, key

policies regarding persons with disabilities were explored.
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CHAPTER THREE

METHODOLOGY

3.1 INTRODUCTION

Within this chapter the methodology utilised in this study is discussed, including
the research setting, paradigm, approach, design, sampling, and recruitment of
participants, as well as data collection and analysis. Lastly, the measures
implemented to ensure the trustworthiness and ethical standard of the study are

presented.

3.2 RESEARCH SETTING

The research setting for this study was the rural community of Middledrift within
the Eastern Cape, South Africa. The province, which is one of the poorest provinces
in South Africa, contains mostly rural areas. According to the 2016 Census Survey
(STATS SA, 2018) the Eastern Cape has a population of almost seven million
people, and only 28.8% of the Eastern Cape population over the age of 18 are
legally married. The disability prevalence in the Eastern Cape is 8.6% for persons
over the age of five years old (STATS SA, 2018). Middledrift is situated in the
Raymond Mhlaba, Nkonkobe Local Municipality in the Amathole District and has
a population of 2140 according to the 2011 Census (STATS SA, 2011) consisting
of mainly black African, isiXhosa-speaking individuals. 23% of the population

earns no income.

The Middledrift community is characterised by poverty, rurality and

unemployment. Within the community, most community members walk to get to
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the shops, work or take a bus into town if living in the villages surrounding
Middledrift. The neighbouring community of Alice offers rehabilitation services
through the primary hospital. The rehabilitation team engages in outreach services
to surrounding communities such as Middledrift, however prior to 2018 these
services were limited due to a lack of sufficient allied healthcare professionals

servicing the area.

I initially engaged in the process of community entry known as look, listen and
learn (Parasyn, 2005). This was applied for me to get to know the community and
for the community to get to know me. When looking, | noticed that Middledrift is
surrounded by rolling hills with some tar but mostly gravel and dirt roads. When
walking through the locations, villages and townships of Middledrift, | often came
across a variety of animals roaming the streets, such as chickens, goats, cows,
donkeys and the occasional horse. Most people walk about in the community, but
those in villages further from town take either a taxi or bus, or alternatively
hitchhike. When listening, | heard isiXhosa and tried to follow as far as possible. |
learned the importance of addressing people correctly, and the respect that needed
to be bestowed upon elderly in the community. Engaging in isiXhosa, or trying to,
greatly contributed to forming relationships with the general community. On
occasion, opportunities arose where | could engage in English as well as Afrikaans.
I was able to listen to stories of the community members. Not only stories of
success, but also stories of injustices that they faced and challenges that they had.
One of the most significant stories was when a community member approached me
and reported her disappointment in me not arriving with gifts for the community

members, specifically the children of the participants with whom | was working. |
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tried to explain the ethics regarding gift-giving or donations in research, however
this was met with added hesitancy about my presence in the community and was
deemed by this community member as ‘not right’. Interactions such as those
highlighted the challenges and complexities of poverty that small, rural

communities like Middledrift are faced with.

| learned about the culture of the community including the foods eaten, such as
vetkoek, and by learning the dos and don’ts of being in the community. [ was taught
to not walk on the path that is found next to the sacred kraals found within the plots
of most houses. The story goes that in the mornings, the most senior man of the
household tends to his animals in the kraal, such as goats and chickens, and that to
protect them the kraal itself is surrounded by dangerous animals such as snakes.
After the night, before the senior male goes on to tend to his kraal, the snakes will
leave the kraal and may cross the path found next to the kraal. If one were to walk
on this path, that was crossed earlier by a snake, one would fall ill. This is believed
to be true by the community members with some reporting that they had been very
ill after walking the path next to the kraal. | was initially scolded when walking on
the path next to the kraal, but I quickly learnt that the area surrounding the kraal
was to be respected, and subsequently followed the different paths that the

community took.

My research process, while aimed at gathering information for the purpose of this
study, considered community entry principles (Parasyn, 2005) to better understand
the context in which the research was conducted and the culture of the community.
Building relationships with broader community members, such as CHW, was

instrumental in gaining access to the research participants.
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3.3 RESEARCH PARADIGM

This study was conducted within a transformative research paradigm. The
transformative research paradigm arose in the 1980’s with the aim of addressing
issues of power, social justice, oppression, and discrimination and is influenced by
critical theorists and participatory action researchers amongst others (Creswell,
2014). Omodan (2020) argues that transformative research can entail utilising
research participants as co-researchers thus including those affected in addressing
social issues that they are faced with, and that where new knowledge is produced,
this needs to be done in collaboration with those affected. In this case, caregivers
are included and will be particularly questioned about their ideas for improving
support within the community regarding caring for a child with a disability. This
approach strives towards action and addresses important social issues such as those
of oppression, inequality, and empowerment. A transformative research paradigm
further implies that the caregivers are the experts, and that this manner of conducted
research is instrumental in facilitating transformation of individuals and

communities in an inclusive manner (Omodan, 2020).

3.4 RESEARCH APPROACH

A qualitative research approach was utilised in this study. Qualitative research
holds within its fundamental design, the recognition that reality is subjective
(Creswell, 2014). This research approach aims to explore and understand the
meanings associated with human behaviours and complex social issues (Creswell,
2014). Qualitative researchers aim to describe how research participants make sense

of their world, in their own words and own thoughts, and thus contribute to an
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understanding of how humans’ function (Cropley, 2019). This approach was thus
well-suited to explore mothers and caregivers’ opinions, personal views and
inferences related to their experiences and support needs as they care for children

with disabilities.

3.5 RESEARCH DESIGN

A critical ethnographic research design was utilised for the purpose of this study.
According to Kinchloe and McLaren (2000, as cited in Madison, 2005) critical
social theory finds its method in critical ethnography. Critical ethnographers aim to
examine the hegemonic practices, oppression, and unequal power relations with the
purpose of facilitating change within society (Palmer & Caldas, 2015). Critical
ethnographers thus aim to understand the macro and power dynamics that are at
play within a particular study focus. As described later, the multiple methods of
data collection chosen for this study contributed greatly to this understanding.
Through exploring questions of inequality, critical ethnographers can relate these
questions to political and emancipatory practice. Madison (2011) states that critical
ethnography can thus be thought of as critical theory in action, the ‘doing’ of critical
theory. Additionally, critical ethnographers thus set out to resist domestication
through using available resources and skills to bring to the forefront the voices of,
in this case, caregivers of children with disabilities in rural setting, who are
otherwise poorly represented and restrained (Madison, 2011). By adopting a critical
ethnographic research design this study explored the everyday circumstances of

participants in a rural community, and not only what is, but also seeks to explore
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what could be. A critical ethnographic design facilitated an understanding of the
specific experiences of mothers and caregivers of children with disabilities, and
their support needs and experiences. This allowed for reflexivity regarding the
marginalisation and social exclusion that they were subjected to and led to engaging

strategies to address their support needs in their rural community setting.

3.6 PARTICIPANT RECRUITMENT AND SELECTION

The target population of this research study was mothers and caregivers of children
with disabilities who were living in the rural community setting of Middledrift in
the Eastern Cape, South Africa. A total of ten participants were purposively selected
with the assistance of health care and community workers through the local clinic.
The purposive sampling method assisted me to select participants that would best
allow the generation of knowledge about the research topic (Creswell, 2014).
Following a period of purposeful selection according to a set of inclusion criteria,
a snowball effect (Naderifar et al. (2017) was incorporated where mothers of
children with disabilities were encouraged to invite other mothers of children with
disabilities within the community to participate. This increased the opportunity for

successful communication as the participants were acquainted with one another.
The inclusion criteria were:

- mothers and caregivers aged 18-55 who have a child or children with
disabilities between the ages of 2-18 years
- mothers and  caregivers who care for children  with

physical/intellectual/learning or multiple disabilities
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- mothers and caregivers who are English or isiXhosa speaking
- mothers and caregivers who were living within the rural Middledrift

community for a minimum period of two years

First, a request to conduct research within the Eastern Cape Department of Health
was submitted and approved. The research committee that approved this referred
me to the subdistrict office, who then referred me to the clinic. The initial meeting
with the Middledrift clinic was held with the clinical manager and head nurse of the
facility. Here, | introduced myself and the purpose of the study. | described the
process in detail, including what I would require from the clinic, as well as what
would be expected of the research participants. The clinic agreed to assist me with
the research process and indicated that I would be working with the community
health workers (CHW) who work in the communities and provide assistance to the
clinic where required. They do outreach in the specific areas (villages, townships,
or locations) that they are allocated to, and often work in teams. The clinic reported
that they would inform all the community health workers of my presence and
research plan, as well as inform the community leaders of my presence in the
community and reason for being there in the community. This was an important

part of the process and for gaining entry into the community.

The clinic manager had some initial concerns, such as how the language barrier
would be addressed, and how to manage expectations from the community
members. She went on to explain that some of the community members may expect
me to assist with South African Social Security Agency (SASSA) activities, such

collecting pensions, grants and so forth. This was managed by clearly explaining
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my role to the clinical manager, head nurse, CHW and again to the participants, to

avoid any confusion about my role in the community.

My second meeting in Middledrift was with the community health workers, where
I was introduced to them and given a chance to discuss the research and where |
would need assistance from the community. The CHW agreed to assist me, but
throughout meeting with the clinic there were some queries that were raised — such
as the issue of confidentiality, protecting the participants, and how I would manage
with the language. 1 am an English and Afrikaans speaker, who did research in a
predominantly isiXhosa-speaking town. Prior to my arrival, | had spent some time
trying to learn the basics, the most common words and phrases, and basic sentence
structure, however | quickly learnt that this preparation, while important, proved to
be a drop in the ocean. A lot of my time was subsequently spent just listening to the
language and conversation, not only trying to follow, but also trying to engage

where | was able to understand.

In terms of meeting the participants, the CHW were the ones who identified and
introduced me to possible participants. Throughout the meet-and-greets, it was clear
that the CHW had very good relationships with the community members, including
the mothers and caregivers who have children with disabilities. A total of 13
possible participants were approached for this study. Four community members
who were approached either did not want to participate in the research or did not
show up for any aspects of the study. The remaining nine who were recruited all

agreed to participate in the research study and participated in varying ways.
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3.7 DATA COLLECTION METHODS

3.7.1 Participant observation

Participant observation in qualitative research occurs when the researcher takes
field notes about the activities that the researcher observes (Creswell, 2014). | took
on the role of an observer as a participant where the role of the researcher is made
known to the participants (Creswell, 2014). This was done for a period ranging from
a few hours to a full working day for the participants who agreed to observations. |
took fieldwork notes in a fieldwork journal and observed activities according to a
participant observation checklist (Appendix 1), which included observations about
participants engaging in the following activities with their child with a disability —
bathing/washing, dressing, feeding, self-care, toileting, play/social participation,
transportation, school/education, health care/rehabilitation and community
participation. |1 was able to observe most of these occupations for the various
participants, however some activities, such as participation in health
care/rehabilitation, were not observed regularly as these were not part of a daily

routine.

It was important to gain an understanding of the participants’ community context
as it is within this context that they care for their children with disabilities.
Participant observation encompassed immersing myself in community experiences
such as going to the local spaza shops to buy vetkoek burgers, walking through the
streets of the townships and villages, and accompanying the CHW on home visits.
Initially, as all interpersonal relationships start, things were a bit strange. This could

be attributed to me essentially being an ‘alien’ (Parasyn, 2005) in the community —
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coming from a privileged, middle-class upbringing. | realised the importance of
doing an alien check, reflecting on my positionality and privileges, so that | would
be fully aware of what could stand in the way of building relationships with the

community.

Participant observation further allowed me to observe, first-hand, the participants’
experiences as mothers and caregivers of children with disabilities, their need for
support and to what extent this was satisfied. Five participants were observed for a
period ranging from a few hours to a full working day. Those five participants
(mothers or primary caregivers) were observed within their everyday lives and
activities, particularly as it relates to the care of their children. Observation times
and activities were negotiated with the participants at their convenience, and
participants were encouraged to keep to their typical routine as far as possible.
Observations were recorded by means of an observation checklist (Appendix 1) and
field notes, which played an important part in contributing to the depth of the
research and understanding of the context in which research is conducted (Phillipi

& Lauderdale, 2017).

Participant observation was a challenging, but fruitful part of data collection. Here,
| was able to observe participants' daily challenges in caring for their child. I was
provided with an opportunity to see the participants' experience of support. It was
not possible to observe all participants for a full day due to differing routines; one
participant reported only waking up around 11:00 to start her routine and caring for
her child with a disability, while others had responsibilities (e.g. fetching water,
collecting medication from the clinic, paying rent or doing shopping, or children

attending school) that conflicted with observation times. While there was some
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initial ‘awkwardness’ at the start of the observation period this later diminished and
I was able to closely observe the community and living conditions of the
participants, their relationships with the community, the CHW, and interactions
with families of participants. During scheduled observations, | observed more of
their daily routines — and here | was able to see when, where, and how the
mothers/caregivers are supported, as well as the many challenges they were faced
with throughout the day. On some occasions, when simply popping by to check-in
or drop off a camera for photovoice, | was able to observe the participants for a
short period. This was mostly quick interactions, but often valuable as it was

unexpected, and thus at times, more natural.

3.7.2 Semi-structured interviews

Semi-structured interviews in qualitative research entail face-to-face interviews
with the use of semi-structured, open-ended questions with the goal of eliciting
participants’ opinions and views of the research issues (Creswell, 2014). Semi-
structured interviews were selected for the flexibility provided when conducting the
interviews. This allowed for the researcher to ask follow-up questions and provide
prompts based on the responses of the caregiver participants. Semi-structured
interviews were additionally utilised to ensure that participants could respond to
similar topics of discussion for comparison of their experiences. Semi-structured
interviews were conducted with all nine participants. The purpose of the interviews
was to explore their daily realities of caring for a child with a disability and to
identify the support that caregivers need in fulfilling this role. A set of
predetermined questions was developed as a guide for the interviews (Appendix 2)

and utilised in a flexible manner. | shared my observations regarding their everyday
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experiences of caring for their children with the participants at various times as the
interviews progressed. This allowed for greater clarification and context to issues
as observed during the observation period. Semi-structured interviews were
conducted for a duration that ranged in time from as short as 20 minutes to as long
as 55 minutes. All interviews took place in the participants homes, as it was the
most convenient for them. One of the interviews was conducted in Afrikaans, one
in English, and the rest in isiXhosa with the use of a CHW as a translator. However,
a translator was present for all interviews, regardless of the language in which the
interview was being conducted, to ensure that if participants chose to speak in
isiXhosa, that it could be accommodated. All interviews were audio-recorded,
transcribed verbatim and translated from isiXhosa to English for the purpose of

analysis.

3.7.3 Photovoice

According to Wang and Burris (1997) photovoice was initially developed to
promote a process of women’s participation that would be analytical, proactive, and
empowering, particularly women living in rural conditions. Liebenberg (2018)
argue that photovoice, when utilised in a responsible manner, can be powerful and
rewarding in bringing about social change through research. This method, which is
grounded in problem-posing education, depicts an empowerment approach through
providing a concrete way for people to voice their opinions or views and express
their vision. Wang and Burris (1997) present the manner in which photovoice ought
to be conducted in research, from training participants, reflection on the process of
using photovoice and the photographs taken, to group discussions, to

collaboratively reflect on photographs. Analysis of photovoice includes involving
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participants in the selection of photovoice, contextualising photographs, and
analysing what is presented in the photovoice. The steps are further organised into
a 9-step process according to Sutton-Brown (2014) which depicts some flexibility
within each step. In following the process outlined by Wang and Burris (1997) and
Suttton-Brown (2014) in this study, photovoice was introduced to the participants
after informed consent was obtained. The remainder of the steps are discussed in
application to how photovoice was utilised within this study as informed by

available research.

Thereafter, four of the mothers participated in the use of photovoice and were all
trained in the purpose of photovoice, the use of equipment, and admin regarding
photovoice, by the researcher and a CHW who translated where needed. An initial
theme of ‘support’ for the photographs that were to be taken by them was proposed
and discussed with the participants along with training and education on the use of
photovoice, the taking of photographs, gaining informed consent of photo subjects,
and other safety and ethical considerations. Initially, disposable cameras were to be
used for the research, however upon investigation it was discovered that there were
no available businesses that could develop photographs from disposable cameras
within East London. The use of these were thus eliminated to ensure that
participants had a chance to review the images they had taken as part of the
photovoice. In turn, a digital camera and phone were used with the participants.
One of the participants used her own phone to take photovoice images, and three
used a digital camera. Participants were allowed a period of one to two weeks to
take photographs depicting the theme, after which they met with the researcher to

plan for the sharing of the photographs during focus groups. During the photovoice

42

UWC https://uwcscholar.uwc.ac.za/



process, | checked in with the participants at least once to ensure the equipment was
still working, to follow up on admin and ensure confidentiality was applied
throughout. Follow-up training regarding the process and use of equipment was also
done, if it was requested or determined as a need by the participants. After
participants had completed the use of photovoice, the photographs were developed,
and all presented to the participants for selection and discussion. Participants
selected which photographs they wanted to present in focus group and which
photographs could be used in publication for this research study. Photograph
selection was done individually with participants who had the opportunity to review
and remove any photographs that they did not want to share. Review of the
photographs additionally entailed an informal discussion of why caregivers had
taken certain photographs to ensure the researcher interpreted them appropriately.
Photographs were discussed and presented in the second focus group where
participants selected photographs to discuss with other participants. Photovoice was
used primarily during focus groups to provide opportunities for caregivers to reflect
on their own and other’s experiences. Focus group discussions thus presented
opportunities for sharing both similar and contradictory experiences. Afterwards,
the photographs were given to caregivers and any originals destroyed to ensure they

could not be used.

3.7.4 Focus groups

Focus groups entail the collection of data in semi-structured group interviews,
during which a small group of people come together to discuss the research issues
(Kabir, 2016). Focus groups are useful in depicting shared beliefs and ideas and

providing a clear understanding of why things are the way they are within a setting
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(Kabir, 2016). During the focus groups the photovoice images were used to guide
discussions exploring the enablers and barriers to receiving support, and the
participants’ daily support realities. Two focus groups were conducted with the
group of 10 participants. The initial focus group entailed sharing and discussion
about the photographs taken by the participants as a continuation of the photovoice
data collection method. A focus group guide was utilised in a flexible manner

(Appendix 3).

The follow-up focus group drew on a preliminary analysis of the first focus group
and focused on exploring strategies to address the participants' identified support
needs from their perspectives. A key feature was the facilitation of participants’
critical reflexivity about factors that shape their support needs and realities. Freire’s
(2005) problem-posing method i.e. analysing what is happening and why it is
happening, and identifying strategies to address issues were used to guide the
discussion in collaborated with participants to ensure they are at the forefront of
analysing their realities. Each focus group lasted about 45 minutes to an hour each.
The focus groups were conducted together with a CHW who acted as a translator,
and were audio-recorded, translated from isiXhosa, and transcribed verbatim for

the purpose of analysis.

3.8 DATA ANALYSIS

Data was collected until data saturation had been achieved. Following data
collection, data was submitted to a translator and transcribed, who translated the

interviews and focus groups into English and transcribed all recordings prior to data
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analysis. The six steps of thematic analysis according to Braun and Clark (2006)
was then utilised to thematically analyse the data. Upon familiarising myself with
the data, coding was utilised to group chunks of data together into categories
(Creswell, 2014; Braun & Clark, 2006). The researcher then proceeded to use the
steps of thematic analysis to, search for themes, review the themes, define and name
the themes and finally produce this report. Four themes emerged from the thematic

analysis.

3.9 TRUSTWORTHINESS

Guba (1981) proposed a model aimed at assessing the trustworthiness of qualitative
data. Guba’s model and the importance thereof is supported by researchers such as
Krefting (1990). The four aspects discussed in the model, that were adhered to
within this research, included the following: credibility (truth value), transferability
(applicability), dependability (consistency), confirmability (neutrality). Credibility
was ensured through varied field experience, reflexivity through the research
keeping a reflective journal, member checking through reviewing of the
photographs and what they depicted according to participants, and triangulation
through multiple methods of data collection, including semi-structured interviews,
photovoice, participant observation and focus groups. Transferability was ensured
through dense descriptions of the context and backgrounds of the informants and
checking to assess whether the events are typical. This was done while reviewing
the photovoice evidence and confirming that the researcher understood the

participants interpretation of the photovoice. Dependability was ensured through
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dense descriptions of the research methods and triangulation through various data
collection methods. The use of a reflexive journal was used to adhere to

confirmability within the research (Krefting, 1990).

3.10 ETHICS

Ethical approval to conduct the study was obtained from the UWC Humanities and
Social Sciences Research Ethics Committee (HSSREC), ethics approval number:
HS20/9/16. Information letters (Appendix 5) were distributed to the participants in
their home language and described the nature and purpose of the research, the
benefits of participating in the research, the possibility of harm that may have been
incurred throughout the research process, freedom to withdraw from the research at
any point during the data collection process without negative consequences, the
researchers adherence to COVID-19 precautions, and a discussion of how
confidentiality was ensured. The contact numbers of the research supervisor and
UWC were also provided if the participants had any questions that arose from the
information letter (Creswell, 2014). Following this, consent forms (Appendix 6)
were given to participants. For involvement in the focus groups, participants were
required to sign a focus group binding form (Appendix 7) requesting that they not
reveal the identities of the other participants within the focus groups and informing
them of confidentiality during the focus group. Confidentiality will be maintained

and applied as per the Protection of Personal Information Act.

The use of photovoice entailed multiple ethical considerations (Harley, 2012).

Three different consent forms were utilized as informed by Wang and Redwood-
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Jones (2001, as cited in Sutton-Brown, 2014) regarding the photovoice process.
Participants were initially briefed on the ethics of photovoice and trained in the use
of consent form, should any other community members appear in photographs.
Participants were instructed on the use of informed consent and what this meant
and given spare copies of informed consent forms if needed. The first consent form
(Appendix 6) was to gain consent from participants for their voluntary participation
in the research study. Secondly, an ‘acknowledge and release form’ (Appendix 8)
was given to participants with the cameras to give to the people who may have been
photographed by the participants requesting their permissions to be photographed,
and to waive their rights to the photographs. Finally, a ‘permission for publications
form’ (Appendix 9) was given to the participants after the photographs have been
developed asking for permission to use the photographs for publication and
distribution related to this research. The participants had complete control over
which photographs they gave permission to be used. The photographs were all
developed/printed, numbered by the researcher, and then presented to participants
who filled in the corresponding numbers of photographs in the final consent form
as consent for which photographs could be utilised or published by the researcher.
Participants were also shown how photographs would be utilised, i.e. through
careful editing to ensure no faces are recognisable in any photographs utilised by
the researcher. Participants thus had full control over which photographs the
researcher could access and disseminate (Sutton-Brown, 2014). Participants were
also informed that they could withdraw consent at any time, should they no longer
want their photovoice photographs to be used by the researcher. After the

completion of data collection, the participants were given the original photographs,
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printed in colour, for their personal use. Secure data management practices such as
the protection of data in a password-protected folder that only researchers and their
supervisor have access to was maintained and upon completion of the study,
information will be stored on the UWC research data repository and destroyed after

a period of five years.

3.11 SUMMARY

This chapter provided an overview of the methodology of the research and insight
into how data was collected, interpreted, and analysed. The research approach,
design and data collection methods were presented. The researcher provided an in-
depth description of the research process, setting, a reflection on how
trustworthiness was ensured and the ethical considerations, particularly pertaining

to the use of photovoice.
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CHAPTER FOUR

FINDINGS

4.1 INTRODUCTION

Within this chapter, a description of the participants and the findings of the research
that emerged through the use of thematic analysis to sort the collected data into
themes and related subthemes is presented. Four themes are presented which
address the objectives of this research study. The themes are discussed further

according to subthemes.

4.2 DESCRIPTION OF PARTICIPANTS

Below, a demographic table (Table 4.1) is included in which demographic
information related to the research participants is presented. This is followed by a

brief description of each participant.
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Participant Age Language Relation Impairment /

to child Diagnosis
1 35 Female IsiXhosa  Mother 6 Hearing impairment
2 43 Female IsiXhosa  Mother 8 Down Syndrome
3 40 Female IsiXhosa  Mother 16 Unknown
Intellectual
4 40 Female Afrikaans Mother 14 Unknown, speech/
intellectual
impairment
5 28 Female isiXhosa  Mother 5 Physical
6 27 Female isiXhosa  Mother 2 Physical
7 41 Female isiXhosa  Mother 10 CP
8 Unk Female isiXhosa  Grandmo 14 CP
now ther
n
9 39 Female IsiXhosa  Mother 10 Autism

Table 4.1: Demographic table
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The following descriptions of each participant are documented as they were noted

during the time of data collection.
Participant 1

Participant 1 is an isiXhosa speaking 35-year-old female with a 6-year-old child
who is diagnosed with a hearing impairment (deafness), severity unknown. She and
her partner live with their two children, the 6-year-old girl, and a baby. The partner
is the biological father of the baby but not the biological father of the older child.
The child is not in school and has previously attended rehabilitation services
(speech therapy). Participant 1 was only interviewed due to lack of availability.
Participant 1°s child was observed during the interview assisting with household
chores and using sign language to communicate with her mother. Participant 1’s
partner works in the community, and Participant 1, who is the primary caregiver, is

unemployed.
Participant 2

Participant 2 is an isiXhosa speaking 43-year-old female who lives with her
husband, a 63-year-old male, and their child, an 8-year-old boy diagnosed with
down syndrome. Participant 2 is the primary caregiver; however, both parents share
parenting responsibilities. Their child attends a private school in Qonce (previously
known as King Williams Town), and he used to attend speech therapy and
physiotherapy. Participant 2’s child is very closely attached to his parents and has
a special bond with his father. Participant 2 was interviewed, observed, and

participated in the photovoice. Neither the participant nor her husband is employed.
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Participant 3

Participant 3 is an isiXhosa speaking 40-year-old female with a 16-year-old child
with an unknown disability. According to her mother, she has both speech and
cognitive impairments. She is currently enrolled in the local public school but is not
progressing. During the initial interview, it was discovered that Participant 3 used
to abuse alcohol, which may have affected the pregnancy. Participant 3 was
interviewed, observed, and participated in the photovoice. She lives with her two
children who were both observed engaging with other children from the community

frequently.
Participant 4

Participant 4 is a 40-year-old Afrikaans speaking female with a 14-year-old child.
During the initial interview, Participant 4 reported that her child, is diagnosed with
Down syndrome, however he does not present with any of the physical
characteristics associated with Down syndrome. He is progressing slowly in school
and has a speech impairment. When he was younger, he attended physiotherapy and
speech therapy. Participant 4 is the primary caregiver and lives with her two
children in the community. The father of both children is not involved. Participant

4 was interviewed, observed, and participated in photovoice.
Participant 5

Participant 5 is a 28-year-old, isiXhosa speaking female with a 5-year-old boy with
a physical impairment. According to the mother, who is the primary caregiver, the
child’s disability is ‘of the spinal cord’. The child does not attend schooling or an

ECD but does attend physiotherapy and is on the waitlist for a buggy/wheelchair.
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Participant 5 is unemployed but lives with her sister and mother who all assist in
taking care of the child. Participant 5’s sister is unemployed. Participant 5 was

interviewed and observed.
Participant 6

Participant 6 is a 27-year-old isiXhosa speaking female with a 2-year-old baby who
is diagnosed with a ‘brain structure abnormality’ (suspected Hydrocephalus).
Participant 6 is the primary caregiver, and the child is not in school nor an ECD as
the child is still a baby. Participant 6 was only interviewed. She lives with her

mother outside of central Middledrift and is unemployed.
Participant 7

Participant 7 is a 41-year-old isiXhosa speaking female with a 10-year-old child
with a physical disability and speech impairment due to cerebral palsy. The child
does not attend schooling and the father of the child, who is 58 years of age, lives
in Ggeberha. Participant 7, who is the primary caregiver, and her child visit the
father frequently, and all doctors’ visits and rehabilitation visits are attended there.
Participant 7 was only interviewed as she visited her husband in Ggeberha.

Participant 7 lives with her mother outside of central Middledrift
Participant 8

Participant 8 is the primary caregiver and grandmother of a 14-year-old child with
a physical impairment, cerebral palsy. The mother of the child is 53 years old.
Participant 8 is isiXhosa speaking and lives outside of central Middledrift. The

mother of the child lives and works in East London while the grandmother cares for
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the child. The child does not attend school but does attend physiotherapy. The father

of the child is deceased. Participant 8 was interviewed and observed.
Participant 9

Participant 9 is a 39-year-old female with a 10-year-old child diagnosed with
Autism. The child is not currently attending school and does not live with the
mother, thus was not observed. The child lives with a clerk in a nearby village who
wanted to start an informal school for children with disabilities and is working as a
clerk in a local school. During the day, the aunt of the clerk looks after the child.
Participant 9 shares that she fears for the safety of her child, thus lets her child stay
with the clerk, and visits her on SASSA days when she gets her grant. Participant

9 only participated in the focus groups and was informally interviewed.

4.3 THEMES AND SUB-THEMES

The four themes presented within Table 4.2 are as follows: Theme 1 — The
beginning of the journey; Theme 2 - | am his feet, 1 walk for him; Theme 3 —
Ndidiniwe (I’'m tired): Major challenges participants face and Theme 4 — Like, a
mother don’t give up. The related subthemes for each theme are presented in the
table below. These are presented within this chapter along with direct quotes and

the data gathered from fieldwork notes, photovoice and observation records.
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Themes Subthemes

1. The beginning o Caregivers’ understanding and response to

of the journey dlsablllty

o Impact of disability on child’s development.

I am his feet. | o Providing assistance with activities of daily

walk for him living.

o Coping with the child’s behaviour.

Ndidinizye (1’ o Being a sole caregiver is an emotional burden.

tired): major o Mobility challenges.

challenges o Lack of accessibility.

o Community attitudes.

caregivers face

Like. a mother o The rewards of caregiving.

don’t give up. o Asserting children’s rights through self-

advocacy.

o A call for support.

Table 4.2: Themes and subthemes

4.3.1 Theme 1: The beginning of the journey

The first theme the beginning of the journey captures the participants experiences

of raising their child with a disability, from birth to present. The participants
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discussed their daily lives and realities, how they responded to the presence or onset
of disability, and their observations of the impact of disability on childhood
development. The focus of this first theme is to present the child’s disability from
the participants perspective. Participants share their experiences regarding the onset
of disability and how they discovered this. Within this theme the following
subthemes emerged: 4.3.1.1 Caregivers understanding and response to disability —
where participants describe the extent to which their lives were impacted by the
presence of disability, and their understanding of the various disabilities that their
children presented with; and subtheme 4.3.1.2 The impact of disability on child’s
development, where participants recollections of how disability impacts on their
child’s development across multiple developmental areas is explored.

4.3.1.1 Caregivers understanding of and response to disability.

The participants reported that their child with a disability was their first child with
a disability, and in some cases their only child. Subsequently, many participants
reported not at first understanding their child’s impairment or varying degrees of
understanding as to why their children have disabilities. Participants often
questioned why they have a child with a disability, and some argued that the
presence of disability could be attributed to religious reasons, or a form of
punishment. The participants’ understanding of disability varied greatly and is

presented below.

Religious beliefs, particularly in relation to the cause of disability, was often

discussed amongst participants.

“He’s a blessing, you know... he, he was supposed to be a stillborn, neh? And

because of my prayers and my like believe, | believe, | believe | am a Christian,
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and I, uh, I was not saved, | dwell... But I said God, is this the way you are

punishing me? ” (Participant 4, individual interview).

“So, there are times when you want to, you feel like I wish I could... why me,
you see? And [I] ask those questions like, why me Lord?” (Participant 5,

individual interview).
As is evident above, participants further provided religious beliefs as reasoning for
their child having been born with a disability — such as that the child with a disability
is a form of punishment. There was little understanding presented regarding the
organic causes of disability, and no participants reported congenital defects as the
cause. The presence of disability was not initially accepted by the participants, or
necessarily detected at birth.

“I mean I didn’t accept it at first when the child was born at the hospital ...”"

(Participant 7, individual interview).

“I'was also like that, I hadn 't really made peace.” (Participant 3, focus group).
Some participants often indirectly referred to their own understanding regarding the
cause of the disability. One participant spoke to what she would tell other children
about disability, which speaks to her own understanding of disability and the cause
thereof.

“I told them not to laugh at him otherwise they will also be like him if they

laugh at him. ” (Participant 8, individual interview).

Some participants reported no concerns during the birthing process, but rather that
the disability had only been detected later on. One participant, the mother of a two-
year old child with Hydrocephalus, reported the following regarding her child, who
was not innitially diagnosed with Hydrocephalus at birth:

“... they said he was fine, everything with the birthing process was fine, there

was nothing wrong with him. ” (Participant 6, focus group).
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In contrast to the presence of disability being viewed as a punishment, some
participants reflected on the presence of disability as a ‘gift’ from God.

“And seriously, everything went well... everything went well so ah-ah, I'm

happy. God [gave] me this child. ” (Participant 4, individual interview).

“It’s a gift from God.” (Participant 7, individual interview).
When participants were prompted to reflect on the current, they identified the
hopefulness they now have and how their religious beliefs have provided them with
strength and patience.

“... but I just pray and feel like no, I'm strong, I can do this, even and I did it,

cause he’s so old now. He, he has grown up.” (Participant 5, individual

interview).

“So | said no God, I am not gonna do this.. this is my child. This is gonna
pass... everything will be fine... My religion helped me a lot to be patient, even

though he is sick. ” (Participant 4, individual interview).

“I saw [God s strength] through being able to raise her, here she is, growing.”

(Participant 7, individual interview).
One participant reported how God had helped her through ‘giving’ her a child that
was considered less severe in terms of the degree of disability that the child
experienced. A decrease in severity of disability here was associated with her child
‘trying’ to communicate and engage in activities and was thus considered to be ‘less

severe.’

“And | can tell that God is helping me cause my child is not a severe child, he
is trying also to [not] give me that burden too much, (Participant 5, individual

interview).
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Another participant reported that she considered her child’s hearing impairment as
representative of a ‘better’ impairment in comparison to other, more severe
disabilities.

“Her deafness is better when compared to other challenges I see... We used to

go to physio and we would see others with different disabilities. ” (Participant

1, individual interview).
Participants’ understanding of disability was further viewed through their
expectations of their child. Participants reported having many assumptions and
questions about disability when their child was first born and as they grew, more
specific questions were posed regarding their independence.

“l thought 1 would be with her all the time.” (Participant 1, individual

interview).

“Will he depend on me for the rest of my life?” (Participant 2, individual

interview).

“I was telling them the other day when they were here, that school... I'm
thinking, who is going to help her when going to the toilet? ” (Participant 7,

individual interview).
Ultimately, some participants expressed being content that their child had become
independent in many aspects of their life, despite initially thinking that their child
could not be independent in their everyday occupations.

“... and | am happy for this. Because why, I never thought my child would get

to this point.” (Participant 4, individual interview).

“I didn’t know but now I see she can go to school.” (Participant 1, individual

interview).
Participant 4, during photovoice, expressed being proud of her son and took many

photographs that spoke to this pride regarding her son’s independence, and pride

59

UWC https://uwcscholar.uwc.ac.za/



regarding the activities that he participated in and how he was able engaged with
the community, independently. Below, a photo is presented of her son and his friend
playing soccer, and the participant presented this with pride, boasting about the

independence of her son and his involvement in the community.

Figure 1: Photovoice evidence, Participant 4

4.3.1.2 Impact of disability on child’s development

In addition to participants assumptions regarding their child’s independence, some
participants had expressed that they only realised that their child had an impairment
after birth, most commonly while their child was still an infant or in young
childhood, or in the presence of developmental delays. Developmental delays were
reported as the defining evidence of the presence of disability, and related to
physical development, meeting developmental milestones such as crawling and
speaking, and cognitive development. Participant 6 shared the following regarding
her child who was diagnosed with Hydrocephalus only after his birth:

“... then suddenly this [referring to disability of child] came up. This was not

detected when he was growing. ” (Participant 6, focus group).
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Some participants only noted developmental delays when comparing their child to
typically-developing children, and considered the developmental delay to be
indicative of being ‘slow’.
“So, when, when she took longer to speak and hear sound, we thought that she
would recover from it. She never recovered. We broke a glass to test if she was

really (....) ...to see if there was really a problem, we noticed immediately and

took her to the doctor for a check-up. ” (Participant 1, individual interview).

“But we thought she was just a slow learner but even when it came to walking

and crawling, she was slow hey? ” (Participant 1, individual interview).
Participants further demonstrated an understanding of developmental delays and
acknowledged that this is indicative of development taking longer or their child not
meeting the typical developmental goals. Participants did however report
remaining hopeful that even though their child may experience development delays,
the goals will be reached eventually, and subsequently the delay is not considered

to be a problem.

“... they said he would be delayed when it comes to doing things, but you can

see now he is crawling. He just takes longer.” (Participant 6, focus group).

“Yes, he will eventually reach certain milestones and be the person | want him

to be, there’s no problem.” (Participant 3, focus group).
Part of typical childhood development include the development of speech and
ability to communicate. Both participant 1 and participant 5 discussed how their
children, one whom has a hearing impairment, and the other a speech impairment,
communicate in different ways because of their respective disabilities, and thus
require frequent attention. If a caregiver does not pay attention, then they may miss

what their child is trying to communicate.
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“You always need to keep your eyes on her because she uses her hands’, so

she needs a lot of attention. ” (Participant 1, individual interview).

“You would try to understand what maybe he’s trying to tell you, but you don’t
know, you just try to think and then you act on what you guessing (...), he
would, he uses his eyes, he uses his hands, uses his fingers...” (Participant 5,

individual interview).
Participants reported their child’s health concerns as one of the more difficult needs
to attend to, given the difficulties their child experiences communicating due to
their diagnoses. The children with disabilities in this case communicated differently
and were not in all instances able to verbally communicate their needs, thus making
it more difficult for participants to interpret the needs.

“It’s a problem when she is sick, and I don’t know what’s wrong with her (...)

She can’t say ‘it hurts here’ (...) | need to know what is wrong with her as her

mother. ” (Participant 7, individual interview).

“... and you don’t understand because he cannot express what he prefer,
because a six-year-old would be able to say I don’t like to eat this... SO with
him you have to think what, maybe he doesn’t want this, you have to try and

remember.” (Participant 5, individual interview).
The first theme encapsulates participants initial responses to raising a child with a
disability — including the impact of religion on their understanding of disability, and
the initial impact of disability on the development of the child. This is a prelude to
theme 2, | am his feet, 1 walk for him, in which participants provide insight into
their lived realities of raising a child with a disability and the responsibility of
participants in assisting their child with occupations and ensuring these are

completed.
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4.3.2 Theme 2: | am his feet, | walk for him

Within the second theme, | am his feet, | walk for him, participants experience of
assisting their children with engagement in occupations, and the child’s behaviour,
is related by the participants. Given the variety of diagnosis reported by the
participants — physical disabilities, cognitive and learning disabilities, and hearing
impairments, participants reported varying experiences of providing assistance and
the child’s level of independence, ranging from independence with supervision, to
dependence on participants with maximal assistance required for engagement in
activities of daily living. Within this chapter, findings regarding the participant’s
experiences of the various needs and challenges they experience regarding caring
for a child with a disability, is presented. Two subthemes are presented here, 4.3.2.1
Assistance with activities of daily living, and 4.3.4.2 Coping with the child’s
behaviour.

4.3.2.1 Providing assistance with activities of daily living

The first subtheme provides some insight into participants’ daily experiences of
parenting their child with a disability, where participants report on the challenges
they experience, the needs they have as caregivers, and their parental role
expectations. Participants routines mostly consisted of assisting with everyday
activities such as washing, dressing, feeding, and assisting with homework or
schooling, all of which are demonstrated in the table below. Participants
engagement and how much support was provided within these activities differed.
The participants daily routines were observed by the researcher over the period of

a few weeks.
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The following aspects of daily living were observed and included in the
participation checklist:  bathing, dressing, feeding, self-care, toileting, play,
transportation, school/education, health care/rehabilitation and community
participation. Functional mobility was also observed. This is further divided into
basic activities of daily living (ADL) and instrumental ADL within the table below.
Basic ADL include washing, toileting, dressing, feeding, self-care, and functional
mobility, and instrumental ADL include transportation (community mobility).
Additional occupations that were observed include education, health management,

education, and play.

During observations, where the researcher was able to observe and experience
participants’ daily routines and observe the participants in their caregiving role, the

following observations as illustrated in Table 4.3 were noted:
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Dressing

Washing,

showering
and selfcare

Personal
hygiene and
toileting

Functional
mobility

Eating,
feeding

Speech and
communication

With
supervision

With
supervision
and set-up

Independent

Independent

Dependent

Dependent

Dependent

Dependent

With
supervision

With
minimal
assistance
Independent
Independent
with

supervision

Dependent

Dependent

Dependent

Dependent

Table 4.3: ADL observations

Independent

With minimal
assistance,
supervision

Independent
Independent
with
supervision

Dependent,
wears nappy
for toileting

Wears nappy

Wears nappy

Wears nappy

Independent

Independent

Independent

Independent

Dependent,
unable to
walk or
crawl.

Crawling,
not yet
walking

Dependent,
unable to
walk

Dependent,
unable to
walk

Independent

Independent
with
supervision

Independent

Independent

Dependent,
fed by
caregiver

Dependent,
fed by
caregiver

Dependent,
fed by
caregiver

Dependent,
fed by
caregiver,
PEG feeds
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Poor speech, uses
sign language

Impaired speech,
delayed
development of
speech

Supervision

Impaired speech

No speech

Not yet
talking/babbling

No speech

No speech
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When asked about their daily routines’ participants presented their routines in
relation to caring for their child and the typical occupations and activities they
engage in on a daily basis. Specifically, participants related how they support their
child in engaging in their daily activities, and the role they play as a caregiver. When
asked about the participant’s daily routines, they responded as follows:
“I take him from the bed and get him ready, then | make him milo and put him
on the sofa, then I put... | feed him, he eats through a tube (...) I give him his

medication then | bathe and put him back on the bed again, and so on and so

forth.” (Participant 8, individual interview).

“I wash him, clothe him and make him porridge. ” (Participant 2, individual

interview).
Some participants, such as participant 2, described how they provide some
assistance to their child, while others are for engaging in basic activities of daily
living. completely dependent on the participant

“For example, when he goes to school I wash him, sometimes I..., I pour water

[in the bath] and then I ask him to go and fetch his bag... , I tell him to bring

his towels and he brings them...” (Participant 2, individual interview).
Participant 8 described how her child with a severe impairment requires constant
assistance and supervision, which, if not provided, can result in injury, for example
through the child rolling off the bed or accidently pulling out his feeding tube,
following which he requires doctor’s visits to re-place the tube.

“... He has to eat something every 3 hours because of the tube... and when he

gets hot, I can’t sleep either, I have to stay up, I have to stay up. And then

another challenge is his PEG, sometimes he pulls it, and it comes out... If, for

example, you go to the toilet you will come back to find that he has fallen.”

(Participant 8, individual interview).
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Participant 5 also expressed how her child requires assistance with feeding.

“Cause he doesn’t swallow too easily, like any other children, he doesn’t
swallow so easy, so | have to be so gentle and beg him (...) but he end up

finishing his food. ” (Participant 5, individual interview).
In addition to feeding, participants further reported how they assist with toileting
and dressing activities. Participants also often refer to ‘training’ their child to be
independent in these activities. They do this with support that they receive from
allied health in assisting their children with basic activities of daily living.

“That school... I'm thinking, who is going to help her when going to the

toilet?” (Participant 7, individual interview).

“... for example, | had not yet trained him how to dress himself. ” (Participant

2, focus group 1).
Despite the reported challenges their children experience in engaging in basic
activities of daily living, as is evident in the observations table above, some
participants reported how their children are independent to some extent. Some
describe how they only feel the need to step in and assist with decision making, or
when they are in a hurry and the child is not completing the activity quickly enough.
“She can bathe herself amongst other things, I don’t do anything for her. I help

her here and there when I can see that she’s...” (Participant 3, individual

interview).

“He can wash himself and apply lotion by himself, he can also dress himself
(...)., but I give him his things and he applies lotion himself.” (Participant 2,

individual interview).

“He wants to, he wants to (do) everything by himself.” (Participant 4,

individual interview).
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In relation to this, one participant shared within the individual interview and focus
group how her son wanted to stop wearing a nappy and be independent in toileting,

to avoid bullying when he started with school.

“He stopped using a nappy... [community health worker] He knew that, ‘the
other kids will make fun of me if...”.” (Participant 2, individual interview).

The participant subsequently attempted ‘training’ her son to be independent in

toileting but reports that this took time.

“He also knew that ‘Yoh, If I do this then I will be laughed at’, he knew that ‘I
will...". We trained him a lot at home, but with us it [independent toileting]

didn’t happen as fast.” (Participant 2, focus group).

4.3.2.2 Coping with the child’s behaviour

This subtheme, coping with the child’s behaviour, captures the participants daily
experiences with the varying behaviours of their children and how they coped with
it. Some participants reported aggressive behaviours at times, and their children
becoming frustrated, while other’s discussed behaviour that came from not having
one’s needs met, or the attention needs of the child and how caregivers respond to
this. This theme overall encapsulates the additional responsibility of participants in
addressing their children’s needs and understanding their behaviour, along with

learning how to cope with the additional responsibilities.

In describing her child’s behaviour, one participant shared how her daughter gets

aggressive in her actions when given chores to do at home.

“Yes, even If | ask her to wash dishes with some... she gets aggressive with

them.” (Participant 3, individual interview).
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Another participant described the sense of urgency in completing tasks that
participants feel, and how her child would respond if his needs were not
immediately met.

“Do it now, he will cry, he will scream, you must do it now. You must

understand he’s still the baby now, he’s still the baby, he’s like that...”

(Participant 4, individual interview).
With regards to their children wanting things to go their own way, participants
shared how when it comes to feeding, their children are often selective about their
meals.

“She looked away, she didn’t want it. So, I asked ‘should I make maize meal

and Maas for you?’ and she said yes. She ate the maize meal and Maas. She

didn’t want the cereal. (Participant 7, individual interview).

“He wants... even bread, he doesn’t like bread. He wants leftovers. Rice, you
see rice, you see if there’s rice? If there is no rice he goes crazy” (Participant

3, focus group).
Some participants described the behaviour of their children in interacting with the
broader community.

“He used to hit other kids when playing with them.” (Participant 2, focus

group).

One participant described how her child had accidently bumped into a police officer
as he had not been looking where he walking. The police office had then gotten
mad that the child had walked into him by not looking where he was going, and
how she had to apologise on behalf of her child.

“You know one time, | went to, to the shop (...) And he accidently bumped the

police officer... and he turns around and he’s mad... I tell him no, I am sorry,

I am sorry... because they are like that. (Participant 4, individual interview).
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Other participants related their own understanding of why their children act in a
certain way. One participant reported how her child tended to swear at community
members, and how she tried to explain his disability so that they do not punish him
too severely because of his behaviour.
“I mean | am not saying he is right for swearing at people, I will tell him,
“Child, don’t swear like this” but he is sick so even when I hit him, I can’t hit
him too hard because he is not okay. He even swears at my mother... Even the

adults, sometimes he will swear at an adult who retaliates by hitting him.”

(Participant 9, focus group).
Due to the increased need for assistance by many participants’ children, as shown
in the observations table above, many participants discussed the increased need for
attention that their child had demonstrated, particularly in relation to the child’s
behaviour and how caregivers respond to this. Some children only want their
primary caregiver to be the one attending to their needs given the familiarity with
their caregiver.

“When I leave her behind she refuses to eat and nobody feeds her, she’ll be

starving by the time I get home because she’ll smack the dish away. .”

(Participant 7, individual interview)
Participant 4 further spoke to assisting her child with his schoolwork and the
attention required to ensure her child succeeds academically.

“The time after school, oh, it goes crazy... [giggles] it goes crazy after school

because I need to attend to the schoolwork because he can’t do his schoolwork

alone, I need to be there for him. (Participant 4, individual interview).
Due to the developmental delays, and in some cases, severe physical impairment,
many of the participants reported that their children needed more attention to meet

their needs and facilitate their development. As a result, participants often expressed
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that they felt as if they could not fulfil other common occupations that adults engage
in, such as employment, studies, and income generation, due to the attention needs
of their child. Typically, the mother or grandmother is the primary caregiver who
tends to the child’s needs. Participants expressed the reasons why they need to
commit most of their day attending to their child, ranging from feeling as if they
are the only one who can attend to their child’s attention and basic needs, to being
attentive to a child’s means of communication.

“I have to leave everything I'm doing, I have to pay attention to him, because

he is like, if you don’t pay attention to him, oh, he will cry... if he’s hungry he’s

hungry, that’s how they are... you have to do something now, so he needs

someone that, that, how can | say, that understands him more. ” (Participant 4,

individual interview).
While most participants were sole caregivers, some participants indicated that they
received support from their children’s fathers in caring for the children and this was
a noted support in them coping with having a child with a disability. When asked
about the role of the father or a father-figure, there were varying experiences shared
by the participants. Some expressed sharing responsibility and duties within the
household, where in other cases the father mostly took on the financial

responsibilities and was often away for income generation.

During observations and data collection, two of the participant’s partners were
present and actively involved in caring for the child, while others either did not have
a supportive partner, or the partner lived far away and mostly provided financial

support.

Participant 2, where the father of the child is actively involved, shared the

following:
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“. Sometimes when he’s bathing and preparing to go to school his dad will
say, ‘No, I will take him to car myself’. So that’s their thing, their bond is...
they have a close relationship, that doesn’t change.” (Participant 2, focus

group 1).
Participant 2 shared the following photovoice as evidence of the close relationship
that exists between father and son. In the photovoice image below, the child can be

seen sitting on the father’s lap and looking at him, while holding hands.

Figure 2: Photovoice evidence, participant 2

“He is very supportive, for example if he (the father) was sitting on that chair
right now, he would be sitting on his father’s lap.” (Participant 2, individual

interview).
The presence of the father as a caregiver is supported by other participants, where

parents share the responsibility of caregiving.

“l was able to do chorus like the washing and cleaning while the father was

looking after the child. ” (Participant 6, focus group 1).
Additionally, Participant 3 described that the stepfather currently fulfils the role of

a father-figure to both the child with a disability, and his biological child with
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participant 3, whereas the biological father of the child was not supportive and had
passed away during the separation.
“He passed away when [ was this side already, I wasn't there. So, the person

who takes responsibility is the father of the young one. | mean he closes that

gap.” (Participant 3, focus group).
Another caregiver’s mother (grandmother of the child) further spoke to the close
relationship that exists between participants and child.

“His mother will be on one side and I sleep on the other side. Most of the time

he wants me.” (Participant 6, individual interview).

4.3.3 Theme 3: Ndidiniwe (I’m tired): Major challenges caregivers face

This theme portrays caregivers’ reported challenges to caring for a child with a
disability. Caregivers often referred to the emotional burden of raising a child with
a disability, which was mainly associated with sole caregiving along with
challenges related to mobility, accessibility of services and attitudes of the
community. These are presented within the following subthemes: 4.3.3.1 Being a
sole caregiver is an emotional burden, which explores the perceived emotional
burden of being a sole caregiver of a child with a disability, 4.3.3.2 Mobility
challenges, wherein challenges regarding limited mobility of children with physical
disabilities are described, 4.3.3.3 Lack of accessibility, wherein caregivers report on
the challenges in terms of accessing services, health care and schooling, and 4.3.3.4
Community attitudes, wherein caregivers report on the negative attitudes of

community members and how they respond to children with disabilities.
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4.3.3.1 Being a sole caregiver is an emotional burden

This subtheme captures caregivers’ experiences of ‘sole caregiving’ and their
reflections on the emotional burden of sole caregiving. Sole caregiving is
experienced even within apparent supportive families, and in the absence of a
supportive environment. Participants reflected on how this affects their emotional

and overall well-being and the associated negative emotions they experience.

Participants shared various experiences when it comes to parenting their child and
the role of the caregiver. Some mothers and grandmothers reported that they are the
main person who cares for their child, and that they often engage in ‘sole
caregiving’, where other participants reported that responsibility is shared and the
father figure is involved, whether as a partner parent, or financially.

“When | need something, like he pays child maintenance every month, he sends

money and when | need something... maybe the child needs to go to the doctor

he gives me money. ” (Participant 6, individual interview).
However, in elaborating on the role of the father or co-parent within raising their
child with a disability, few participants reported equal involvement and caregiving
regarding their child with a disability. Most participants reported that the father
figure was either only involved in financial care of the child, or completely absent.
Father figures were more often associated with providing financially for the child,
which supports the participants experiences of being a sole caregiver in respect to
raising and caring for their child.

“Uhh no, we pay ourselves, we pay using his social grant money, his brothers’

money, and his father’s money and then it’s finished.” (Participant 2,

individual interview).
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“She gets maintenance money from her dad.” (Participant 7, individual

interview).
Participant four reported no involvement, financial or otherwise, from the
biological father of the child, along with not knowing the reason for this. It is
important to note in this case that the father did express expectation for the mother
and children to move to where he was located, but that this was not possible for the
participant, and that the father, after being informed, did not visit when the child
was hospitalised.

“He does not help financially either... he’s just out of his life entirely, yes..”

(Participant 4, individual interview).

“There is no reason, there is no reason because | do not know what the reason

is, but he does not want to.” (Participant 4, individual interview).
Many participants, particularly mothers, described a sense of responsibility towards

their children, and that they are the only person who care for their children.

“Yes, it’s just me.” (Participant 8, individual interview).
Participants discussed how they fear that others will not be able to care for their
children in the same way they do and did not appear to trust others with their

children.

“Because | am afraid that nobody will be able to look after her the way | do. ”

(Participant 1, individual interview).

“I can’t go anywhere or leave him with anyone.” (Participant 2, focus group
2).

In addition to the sense of responsibility expressed by participants, they further

reported that they are unable to complete their education or seek employment due
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to the responsibility they have in caring for their children, and being the only person
who is qualified, in a sense, to do so.
“I have a lot of challenges, because I quit school, | drop out because | have to
come and take care of him, even when | apply for a job, I, it’s not easy for me

to go and work because | have to stay and look after my son.” (Participant 5,

individual interview).

“I give her the attention she needs to a point where I'm not able to go out and

look for a job you see?” (Participant 1, individual interview).
Participants report on a lack of support from broader and extended family members.
One participant became emotional during the individual interview when asked
about support from family members, as she had experienced a lack of support from
her immediate family when her child was born.

“They always have those remarks, you know, that hurts... because it’s not my

fault that | have a child that is like this (...)[imitating sister] “no, it’s your

fault, because you 're supposed to do this and this...”, there’s no support.. even

from my own sisters, [starts crying/ ” (Participant 4, individual interview).

“That’s all that hurts me... no support from my family, neh. You've now

touched on something that hurts me. ” (Participant 4, individual interview).
Participant five reported how she considers her family to be supportive, but that she
questions whether they really understand her child and will understand the child’s
needs if she were to leave the family. This results in still experiencing sole

responsibility, even in the presence of support.

“Okay, even going on holidays, I can’t allow her to go to my sisters because |
am scared, as much as | understand they support her, I am scared and wonder
if they will understand her when she needs something.” (Participant 1,

individual interview).
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In support of this, participant 8 additionally mentioned how she, too, could leave
her child with a family member, but that the family member would not be able to
meet all the child’s needs, which further supports the sole responsibility that

participants express.

“No, he only depends on me unless | have to go somewhere where | have to
leave him with someone. For example, my mother is not able to feed him
through the peg, granny wouldn’t be able to feed him through the tube.”

(Participant 8, individual interview).

“I give her the attention she needs to a point where I’'m not able to go out and

look for a job you see?” (Participant 1, individual interview).
Participants further reported on the emotional hardships associated with caring for
a child with a disability. Participants also reflected on their understanding of
disability and their child’s independence, which further contributes to the emotional
roller coaster that participants report. Feelings of being overwhelmed and depressed

were reported by a few of the participants.

“There are times when [ wish I can cry cause the situation is more, it’s beyond

you, it’s (beyond) my power, you see?” (Participant 5, individual interview).
One participant described a particularly difficult time where she reported wanting

to end her life.

“There was this one time [participant starts crying], | wanted to commit
suicide... and 1 thought, I said God, let me take my child... and just hang

myself... kill both of us.” (Participant 4, individual interview).

Another participant, when asked about whether she experiences any rewards of

raising a child with a disability, expressed the following:

“No, there’s nothing nice about it.” (Participant 6, individual interview).
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Participants further spoke about how they questioned the realities in which they find
themselves and often turned to religion for answers and strength in facing the
emotional hardships of raising their child.

“It helps you so, for praying, because it gives me strength, because at first time

it was God who gave me this child, so I must talk to him and ask him how to

be strong and how to keep on taking care of my son. ”” (Participant 5, individual

interview).

“And | said God, give me strength, that nights when I look at my child and I.”
(Participant 4, individual interview).

The subtheme above provided insight into the emotional burden of raising a child
with a disability, and how participants often engage in caregiving in a solitary
manner, even when having access to support.
4.3.3.2 Mobility challenges
Participants reported on challenges they experienced in transferring their children
and travelling with them. Participants related struggles with their child’s mobility
especially in the absence of assistive devices such as buggies or wheelchairs. Most
participants who have children with physical disabilities reported needing to carry
their children, regardless of the child’s age, due to the nature of the impairment.

“I have to carry him on my back because I can’t do anything else since he

can’t walk.” (Participant 6, individual interview).
Participants further reported difficulties experienced in that their children grow
heavier as they become older, which contributes to the difficulty of functional and
community mobility.

“Yes, | have to get someone to hold her before | get on, because back then |

would just hop in while she was on my back, it’s difficult now that she’s big.”
(Participant 7, individual interview).
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“[He’s] getting bigger and he’s quite, joh, it’s a challenge to carry him and
he wants to play, he wants to go outside. ” (Participant 5, individual interview).

“He’s now too heavy for me.” (Participant 5, individual interview).
Participant 8 was observed experiencing particular difficulty in addressing
functional mobility and transfers for her grandchild. Being an older caregiver was
observed to be particularly physically challenging. During observations, participant
8 frequently reported “Ndidiniwe” and ‘Joh!’, as she transferred her child, or picked
him up from the ‘waskom’ on the floor to place on the couch, or from the couch to
bed or buggy for feeding.

“It's because my back get sore.., Yes, | can feel that my body is sore, my body

is really sore, my arms also get sore. ” (Participant 8, individual interview).

“Picking him up from the bed is difficult, it’s also difficult to put him on the
sofa. It’s difficult.” (Participant 8, individual interview).

Participant 7 further spoke to the experience or having to carry a child when there
are no alternative means of transporting a child, such as the use of assistive devices.
“My back gets sore but there’s no other way.” (Participant 7, individual

interview).

“She is heavy. I don’t have a choice. I put her on her [my] back even though
she is tall. ” (Participant 7, individual interview).

Participants who have access to assistive devices additionally experienced difficulty
with transport. Participant 8, even though she has a buggy for her grandchild, often
resorts to carrying her grandchild when needing to take her into the community.
She was observed taking her grandchild to the clinic and having to carry him. The
buggy, while ideal for positioning, is not ideal for or used by the participant for

travel on public transport. Another participant reported that she had received a
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wheelchair for her son, but that it did not fit as her child had grown significantly in
the time waiting for an assistive device.
“So, he’s growing and then you come back and then still he’s grown, it won’t

fit, so I don’t know..., we are waiting for that because maybe it won 't even fit.”

(Participant 5, individual interview).
As presented above participants often resort to carrying their children, which for
some is painful, however participants report that there is no alternative means. One
participant, during observations, demonstrated placing her child’s feet on her feet,
holding his arms, and ‘walking” with him. She shared the following regarding

general mobility as her child was not yet able to walk:
“l am his feet. | walk for him.” (Participant 5, observations).

Participant’s 5 sister, who sat in on the individual interview, shared the following

as indicative of the assistance required for functional mobility of the child:
“He’s using your feet.” (Participant 5’s sister, individual interview).

This supports the important role that participants play in assisting their children
with functional and community mobility. This subtheme explored the challenges
participants face in terms of functional and community mobility of their child and
the additional responsibility of needing to transport, and in most cases carry, their
child. Children with physical disability were particularly observed to be dependent

on the participants for mobility in varying degrees.
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4.3.3.3 Lack of accessibility

Participants reported challenges with accessing services as associated with living
within a rural setting. Rural life, according to the participants, is associated with
far distances to travel to access healthcare services, poor socio-economic status, and

a primarily isolated lifestyle, all of which are presented below.

One challenge highlighted was the lack of appropriate services available within the
area. One participant reported needing to travel to Frere Hospital, located in East
London, to access urgent medical care.

“One day he pulled it (PEG) and we had to go to Frere hospital (...) Sometimes

the balloon inside bursts and then what do | have to do? Go to Frere.”

(Participant 8, individual interview).

Some participants were also referred to rehabilitation services in faraway hospitals,
such as Cecilia Makiwane Hospital situated in Mdantsane, outside of East London.
“I had to go to the OT, he said | should go to the OT at Cecilia Makiwane. ”

(Participant 8, individual interview).
Many participants reported poor socio-economic circumstances. Participants shared
experiences regarding the monetary responsibility that was associated with caring
for a child with a disability. One family shared how they depleted their finances
paying for private education and transport for their child, as they were not able to
find a school nearby that would cater for children with special needs.

“Sending your child to a private school is not your choice (...) ..you take your

child to public hospitals and clinics for assistance throughout their childhood,

so it becomes a challenge now when it’s time for him to start school...”

(Participant 2, individual interview).

81

UWC https://uwcscholar.uwc.ac.za/



Below, photovoice is presented where Participant 2 is walking her child to the taxi
that’s stopped in front of their house, which transports her child to the private
school. This to her was evidence of the measures needed to access private

schooling.

Figure 3: Photovoice evidence, participant 2

Travel appeared to be a particular challenge that participants experienced,

especially with regards to accessing health and allied health care services.

“We get them... | get OT and speech, but sometimes I find that I don’t have
money to go to the appointment for the date they have set.” (Participant 6,

focus group 1).
Participants referred to their experiences accessing public transport or travelling

through the local clinics, however this resulted in long days and long waiting times.

“I have to be there at 10am which means | have to be up at 4 o clock to get

him ready and leave by 6 o clock.” (Participant 2, individual interview).
Participant 6 shared her routine using ambulance transport, however reports that

she makes a plan either way to ensure she does not miss an appointment.
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“In order for things to work out you have to sleep there, how are you supposed
to sleep on a chair with your child? So, | missed it [the ambulance] many times,
but I never miss an appointment date when I’'m supposed to go there. If [ miss
it [the ambulance] then I will make my own way there and take the ambulance

back. ” (Participant 6, individual interview).

“There is no ambulance. She makes her own way there, sometimes she goes
straight from here to the hospital or she sleeps in (nearby town), but you 'l find
that there is no ambulance here in Alice and she has to make her own way
there and buy food with the money.” (Participant 6’s mother, individual

interview).
When asking participants about challenges that they faced in raising their child,
many of the participants referred to the education department and seeking formal
academic support as a major challenge that they experienced. Almost all the
participants referred to long waiting times, a lack of follow-up from the department
of education, and how they are subsequently not able to place their child in formal
schooling.

“I went to that department and asked about the child, and they said they were

gonna call me, they did not (...) They didn’t follow up or anything.”

(Participant 1, individual interview).
Some participants, however, did not find that the school placement was supportive
of their child’s academic performance, but rather that their child was stagnating.
“Each and every grade she repeats, that’s why she’s still in primary [school]
whereas she’s 17 [years old/.” (Participant 3, individual interview).
Some of the participants children were placed within the public school within the
community, however this school does not specifically cater for children with
intellectual disabilities, and subsequently these children were not progressing or

receiving the individual attention they require.
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“I had already registered him with the department of education, but I have not

received any feedback until today. ” (Participant 2, individual interview).

“Cause they always put him on a waiting list, for a very long time.”

(Participant 5, individual interview).

In some instances, participants report finding a school that seemed appropriate, and

then visiting and their child being turned away as the school is not suitable for
meeting the needs of the child with a disability.

“Eeeh... a school. I have been looking for a school for a long time, but it was

difficult (...) I have been going to these schools for a while now, but they all

say the schools are not right for her.” (Participant 3, focus group 1).
Participants express being frustrated with this process and feeling bad for their

child, as they know it is important for their child to be placed in school. Participants
also shared more on how they looked for other schools.

“You register him with the department of education and never get feedback, as
a parent you get to a point where you start feeling bad because your child
should be at school like other kids, until you get to a point where you start

looking for a school yourself. ” (Participant 2, individual interview).
Participant 1 also shared her understanding about government school for children

with disabilities and whether she would have to pay for these services, even though

they are offered to the public.

‘but now we were saving because we didn’t know... for school we didn’t know

that you don’t pay for these schools.” (Participant 1, individual interview).

Some participants reported not having a lot of knowledge about school and whether

their child with a disability had the same rights as other children.

“Yes, | think, and she has the right to have an education, isn’t it? Even if she

is deaf. ” (Participant 1, individual interview).
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| spent a lot of time in the community observing the rural environment. Some
caregivers lived in villages surrounding central Middledrift where community
members had communal taps and toilets, resulting in needing to fetch water. While
brick roads are found in some parts of central Middledrift, surrounding villages are
mostly accessibly by dirt roads. Road conditions were observed being poor in rural
areas. Additionally, as a result of some participants not having running water,

washing their children and themselves is done using a Waskom.

During observations, no allied health care visits or outreach were observed,
however health care services are provided to the community on a monthly basis
through outreach and community visits from surrounding hospitals, although some
community members were not aware of these services and when they were

available.

4.3.3.4 Community attitudes

Within this subtheme, community attitudes, participants provide insight into how
the community responds to the presence of disability within the community. While
some community members report positive experiences, which are explored in the
final theme, many also speak to negative responses from the broader communities.
Attitudes of the community are explored here, and participants speak to the
challenges themselves and their children experience within the larger community

or a misunderstanding that community members have towards disability.

Participants reported that community members have certain attitudes towards

people, and children with disabilities. Participants here speak to how the community
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responds negatively to people with disabilities and how communities understand
disability and have different expectations. Participants report a general lack of
acceptance and lack of understanding towards disability. Within this subtheme, the
negative perceptions are explored — starting with a lack of acceptance and
understanding.

“Some people can’t accept that their children are like this. You can see when

we go to neuro doctors (...) you'll find that the mother is 20 years old and does

not accept their child. ” (Participant 7, individual interview).

“Many people does not understand these kids.” (Participant 4, individual

interview).
One participant spoke specifically to the lack of communication and how this posed
to be a major challenge within the broader community. Her child is unable to
communicate verbally and uses a unique form of sign language at home that is a
combination of sign language learned from TV and signs developed by the
participant and child, however these skills do not translate to the interactions with
the broader community as they do not understand sign language.

“So that’s something that stresses me, you can’t... when she craves something

from the shop, yeah? (...), sometimes she comes back from the shop with her

money because nobody understands her.”” (Participant 1, individual interview).
Participants further report the various misconceptions that community members
have towards child with disabilities. Some expect mothers of children with
disabilities to be treated differently, for example through having ‘designated
queues’ in which to stand, while others consider the mother of the child to be at

fault and the cause of disability.
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“So, they [the community] get surprised when | get there because | stand in
the queue like normal people, yeah?” (Participant 1, individual interview).

“...they felt like, it’s, it’s, it’s maybe my fault... the child must be like so (...),
look... her child is walking, but your child is not yet walking.” (Participant 4,

individual interview).
Participants frequently reference a lack of understanding from the community
towards their child with disability and lack of initial acceptance towards their child

with a disability.

This lack of understanding is evident through the community member’s reactions,
how they engage with children with disabilities, as well as community member’s
expectations of children with disabilities.
“They [the community] want you to quickly understand them, that’s frustrating
for me. ” (Participant 1, individual interview).

“... the society is getting used to someone like her.” (Participant 1, individual

interview).
A major misconception reported by participants is that because children are not
functioning at similar cognitive levels in comparison to others, or progressing at the
same academic pace, that they are considered to be ‘stupid and lazy’. Participants
report that mothers, too, have these misconceptions about their children in the
presence of intellectual or cognitive impairments.

“You will see, ‘You're stupid man!’. ‘This child...’ I have heard it from many

mothers, ‘this child doesn’t want to do this, this child is lazy (at) school ... One

grade over and over. ” (Participant 4, individual interview).
One participant referred to violent reactions from the community, in response to her
child swearing, which her doctor had said was part of his diagnosis. Participants

then have to fight for their child.
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“Some people in my village will hit him because of it [swearing], some will
throw stones and him, he will come back saying so and so threw a stone at him,
and then | have to go and fight. ” (Participant 9, focus group 2).

Participants also referred to other children who laughed at their child due to the
presence of disability and unfamiliarity thereof.
“You know sometimes when a child will laugh when they see someone they are

not familiar with (...) I remember once some other children were making fun

of him.”” (Participant 2, individual interview).

“Sometimes he’s sitting on the sofa when they arrive, and they laugh at him.

They laugh at him. ” (Participant 8, individual interview).
Participants spoke more to children who laugh at or make fun of other children with
physical disabilities, and adult community members having misconceptions of

children who have intellectual or cognitive disabilities.

Lastly, one participant shared how she has not spoken or cared much for her

neighbour, who also has a child with a disability, despite them living close by.

“Yeah, because we don’t really care for each other even though we are
neighbours, we just hold conversations every now and then.” (Participant 2,

individual interview).
Below, participant 2 and 3 shared the following photo as evidence of the

neighbourly relationship among them.
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Figure 4: Photovoice evidence, participant 2

4.3.3 Theme 4: Like, a mother don’t give up

The final theme within this chapter, Like, a mother don’t give up, is a representation
of the positive aspects of raising a child with a disability and the positive
experiences that participants have. Participants report on the benefits they
experience in raising their child with a disability, and share examples of support
they receive from family, neighbours and the broader community. Participants
further share how they fight for the rights of their children to be met, and lastly
report on their needs in terms of requiring support. Even though participants do
have some support, there is more that is required. Support needs are further
highlighted in this final theme. These topics are presented in three subthemes,
4.3.3.1 Rewards of caregiving, 4.3.3.2 Asserting children’s rights through self-

advocacy, and 4.3.3.3 A call for support.
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4.3.3.1 Rewards of caregiving

Within the first subtheme, rewards of caregiving, participants share the personal
benefits they experience through raising their child. Here the participants discuss
the strong bond that exists between mother and child. This strong bond is informed
by caregivers needing to dedicate most of their time to caregiving and needing to
develop special ways of communicating. Where participants prior discussed the
sole responsibility and emotional burden of caregiving, many also discuss that sole

caregiving facilitates a deeper bond with their child.

Participants consider the close relationship between parent and child to be a major
contributor to benefits that participants experience. Being a primary or sole
caregiver was associated with more responsibilities, but also more rewards as this

further facilitated the close relationship.

“For me it’s very rewarding because there is no parents that she will hear
besides me, | think she is close to me. ” (Participant 1, individual interview).
Participants further spoke to knowing and understanding their child as a contributor
to the bond that exists between them and considered this to be a reward.
“I think that’s a reward for me. I am very close to her; | know her inside and
out.” (Participant 1, individual interview).
Participants expressed that despite the difficulties that are evident in raising a child
with a disability, their children only want love and care, and subsequently only want
to give love.
“It’s so difficult to raise a child like this cause I'm still young, but I've noticed
that they only want love and care. ” (Participant 5, individual interview).

“No, he loves me, and I love him.” (Participant 6, individual interview).
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Participants shared that having a child with a disability had taught them how more
about disability, and how this was an additional religious reward that they
experienced.

“It’s a blessing from God and it give me a, more of a lesson of raising a child

like this. ” (Participant 5, individual interview).
Participants, overall, expressed being content with their child and the relationship
that exists between them. The special bond that exists between caregiver and child
was described by many and considered to the major reward that participants
experienced within their caregiving journey.

“She is special to me, I don’t know, I don’t know. I can’t say much but I... what

can I say? I'm not... There’s nothing more I could ask for.” (Participant 1,

individual interview).
Participants further refer to a unique language that exists between caregiver and
child. Participant 1 described a special language that she and her child had
developed and used to communicate with each other. Their language is influenced
by sign language; however, the signs are unique to them and not formal South
African Sign Language. Participant 1 described how this language contributes to
the special bond that exists between them, as her child is the only one that
understand her, and she is the only one that fully understands her child.

“Okay, we have our own signs that maybe other people will not understand

where for example we refer to ‘father’ as... [demonstrates unique sign] it’s

more like slang, you cannot say... and like this for ‘mother’... [demonstrates

unique sign for mother] ” (Participant 1, individual interview).

“So, we have that, but other people wouldn’t understand that we are gossiping
about them, you see? (...) That’s what our special signs are.” (Participant 1,

individual interview).
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Other participants additionally spoke to feeling as if they were the only one who
understood their child, which further contributed to their special bond.
“I am the only one that understand him more, yes." (Participant 4, individual
interview).
One of the major contributors to the special bond existing between participants was
the familiarity associated with caregiving and assisting their child with their
activities of daily living or spending time together in general. Participants refer to
their continuous involvement in their child’s life and how this contributes to their
understanding of their child and the subsequent bond between them. Commonly,
participants refer to familiarity with their child as a contributor to the special bond.
“But now I love her so much and I'm familiar with her (...) I don’t have any

issues now, I am a happy person, I'm used to her.” (Participant 7, individual

interview).

“I spend more time with her than anyone else.” (Participant 3, individual

interview).

“Yesterday, we are even doing laundry together, we do everything together,
when | stay, I stay with him, when I do laundry, he’s here, when I'm eating,
he’s here, so we have a lot of bond because we are too close.” (Participant 5,

individual interview).
Participants further spoke to understanding of each other that developed due to the
close proximity and caregiving of a child with a disability. This, eventually, resulted
in participants expressing that they cannot go without their child, nor can their child

go without them, indicating a mutual reliance on each other.

“We understand each other a lot, I can’t [g0] without him, and he can’t [g0]

without his mom. ”” (Participant 4, individual interview).
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)

“She doesn’t ever want to stay with someone else, she only wants me.’

(Participant 7, individual interview).
Children subsequently only want to have their needs addressed by the participants
and only want to stay with their caregiver, indicating the significant attachment

between caregiver and child.
4.3.3.2 Asserting children’s rights through self-advocacy

Within this category, participants elaborate on assert their child’s rights through
advocating for their child — whether through accessing services or taking their
child’s learning into their own hands, within this category participants describe how
they sought alternate means of teaching their child how to speak, write and read.

Participants are determined to ensure their child’s basic rights are attended to.

Participant 1 expressed having to be particularly creative in her teaching methods
given the hearing impairment of her child.
“When she was two to three years, | was given these pamphlets, two to three
years, three to four. These pamphlets had information on animals, she would
identify between female and male animals, that’s what I use to teach her at
home. When it comes to teaching her colours, | would take Coke bottle lids

because they are different colours and use those to teach her.” (Participant 1,

individual interview).
Participant 1 further went on to explain how she resorted to technology and
applications to assist with teaching her child how to write her name.

“... try and teach her how to write her name, there is an app we downloaded

that tells us about alphabets. ” (Participant 1, individual interview).

Another participant, in reference to the photovoice, further spoke to her experience

of providing additional support to her child after school.
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Figure 5: Photovoice evidence, participant 2

“...Photo number 23 hey? (...) | teach him to... to read and write, we do this
every day when he comes back from school. Even if he doesn’t go to school
that day, we will still do this so that he’s not far behind with school. There we
wrote his name, then we wrote vowels at the bottom, so we were reading them. ”

(Participant 2, focus group 2).
This is supported by Participant 5, who also provided photovoice evidence of her
assisting her child with his homework. Participants often spoke about the additional

learning and teaching support that they gave to their child.

Figure 6: Photovoice evidence, participant 4
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Participant 1 would instruct her child to watch the sign language interpreter on TV
In an attempt to assist in teaching her sign language.
“There was a sign language interpreter, | would show her the interpreter and

tell her to focus on them and not Ramaphosa.” (Participant 1, individual

interview).
Due to the challenges accessing formal education for some, participants often took

on a teacher-role in response to their child’s academic needs and additional

academic support that they required.

Participant 4 spoke to how, initially, the school did not want to accommodate her
son, however eventually agreed as she pleaded with them to accept her child and
give him a chance at the school. Since the child’s admission, she is seeing the

improvement in her child’s academic performance.

“Very, they very very very supportive, you see the school’s very supportive,
(...) His Grade R teacher called me and said, [Mom], please please come to
school please, I need to speak to you, this child can’t say when he wants to go
to toilet, he can’t speak anything... I said, ‘Please, keep him there. Just be

patient. (Participant 4, individual interview).

“/He gets] enough attention, because they know there are children with this
problem... that’s why I say, I see it in his books, I see it in his improvement at

the school. ” (Participant 4, individual interview).

Other participants shared how teachers supported their children in other areas, such

as assistance with activities of daily living such as dressing.

“Yeah, they [teachers] are the ones that help the most, because sometimes |
find that | have not yet trained him to do something yes, but he comes back...
for example I had not yet trained him how to dress himself.” (Participant 2,

focus group).
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Word of mouth and the use of the internet appeared to be common ways in which
participants looked for alternative schooling. Some participants additionally spoke
to use of the clinic workers, such as community health workers, to recommend
schools for them. After interviews, the researcher checked in on all participants and
during this time they often spoke about how supportive the CHW are, and that they
share knowledge regarding information pertaining to schools and grants.

“The care worker got me, she... yhuu! She told me about a school.”

(Participant 1, individual interview).

“From people and Google. We google and then from people who say, ‘I know
someone that has a child with the same challenge’, and then they will

recommend the school.” (Participant 5, individual interview).
In one instance, a mother resorted to looking for a private school for her child, and
found a private school that was far away, and unfortunately costly. Mothers report
that this is not their choice, but rather a necessity if not able to access government
schooling.

“Sending your child to a private school is not your choice.” (Participant 2,

individual interview).

“It’s the school transport situations (...) that’s the one issue that weighs heavily
on my shoulders because we 're both unemployed, so we have to pay monthly. ”

(Participant 2, individual interview).
Some participants reported not having a lot of knowledge about school, however

still knowing that their child has rights, despite the presence of disability.

“Yes, | think. and she has the right to have an education, isn’t it? Even if she

is deaf. (Participant 1, individual interview).
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4.3.3.3 A call for support

Within the final subtheme, a call for support, the researcher presents the support
that is currently available to participants — including support from health care
workers and allied health, department of education, and the broader community.
Through participants sharing their positive experiences with support, a greater need
is identified and current gaps in support highlighted. These gaps inform a call for

support of participants.

Participants here provide an insight into their experiences with allied health services
and how these contribute to their parenting role and caregiving of a child with a
disability. Participants speak to the impact of these services and how allied health
professionals contribute to their understanding of disability through being able to
assist their child in their activities of daily living. Participants generally had positive
experiences shared regarding allied health services, and mostly speak to how allied
health professionals ‘helped’ their child, and the knowledge and training that they

gained through attending speech, physiotherapy, and occupational therapy sessions.
One participant highlighted the kindness of healthcare staff.

“When | went to physio | would see how kind the white people and doctors

were. ” (Participant 7, individual interview).
Participants often referred to a team of therapists being involved in their child’s

intervention, and the regularity of sessions.

“Every month, physio, OT, speech therapy, every month | have an
appointment. It’s only Neuro that I attend every 6 months.” (Participant 7,

individual interview).
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“At the clinic uuhhh.. he only goes to the clinic when he is sick, but he gets
other support from public hospitals, physio helped him a lot.. all of his
therapists helped him a lot. ” (Participant 2, focus group 2).

Participants spoke to the experience that they received through attending allied
health rehabilitation services and how this contributed to their knowledge of
children with disabilities and how to care for them. Participants refer to training
they received, and how they learned how to ‘train’ their child.
“You are told about the child’s condition, and you have no idea how you re
going to take care of the, you don’t even know when to begin. Even at home
nobody has any knowledge of this condition, but once you go there

(rehabilitation) you get knowledge on how to look after your child etc., you get

a lot of experience from there. ” (Participant 2, focus group 2).

“The support I get from physio for examples when he goes to physio, | always
come back with more knowledge on how to train him or hold him. Even with
speech they will tell you not to speak to him the way he speaks to you, you must
speak to him normally so that he can learn from you. You get a lot of
experience, for examples the reason he got his specs is because his speech
therapists realised that... that he couldn 't see.”” (Participant 2, focus group 2).

Participants further spoke to the role of government in providing training for allied
health care professionals who work with children who have disabilities, and how
this free service is considered to be support.
“Government trains people for this kind of kids.” (Participant 4, individual
interview).

“Yes, cause they give us physio for free, so I call that support yes ”. (Participant

5, individual interview).
Despite the many positive experiences shared by participants in relation to allied

health care, some also spoke to the challenges in accessing these services and
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challenges experienced in continued allied health care. Participants referenced not
always knowing when services were available, as well as poor support following
discharge from therapy. Despite participants experiences with allied health services
being generally positive, there is a need for additional support.
”S0, they don’t want to send me there when there is a possibility that there
won'’t be anyone, they are only there sometimes.” (Participant 6, focus group
1).

“They didn’t tell me if we need to go back to speech therapy.” (Participant 1,

individual interview).
Participants frequently shared positive experiences with health care in general.
They were observed engaging positively with the community health workers who
accompanied the researcher and assisted with translations during interviews. The
role of the community health workers was mostly to check in on community
members, refer them to the clinic where appropriate and offer guidance and support
when the community had questions, for example, about school. They further
assessed whether community members were adhering to their medication regimes.
The community health workers often worked in pairs or groups that would do home
visits, and on some days provided assistance at the clinic. One participant, in
reference to the community health worker that was translating, reported the
following:

“The participants from the clinic, I don’t wanna lie they are very supportive,

especially her [referring to the CHW who translated].” (Participant 1,

individual interview).

Another caregiver reported the following regarding the clinic.

“So, sometimes | feel like, [if] there’s something that I don’t understand with

my child, I can go to the clinic. ” (Participant 4, individual interview).
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When participants were asked about support from the government, mostly referring
to health care support, most of them spoke to financial support in the forms of
disability grants and the involvement of health care professionals in securing these
grants. Participants expressed being happy with the financial support as it
contributed towards addressing the child’s needs, such as purchasing nappies and
buying medicines.

“It is so good because | get a little support from the government, yes, cause

they pay him grants (...). ” (Participant 5, individual interview).

“I mean because | get... She gets a disability grant. ” (Participant 3, individual

interview).
Participants frequently mentioned the support of health care professionals in
assisting participants in applying for disability grants.

“Yes, they did everything for her, even getting the... what’s that, the social

grant? I don’t know what they call it but yeah.” (Participant 1, individual
interview).

“The doctor asked me, ‘Mammie, does this child have a grant?’.” (Participant

4, individual interview).
Not all participants, however, received the assistance reported by most, as is evident
below where one described not receiving support in getting a disability grant.

“I have not received any assistance... nothing has happened at these places

(departments), the department of health has not called me to refer me to SASSA

or write something. ” (Participant 6, focus group 1).
Participants shared their experiences and frustrations with an inefficient health care
system. Participants refer to broken equipment, lost folders and subsequent loss of

patient history and medical details and not being seen when dates are booked.
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“I followed up on itand I went there, every time | go there is always something,
maybe the folder gets lost or when he has to go for an MRI... because he did a
CT scan, when he has to go for the MRI the machine is broken etc, there is
always a story when | get there. (...) so I haven’t gotten any leads. He doesn’t
get a disability grant, only the normal child grant. ” (Participant 6, individual

interview).

“They would give us a date and tell us to go back home and that they would
do the operation and then once we arrive on that date, they would tell us to

come back on another day. ” (Participant 8, individual interview).
Despite the negative perceptions and reactions noted by some participants, many
also reported positive experiences and support from the broader community, with
some community members coming to the defence of children with disabilities being
laughed at. When one of the participant’s children was being made fun on, another
child in the neighbourhood came to his defence.

“One of the children in the neighbourhood stopped them and said, ‘No, don’t

do that again, don’t come to this street if you are going to laugh at my

neighbour’.” (Participant 2, individual interview).
Participants further report the community being protective over the child with a
disability.

“When they see her in the street, they will call me because they worry about

being around cars since she won 't hear them approaching”.” (Participant 1,

individual interview).

“/My child] will not be hit, and if parents are around — they step in, neh? They

step in. ” (Participant 4, individual interview)
One parent, when asked about support from the broader community, spoke to the
communities understanding of her son and how well known he is within the

community, despite the presence of disability.
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“If 1 have to speak here where | am staying, community — they support me
100%, even when 1 go to the clinic, [my child] is known... | would be shocked
sometimes, [my child], you well known... it’s like you a soccer player... they

understand, very very supportive. ” (Participant 4, individual interview).
During photovoice, participant 2 and 3 both took photographs that depicted their
families. The photographs depicted the two caregivers with all their children
standing together and posing for a photo. The following was shared during the focus

group when discussing the photo’s:
“Here we are showing support. ” (Participant 3, focus group 2).

One participant also shared her positive experience of support from the local
church, however appeared to be mostly related to church attendance.
“Very, very very [supportive]... even when | now and then just lie down a bit

then I don’t go, ... they encourage me, ‘come to church, don’t just sit like

that’.” (Participant 4, individual interview).
Participants additionally spoke to support from outside of the community.
Participant 7 spoke about how she was referred to Timion, in Jeffrey’s Bay, a
humanitarian organisation that supports families and children with disabilities from
marginalised communities. One participant referred to a Down syndrome support
group in East London that she had learned about through a booklet and attended.
“I have also been to Timion in Jeffrey’s Bay” (Participant 7, individual
interview).

“Finding places to help me is quite a challenge, or maybe there is no support

where | live. ” (Participant 2, individual interview).

“l have to go to East London once a month for a Down syndrome support
group (...) When he was diagnosed, | remembered that there was a magazine

here at home (...) | finished reading and found the phone number for the
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supportgroup (...). | felt that I went to a good place. ”” (Participant 2, individual

interview).
Another participant also spoke about an organisation that is unknown, that visited

and offered emotional support, however only one participant referred to this.

“They just come and check and give emotional support.” (Participant 5,

individual interview).
As is evident above, there were reports of support from the broader community and
support services being offered to participants of children with disabilities, however
these were mostly out of town. During observations, neighbourly interactions were
observed and interactions between additional family members and participants,
however none that offered physical assistance or emotional support to primary
participants. While participants mostly reflect on positive experiences, there are

many gaps in terms of support that should be given to caregivers.

103

UWC https://uwcscholar.uwc.ac.za/



CHAPTER 5

DISCUSSION

5.1 INTRODUCTION

This chapter focuses on the discussion of the findings in relation to the study
objectives while reflecting on existing literature pertaining to the experiences of
caregivers of children with disabilities, their challenges and support needs, and
relevant policies that support the full inclusion of persons with disabilities in
society. As such, the discussion utilises a critical lens to address how mothers of
children with disabilities in a rural community are supported in their parenting role;
factors that shape the support needs of mothers of children with disabilities in the
Middledrift community and actions needed to promote support and disability
inclusion in the community. The various challenges to caregiving, providing
support and accessing support, along with the needs of mothers are discussed. In
the final section, the Community Based Rehabilitation practice framework is
utilised to assist in offering a critical synthesis of the support needs of mothers and
caregivers of children with disabilities in a rural context to promote disability

inclusion.

5.2 THE SUPPORT CAREGIVERS RECEIVE IN PARENTING A CHILD

WITH A DISABILITY

The first objective of the study was to explore how mothers of children with
disabilities in a rural community are supported in their parenting role. This entails

supportive factors that the participants experienced in terms of self-identified
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rewards. The findings highlight some positive experiences of support from their

family, the broader community, and governmental departments.

5.2.1 Supportive factor of reward of caregiving

Participants reported some positive experiences in their parenting journey
concerning their children with disabilities. The presence of disability was the factor
that most contributed to a close relationship or bond between mother and child.
They shared feelings of being proud of their children and their achievements, and
the photovoice largely reflected this. When discussing the photovoice evidence with
the participants, they mostly spoke about the positive aspects that they wished to
highlight through the photographs, including support received from the community
and the achievements of their children. Caregivers being proud of their children’s
development and growth is supported by Van der Mark et al. (2019), who report on
the joy that comes from caring for a child with a disability, particularly in relation
to seeing the child develop. Most participants reported positive experiences in
caring for their child and that they had accepted their child’s disability. Only one
participant, an elderly caregiver, reported few rewards. In reference to instances
where the challenges outweighed the rewards the participants reflected on how their
perceptions of those experiences shifted as the child got older and they learned more
about the disability and witnessed the improvement in the child’s functioning. This
was however not the case for all participants as the elderly participants reported

more challenging experiences than their younger counterparts.
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5.2.2 Support from another parent/parent-figure

Most participants engaged in solitary caregiving, however some of the participants
did report positive experiences of support from another parent. These participants
were provided with financial support from the father of the child. This was not an
unexpected finding as some research suggest that fathers of children with
disabilities in rural settings often play an important role in providing financially for
the family and are concerned with the financial burden of caring for a child with a
disability (Kyeremateng et al., 2019; Barlindhaug et al., 2016). In contrast to this
finding, as shown in research conducted by Uribe-Morales et al. (2021) in Spain,
fathers share the responsibility of caring, which results in reduced working hours
or in some cases even needing to leave their employment and neglecting other areas
of life such as social and leisure pursuits. In this study however, fathers were
notably not involved in caregiving, and those who were, were not the primary
caregivers thus did not experience equal disruptions to their daily routines. In a
South-African rural context, the financial responsibility typically falls on the
shoulders of the father figure, as mothers are more often than not required to look
after the child with a disability and consider this their natural role (van der Mark &
Verrest, 2014). In some cases, the participants shared that the father lived far away
to provide financial support as job opportunities in the community are scarce. Only
two of the participants currently live with the father of the child, and in these cases,
participants reported that the fathers play an integral role in co-parenting and
offering emotional and hands-on support in caring for their child with a disability.
One participant described the close relationship that existed between her child with
a disability and the father of the child and reported that the close bond between them

provided her with opportunities to complete household tasks, thus sharing the
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responsibility of care and household duties. From these findings, the gendered
effect of caregiving is evident due to all primary caregivers from this study being
female, with the father of the child with a disability sharing in some caregiving
responsibility in the case of two participants only. While the research was
particularly focused on mother’s and female caregivers experience, it is evident that
the role of primary caregivers tend to go to mothers or females within this
community, and the majority of female caregivers from this study engaged in sole
caregiving. These findings emphasise the sole caregiving experience that mothers
of children with disabilities engage in and concurs with the findings from other
studies in rural and poor-urban settings which also showed women as primary
caregivers of children with disabilities in South Africa (van der Mark et al., 2019;
Manyuma et al. 2023) and broader African settings (Taderera & Hall, 2017;

Sakwape et al., 2023).

5.2.3 Support from the broader community

The participants also shared positive experiences of support from neighbours and
the broader community. They shared that in smaller communities, community
members are more likely to know one another. Most of the participants were
observed interacting with one another with those who lived close to each other
being friends and their children being friends with one another as well. The
participants considered the close network of neighbours to be evident of support
among participants involved in this study, whereas the support received from
neighbours were more related to being neighbourly rather than support related to

caring for a child with a disability. These findings seem to diverge from those
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reported in other studies that showed that caregiving experiences of raising a child
with a disability largely reflects a lack of community support highlighting the social
exclusion that caregivers experience (Thwala et al., 2015; van der Mark et al., 2019;
Ghazawy et al., 2020). The findings of this study shows that the participants
received some community support although not pertaining to specific needs related
to caregiving, but rather in the form of general neighbourly support related to the
broader community such as looking after each other’s children while they are
playing. The findings nonetheless seem to contrast the experiences of complete
isolation and social exclusion of children with disabilities which is encouraging to

note.

When reflecting on support from the community services, participants also shared
experiences of interacting with the available health care services, particularly those
provided by the CHWs from the local clinic. They reported that CHWSs supported
them in applying for grants, gaining information about schooling, and played a role
of checking-in on the participants and the broader community. CHWSs can play an
important role in supporting community members and bridging access between the
community and local health care. Katzen et al. (2020) argue the importance of
CHWs in supporting new mothers, particularly in promoting compliance to
antenatal care visits, grant applications, tracking child development and
contributing to a decrease in depressive symptoms among new mothers. Katzen et
al. (2022) further report the importance of the triangular relationship between
CHWSs, community members and local clinics. CHWs play an important role in
facilitating referrals to clinics and simultaneously alleviating challenges

experienced by community members, such as the short amount of time dedicated to
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each patient due to a shortage of staff. In this study, CWHSs were observed spending
quality time with community members and showing a keen interest in all members
within the household doing informal assessments of health and well-being and
making referrals to the local clinic. Additionally, one of the participants spoke about
the support received from her church and how encouraging the church members
were. This is supported by findings from Sadiki and Kibirige (2020) wherein
caregivers also reported the positive experiences of support from their church.
Support from the church in this study was mostly highlighted in reference to church
attendance and enjoyment of the positive experience that the child had. This finding
Is of significance as it is indicative of inclusivity of the child with disability in

participating in religious and cultural activities within the community.

In relation to support from the government, the participants identified the key
supportive factor as financial in the form of social grants i.e., disability, pension,
and child dependency grants. Care dependency grants are allocated to caregivers
who need to provide full-time care for their child with a severe disability and are
provided through SASSA until the child turns 18 (Government of South Africa,
2023). While the amount for a care dependency grant, which most participants
received, is poor (currently R2090 per month), all participants viewed this as
sufficient financial support from government, despite reporting financial hardships
in general. Participants further referred to the costs of travelling to access health
care and that this was often not affordable, resulting in missed appointments. The
participants furthermore reported positive experiences in interacting with the health
care system regarding rehabilitation. Training and support provided by both

medical health care professionals and allied health were instrumental in facilitating
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participants understanding of their child and acquisition of skills in preparation for
meeting the needs of the child. According to Louw et al. (2023), rehabilitation is
considered an essential health service aimed at improving individuals daily
functioning, promoting independence, and enabling participation in various
occupations such as work or school and consideration of optimal reintegration into
community life. The findings of this study illustrate that the participants learned
how to support their child’s development. They learned how to do exercises with
their children with disabilities, along with supporting them in their activities of daily
living such as dressing and feeding, and how to seat and position their children with
disabilities where applicable. Some participants also had the opportunities to attend
supportive groups where they could share their experiences. One specific
organisation that was mentioned was Timion, a well-known Non-profit,
humanitarian organization in Jeffrey’s Bay that one of the participants takes her
child to for therapeutic services. Another participant also mentioned a Down
syndrome support group that is held in East London monthly but was not able to
recall the name of the organization that hosted this group. These findings show the
importance of available and accessible rehabilitation services as a key form of

support for caregivers of children with disabilities (Louw et al. 2023).

53 FACTORS THAT INFLUENCE THE SUPPORT NEEDS OF

CAREGIVERS OF CHILDREN WITH DISABILITIES

The second objective of this study was to analyse the factors that shape the support

needs of mothers of children with disabilities critically. Within this section an
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analysis of the challenges participants face and how this informs their support
needs, with reference to their context in which they live and the needs of their child,

is be discussed.

5.3.1 Rurality and poverty
The participants all lived in the rural setting of Middledrift in the Eastern Cape

characterised by poverty, rurality, and unemployment. While none of the
participants related having a child with a disability because of living in poverty,
most of them alerted to the fact that raising a child with a disability when living in
a resource poor, poverty-stricken area exacerbated their poverty status. According
to Palmer (2011) there is an interrelatedness between poverty and disability, where
persons with disabilities are more likely to experience poverty, and person’s living
in poverty are more likely to become disabled. This is illustrated in the findings of
this study whereby participants reported the additional expenses required when
raising a child with a disability, such as travel expenses for more frequent medical
visits, prolonged nappy use, travel costs for accessing private schooling and more.
These additional costs pose a financial burden on participants. None of the
participants who are primary caregivers were employed due to their caregiving
responsibilities, which further placed strain on the income generation of the

household.

The participants furthermore reported far distances to travel to access health care
services at tertiary hospitals in East London and to access schools that are inclusive
of children with disabilities. VVan der Mark et al. (2017) argues that caregivers who

live in poverty are faced with challenges in affordability, availability, and
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accessibility (the triple A’s). The finding show that affordability is a concern among
participants and was mostly reported in reference to schooling — where public
schooling for children with disabilities is not found within the community and
caregivers need to resort to private school, which is costly, and associated with

further distances to travel.

Participants reported financial requirements for accessing private transport, private
schooling, and private medical care when needed. The two main tertiary hospitals
in East London that participants referred to were Cecilia Makiwane Hospital in
Mdantsane, and Frere Provincial Hospital, both over 80km’s away from
Middledrift. Some participants need to travel by ambulance which entails waking
up earlier to travel to the next town (Alice) where the ambulance departs from,
while others travel using public transport which is expensive. Participants reported
trying to arrange alternatives when ambulance transport was not available, while
one participant described using her husband’s pension grant, the care dependency
grant, and grant money from a relative all towards paying for private schooling and
transport, which in turn exhausted their finances. These findings are significant as
it highlights the financial burden brought on by additional responsibilities and
medical support required for children with disabilities. Financial problems because
of expenses related to caring for a child with a disability is supported in research
conducted by Thwala et al. (2015) as well as Muller-Kluits, and Slabbert (2018).
These findings are furthermore not surprising as the financial burden of caring for
a child with a disability in a rural environment is described by many authors
(Bardlindhaug et al. 2016; Zuurmond et al., 2016; Thwala et al., 2015; Muller-

Kluits & Slabbert, 2018 & Dambi et al., 2015). They associate this burden with
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additional resources being required to meet the basic needs of children with
disabilities, such as financial resources for travels to clinics and hospitals,
medication costs, nappies for incontinence for older children, consequently making
it more challenging for families living in deprived rural contexts to escape the
poverty they already experience. Palmer (2011) argues that standard poverty lines
do not consider the increased need for economic resources to care for a child with
a disability. Moreover, households that include persons with disabilities are less
likely to save and accumulate financial and material assets, resulting in increased

economic vulnerability (Narayan, 2000, as cited in Palmer, 2011).

While research about the challenges of caring for a child with a disability in a rural
context is scarce (van der Mark et al., 2017), the findings of this study highlights
the financial strain of caring for a child with a disability. As illustrated in the
findings, the financial strain encompasses recurring medical costs, far distances to
travel in rural settings, specialised services/equipment required, in addition to
typical expenses of raising a child, such as provision of food, clothing and
medicines. Further associated with the rural living of participants is the scarcity of
services and resources available within the community. Some of the participants
resided in informal housing or huts in villages surrounding Middledrift, with access
to even fewer services and resources. In impoverished, rural South Africa, persons
with disabilities experience a ‘triple vulnerability’ relating to the presence of
poverty, disability and rurality (Vergunst etal., 2017). The triple vulnerability refers
to challenges regarding accessibility, availability and affordability. Some
participants were observed having communal toilets and taps, which meant fetching

water for daily use and not having running water in one’s home. The far distances
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to travel, at times inaccessible roads, poor infrastructure and challenges such as long
waiting lists for accessing rehabilitation services, challenges interacting with health
care systems and years of waiting to receive specialised equipment, were all
observed and highlighted by the participants as major challenges in meeting their
support needs. The triple vulnerability (Vergunst et al., 2017) is illustrated in the
findings where participants discussed the lack of available services and challenges
with accessing rehabilitation and the cost involved. This can be seen in participants
sharing stories of having to travel long distances based on the care required, such
as surgical intervention, and rehabilitation services that are generally scarce in the

community and only provided through outreach services from the nearby town.

Historically, the Eastern Cape has been faced with high levels of poverty and
continues to be one of the poorest provinces in South Africa with the highest
number of people living below the poverty line and is simultaneously faced with
multiple vulnerabilities pertaining to the long history of poverty (Ngumbela et al.,
2020). Further, Ngumbela (2021) reports that despite the decrease in poverty within
the Eastern Cape over the last 20 years, the province is stuck in a cycle of structural
poverty as government grants, which many families rely on, have contributed
mostly to the decrease in poverty, but are not a sustainable way of eradicating
poverty. Most participants in this study shared that they relied on government grants
as they were not able to secure employment as a result of caring for their child. For
some families, the grant was the only source of income. While there are many
proposed interventions for alleviating poverty by the Department of Social
Development, such as the Anti-Poverty Strategy adopted in 2012 with the aim of

eradicating poverty, promoting self-sustaining households and collaboration among
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social partners such as NGO’s and faith-based organisation, successful
implementation thereof is hindered by corruption, fraud at a governmental level,
and illegal activities (Ngumbela, 2021). Unless concerted effort is made to ensure
disability inclusion, children with disabilities and their caregivers will continue to
experience disproportionate levels of poverty and lack of access to education, health
services and more exposure to health risks than their non-disabled counterparts
(UN, 2018). As such, the Standard Developmental Goals (SDGs) may remain
unattainable for children with disabilities and their caregivers in South Africa (UN,

2018).

5.3.2 Burden of care

Caregivers of children with disabilities, particularly physical disabilities, often
experience an increased burden of care (Vadivelan et al., 2020) as raising a child
with a disability is associated with increased physical strain as a result of mobility
challenges that children with physical disabilities face (Muller-Kluits & Slabbert,
2018 and Bannink et al., 2015). It is therefore not surprising that the findings
showed that some of the participants were looking after children with physical
disabilities such as cerebral palsy and that they experienced difficulty with
transfers, community mobility, positioning, and providing assistance with basic
activities such as washing and dressing. Furthermore, as a result of mobility
challenges, participants are required to carry the child, becoming more and more
strenuous as the child and participants age, and many caregivers’ resort to
neglecting their own health, resulting in increased stress, back pain, sleep

deprivation, and more (Barlindhaug et al., 2016). This concurs with my
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observations when one of the participants of this study, a grandmother and primary
caregiver, experienced additional difficulties because of her age. From observations
and in comparison, to younger caregivers, she was found to be experiencing more
difficulty. This finding supports Barlindhaug et al.’s (2016) view that caring for a
child with a disability, as a grandparent is associated with an extra burden that can
be attributed to the physical strain of carrying one’s grandchild, completing
transfers and community mobility, in addition to the physical burden of completing
other tasks such as fetching water. VVan der Mark et al. (2019) found that caregivers
reported suffering chronic illnesses, such as high blood pressure and diabetes,
which they perceived to be related to their stress from caregiving. Only one of the
participants was observed having a buggy in the home for positioning. However,
this could not be utilised for community mobility due to the uneven terrain and
challenges with accessing public transport, resulting in the caregiver needing to
carry the child when visiting the community. Other participants who had children
with physical disabilities echoed the difficulties they experienced in transporting
their child and shared that this grows more challenging as the child grows older and
heavier. In a study conducted by Bannink et al. (2016), the largest contributor to
parental stress and resulted in caregivers, experiencing significantly more difficulty
in caring for their child was the child’s inability to walk. This resonates with a
powerful quote from participant 5 who stated ‘I am his feet, I walk for him’
capturing the immense responsibility participants felt in assisting their children with

physical disabilities as a result of their mobility challenges.
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5.3.3 Solitary caregiving and the gendered impact

One of the significant findings of this study is how the participants, mostly female,
care for their children with disabilities as sole caregivers. In the Eastern Cape
Province, older women were found to be at the helm of the majority of households
and thus women share the highest responsibility in caring for children (Ngumbela,
2021). This is supported by the findings of this study in that it shows that while
some participants have supportive family, neighbours, and friends, most of the
participants reported feeling and being alone in caring for their child. Family,
neighbours and friends, according to the participants, had some insight into the
disabilities of their children, but the participants feared that they would never be
able to watch them or care for them in the same way they did. This is supported by
van der Mark (2020) who found that caregivers of children with disabilities highly
value their role as a mother, and do not trust others to care for their child out of fear
of neglect or abuse. This is despite children with disabilities being protected from
abuse and discrimination according to the White Paper on the Right of Persons with
Disabilities (WPRPD) (Department of Social Development, 2016) and South
Africa’s Bill of Rights. Participants concerns regarding neglect of their child
perhaps points to lack of inclusion and deficient understanding of disability within
the community and within families of caregivers. The provision of support to
caregivers and their families through support services and empowerment of parents
and caregivers is considered in section 8.2.2 of the Department of Social
Development’s policy on the social development services to persons with
disabilities (2017). The policy outlines relevant family services programs aimed at
supporting persons with disabilities, providing therapeutic and support services, and

enhancing access to services. Alleviating the burden of solitary caregiving on
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mothers has been highlighted as an important support need by the participants of
this study due to the many challenges associated with solitary caregiving. A
profound lack of support from family, government and community was also
highlighted by van der Mark et al. (2018) in their study conducted in an urban
setting of Khayelitsha, which is characterised by poverty and unemployment, and
is supported by findings from the current study that presented challenges in

accessing support from family, health care systems and the broader community.

The sole responsibilities that participants experience was further associated with an
emotional burden of caring for their child in insolation, and participants mentioned
many factors that contributed to this. First, participants shared how they first
responded to their child with a disability, which included a wide array of feelings,
from guilt and shame to hopelessness and feelings resembling grief at knowing their
child would not develop as ‘typical’ children. In some instances, the child was
disowned by their biological father, resulting in a single-parent household. Second,
participants reported that their families often judged and, in some cases, excluded
and abandoned them because of having a child with a disability. Third, participants
reported negative experiences within the broader community that relate to stigma

and discrimination, which is discussed later.

These findings can be attributed to several issues including the cultural expectations
of women caring for children as well as patriarchal norms. Research from Chappel
and Smith (2015) and Vadivelan et al. (2020) highlighted the gendered norms of
caregiving and how female caregivers in a rural setting are arguably more
vulnerable because of the intersectionality of poverty, rural living, and gender, in

addition to caring for a child with a disability. The gendered impact of caregiving
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was prevalent in this study as most of the female participants are part of single-
headed households. Caring for a child with a disability in isolation is not uncommon
in the South African context and is supported by research from van der Mark et al.
(2019) and Zuurmond et al. (2016). Zuurmond et al. (2016) found in their study
consisting of 31 households in Turkana that majority of the households were
female-headed, and half were single-parents which is reflective of the gendered
burden of caregiving illustrated in this study. Female caregivers of children with
disabilities engage in solitary-caregiving and experience a solitary responsibility of
providing for the child (van der Mark et al., 2019) while also being excluded within

the community (Muller-Kluits & Slabbert, 2018).

The solitary nature of caregiving is also represented in the findings in terms of the
psychological burden placed on the participants. For example, one participant
shared how this resulted in her considering suicide, along with ending her child’s
life, as a relief from the isolation she experienced. The immense strain on female
caregivers’ mental health and well-being in association with the isolation they
experience is supported by research from Zuurmond et al. (2016), who report that
caregivers experience shame associated with having a child with a disability,
resulting in social isolation. Moreover, Kyeremateng et al. (2019) also found that
majority of primary caregivers from their study of 40 participants reported feelings
of depression related to caring for their child with a disability, while Van der Mark
et al. (2019) reported on the stress that caregivers experience at not being able to
meet their child’s basic needs, along with a sense of pain at not seeing their child

develop as other children do. The implication of these findings points to the dire
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need for community-based services and programmes that are available and

accessible for people with disabilities at primary health care level.

5.3.4 Stigma and discrimination

Stigma and discrimination also surfaced as a finding of this study as reported by
most participants, and not only experienced in the community but within their
immediate families as well. Stigma and discrimination is addressed by Sandhleni
and Singwane (2023), and Zuurmond et al. (2016), in relation to having a child with
a disability in a rural community who associate these phenomena with
misperceptions regarding disability and the causes thereof. Some misperceptions of
community members and family members reported by the participants included that
children were born with disabilities because of the mother committing sins in the
past, having an unclean spirit, or being punished. One mother shared her own
experiences of questioning God for why she was being punished, where another
shared how her family had blamed her for her child having a disability, which is
evident of the lack of understanding regarding the causes of disability. Research
from Bunning et al. (2020) found that traditional beliefs, such as the child being a
curse, and blaming parents for undesirable events such as a drought, was common
in rural contexts. Though the latter was not found in this study, some participants
did consider the presence of disability, initially, to be a curse. Research by Taderera
and Hall (2017) indicates that single-headed households of children with disabilities
(particularly learning disabilities in this case) may be faced with a double stigma
resulting in limited support from family and the community. Majority of the

participants were the parent of a single-headed household, which may further
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contribute to the stigma they experienced. Zuurmond et al. (2016) argue that stigma
and shame have a significant impact on accessing services, and in some case
prevents mothers of children with disabilities from accessing services. This means
that disability inclusive development programmes involving disability advocacy
and awareness, is imperative at community-based level in the community of

Middledrift.

5.3.5 Access to education

Another significant finding that emerged is the difficulty participants experience in
accessing education and the perceived lack of support from the Department of
Education in this regard. The participants reported that they found accessing
schooling for their children a challenge, whether formal or informal, and inclusive
of children with disabilities. This concurs with the findings of a study conducted in
Ghana by Kyeremateng et al. (2019) who found that mainstream schools were not
able to cater for children with disabilities and thus admission was rejected, while
special schools in turn were at capacity, resulting in 60% of primary caregivers
searching for suitable educational facilities. The findings further concur with that
of the Ghana study in that two of the participants enrolled their children in the local
public school but found that their children were not progressing academically,
perhaps pointing to the importance of the integration of an inclusive classroom
approach into public schooling. There are no inclusive or special schools within the
community, which meant that participants who spend time in caring for their
children full time, also take responsibility for developmental and educational

stimulation without much guidance of how to go about doing this. This is not
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surprising as inclusive education for children with disabilities is a challenge in
South Africa (National Planning Commission, 2020), even more so in rural
communities where resources and available services are scarce and provision of
reasonable accommodations for children with disabilities are more challenging.
According to the Disability report (Statistics South Africa, 2018), persons with
disabilities not attending schools increased both in urban and non-urban areas,
however it was noted that in urban settings the persons with disabilities who did not
attend schooling was more in comparison to non-urban settings. Moreover, most
children with disabilities (about 69%) in South Africa are not enrolled in special or
formal schools (Statistics SA, 2018), and thus continue to be excluded from the
education system. In this study, only three out of the nine participants’ children
attended school hence the findings illustrate that despite this study’s sample size
being small, children with disabilities in this rural community are generally not
attending formal or informal schooling. According to the World Health
Organisation (2011) barriers regarding education attainment include a lack of
legislation and guiding policies, attitudinal barriers and accessibility challenges,
and inadequate training and support for educators, among others. It emerged from
the findings that almost all the participants experienced challenges with accessing
information relating to school options for their children. These challenges included
making enquiries regarding schooling options and never hearing back, being placed
on waiting lists with no communication, and difficulty getting information about
schooling options from the Department of Education. Participants who were
successful in finding schooling options, discovered schools that were far away, thus

costly, or private. While they acknowledged assistance from the CHW and other
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parents in obtaining information, they at the same time highlighted a lack of support
from the government in gaining access to information as well as a lack of awareness

regarding inclusive education by the Department of Education.

White Paper 6: Special needs education — 2-\Building an inclusive education and
training system (Department of Education, 2001) is the key policy document that
guides the implementation of inclusive education in South Africa. In the Eastern
Cape, according to White Paper 6, a disparity exists regarding the prevalence of
learners with disabilities and education service provision, which could be attributed
to the past racial allocation of facilities as informed by apartheid policies. In the
current study however, participants reported deficient appropriate educational
services within the community together with long waiting lists. Additional
challenges that were noted in the Eastern Cape include a lack of teachers at schools
and the high prevalence of school dropouts. The findings of this studies highlight
barriers to inclusive education also mentioned by Majoko et al. (2018) including
multiple factors such as resource constraints, attitudinal barriers from within
schools, lack of finances, lack of access to appropriate schools in children’s
communities and long waiting lists for children to be admitted to special schools.
One participant reported that there was a plan to build a special needs school within
the community particularly for children with disabilities, but that this was
abandoned. The Education White Paper 6 (Department of Education, 2001) details
short- and medium-term goals of first addressing the challenges in current access
and attainability of education services, with a focus on children who are at school

going age but unable to attend schooling due to not being accommodated. Other
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goals such as improving public awareness, advocating for inclusive schooling, and
addressing the current barriers to education are included within the Education White
Paper 6. Within the current study one participant discussed her role in advocating
for her child to attend schooling following refusal due to a lack of disability
awareness and teachers not being trained in inclusive education. These findings
point to the general shortcomings regarding the implementation of White Paper 6

on inclusive education and must be addressed.

The findings also show that health care, particularly rehabilitation services, are
scarce within the community of Middledrift. While rehabilitation services are
mostly provided through outreach in the surrounding communities, most
participants need to travel to access rehabilitation services. The closest options are
in Alice and Fort Beaufort towns where outpatient occupational therapy,
physiotherapy and speech therapy services are provided. Lack of finances or other
responsibilities results in caregivers not being able to access rehabilitation services.
Inaccessibility of hospital services and specialist clinics is supported by research
from Kyeremateng et al. (2019), conducted in a similar context, as well as Vergunst
et al. (2017) who also raises the concern regarding lack of accessible health care
services in rural communities. Resource constraints, transport related issues and
access to rehabilitation services and health services contribute largely to inequities
in health care service provision, which despite a variety of policies and plans for

addressing it, remain pervasive (Kyeremateng et al., 2019; Vergunst et al., 2017).
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One practice framework that was developed in cognisance of the abovementioned
challenges as surfaced in the findings is CBR initially developed by the WHO
(2010) to improve access to rehabilitation services for persons with disabilities.
CBR is not only developed for health care workers but considers the contributions
of various members of a community and government, from persons with disabilities
and their families, to those in positions of power, to community development
workers. The CBR matrix was developed to present each of the five components
outline by the CBR, which includes health, education, livelihood, social and
empowerment (WHO, 2010).With regards to the matrix component of health, the
role of CBR is to promote health promotion, disability prevention, and improving
access to rehabilitation, health services and assistive devices (WHO, 2010), all
which surfaced in the findings of this current study as areas of concern. For
example, participants highlighted that health care services are available at primary
level, they must travel far distances to receive tertiary medical care and at times
rehabilitation; and that they often face stigma and discrimination. Thus, without the
strengthening of CBR and disability inclusive development, in particular the health
component caregivers of children with disabilities in this community will continue
to experience these challenges. This implies disability advocacy programmes and
the promotion of inclusion and making comprehensive healthcare, and
rehabilitation services available and accessible to persons with disabilities. CBR
also plays a role in addressing stigma and discrimination, which has been reported
within these findings. Irrational thoughts about disability and cause thereof, along

with barriers to social participation such as transport inaccessibility, hinder social
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engagement, where CBR plays an important role in promoting children’s rights and

promoting full participation in family and community life.

In addition to a lack of services, participants are also faced with challenges
accessing resources, such as assistive devices, that their children require. Buggies
and wheelchairs are common needs for children with physical disabilities, however
participants report long waiting times, and the added challenge of their child
growing whilst waiting for a wheelchair, resulting in a wheelchair that does not fit,
and being placed in a waiting list again. Personal care equipment such as feeding
(PEG) tubes is also associated with added challenges due to lack of available
services. One participant reported that when her child is left unsupervised, e.g.
when sleeping, or fetching water, the child may accidently pull out the feeding tube,
in which case the grandmother needs to travel all the way to East London for the
tube to be replaced. This travel is costly and puts additional strain on the
participants. Based on this it can be argued that caregivers from this study do not
have access to immediate, tertiary services, and that obtaining access is met with
challenges such as financial constraints, time taken to travel, and lack of accessible
travel options for caregivers and children with disabilities. The Sustainable
Developmental Goals as described by the UN (2015) outline 17 goals of which two
goals are particularly relevant to persons with disabilities and the challenges they
face. Goal 3, which is aimed at improving health and wellbeing of all people, and
Goal 10, aimed at reducing inequalities and promoting inclusion of all, including
persons with disabilities. The 2023 SDG report (UN, 2023) depicts that areas with
the highest disease burden still have the lowers portion of health workers, and that

in Sub-Saharan Africa contains the lowest health worker density particularly for

126

UWC https://uwcscholar.uwc.ac.za/



doctors and nurses. The report further states that women and persons with
disabilities remain disproportionately affected by discrimination, with every 1 in 3
persons experiencing increased levels of discrimination (UN, 2023). In respect of
this, CHW who are trained to be community rehabilitation workers (CRWSs) as part
of an interdisciplinary rehabilitation team are key drivers of CBR and provide
support and follow-up of persons with disabilities at the primary health care (PHC)
level of services. There is a clear need for CBR in the community of Middledrift,
for example, removal of barriers, raising disability awareness; advocacy and
lobbying for disability rights, use of local resources and developing caregivers’
skills. Dawad and Jobson (2011) assert that the use of multi-skilled mid-level
workers who have undergone effective training programmes in CBR is imperative
for the effective delivery of a range of rehabilitation activities at community level.
This however could only be sustained through the support of other service providers
like community development workers, social workers in social development as well
as local councillors and community leaders could also support rehabilitation
workers to sustain communal programmes aimed at facilitating community
integration and participation (Muller-Kluits & Slabbert, 2020; Philpott, McLaren &
Rule, 2020) The CHWs already working in the community could be instrumental
in the implementation of CBR with due consideration of the necessary resources
i.e., human, financial and transport, as well as effective and sustained
communication and coordination between service levels with clarity on referral
pathways (M’kumbuzi & Myezwa, 2016). Applicable strategies that could be
utilized to promote health within communities according to the Ottawa Charter for

Health Promotion include building health public policies, strengthening
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communities, developing personal skills, creating supportive environments for
health and reorienting health services (WHO, 1986) for a move towards health

promotion at a community-based level.

The CBR Matrix Health Booklet (WHO, 2010) suggests particular activities for the
promotion of health for community and individuals. With regards to strengthening
personal knowledge and skills, it is recommended that CBR workers conduct home
visits for PWD to promote health through offering advice regarding maintaining
healthy lifestyles, distributing health promotion materials that are accessible for
persons with disabilities, sharing knowledge about health promotion programmes
and developing education sessions that are specifically designed to facilitated skill

development, among others.

With regards to self-help groups, the CBR Matrix (2010) suggests the following
strategies: connecting community members who have specific needs, e.g. all sole
caregivers, or all caregivers of children with physical disabilities, together so that
specific health needs can be addressed and encouraging self-help groups to engage
in health-promoting activities. CBR workers could also encourage sole caregivers
to come together and support one another, either in a one-on-one manner or in small

groups.

Creating supportive environments by using CBR could play an important role in
addressing stigma and discrimination pertaining to persons with disabilities. This
could be achieved through CBR workers organizing cultural events and recreational

activities to facilitate disability inclusion in collaboration with caregivers.
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54 STRATEGIES TO PROMOTE CAREGIVER SUPPORT AND

DISABILITY INCLUSION

The participants made general suggestions for enhancing caregiver support and
disability inclusion within the community. These include meeting up with one
another to share advice regarding caregiving and to provide emotional support to
each other. They also suggested play groups for their children where they could
play and learn. These suggestions are closely related to the social component of the
CBR matrix, which is aimed at bringing about social change through offering
support and promoting equal access opportunities for participation in social and
community life (WHO, 2010). A challenge highlighted within this study was the
sole caregiving that mothers engage in, which is an argument for improving
personal assistance and family and community relationships to alleviate the sole
burden of care. This could be achieved through creating opportunities and options
for personal assistance for people with disabilities and connecting persons with
disabilities and their families to organizations aimed at supporting persons with
disabilities, as well as self-help groups such as the group suggested by the

participants.

The challenges discussed above along with the contextual factors related to the
participants experiences, all inform the support needs of caregivers. The challenges
include discrimination and stigma, inaccessible services such as education and
health care, sole caregiving, financial constraints, deterioration of caregivers’ health
and wellness, unemployment due to the requirements of caring for a child with a

disability further neglecting well-being. A core principle of CBR (WHO, 2015) is
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inclusive community development where persons with disabilities’ voices are
included in the development of programs aimed at supporting them and addressing
the challenges faced. Involving caregivers is key to promoting sustainable

community development.

Support groups that could take place at a space within the clinic could address some
of the challenges identified by caregivers from this study, such as isolation,
discrimination, and unequal access to health care. A support group could also be
aimed at empowering caregivers and promote social participation among caregivers
of children with disabilities. As per suggestions from the participants, this could be
expanded into a group for both mothers and children where their children could be
granted opportunities for play and subsequently, developmental stimulation. Self-
help groups are identified by the CBR matrix as an important part of promoting
inclusion of people with disabilities and their families within community where
group members can develop skills, gain knowledge, and where caregivers could be
involved in the planning and implementation thus empowering them and facilitating
agency and self-reliance (WHO, 2015). Facilitating self-help groups is often easier
in rural areas, where a sense of trust and community is prevalent, however they may
be met by challenges to attending the group due to long distances to travel, costs,
and challenges communicating with one another. CHW could play an important
role in facilitating CBR programmes such as self-help groups as they have ties with

the community and are often from the area.

Where self-help groups are not achievable for caregivers, peer support could be

encouraged through building on existing relationships among caregivers.
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Caregivers could provide one on one support particularly to other caregivers of
children with disabilities, and could develop ‘buddy systems’ to offer guidance,

share information and develop skills among one another.

5.5 SUMMARY

This chapter presented a synthesis of the key findings from the research study and
highlighted important links to literature. A key thread throughout is that caregivers
of children with disabilities face many complex challenges in caring for their
children within a rural setting but do however report some reward in caregiving.
The support needs of caregivers were identified through the challenges they face
and the limited support they receive, where shortfalls are highlighted. Within the
discussion, important considerations related to the need for the implementation of
key policies the White Paper on the rights of persons with disabilities (DSD, 2016),
White Paper 6 regarding inclusive education (DSD, 2001) and the Department of
Social Developments Policy on social development services to persons with
disabilities (2017), as well as the WHO guidelines on CBR are made, which will
further inform the recommendations for this research study that will be addressed

in the following chapter.
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CHAPTER 6

CONCLUSIONS AND RECOMMENDATIONS

6.1 CONCLUSION

This research provided important insight into the daily experiences of caregivers
raising children with disabilities in a rural community in the Eastern Cape. The aim
of the study was to explore the support needs of mothers and caregivers of children
with disabilities in a rural context to promote disability inclusion. The objectives of
the study were to explore how mothers of children with disabilities in a rural
community are supported in their parenting role, to analyse the factors shaping the
support needs of mothers of children with disabilities, and to develop an action plan

with mothers and caregivers to promote support and disability inclusion.

A qualitative research study was utilised with a combination of various data
collection methods including photovoice, semi-structured interviews, two focus
groups and observations with use of an observation checklist to formulate an in-
depth understanding of participants daily experiences. The design of the study was
critical ethnography. The findings of the research depicted the major challenges and
rewards that the caregivers from this study experience in parenting a child with a
disability. Participants challenges were largely related to the rural setting and sole
caregiving in which participants engage, which are long-standing challenges that
have dominated in similar contexts. A surprising finding was that almost all
participants reported challenges engaging with the Department of Education, either
through difficulty obtaining information regarding educational opportunities, trying

to get their children in schools, and finding schools that are accommodating for
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persons with disabilities. Participants also shared experiences that were expected
based on available literature, such as challenges with accessibility, affordability and
availability of services. CWH were observed playing an important role in
connecting community with the clinic and have good relationships with the
community in general. This research was important in understanding the support
needs of caregivers and contributed to understanding the rewards that caregivers
experience through caring for their children with disabilities. Recommendations
were then made regarding CBR, strengthening collaboration among caregivers and
empowering them for self-advocacy, strengthening the role of CHW as well as
strengthening the role of rehabilitation care professionals such as occupational
therapists and equipping them to expand the role as clinical therapists towards
community developers. Most importantly, this research argues for the inclusion of
caregivers of children with disabilities in understanding their support needs and
makes recommendations for disability inclusion in addressing challenges that

caregivers of children with disabilities face.

There were a variety of data collection methods, namely semi-structured interviews,
two focus groups, photovoice, and observations with use of an observation
checklist. The variety of data collection methods contributed to a deeper
understanding of the experiences of caregivers and the variety of challenges and
rewards that caregivers experience. | spent 5 weeks in the community doing data
collection, getting to know participants, and building relationships with the CHW.
This resulted in a deeper understanding of the context in which participants lived.
The main conclusions derived from the study relates to the need for concerted

efforts to facilitate disability inclusion in the Middledrift community as well as the
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implementation of CBR. These conclusions are based on the key findings of the
study presented in Chapter 5 including: the support caregivers receive in parenting
a child with a disability, where caregivers experiences regarding the rewards of
caregiving are discussed, along with support received from another parent, family,
and the broader community. The first section of the discussion highlights the
positive experiences of caregivers and currently available support, which is
instrumental in alleviating the care burden. Secondly, factors that influence the
support needs of caregivers of children with disabilities are discussed pertaining to
the challenges of caregivers. This includes factors such as rurality and poverty, the
burden of care on caregivers, sole caregiving, stigma, and discrimination against
children with disabilities and their caregivers, and challenges accessing inclusive
and suitable education. There are many challenges that caregivers face with
accessing services, challenges pertaining to raising a child with a disability in a
rural setting, and challenges regarding a lack of support and the solitary nature in
which participants care for their children. Lastly, strategies to promote caregivers
support are discussed. Significantly, participants report the need for support
services and improved access to information pertaining to education. There is a dire
need for community-based services and programmes for persons with disabilities,
particularly at a primary health care level where these services are not easily
accessible. Additionally, there is a need for disability advocacy and awareness
regarding disabilities to address the stigma experienced by caregivers and promote
inclusion of persons and children with disabilities in society. Within the discussion
it was further highlighted that participants have limited access to inclusive

education for persons with disabilities.
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A need for CBR was identified through findings and the discussion through a lack
of rehabilitation services available within the community. CHW, who play an
important role in connecting the broader community to the local clinic, could be
trained in community-based rehabilitation as they have existing ties with the
broader community and spend more time within communities, as opposed to clinic
staff. CBR could also be instrumental in facilitating advocacy for and with people
of disabilities to promote social inclusion. Lastly, participants identified an
opportunity for self-help through a support group for caregivers of children with
disabilities within the community. Self-help could also be facilitated by CHW

through the use of CBR.

6.2 RECOMMENDATIONS

The findings of this study are beneficial to the development of actions to support
caregivers of children with disabilities at community level. Based on the findings
of this study along with the strategies suggested by the participants, the

recommendations below are made in respect of the findings of this work.

6.2.1 Providing support to caregivers

6.2.1.1 Support from family, health care services and the broader

community

This study highlighted the need to increased support from family, health care and
the broader community in caring for children with disabilities and alleviating the

sole-caregiver burden that some caregivers experience. While positive experiences
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of support were noted, caregivers are often tired and overwhelmed, thus in need of
carer relief. A barrier to support that was identified is misconceptions regarding
disability, which could be address through health care services. The
recommendation is made to healthcare staff who first interact with caregivers of
children with disability to provide sufficient information regarding the diagnosis to
facilitate caregivers understanding of disability. Health care services are further
encouraged to include families of children with disabilities in the development of
home programmes, exercise programs and support groups to encourage
participation and normalise the presence of both parents in giving care for children

with disabilities.

Health care staff also play an important role in disability awareness when doing
outreach services, and could, in collaboration with caregivers who care for children
with disabilities, engage in health promotion activities pertaining to disability
advocacy and sharing information, to address the misconceptions the broader
community have. CHW, for example, could attend disability courses to strengthen
their knowledge on disability and improve their own understanding of disability.
Through this, recommendations could be made to caregivers of children with
disabilities on where they can access appropriate resources and information

regarding their child’s diagnosis.

A notable strength of smaller communities is that they tend to be familiar with one
another and have close, neighbourly relationships. Those existing relationships
could be strengthened by health services and families to increase support,

particularly in caring for a child with a disability through encouraging peer support.
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Peer support could be facilitated by CHW who have ties with many community

members.

6.2.2.2 Guidance for developmental and educational stimulation

Caregivers received training on doing exercises with their children, but no
caregivers reported received any guidance on developmental milestones and
stimulation and educational stimulation that could be instrumental in improving
participation in occupations such as play and community engagement.
Rehabilitation health care services should be encouraged to develop home programs
for caregivers that consider how caregivers can facilitate development and provide
informal education to their children with disabilities to ensure they are sufficiently
stimulated. Home programs could also be shared among caregivers, with guidance
from CHW who could be trained by rehabilitation health care workers, where
applicable and appropriate. This may also assist in supporting caregivers who have

difficulty accessing rehabilitation services.

6.2.2.3 Gaining access to information
Caregivers reported difficulty accessing information. A recommendation is made
for local resources, such as the library, to be equipped with resources pertaining to
disability and caring for a child with a disability. Caregivers should also be
encouraged to share success stories and information with one another, and CHW
further play an important role in sharing information as they are trusted within the
community. Success stories, such as finding a school that caters for children with
physical disabilities, or hearing of a support group, could be shared through

appropriate community channels such as CHW to disseminate, on local bulletin
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board, or with community leaders. Through peer support, helpful information could

be shared with caregivers.

6.2.3 Department of Education

A notable challenge was the lack of access to inclusive educational services for
children with disabilities. Public schools should be educated on the provision of
inclusive education through relevant policies such as the Education White Paper 6
and be encouraged to support training for teachers on providing support for children
with disabilities. Caregivers should be encouraged to share their experiences with
educators and could play an important role in facilitating their understanding of the

children’s diagnosis.

For educators, important guidelines are stipulated in Education White Paper 6 on
building inclusive classrooms. Recommendations are made to educators to receive
training from government district support teams on inclusive education with useful
strategies to implement, such as ensuring a flexible curriculum, flexible assessment
methods, and focusing on the strengths of all children as opposed to the
shortcomings. Inclusive education is about facilitating educational services that are

available, accessible, and suited for all children in meeting their learning needs.

Educators should also maintain close relationships with caregivers to ensure that
strategies taught in the classroom environment and carried through into the home

environment to maximise support regarding education.

The Department of Education should be educated regarding inclusive education

with practical strategies and how to facilitate this, particularly in rural areas such as
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Middledrift. Inclusive education services, particularly in public schools, may
improve school attendance for children with disabilities and most importantly

promotes their inclusion in society and right to education.

6.2.4 Department of Health

6.2.4.1 Integration of CBR

CBR could play an important part in empowering caregivers for self-advocacy and
addressing the challenges they face through the support group. It is recommended
that CWHSs are trained, particular in rural communities in the use of CBR to
facilitate empowerment of caregivers and promoting their health and social
inclusion of caregivers of children with disabilities and to improve collaboration
and support among caregivers. Ultimately, caregivers need to be empowered to
become active contributors to overcoming the challenges that they face, including

the barriers to accessibility of services and attitudinal barriers.

Particularly, peer support should be encouraged. Peer support could be encouraged
outside of support groups to decrease isolation and promote problem solving as well
as capacity building. Caregivers could also play in integral part in developing skills
among caregivers and sharing knowledge about caring for a child with a disability.
Caregivers experienced varying degrees of support and had different skills which
could be shared with other caregivers to enhance their caregiving capacity and
knowledge about raising a child with a disability. Sharing skills and knowledge
among caregivers could lead to caregivers being more empowered and equipped to
care for their children with disabilities in lieu of the challenges they face. Caregivers

could also be instrumental in sharing their knowledge about accessing education
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and the opportunities available, and where to access information regarding
educational services.
6.2.4.2 Disability advocacy
There is a dire need for disability advocacy within the community and community-
based services and programmes for people with disabilities, which should be made
available at a primary health care level. CHW should be trained on the rights of
persons with disabilities so that they are able to advocate for inclusion of PWD in
health services, education and community life, and to educate caregivers on the
rights of their children to encourage self-advocacy. Promoting societal inclusion of
PWD is a right afforded to all PWD and informed by both global and national
policies, thus should be considered, and emphasized. Disability advocacy could
take place through information sessions at the clinic, representation of PWD in
community events and organising advocacy days such as a community sports day
where children with disabilities are included. Improving the visibility of children
with disabilities in community life and educating the broader community may
contribute to addressing stigma and discrimination against people and children with
disabilities.
6.2.4.3 Strengthening rehabilitation services

It is recommended to improve access to rehabilitation services and that these are
available at clinics as well as hospitals. Rehabilitation professionals and services
are an important part in supporting caregivers who have children with disabilities.
Occupational therapy services are however mostly offered in relation to
rehabilitation, wheelchair assessment and provision of assistive devices such as

buggies. However, given the broad scope of practice could be expanded to include
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more CBR components that encompasses health promotion. Challenges such as
income generation, improving access to health services through self-advocacy,
addressing stigma and discrimination and promoting social inclusion. It is also
recommended that occupational therapists are employed in more community-based
settings and roles to address the rehabilitation disparities that caregivers face and
work towards sustainable community development in collaboration with
caregivers.
6.2.4.4 Self-help groups in community for caregivers

The participants of this research study agreed that a support group for mothers of
children with disabilities was an important need. Participants identified that a
support group would be beneficial to them as they require support and feel other
caregivers would be able to provide this given that they have similar experiences.
Those who attended the focus group recommended that they could use the existing
participants who were present as the initial group and could recruit more group
members through engagement with the broader community to join the support
group. Participants acknowledged that the group could not happen too frequently,
given the finances of travelling to a central location to meet up with other
caregivers, which is a potential challenge. The clinic was suggested as a central
venue, and CHW, in collaboration with the local clinic, could facilitate the meetings
initially until the mothers have taken ownership of the support group and could

facilitate by themselves.
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6.2.5 Future Research

The study provided key insights into the experiences of caregivers from the
perspectives of caregivers, however no key informants or stakeholders were
considered in this research study. It is recommended that the experiences of
stakeholders such as CHW, rehabilitation professionals, and government
employees such as Department of Education and Department of Social
Development are researched to better understand the support needs and available
support of caregivers from the perspectives of many. Quantitative and mixed-
methods studies are encouraged to contribute to measurable findings that could

inform policy implementation.

6.3 LIMITATIONS OF THE STUDY

Data was collected in only one community in the Eastern Cape with nine
participants, thus the findings of this study pertain to the experiences of these
participant caregivers in this setting and does not explore caregivers’ experiences

in a variety of urban, rural, and poor-urban environments.

There was a language barrier in communicating with the participants. CHW assisted
with translation and were present for all interviews and focus groups, however, as
they did not have a research background and at times translated in summary format
or asked their own questions to better understand participants responses,
opportunities for further questioning and expanding on participants responses were,

at times, limited.
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Lastly, not all caregivers participated equally in the research study due to external
factors, such as their child being sick and needing to go to the hospital, or interviews
of observations conflicting with personal plans of caregivers or SASSA collection,
despite the length of the data collection process. As a result, some caregivers
experiences are explored more thoroughly, while others are not equally represented

in this study.
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APPENDIX 1: PARTICIPANT OBSERVATION CHECKLIST

Participant:

Child age:

Child impairment

Child Functioning:

EVENT/ PEOPLE DURATION FACILITATORS CONSTRAINTS
ACTIVITY INVOLVED Eg, Attitudes, Eg Attitudinal,
support, rewards Resource,
received Accessibility
Bathing
Dressing
Feeding
Self-care
Washing/
Toileting
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Play/Social

Transportation

School/education

Health care/
Rehabilitation

Community
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APPENDIX 2:

SEMI-STRUCTURED INTERVIEW GUIDE

Please describe your day and all the activities you do.

2. Describe the rewards of raising a child with a disability.

w

N oo g A

no

S S ol

What is your experience of support with regards to parenting/caring for a child
with a disability?

What are some of the difficulties that you experience in caring for your child?
Describe the support systems and networks that are present in your life.
Describe the challenges of raising a child with a disability.

Describe the support systems and networks that are not present in your life.

SEMI-STRUCTURED INTERVIEW GUIDE (XHOSA)

Ngawundi cebisa nge mini yakho.

Ayintoni amava, nenkxaso yakho malunga nokukhulisa / ukukhathalela
umntwana okhubazekileyo?

Chaza imivuzo/imiphumela yokukhulisa umntwana okhubazekileyo.
Ithini ixaki uku kulisa umtana wako?

Chaza iinkqubo zenkxaso kunye nonxulumano olukhoyo ebomini bakho.
Chaza imiceli mngeni yokukhulisa umntwana okhubazekileyo.

Chaza iinkqubo zenkxaso kunye nonxulumano olungekhoyo ebomini bakho.
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APPENDIX 3
FOCUS GROUP GUIDE

What were your experiences of taking photographs depicting the theme
‘support’?

Please show and present your photographs and explain the scenes that they
depict.

3. How did your photographs depict the theme of ‘support’?

4. How do the photographs that you have taken in the past two weeks depict your

© N o O

support systems?

What are your experiences of support from family and friends?
What are your experiences of support from the broader community?
What are your experiences of support from the government?

Which photograph was the most significant to you and why?

FOCUS GROUP GUIDE (XHOSA)

Athini/ ayintoni amava akho okuthatha izithombe ezibonisa umxholo 'wenkxaso'?

Uzive njani emveni kokuthatha izithombe ezibonisa umxholo?

2. Bonisa izithombe zakho kunye nezigendu zonke ezibonakalisayo.

3. lzithombe zakho ziwubonakalisa njani umxholo 'wenkxaso'?

4. Izithombe ozithathileyo kwiiveki ezimbini ezidlulileyo ziyibonisa njani iinkqubo

© N o 0

zakho zenkxaso?

Ngawaphi amava enkxaso owafumene kusapho nakwi zihlobo?
Ngawaphi amava enkxaso kuluntu ngokubanzi?

Ngawaphi amava akho enkxaso kurhulumente?

Sesiphi esona sithombe sibalulekileyo kakhulu kuwe kwaye ngoba?
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APPENDIX 4:
PERMISSION LETTER

Eshice wwsf"cE

The Chairperson

Health Forum

c/o the Manager Community Health Center
Middeldrift

7 September 2021
Dear Sir/Madam

| am a postgraduate student from the University of the Western Cape. | would like to request
permission to conduct a study in Middeldrift in the Eastern Cape, South Africa. The title of the
research project is: The support needs of mothers and caregivers of children with disabilities in a
rural context: A critical ethnography. The research will entail using multiple data collection
methods — including participant observation, semi-structured interviews, photovoice, and focus
groups to gather information about the support needs of mothers/caregivers of children with
disabilities. A total of 10 mothers will be invited to take part in this study.

Part of the research entails establishing a connection with the participants through the local
community, and in this instance, the local community health clinic (CHC) or Health Forum. |
hereby request the assistance of the Community Health Forum, Ward-Based Outreach Team or
equivalent to introduce and connect me with a few mothers/caregivers in Middeldrift who are
raising/caring for a child between the ages of 2-18 with a disability, who may possibly participate
in this research study.

I hope that this research will contribute to developing support networks for mothers and
caregivers of children with disabilities in the Middeldrift community.

The study has been approved by the Humanities and Social Sciences Research Ethics
Committee of the University of the Western Cape (Reference nr: HS20/09/16)

For any questions or queries related to this research project, kindly contact Dr. Lucia Hess-April
at 021 959 3929 or [hess@uwc.ac.za.

Kind regards,

Jean van der Berg
Occupational Therapist
Master’s student UWC
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APPENDIX 5
INFORMATION SHEET

Project Title: The support needs of mothers and caregivers of children with disabilities in a rural
context: A critical ethnography

What is this study about?

This is a research project being conducted by Jean Van der berg form the University of the
Western Cape. You are invited to participate in this research project because you are a mother
or caregiver of a child with a disability living in Middeldrift, Eastern Cape, South Africa. The
purpose of this research project is to get to understand support you need as a mother or
caregiver in caring and raising your child.

What will | be asked to do if | agree to participate?

You will be asked to participate in semi-structured interviews and focus groups in your
community of Middeldrift. Over the course of the project, you may also be asked to take
photographs of your daily life as a mother or caregiver of a child/children with a disability.

The photographs will be developed and used in the groups to discuss the support you receive
and/or need on a daily basis.

Would my participation in this study be kept confidential?

The researchers undertake to protect your identity and the nature of your contribution. To ensure
your anonymity, (1) your name will not be included on the interview scripts and other collected
data; (2) a false name will be placed on the interview scripts and other collected data;

The distribution or use of the photographs will be entirely up to you and no photographs will be
used in the report, published or disseminated without your permission. If photographs are
published in works related to this research, the photograph will be edited to ‘black out’ the faces
of participants. To ensure your confidentiality, all information related to your personal identity will
be stored in a way that it cannot be accessed and seen by anyone other than the researcher. All
information related to this research will be stored on a password protected computer to which
only the researcher has access. If we write a report or article about this research project, your
name or any information to identify you will not be used.
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In accordance with legal requirements and/or professional standards, we will disclose to the
appropriate individuals and/or authorities information that comes to our attention concerning
child abuse or neglect or potential harm to you or others. In this event, we will inform you that we
have to break confidentiality to fulfil our legal responsibility to report to the designated
authorities.

This study will use focus groups therefore the extent to which your identity will remain
confidential is dependent on participants’ in the Focus Group maintaining confidentiality.

What are the risks of this research?

There may be some risks from participating in this research study. All human interactions and
talking about self or others carry some amount of risks. We will nevertheless minimise such risks
and act promptly to assist you if you experience any discomfort, psychological or otherwise
during the process of your participation in this study. Where necessary, an appropriate referral
will be made to a suitable professional at the community health center in Middeldrift for further
assistance or intervention.

In light of the COVID-19 Pandemic, the researcher will at all times aim to minimise the risk of
exposure and ensure that all persons involved in the research adhere to the safety guidelines as
set out by the South African government.

What are the benefits of this research?

This research is not designed to help you personally, but the results may help the investigator
learn more about the support needs of mothers or caregivers of children with disabilities. We
hope that, in the future, other people might benefit from this study through improved
understanding of the support needs of mothers or caregivers of children with disabilities.

Do | have to be in this research and may | stop participating at any time?

Your participation in this research is completely voluntary. You may choose not to take part at
all. If you decide to participate in this research, you may stop participating at any time. If you
decide not to participate in this study or if you stop participating at any time, you will not be
penalized or lose any benefits to which you otherwise qualify. You may choose to withdraw
consent for the use of the photographs at any time. If you choose to withdraw consent for the
use of the photographs, you will not be penalized or lose any benefits to which you otherwise
qualify.

What if I have questions?

This research is being conducted by Jean van der Berg at the University of the Western Cape. If
you have any questions about the research study itself, please contact Dr. Lucia Hess-April at:
University of the Western Cape, Private Bag X17, Bellvile 7535; 021 959 3929,
lhess@uwc.ac.za.

UWC https://uwcscholar.uwc.ac.za/ 165


mailto:lhess@uwc.ac.za

Should you have any questions regarding this study and your rights as a research participant or
if you wish to report any problems you have experienced related to the study, please contact:

Prof Shaheed Soeker

Head of Department: Community and Health Sciences
University of the Western Cape

Private Bag X17

Bellville 7535

msoeker@uwec.ac.za

Prof Anthea Rhoda

Dean: Faculty of Community and Health Sciences
University of the Western Cape

Private Bag X17

Bellville 7535

chs-deansoffice@uwec.ac.za

This research has been approved by the University of the Western Cape’s HSSREC

REFERENCE NUMBER: HS20/09/16
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INFORMATION SHEET (XHOSA)

Isihloko seProjekthi yoPhando: limfuno zenkxaso yoomama kunye nabanonopheli
babantwana abakhubazekileyo kwimeko
yasemaphandleni: I-ethnography

Lumalunga na ntoni uphando?

Le vyiprojekthi yophando eyenziwa kwiDyunivesithi yaseNtshona Koloni. Siyakumema ukuba
uthathe inxaxheba kule projekthi yophando kuba ungumama okanye umgcini womntwana
okhubazekileyo ohlala eXesi, eMpuma Koloni, eMzantsi Afrika. Injongo yolu phando
kukujongana nee mfuno ne nkxaso yoomama kunye nabanonopheli babantwana
abakhubazekileyo kwimeko yasemaphandleni ukukhuthaza noku bandakanywa kwabantu aba
khubazekileyo

Yintoni endiza kucelwa ukuba ndiyenze ukuba ndiyavuma ukuthatha inxaxheba?

Uya kucelwa ukuba uthathe inxaxheba kudliwanondlebe olwenziwa ngokwamagela ekugxilwe
kuwo kwindawo yakho yaseXesi. Kuyo yonke le projekthi, uya kunikwa ithuba lokuthatha
izithombe zobomi bakho bemihla ngemihla njengomama okanye umnonopheli womntwana /
wabantwana okhubazekileyo. Izithombe ziya kuphuhliswa kwaye zisetyenziswe kumagela
ekugxilwe kuwo ukuxoxa ngeemfuno nenkxaso yoomama okanye abagcini babantwana
abakhubazekileyo.

Ingaba ukuthatha kwam inxaxheba kolu phando kuya kugcinwa kuyimfihlo?

Abaphandi bano xanduvua loku khusela inkcukacha zakho kunye nohlobo Iwegalelo lakho.
Ukuginisekisa ukungaziwa kwakho, (1) igama lakho alisayi kubandakanywa kwizikripthi
zodliwanondlebe kunye nenye ingcombolo eqokelelweyo; (2) ikhowudi iya kubekwa kwizikripthi
zodliwanondlebe nayo yonke ingcombolo eqokelelweyo; (3) ngokusebenzisa isitshixo
sokuchonga, umphandi uya kuba nakho ukunxibelelanisa uphando lwakho kunye nesazisi
sakho; kwaye (4) Ngumphandi kuphela oya kuba nalo ilungelo loku fikelela kwighosha
lokuchonga.

Ukuhanjiswa okanye ukusetyenziswa kwezithombe kuya kuxhomekeka kuwe nakubantu
abathathwe izithombe, kwaye akukho nasiphi isithombe esiya kusetyenziswa kwingxelo,
Zipapashwe okanye zisasazwe ngaphandle kwemvume enolwazi yabo bathathwe izithombe
okanye yabathathi-nxaxheba. Ukuba izithombe zipapashiwe kwimisebenzi enxulumene nolu
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phando, izithombe ziya wukwenziwa 'mnyama’ ubuso babathathi-nxaxheba. Ukuginisekisa
ukhuseleko Iwakho, lonke ulwazi olunxulumene nesazisi sakho luya kugcinwa kwikhabhathi
yokugcwalisa evaliweyo apho kuphela ingu mphandi kuphela one isitshixo sokuyivula. likhnowudi
zokuzazisa ziya kusetyenziswa kwiifom zedatha. Lonke ulwazi Iwedijithali olunxulumene nolu
phando luya kugcinwa kwikhompyuter ekhuselekileyo apho kuphela ingu mphandi onako
ukufikelela kuyo. Ukuba sibhala ingxelo okanye ingaku malunga nale projekthi yophando,
inkcukacha zakho ziya kukhuselwa.

Ngokuhambelana neemfuno zomthetho okany / imigangatho yobuchule, siya kwazisa kubantu
abafanelekileyo kunye nabasemagunyeni ngolwazi oluzisa inggalelo yethu malunga
nokuphathwa gadalala kwabantwana okanye ukungahoyi ingozi enokubakho kuwe okanye
kwabanye. Kule imeko, siya kukwazisa ukuba kufuneka sophule imfihlo ukuze sizalisekise
uxanduva Iwethu lwasemthethweni lokunika ingxelo kwabasemagunyeni.

Olu fundo luzakusebenzisa amagela ekugxilwe kuwo ukuba ubungakanani bobuchwephesha
bakho buza kuhlala buyimfihlo kwaye buxhomekeke kubathathi-nxaxheba 'kwiQela eliJolise
ekugcinweni kwemfihlo.

Yintoni ubungozi kolu phando?

Kunokubakho umngcipheko ekuthabatheni inxaxheba kolu phando. Lonke unxibelelwano
lwabantu kunye nokuthetha ngesiqu sakho okanye abanye bungathwala umngcipheko othile.
Sakuzama konke okusemandleni uku bucutha ubungozi kwaye sisebenze ngokukhawuleza
ukukunceda ukuba ufumana nayiphi na ingxaki, ngokwa sengqondweni okanye ngenye indlela
ngexesha lokuthatha kwakho inxaxheba kolu phando. Apho kukho imfuneko, ukuthunyelwa
okufanelekileyo kuya kwenziwa kwiingcali ezifanelekileyo zoncedo olungaphezulu okanye
ungenelelo.

Ngokujonga ubhubhane we-COVID-19, umphandi uyakuhlala ejongene nokunciphisa
umngcipheko kwaye aqinisekise ukuba bonke abantu ababandakanyekayo kuphando balandela
imigago yokhuseleko njengoko kumiselwe ngurhulumente waseMzantsi Afrika.

Zintoni isibonelelo solu phando?

Olu phando alwenzelwanga ukukunceda wena siqu, kodwa iziphumo zinokunceda umphandi
afunde ngakumbi malunga neemfuno nenkxaso yoomama okanye abagcini babantwana
abakhubazekileyo. Siyathemba ukuba, kwixesha elizayo, abanye abantu banokuzuza lukhulu
kolu phononongo ngokuphucula ukugondwa kweemfuno nenkxaso yoomama okanye abagcini
babantwana abakhubazekileyo.

Ngaba kufuneka ndibekho kolu phando kwaye ndingayeka ukuthatha inxaxheba
nangaliphi na ixesha?

Uthatho-nxaxheba Iwakho kolu phando alunyanzeliswanga uyazithandela. Unokukhetha
ukungathathi nxaxheba xa ufuna. Ukuba uthatha isiggibo sokuthatha inxaxheba kolu phando,
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unokuyeka ukuthatha inxaxheba ngalo naliphi na ixesha xa ufuna. Xa uthatha isigqibo
sokungathathi nxaxheba kolu phononongo okanye ukuba uyekile ukuthabatha inxaxheba
nangaliphi na ixesha, akuyi kohlwaywa okanye uphulukane nazo naziphi na izibonelelo
ozifaneleyo. Unokukhetha ukurhoxisa imvume yokusebenzisa izithombe ngalo naliphi na ixesha.
Xa ukhetha ukurhoxisa imvume yokusebenzisa izithombe, awuyi kohlwaywa okanye uphulukane
nazo naziphi na izibonelelo ozifaneleyo.

Ndingenzanjani xa ndinemibuzo?
Olu phando lughutywa nguJean van der Berg kwiYunivesithi yaseNtshona Koloni. Ukuba unayo

nayiphi na imibuzo malunga nophando, nceda unxibelelane Dr. Lucia Hess-April at: University of
the Western Cape, Private Bag X17, Bellville 7535; 021 959 3929, Ihess@uwc.ac.za.

Ukuba unemibuzo malunga nolu phononongo kunye namalungelo akho njengomthathi-
nxaxheba ophando okanye ukuba ungwenela ukunika ingxelo ngazo naziphi na iingxaki onazo
ezinxulumene nesifundo, nceda ughagamshelane:

Prof Shaheed Soeker

Head of Department: Community and Health Sciences
University of the Western Cape

Private Bag X17

Bellville 7535

msoeker@uwec.ac.za

Prof Anthea Rhoda

Dean: Faculty of Community and Health Sciences
University of the Western Cape

Private Bag X17

Bellville 7535

chs-deansoffice@uwc.ac.za

Olu phando Iwamkelwe yiDyunivesithi yaseNtshona Koloni ye-HSSREC

REFERENCE NUMBER: HS20/09/16
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APPENDIX 6

CONSENT FORM

Title of Research Project: The support needs of mothers and caregivers of children

with disabilities in arural context: A critical ethnography

The study has been described to me in language that | understand. My questions about the
study have been answered. | understand what my participation will involve and | agree to
participate of my own choice and free will. | understand that my identity will not be disclosed to
anyone. | understand that | may withdraw from the study at any time without giving a reason and

without fear of negative consequences or loss of benefits.

| agree to be audiotaped during my participation in this study.

____ 1 do not agree to be audiotaped during my participation in this study.
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CONSENT FORM (XHOSA)

Isihloko seProjekthi yoPhando: limfuno zenkxaso yoomama kunye nabanonopheli
babantwana abakhubazekileyo kwimeko
yasemaphandleni: I-ethnography

Isifundo sichaziwe kum ngolwimi endilivayo. Imibuzo yam malunga nesifundo iphenduliwe.

Ndiyakugonda ukuthatha kwam inxaxheba ukuba kuya kubandakanya ntonina kwaye ndiyavuma

ukuthatha inxaxheba kukhetho nge nkululeko yokuzikhethela. Ndiyakugoda kakuhle okokukuba

inkcukacha zam azisayi kuchazelwa nokuba ngubani na. Ndiyagonda ukuba ndingarhoxisa
imvume yam yokusebenzisa izithombe nangaliphi na ixesha ngaphandle kokunika isizathu

kwaye ngaphandle koloyiko Iweziphumo ezibi okanye ilahleko yezibonelelo.

Ndiyavuma ukurekhodwa ngexesha lokuthatha inxaxheba kwezi zifundo.

Andivumelani noku rekhodwa xa ndithatha inxaxheba kwezi zifundo.

Igama lomthathi-nxaxheba......................
Utyikityo lomthathi-nxaxheba..............ccccovviiiiciennnn.

Umhla....ccooviviiiiiiiiennn.
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APPENDIX 7
FOCUS GROUP CONFIDENTIALITY BINDING FORM

Title of Research Project: The support needs of mothers and caregivers of children

with disabilities in a rural context: A critical ethnography

The study has been described to me in language that | understand. My questions about the study
have been answered. | understand what my participation will involve and | agree to participate of
my own choice and free will. | understand that my identity will not be disclosed to anyone by the
researchers. | understand that | may withdraw from the study at any time without giving a reason
and without fear of negative consequences or loss of benefits. | understand that confidentiality is
dependent on participants’ in the focus group maintaining confidentiality. | hereby agree to uphold
the confidentiality of the discussions in the focus group by not disclosing the identity of other

participants or any aspects of their contributions to members outside of the group.

Participant’s NAMEe.........ccccviiiiiiericrieererreraenaeas

Participant’s signature...........c.ccocvieviiviiiiiicnivennn.
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FOCUS GROUP CONFIDENTIALITY BINDING FORM (XHOSA)

Isihloko seProjekthi yoPhando: limfuno zenkxaso yoomama kunye nabanonopheli
babantwana abakhubazekileyo kwimeko

yasemaphandleni: I-ethnography

Isifundo sichaziwe kum ngolwimi endilivayo. Imibuzo yam malunga nesifundo iphenduliwe.
Ndiyakugonda ukuthatha kwam inxaxheba ukuba kuya kubandakanya ntonina kwaye ndiyavuma
ukuthatha inxaxheba kukhetho nge nkululeko yokuzikhethela. Ndiyakugoda kakuhle okokukuba
inkcukacha zam azisayi kuchazelwa nokuba ngubani na. Ndiyagonda ukuba ndingarhoxisa
imvume yam yokusebenzisa izithombe nangaliphi na ixesha ngaphandle kokunika isizathu kwaye
ngaphandle koloyiko Iweziphumo ezibi okanye ilahleko yezibonelelo. Ndiyagonda ukuba
ukugcinwa kwemfihlo kuxhomekeke kubathathi-nxaxheba 'kwiQela ekuGxilwe kulo ekugcineni
imfihlo. Ndiyavuma ukuxhasa imfihlo ngengxoxo kwigela ekugxilwe kulo ngokungachazi ulwazi
lwabanye abathathi-nxaxheba okanye nayiphi na imiba yegalelo labo kumalungu angaphandle

kwegela.

Igama lomthathi-nxaxheba......................
Utyikityo lomthathi-nxaxheba.............ccccccciiiieennn.

Umhla....cccoeiiiiiiiiiiieenns
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APPENDIX 8
ACKNOWLEDGEMENT AND RELEASE FORM

Title of Research Project: The support needs of mothers and caregivers of children

with disabilities in a rural context: A critical ethnography

I acknowledge that has asked for my permission to take a

photograph(s) in which | appear. The use of this photograph(s) has been described to me in a
language that | understand. My questions about the use of the photograph(s) has been answered.
| understand what my participation will involve and | agree to participate of my own choice and
free will. | understand that my identity will not be disclosed to anyone. | understand that | may
withdraw my consent for the use of the photograph at any time without giving a reason and without
fear of negative consequences or loss of benefits. | understand that if the photograph is published

in works related to this research that my identity will be protected.

| agree to be photographed in this study and waive my rights to the photograph.

| do not agree to be photographed in this study and do not waive my rights to the photograph.

Participant’s Nname........cccccvevieiiviiieriririennens

Participant’s signature.............ccccveeviiviiinnnenn..
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ACKNOWLEDGEMENT AND RELEASE FORM (XHOSA)

Isihloko seProjekthi yoPhando: limfuno zenkxaso yoomama kunye nabanonopheli
babantwana abakhubazekileyo kwimeko
yasemaphandleni: I-ethnography

Ndiyavuma ukuba u ucele imvume yam yokuthatha izithombe

endivela kuzo. Ukusetyenziswa kwezi zithombe kuchaziwe kum ngo Iwimi endilivayo. Imibuzo
yam malunga nokusetyenziswa kwezithombe iphenduliwe. Ndiyakugonda ukuthatha kwam
inxaxheba ukuba kuya kubandakanya ntonina kwaye ndiyavuma ukuthatha inxaxheba kukhetho
nge nkululeko yokuzikhethela. Ndiyakugoda kakuhle okokukuba inkcukacha zam azisayi
kuchazelwa nokuba ngubani na. Ndiyagonda ukuba ndingarhoxisa imvume yam yokusebenzisa
izithombe nangaliphi na ixesha ngaphandle kokunika isizathu kwaye ngaphandle koloyiko
lweziphumo ezibi okanye ilahleko yezibonelelo. Ndiyagonda okokuba izithombe zam zizoku

papashwa kwimisebenzi enxulumene nolu phando inkcukacha zam ziya kukhuseleka.

Ndiyavuma ukuthatha izithobe kwezi zifundo kwaye ndinika ilungelo lam kubathathi

bezithombe.

Andivumelani  nokuthathwa izithombe kwezi zifundo kwaye ndinganikezi lungelo lam
kubathathi bezithombe.

Igama lomthathi-nxaxheba................ccernneeeee.
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ACKNOWLEDGEMENT AND RELEASE FORM FOR CHILDREN UNDER THE AGE OF 18

Title of Research Project: The support needs of mothers and caregivers of children

with disabilities in arural context: A critical ethnography

| acknowledge that has asked for my permission to take a

photograph(s) in which my child appears. The use of this photograph(s) has been described to
me in a language that | understand. My questions about the use of the photograph(s) has been
answered. | understand what my child’s participation will involve and that they participate of their
own choice and free will. | understand that my child’s identity will not be disclosed to anyone.

| understand that | may withdraw consent for the use of the photograph at any time without giving
a reason and without fear of negative consequences or loss of benefits. | understand that if the

photograph is published in works related to this research that my child’s identity will be protected.

| agree that my child may be photographed in this study and waive my rights to the
photograph.
_____ 1 do not agree that my child may be photographed in this study and do not waive my rights,
to the photograph.

Child’s name..........ovvvvvivvivvreenens

Parents Name.......ccooiiiiiiiiiiiiiiiiiiiiiiiiaannnns

UWC https://uwcscholar.uwc.ac.za/ 176



UNIVERSITY OF THE WESTERN CAPE

Private Bag X 17, Bellville 7535, South Africa

Cell: 0794933806
E-mail: 3562467 (@myuwc.ac.za

ACKNOWLEDGEMENT AND RELEASE FORM FOR CHILDREN UNDER THE AGE OF 18

(XHOSA)
Isihloko seProjekthi yoPhando: limfuno zenkxaso yoomama kunye nabanonopheli
babantwana abakhubazekileyo kwimeko

yasemaphandleni: I-ethnography

Ndiyaginisekisa ukuba u ufumene imvume yam yokuthatha izithombe

(apho umntwana wam avele khona). Ukusetyenziswa kwezi zithombe kuchaziwe kum ngolwimi
endilivayo. Imibuzo yam malunga nokusetyenziswa kwezithombe iphenduliwe. Ndiyakugonda
ukuba ukuthatha inxaxheba komntwana wam kuya kubandakanya ntonina kwaye uthatha
inxaxheba kukhetho nge nkululeko yokuzikhethela. Ndiyakugoda kakuhle okokukuba inkcukacha
zomntwana wam azisayi kuchazelwa nokuba ngubani na. Ndiyagonda ukuba ndingarhoxisa
iImvume yam yokusebenzisa izithombe nangaliphi na ixesha ngaphandle kokunika isizathu kwaye
ngaphandle koloyiko Iweziphumo ezibi okanye ilahleko yezibonelelo. Ndiyagonda ukuba
izithombe zizoku papashwa kwimisebenzi enxulumene nolu phando inkcukacha zomntwana wam

ziya kukhuseleka.

Ndiyayinikezelela imvume yokuthatha izithombe umntwana wam kwezi zifundo kwaye
ndinikeza ilungelo lakhe kubathathi bezithombe.
Andivumelani nokuthathwa izithombe komntwana wam kwezi zifundo kwaye andilnikezi

ilungelo lakhe kubathathi bezithombe.

I[gama lomntwana.............ccccceeeeeennnn.
Amagama abazali.............coocciiiiiiiiiiiieeen
Ukutyikitya kwabazali..........ccccccvvvviinn,
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APPENDIX 9
PERMISSION FOR PUBLICATION FORM

Title of Research Project: The support needs of mothers and caregivers of children

with disabilities in a rural context: A critical ethnography
| acknowledge that | have been asked permission for the distribution of my photographs. The
extent to which the photographs will be used and distributed has been described to me in a
language that | understand. My questions about the use of the photograph(s) has been answered.
| agree to participate of my own choice and free will. I understand that my identity will not be
disclosed to anyone. | understand that my identity will be protected in the event of publication of
the photographs in works related to this research. | understand that | may withdraw my consent
for the use of the photograph at any time without giving a reason and without fear of negative

consequences or loss of benefits.

| give permission for the researcher to use my photographs in any publications or distribution
related to this research only.
| do not give permission for the researcher to use my photographs in any publications or

distribution related to this research only.
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PERMISSION FOR PUBLICATION FORM (XHOSA)

Isihloko seProjekthi yoPhando:  limfuno zenkxaso yoomama kunye nabanonopheli
Babantwana abakhubazekileyo kwimeko yasemaphandleni: I-
ethnography

Ndiyavuma ukuba ndiceliwe imvume yokuhanjiswa kwe zithombe zam. Ubungakanani

bokusetyenziswa kwe zithombe kunye nokuhanjiswa zichaziwe kum ngolwimi endiluvayo. Imibuzo

yam malunga nokusetyenziswa kwe zithombe zam iphenduliwe. Ndiyavuma ukuthatha inxaxheba
kukhetho nge nkululeko endizikhetheleyo. Ndiyakugoda kakuhle okokukuba inkcukacha zam
azisayi kuchazelwa nokuba ngubani na. Ndiyagonda ukuba isazisi sam siza kukhuselwa kwimeko
yokupapashwa kwezithombe kwimisebenzi enxulumene nolu phando. Ndiyagonda ukuba
ndingarhoxisa imvume yam yokusebenzisa izithombe nangaliphi na ixesha ngaphandle kokunika

isizathu kwaye ngaphandle koloyiko Iweziphumo ezibi okanye ilahleko yezibonelelo.

Ndinika imvume yokuba umphandi asebenzise izithombe zam kulo naluphi na upapasho
okanye usasazo olunxulumene nolu phando kuphela.
Andinikezanga imvume yokuba umphandi asebenzise izithombe zam kulo naluphi na

upapasho okanye usasazo olunxulumene nolu phando.

I[gama lomthathi-nxaxheba..........cccccccvvinn.

Amanani KwimifanekiSO......oovvveevi e,
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