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DEDICATION

| salute the four mothers of disabled children who participated in this study for their
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towards informing both government and the disability sector about how parents may be

supported in order to acquire information.
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DEFINITION OF TERMS

Disability: Schneider (2006) defines disability as an experience that arises out of the
interaction between a person with a health condition and the context in which they live.
Disabled Peoples International further explains that disability manifests as a person’s
loss or limitation of opportunity to take part in the normal life of their community on an
equal level with others due to physical and social barriers {Priestiey, 2006).

Disabled children: children whose experiences are determined by the interaction
between their health condition and their environments because society fails to include
children of difference (Priestley, 2006).

Health condition: neuromotor impairments, degenerative diseases and orthopedic and
musculoskeletal disorders (Eloff et al., 2002:84). Health condition excludes what Heller
et al. (1996:36) define as health impairments, e.g. cystic fibrosis and infectious diseases
like HIV/ AIDS.

Mother: a mother is traditionally a female biological parent. According to Kayongo-Male
and Onyango (1984:21), traditional black Africans often call uncles, aunts and even
grandparents “father” or “mother”. Mwamwenda (1995:429) attributes this tendency of
calling relatives “mother” or “father” to the interdependence of the extended family,
resulting in other immediate members of the family taking responsibility for children. For
the purpose of this study, mother shall mean the biological mother or aunts,
grandmothers and other female relatives of the disabled child.

Collaboration: working jointly with others, willingly co-operating with others and sharing

goal setting, problem solving and the achievement of goals (Mastropierre & Scruggs,
2000:38).
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ABSTRACT

The purpose of this study is to explore the information that the mothers of disabled
children have on the provisions of the Children’s Act (CA) (Act no.38 of 2005) and the
Children’'s Amendment Act (CAA) (Act No.41 of 2007). The two Acts were consolidated

after the regulations had been adopted’.

The Children’s Act gives effect to the three specific constitutional rights of children
contained in section 28. These are:

a. The right to social services.

b. The right to parental or family care or to appropriate alternative care when
removed from their family.

¢. Protection from maltreatment, neglect, abuse or degradation.

This Act stipulates the services that are required to give effect to the three State

obligations.

The aim of the research was 1) to investigate the nature of information which mothers of
disabled children have acquired about the Children's Act, and 2) factors influencing the

access to this information by these mothers.

The study population was mothers whose children have a physical or mental disability.
The study sample was purposively selected from mothers of disabled children living in a

township in Ekurhuleni Metropolitan, in Gauteng Province.

A qualitative research approach was used in this study, and a case study design was

adopted. Individual in-depth interviews were held with four participants.

The data collected through the in-depth interviews was analyzed using a thematic

content analysis. The findings of this study will raise awareness among mothers of

"The two Acts shall hereafter be referred to as The Children's Act except when the two Acts need to be
distinguished.
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disabled children and their organizations of the rights and services to which disabled
children are entitled according to the Children’s Act. It will therefore enable them
individually and through DPOs to more effectively monitor the implementation of the Act
by the State and to enforce compliance by the State of its obligations to disabled

children in terms of the Children’s Act.
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LIST OF ABBREVIATIONS
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United Nations
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CHAPTER 1

1. INTRODUCTION

Poverty, social fragmentation, a culture of violence and unemployment, and HIV/AIDS
have resulted in vast numbers of vulnerable children needing social welfare services
(Proudlock et al., 2008). The Child Care Act that was passed more than twenty years
ago in 1983 was put in place to provide welfare services to vulnerable children.
However, this legislation was developed during the apartheid era and mainly served the
interests of the white population. It was an Act which was not pro-active but which was
reactionary in that the state only intervened after the child had been harmed. Through
the Child Care Act,

the State only provided minimal assistance to individuals or families when the
‘normal” safety nets such as family and community had failed (Dutschke and
Manson, 2008:1).

The new Children’s Act (No.38 of 2005 as amended) is aimed at addressing the need
for a new legislative framework which is in line with the Constitution and various
international conventions (Proudiock et al., 2008), such as the United Nations
Convention on the Rights of the Child (1995) and the United Nations Convention on the
Rights of Persons with Disabilities of 2006, which came into force on the 3™ of May
2008. For the first time in the history of this country, child care and child protection

programmes and services are no longer viewed as charity but as rights.

The Disabled Children’s Action Group (DICAG), an organization of parents of disabled
children, learned through experience that the future of disabled children is directly linked
to the levels of empowerment of their parents (DICAG, 2001:14). This implies that
parent empowerment is central to a disabled child’s likelihood to access services which
are provided for in the Children’s Amendment Act and which are available to all
children. Accessing information on the Act and knowing the provisions are among the
most powerful tools to empower the parents of disabled children, because they provide

a critical means with which to monitor and to enforce the rights of their children.
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1.1. The problem addressed in this study

The Children’'s Act makes specific provisions to address the situation of disabled
children who are frequently marginalized in terms of service provision and access. This
is in line with Howell's observation:

Disability has been equally recognized as a basis of direct and indirect
discrimination and a central factor contributing to inequality and the
marginalization of people in the past. New laws and policies now make provision
for the removal of disability discrimination in key areas and create opportunities
for addressing the needs of disabled people as a previously disadvantaged group
in society (Howell et al., 2006:79).

Despite this, mothers still face enormous challenges in raising disabled children. This is
largely due to most of them being unemployed, semi-literate or functionally illiterate
(Emmett, 2006). Most of them are single women who have been deserted by their
husbands and lovers, ostracized by their communities and isclated by their extended
families. Mothers of disabled children tend to be withdrawn and live in a world of their
own. Some professionals such as therapists make this burden even heavier by relying
on mothers only and not on both partners to implement the necessary programmes
(McKenzie & Muller, 2006). In practice, and supported by the researcher’s observation,

it is frequently the mothers who care for and worry about their disabled children.

Compounding these challenges, mothers are prone to being uninformed and ignorant of
the rights of their children. Their children often do not access available services like day-
care centres, where they could be further directed towards more facilities. Disabled
children are frequently turned away from these facilities by practitioners and service
providers who are not trained to deal with them. Service providers and support services
for disabled children fall short of their needs; and they often do not take cognizance of

information in the Acts and related policies.
From the researcher’s observation in the township at Ekurhuleni Metropolitan, many
parents, in particular mothers and grandparents of disabled children are not taking

advantage of the services that are available to them and to their disabled children. Nor
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are they in a position to advocate for the services which their disabled children need
and which are not provided for in the Children's Act. Most of the mothers of disabled
children are not members of Disabled Peoples Organizations (DPOs), which play a
pivotal role in empowering mothers of disabled children to be self advocating on issues

affecting them.

In order for them to be effective disability activists, mothers of disabled children need to
know what the Act says. The Children’s Act promotes equity in service provision. [t
provides clarity on the services needed as well as by whom and how that service is to
be provided. A broad description of services which will benefit all children are stipulated
in the Act. These include:
e Services aimed at preventing neglect and abuse of children
¢ Services supporting families of children who need early intervention to prevent
imminent harm to them
¢ Protection services to those children who have been abused, to prevent further
harm to them, and
e Services placing children in salternative care where it is in the child’'s best

interests to be removed from his/her family.

It is therefore important to determine what information mothers of disabled children
have, how it was obtained and how they use that information to the benefit of their
children. If they do not have the information about the Children’s Act, it is important to
identify the factors that prevent them from knowing what the law provides for their
children. Knowledge and information about the Children’s Act will place the mothers of
disabled children in a position to identify the opportunities that are available to them in
order to effectively lobby the government to implement the Act (Dube, 20086). It is not
sufficient to have an egual opportunities policy, If the beneficiaries of those policies do
not know what such policy means or how to implement and benefit from it in practice
(Hurst, 1999).
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1.2. Justification for this study

The Children’s Act introduces numerous beneficial changes for disabled children. The
disability-specific clauses are aimed at ensuring that disabled children have equal
access to available services as all other children. The clauses further state who is fo
provide which service for disabled children, including the necessary support for both

parents and children.

DICAG observed in the organization’s strategic plan (DICAG, 2001) that 98% of
caregivers in the organization were women and 58% of them were grandmothers. This
explains why this study will exclude men or fathers of disabled children and focus more

on the mothers of these children.

It is crucial to investigate whether mothers of disabled children are informed of their
disabled children’s rights as stated in the Children’s Act. Information and knowledge will
facilitate the capacity of the mothers to effectively change the situation of their disabled
children. The mothers have the duty to monitor that the state implements the Act. This

equally applies to other duty bearers who are mentioned in the Children’s Act.

There are stralegy and provisioning clauses in the following chapters of the Act:

e Partial Care

e FEarly Childhood Development

e Child and Youth Care Centres and

e Drop-in Centres.
These oblige the Minister of Social Development and Provincial MECs to ensure that
disabled children have equal access to these services, by specifically stating that due
consideration must be given to these children. The Minister and MECs are further
obliged to make facilities accessible and programmes available {o disabled children, as
well as prioritizing funding for these programmes. The strategy and provisioning

clauses read together, promote equal access {0 services for disabled children.
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Information and knowledge of the Act, and the necessary skills and support will enable
the mothers to monitor its implementation as well as access services for their disabled
children. Although knowledge about the Act is crucial, knowledge on its own will not
lead to the enforcement of the Act. Mothers need to know and identify opportunities and
platforms that they can use to influence decision makers and policy implementation.
Mothers need to be able to monitor budgets as well as the services to which those
budgets are allocated. The question to be asked is whether they target services that will
also benefit disabled children. This study investigates the information that mothers of
disabled children have as well as why they do not have the information on the Act if that
is the case. It identifies what skills and support the mothers of disabled children need in
order to access and use the information that is in the Act, for the benefit of their

children.

This study contributes to raising awareness among mothers of disabled children and
their organizations of the rights and services to which disabled children are entitled
according to the Children’s Act. it enables them individually and through DPOs {o more
effectively monitor the implementation of the Act by the State and to enforce compliance

by the State of its obligations to disabled children in terms of the Children’s Act.

1.3. Aims and objectives of this study

The aim of this research is to identify what information and knowledge mothers of
disabled children have about the Children’s Act.

The objectives are:
e to describe the information and the awareness that mothers of disabled children
have about the Children’s Act
¢ (o identify factors which facilitate or hinder the acquisition of information on the
Children’s Act by mothers of disabled children
o to identify the skills which mothers of disabled children need in order to access

information from the Children’s Act
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» to determine how mothers may have benefited or will benefit from the information
in the Act
¢ to elicit from the mothers the nature of the support which they will need in order

to access, understand and use the provisions of the Act.

The following chapter will provide a review of relevant literature consulted for this study.
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CHAPTER 2

2. LITERATURE REVIEW

2.1. Mothers care for disabled children

All parents would like to play an important part in their children’s education and
development. However, many disabled children are going through experiences of being
excluded and discriminated against by society. They largely do not access local
schools, pre-schools, or educare centres, either because of being refused admission or
because their parents lack information on the existence or the functioning of those

facilities (Brummer, 1996).

In the case of disabled children it is largely the mothers who are expected by society to
nurture and raise disabled children, as observed by Pokémpner and Roberts:

The impact of disability on women as parents is not only evident in relation to
women who are themselves disabled, but also in relation to the role of women as
mothers and caregivers. Being a woman implies an increased set of barriers to
access and participation on various levels. Nowhere are these barriers more
evident than in the case of a woman who has to cope with children who are
disabled or who have chronic ilinesses. Especially within the context of women-
headed households and early pregnancies, women face enormous chalienges in
raising disabled children (2001).

Mothers of disabled children frequently experience “disablement by proxy”, that is the
child’s impairment is being transplanted onto them (Brett, 2002). A similar experience

has been cbserved in the case of disabled people and their families.

As was previously stated, the Disabled Children's Action Group (DICAG), an
organization of parents of disabled children, learned through experience that the future
of disabled children are directly linked to the levels of empowerment of their parents
(DICAG, 2001). This implies that parent empowerment is central to a disabled child’s
likelihood to access services which are provided for in the Children’s Act and which are

available to all children. Accessing information in the Act and knowing the provisions are
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among the most powerful ways to empower the parents of disabled children because
information and knowledge provide them with critical tools to monitor and enforce the

rights of their children.

2.2. Factors affecting the empowerment of parents

Various factors may affect the levels of empowerment of parents of disabled children.
Disability has been shown to be associated with low levels of income and an increased
likelihnood of poverty. Parents of disabled children are likely to have lower educational
and literacy levels than the rest of the population (Emmett, 2006). Experiences of
parents of disabled children are characterized by lack of opportunities and the physical

and emotional strain of caring for a disabled child.

Mothers of disabled children may feel stigmatized by the way that they are perceived
and treated. Society is often patronizing towards their children. The mothers are
conscious of not being taken seriously because of their children’s disability, and they
constantly face assumptions that their children are incapable of doing anything for
themselves. They feel constantly judged and under pressure o be good parenis, in
order to prove themselves and to challenge the negative attitudes of society which seek

to render them powerless and vuinerable (Brett, 2002).

Some people may conceal their disability status or that of members of their households
because of the stigma that is associated with disability (Brett, 2006). These experiences
are largely due to limited or lack of information by the parents, family members and their
communities on the rights of disabled children. They are also exacerbated by the

attitudes which mothers of disabled children experience from the society.

Out of a desire to provide for their children some parents come together to start informal
daycare centres where the child can at least be cared for (Brummer, 1996). These
parents seldom have the use of proper buildings, and they have to use a home,

rondavel or shack as a centre for children. These informal centres often have very little
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money to buy toys, apparatus and food for the children because most of them get little

or no support from the government (Brummer, 1996).

If parents are to play a significant role in the lives of their children, they need information
and support in their groups and in the informal daycare centres, so as to empower
themselves in order to meaningfully contribute to the education and development of
their children. They need skills to be able to cope with disabled children in their families,
care for them, teach them and advocate for better facilities. Often parents only want to

give up their responsibility if they feel they cannot manage anymore (Brummer, 1996).

Boxil {2000) observes that the feelings of hopelessness among parents who cannot
cope with raising their disabled children have been passed on from generation to
generation, with such parents lacking the sense of agency. For generations now,
parents are in the position of not knowing how to turn their adverse situation around.
This has very serious and adverse effects on the development of their children and on
the parent’s capacity to nurture and raise her child. According to Nhlapo et al

it is essential that sufficient programmes be implemented to ensure that the
knowledge of human rights reaches each individual, if self advocacy is to be
facilitated (2006:102).

2.3. Disabled children are not accessing available services

in the White Paper on An Integrated National Disability Strategy it is estimated that 70%
of disabled learners of school-going age were outside the general and education
training system (ODP, 1997). Taylor (2001) reported that 30% of disabled children of
school-going age were not attending school full time, compared with 10% of non-
disabled children. Higher education remains out of reach for the majority of disabled
people (ODP, 1997).

According to Elwan (1999), disabled people and their families are usually poorer than

the rest of the population. They are likely to have lower educational and literacy levels
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than the rest of the population. When disabled people are employed, they are likely to

be under-employed relative to their level of training.

Emmett (2006) also suggests that educational disadvantages of disabled children may
be compounded by racial inequalities:

e 51% of African disabled children were not attending secondary school in contrast
with 11% of white disabled children

s white disabled children were more likely to attend special schools than African
children

e 32% of white children as compared to 8% of African children attended primary
school

e 33% of white disabled children attended special schools at secondary levels
compared to only 5% of African disabled children.

Early childhood development holds a particular potential for disabled chiidren as it can
enhance their capacity to participate fully in the realization of their rights and abilities.
However, disabled children continue to have limited access to Early Childhood
Development (ECD) services, as only 1.36% of these children are in ECD centres,
including special schools (Biersterker & Kvalsvig, 2007). In addition, most of the ECD
sites for Grade R are located in schools, while the majority of disabled children are in

informal daycare centres or at home-based sites.

2.4. Relevant legal instruments

The Children’s Act gives effect to Section 28 of the Bill of Rights of the Constitution and
to international instruments that have been signed and ratified by South Africa. These
include:

« the UN Convention on the Rights of the Child (adopted November 1989)

e the African Charter on the Rights and Welfare of the Child {which came into force
in November 1999)

e the Standard Rules on the Equalization of Opportunities for Persons with
Disabilities (UN,1993)
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o the UN Convention on the Rights of Persons with Disabilities (which came into
force in May 2008).

2.5. Disabled children and the Children’s Act

Several amendments have been made to the Act to ensure that disabled children
equally enjoy the rights in the Children’s Act. It gives effect to the rights that disabled
children have, as well as to the obligations of the State and other duty-bearers in
ensuring that these rights are protected. It has provisioning clauses obliging the
National Minister and Provincial MECs of Social Development to deliver services to
disabled children, including the allocation of resources; and makes special provisions
that prioritize provisioning services to children from poor communities and to disabled
children. It further provides norms and standards which “will regulate the outcomes and
the well being of children” (Bray & Dawes, 2007:20).

In line with the Constitution, the Children’s Act entrenches services to children as rights.
Children now have rights to parental care, family care or alternative care. They have a
right to social services; they have a right to be protected from abuse, maltreatment,
neglect and degradation. These are the rights in Section 28 of the Bill of Rights which
the Children’s Act gives effect to. This legislation creates obligations and provides
implementation strategies for the State. However, Dube (2006) observe that even when
such good legislation is in place, many disabled people do not know of their rights or

how to access them.

The problem is that information is not communicated in either direction, i.e. from the
National Government to DPO leadership level, or to grassroots organizations (Dube,
2006). Bray and Dawes note that children cannot access their human rights without the
support and intervention by certain individuals. It therefore becomes critical to focus
attention on those individuals who are responsible to enable the child's access to her
rights.

A rights based approach should not only be concerned with the rights accorded
to the child but also to their reciprocal — the duty-bearers responsible to enable
the child’'s access to her rights. Children’s enjoyment of and access to their rights
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is made possible by the actions of certain duty-bearers. These persons range
from those closest to the child (parents or other legal guardians) to more distant
personnel and systems (for example clinic staff or teachers, local government),
ministers and finally, the president. (Bray & Dawes, 2007:23)

Dube (2006) states that many disabled people are unable to access information due to
the high levels of illiteracy among disabled people, and the production of information in
formats that are inaccessible. He notes that dissemination of information about progress
on government interventions is a crucial tool for communities to understand and gauge
the success or failure of the program. This means that disabled peopie may be

prevented by various barriers from accessing information on their rights.

Gariyo (2002) takes this further and states that local governments must develop
accountable and transparent systems that enable the communities they serve 1o access
information required to conduct effective monitoring. This requires that DPOs at local
levels need to build the capacity at the grassroots, so as to monitor policy

implementation within their communities (Dube, 2006).

Literature around the capacity of parents of disabled children to monitor the
implementation of the policies and laws which the government enacts in order to benefit
their children is scarce. This is particularly so when it comes {0 the question of whether
the parents of disabled children take cognizance of legislation which gives effect to the
rights of their children. There is, however, a fair amount of literature written to confirm
that it is mostly the mothers of disabled children who, without the assistance or the
cooperation of their partners and or family members, solely carry the responsibility of
bringing up their disabled children (Mc Kenzie & Muller, 2006; Emmett, 2006).

If disabled children are to benefit from the legislation that is in force, it is imperative to
explore factors which prevent parents of disabled children from acquiring information on
the existing legislation policies and programmes. This will make it possible to identify

methods to facilitate the acquisition of information from the Act by the mothers.
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2.6. Summary of Chapter 2

The literature reviewed in this chapter supports the view that many disabled children are
not accessing available services which are their right in terms of the Constitution of
South Africa (1996). It also stresses that children cannot access their human rights
without the support and intervention of cerfain individuals, for example their parents.
This means that parents of disabled children need to know what the Act provides for
their children. However, many parents of disabled children are prevented by various
barriers from accessing information on the rights of their children from the Act which has

adverse effects on their children’s development.

In the next chapter | will describe the methodology which was used for this study.
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CHAPTER 3
3. METHODOLOGY

A qualitative research methodology was chosen for this study. This method views
events, actions, norms and values from the perspective of the people being studied
(Bryman, 1988), so that it is possible to describe human actions (Mouton, 2001). The
qualitative approach is consistent with the aims of this study design, namely to explore

the information that mothers of disabled children have about the Children’s Act.

3.1. The case study strategy

The research strategy adopted in this study is the case study. Case studies have the
potential to maximize the gathering of highly descriptive information on the phenomenon
being studied (Merriam, 1998). Mouton (2001) describes case studies as an intensive
investigation of a single unit. Case studies serve the purpose of gaining an in-depth
understanding of the problem under investigation as well as of the meaning that the
objects of the study attach to it. This was achieved by focusing attention on a single

entity or unit which is immersed in the problem situation.

Case studies can be descriptive, interpretive or evalualive, depending on their intent or
purpose (Merriam, 1998). This study adopted a descriptive case study. Descriptive case
studies offer a detailed account of the research problem so as to give descriptive and
basic information about the phenomenon being studied. Merriam (1998) maintains that
descriptive case studies are helpful in producing basic information where research has
been scarce, which is the situation in this study. The researcher intended to explore and
describe the information which mothers of disabled children have about the Children’s
Act.

3.2. Sampling strategy

The sampling strategy used by the researcher was snowballing, which is a form of
purposive sampling. It requires that criteria seleclting the sample be delermined.

Merriam (1998) states that this sampling strategy is based on the assumption that the
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researcher intends to discover, understand and gain insight from a sample that is able
to give the most relevant information. It is about identifying and selecting rich informants
for in-depth study, i.e. people who are articulate, reflective and willing to share
experiences with an interviewer as well as being able to provide detailed information
about the phenomenon under study (Morse, 1999).
In accordance with this strategy, four mothers of disabled children were selected
according to the following criteria:

e they should be mothers whose children are disabled

e they must be staying in a township in the Ekurhuleni Metropolitan area

e the children must have a physical or intellectual disability

e they must be willing to freely share their experiences in the interview.

3.3. Gaining access to participants

A local clinic at a township in Ekurhuleni provides weekly stimulation programmes for
disabled children and their caregivers. This clinic was selecied as a base for the
sampling of the six mothers of disabled children. The researcher verbally explained to
the nursing sister the purpose of the research and why she would like to interview
mothers of disabled children about their knowledge of the Children’s Act. The nurse
agreed fo give the researcher permission {o sample the mothers from those who bring
their disabled children to the clinic on Wednesdays. It was initially planned that the
researcher would hold individual discussions with the mothers who were selected to be
a part of the study. However, due to participant attendance problems which the
researcher had not anticipated, the times and the venue for conducting interviews with
the participants was changed. The clinic proved {o be unsuitable because it required the
interviews to be conducted only after working hours. Participants found it very difficulf to

come to the clinic again after they had been there earlier.
All participants sent their children to an informal stimulation centre in their township for

care. The principal of the centre was approached by the researcher for a suitable room

in which to conduct the interviews. A room was made available to us, which we used for
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interviews during the morning when the mothers brought in their children, or in the

afternoon when they fetched the chiidren.

3.4. Data Generation through in-depth interviews

Data in this study was generated through in-depth interviews. De Vos defines
interviewing as “a conversation with a purpose” (1998:207). The quality of the
information obtained during an interview is largely dependent on the interviewer (Patton,
1990). The researcher serves as the instrument through which the data is generated,

probing for further information as needed for depth and clarity (Boyd, 1993).

Each in-depth interview was conducted in the language of the participant and lasted for
one and a half to two hours per participant. An interview guide is attached (Appendix A).
The in-depth interviews were recorded for the purpose of transcription and analysis. To
ensure clarity of statements, copies of transcripts of the first interview were given to the
participant to make any desired changes. A second interview was conducted with each
participant to gain clarily on issues or follow up on gaps identified in the analysis as well

as member-checking the initial themes identified.

3.5. Data management and analysis

Data was analyzed according to qualitative content analysis (Henning et al., 2004).
Each tape-recorded in-depth interview was transcribed and it was carefully translated
into English. The transcription was shared with the interviewees during the second
interview for verification. The researcher again listened to the tapes and re-read the
transcripts to acquaint herself with the data. During the re-reading of transcripts,
emerging themes or topics were identified and noted on the margins of the transcript
record. Themes were then coded whilst also clustering similar themes for coding. The
coded themes were then re-read and clustered under main headings. The identified
themes then became sub-headings of the main themes (Lathlean, 2006). In short,

topics were clustered into categories from which main themes emerged.
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3.6. Ensuring trustworthiness

Trustworthiness refers to the reliability of the study. Qualitative researchers employ
certain techniques to ensure trustworthiness. Guba and Lincoln (Kreftig, 1991:215)
propose what they call “an alternative model method” to ensure reliability of the study.
This involves four criteria, which are credibility, transferability, dependabliity and

confirmabiiity.

3.6.1. Credibility

This criterion refers to the extent to which the researcher is confident that the findings
from the available data reflect the actual meanings communicated by the participants. In
this study, credibility was ensured through peer debriefing, where the researcher
discussed the research process and findings with an impartial colleague who has a
research background. Member-checking was also done where the researcher solicited
the reaction of the participants to the researcher’s reconstruction of what transpired in

the first in-depth interview.

3.6.2. Dependability

Dependability refers to the consistency of the findings. If the study is replicated within a
similar context, the findings should be the same (Brink, 1991). This was ensured by
giving a detailed account of all the steps or progression of events, how data was

analyzed and interpreted and how findings and conclusions were reached.

3.6.3. Transferability

This criterion of trustworthiness refers to applicability of the research to other contexts
and settings. Narratives about the context in which the research happened are given.
This facilitates judgment about the degree of fit or similarity to be made by others who

may wish to apply the findings elsewhere.

3.6.4. Confirmability

This criterion encompasses the “neutrality” of the researcher. Findings should be free

from bias and other perspectives of the researcher (Krefting, 1991). The researcher,
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being a parent of a disabled child and a mother, acknowledged and analyzed her pre-
conceptions and beliefs in relation to this study through keeping a diary of her feelings

and thoughts during the data collection and analysis processes.

3.7. Ethical considerations

Before commencement of the research, an accessible venue for the interviews was
secured and arrangements were made to ensure that participants would reach the
venue. An information letter was prepared that explained the purpose and the objectives
of the research, which was given to the participants (Appendix B). Issues of
confidentiality, informed consent, beneficence, anonymity and voluntary participation
were explained in the language which is understood by the participant. It was further
explained to the participants that they could withdraw from the research at any stage
without any consequences. Data would be collected by recording the interview, using a
tape recorder, with their permission. Informed consent (Appendix B) was obtained from
the six mothers of disabled children prior to their participation in the study. They were
asked to sign a consent form or give verbal consent which would be signed by a
witness. Arrangements were made to refer for help any participants who might show
signs of distress or a need for any other support when sharing their experiences in the

course of the research.

Arrangements for a suitable venue in which to conduct interviews were initially made
with a local clinic staff member. This was subsequently changed to accommodate the
participants, and instead interviews were held at the local day-care centre in the

township.

To ensure the accuracy of statements, participants were given hard copies of transcripts
of the first interview at the time of the second interview. They were able to make any
desired changes. Where the participant found it difficult to understand the transcript, the
researcher explained the contents to them in a simpler language, but without distorting

the actual meaning.
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The research proposal was submitted to the Faculty of Health Sciences Research

Ethics Committee for approval and clearance, where after the research commenced.

3.8. Preliminary bias and assumptions

The participants and the researcher live in the same township and at times meet at
disability meetings and events. The participants to be sampled are all mothers of
disabled children. This, as Lathlean comments,

gives a researcher a social identity and background which may have an impact
on the research process, especially in the interpretation of the research findings
(2006:420).

He emphasizes that the researcher will need to “reflexively bracket” experiences so that
they do not unduly bias the process of research. The researcher may be aware of the
tendency of mothers of disabled children to be ignorant of the rights of their disabled
children contained in various Acts. The researcher had to be cautious and set aside her
own beliefs so as to see and hear the participant’s experiences as undisturbed as

possible, without having o validate her own beliefs (Munhall, 1994).

3.9. Limitations of the study

3.9.1. Venue and time for interviews

Initially it was planned that the interviews were to be conducted at the local dinic.
However after the participants had been sampled, the clinic proved to be unsuitable
because it required the interviews to be conducted only after working hours. Participants

found it very difficult to come to the clinic again after they had been there earlier.

All of them sent their children to an informal stimulation centre for care in the township
in which they live. The principal of the centre availed o us a room which we could use
for interviews during the morning when the mothers brought in their children or in the

afternoon, when they fetched the children.
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Two of the mothers who were identified for interviewing did not show up at the centre.
Due to time constraints and because the research question had sufficiently been

answered by the four participants, they were not replaced.

3.9.2. Research design

A qualitative approach was used in this study. This methodology does not fully reflect
the magnitude of the problem being studied. The cases of four participants, all of whom
were mothers, were explored to gain in-depth understanding of their context. More
research, both quantitative and qualitative, would have to be conducted with a broader

sample to draw generalization for the greater population.

3.9.3. The diversity of the mothers

The mothers interviewed for this study differed in terms of age, marital status,
education, and disability status. A mother with an intellectual disability was not as vocal
as the others. She was however still recruited for the study so that it could be
appreciated that mothers are not the same and they may relay their needs in different
ways. This was a big challenge in that the researcher had to try and follow up on one

sentence answers, so as to make sense of what this participant intended to say.

3.10. The study participants
What follows is a brief description of each of the study participants.

3.10.1. Participant 1: Gugu

This participant was the first to be interviewed. She is a 40-year-old mother of a 4-year-
old girl who has cerebral palsy and epilepsy, and who is blind and also deaf. She has
two other children who were born outside her marriage to the father of the disabled
child. She is staying at her parent's house due 1o problems she experienced from her
husband after the birth of her third and disabled child.

The disabled child’s father deliberately abandoned work, where after the mother

became solely responsible for raising the child. According to the mother, the father does
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not visit the child and he does not care for this child. The participant is unemployed and

she gets assistance from her sisters, family members and friends.

The child attends a local parent daycare centre at a township in Ekurhuleni. This is an

informal daycare centre which was started by its chairman who is also a parent of a
disabled child.

3.10.2. Participant 2: Zanele

Participant two is a 24-year-old lady who stays in a township at Ekurhuleni Metropolitan
with her partner who is the father of the disabled child. She is not the biological mother
of the disabled child, and she is not married to the father of the child. She is originally
from a rural area. She however is a caregiver to the child, and she says that she is
coping very well. She has developed a healthy relationship with the child. The child

sees physiotherapists every month at a nearby Clinic.

The participant is teaching at a local primary school. When she explained the child’s
disability, she stated that the child has an intellect which could be equal to that of a five

year old, and yet he is ten years old.

The child’s biological mother stayed with the child’s father and the child in a township in
Ekurhuleni Metropolitan until a quarrel ensued between them and she left with the child
{0 stay in a nearby township. The child goes 1o a special school which is situated in the
neighbouring suburb. The participant pays R250.00 per month for the transport which
takes the child from home to school. There are no special schools in the township

where the child lives.

The participant states that they received letters of complaint from the school about the
child coming to school not having washed and in dirty clothes. His lunch box was not
right and the child was under-performing at school. She states that they then linked up
with the social workers who called all of them including the biclogical mother to discuss

the matter. The mother stated that she was now overwhelmed by the burden of giving
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care to her child. She was not emotionally coping anymore. She then agreed to release
the child to go and stay with the participant. The participant further stated that the child

visits the biological mother whenever the mother requests those visits.

3.10.3. Participant 3: july

Participant three is 26 years old, and she stays in a township in Ekurhuleni Metropolitan.
She is a single parent who is unemployed and who is the mother of a 4-year-old boy.
She does not stay with the biological father of her child. She is renting a room in an

informal setlement where she stays with her child.

The child has cerebral palsy. He sees therapists as per arranged appointments at a
nearby clinic. The child also attends an informal daycare centre in the township in which
they live which the community refers to a “stimulation centre” because it cares for
disabled children. It is the only facility in the township that accommodates disabled
children. If was established by a concerned parent who is disabled and has a disabled
son. It operates from a rented garage and does not receive any form of support from the

government, despite the fact that a municipal social worker visits occasionally.

The father visits his son although he is no longer in a relationship with the mother.

The participant is the deputy chairperson of the cenire which has been described above

and which her son attends.

3.10.4. Participant 4: Thoko

Participant four is a 26-year-old mother of a disabled child, a boy who is five years old.
She stays with the child’s father although they are not married. They stay at the informal
settlement in a township. Describing her child’s disability, she stated that doctors
informed her that her child would not be able to walk. The problem they said was at the

spinal cord. The bones did not close properly.
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The child attends an informal day-care centre which has been described in respect of
participants one and two above. The child does not receive any stimulation from the
clinic or the hospital as is the case for the other disabled children who go to a clinic at
the nearby suburb or a hospital at the neighbouring township. The participant said that
the child stopped when he started attending at the centre. She does not see the value of
getting the child stimuiated, and she thinks that because the child now comes fo the
centre that is sufficient. She seems to be putting all her trust for guidance in the centre

chairperson.

The chairman is the founder member of the stimulation centre, which is situated in the
township. The cenire operates from her daughter’s house which is a two roomed RDP
house (government subsidized house). She extended this house and added a garage,

which is now a daycare centre for disabled children.

Both the chairman of the stimulation cenire and the participant went to school up to
standard four. The participant was identified as having a learning disability and was
referred by her primary school to an informal daycare centre in the township, which at
the time was the only place which cared for disabled children in. The centre was closed
due to lack of capacity and resources. The participant receives a disability grant for

herself.

Table 1: Summary of the demographics of the four participants

Name Gugu Zanele July Thokeo
Age of 40 24 26 26
participant

Age of child 4 10 4 5
Place of Township in Township in Township in Township in
residence Ekurhuleni Ekurhuleni Ekurhuleni Ekurhuleni
Child’'s multiple developmental Cerebral Cerebral Palsy
impairment delay Palsy
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Services Care Care Care Care
accessed by Dependency Dependency Dependency | Dependency
child Grant Grant Grant Grant
Physiotherapy Physiotherapy Physiotherapy | Daycare centre
freatment treatment treatment
Daycare centre Special school Daycare
cenire
Participant's Biological mother | Stepmother Biological Biological
relationship to mother mother
chiid
Mother's Not employed Teacher Not employed | Not employed
employment
status
Mother's No disability No disability No disability intellectual
disability status disability
Father's None full full ful
support

3.11. Summary of Chapter 3

This chapter reviewed the methodology which was adopted for this study. It introduced

the snowballing and the case study strategies which enabled the researcher to select

information-rich informants.

Data generation and management systems were also reviewed. A definition of

trustworthiness of the data was provided, and adherence to ethical requirements was

described.

The next chapter will look at the findings which emerged from the interviews.
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CHAPTER 4

4. FINDINGS

This chapter reflects the themes that emerged from the cross analysis of the four

individual interviews with the participants related to the study objectives, namely

to describe the information and the awareness that mothers of disabled children
have about the Children’s Act

to identify factors which facilitate or hinder the acquisition of information on the
Children’s Act by mothers of disabled children

to identify the skills which mothers of disabled children need in order to access
information from the Children’s Act

to determine how mothers may have benefited or will benefit from the information
in the Act

to elicit from the mothers the nature of the support which they will need in order
to access, understand and use the provisions of the Act.

These themes give a full picture of the unifying force which would assist parents to

access, understand and use the provisions of the Children’s Act. They are reflected in

the following table:

Table 2: Key themes emerging from participant interviews

Themes Gugu Zanele July Thoko

Theme 1: Limited information

X X X X
Theme 2: Mothers coliaborating
with the government X X X
Theme 3: Building capacity of
parents X X X X
Theme 4: Advocacy and netw orking

X X X

4.1. Theme 1: Limited information

This theme seeks to explain why mothers have limited information on the Children’s Act.

Various factors were identified.
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Table 3: Categories and codes for Theme 1

Categories

Codes

4.4.1 We cannot fight for what
we do not know

{ did not know about it [the Act]

! heard about it from you

the little that | have heard from you

know that the child has a right to education

to live with children who are not disabled

that the Act includes disabled children

{parents] must care for their disabled children

4.1.2 Poor dissemination of
information on the Act

Iphysiotherapist] brushes through the law [the Act]
does not go into detail

they make it flaw] and it ends there in parliament

we donotseeitonTV

down there it is not known

in passing they tell parents that they have this right and that
right

4.1.3 We do not know the
rights of our children

indeed we do not know the rights of our children

we shall know what it says about our children and their rights

it will make us realize the rights of our children

be aware of the rights of our children

you explained that disabled children have rights

we shall know what to do and not to do for our chifdren

4.1.4 Parents become passive

you become stereotyped

parents...doing nothing

you feel inferior

always complains that her child is disabled

do not feel comfortable

your mind just gets blocked

one has to think alone about what needs to be done

{ do not know the reason for not having information

4.1.5 Information is not
reaching the parenis

Disabled children have no representatives fo bring back
information from the national meetings to the cenires.

how will she understand or communicate [in English]

when the law is passed it must not only be in English

others are old and they do not understand English

{ can read a little but not English

they can read [the Act] but if it is notf only in English

there must always be an interpreter

4.1.8 Inaccessible media

we do not seeiton TV

we do not hear it on the radio

...but others do not have them

4.1.7 lliteracy

many did not go fo school

they are illiterate

we need to take parents for ABET training

some parents cannot read

they do not know the door of a schoo!

I went as far as standard 4
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{can read a little. ..

4.1.8 Stigma. Some parents are ashamed of their disabled children
Some hide their children in shame

befonging fo such groups [of parents] identifies them in the
community

most parents do not love their disabled children

how can you belong fo such a group [of parents]

4.1.92 Poverty among parents | organizations...do not have money

of disabled children. the majority of people who are poor are disabled people and
parents of disabled children

if you do not work you become stereotyped

you are poor

obviously your mind will be poor

4.1.10 Under-resourced we need a place to meel
centres for disabled children. we need buildings for such things as feaching each other
about laws

there are no stimulation centres

although we have this cenltre, it does nof serve our needs
there are just no resources

right now here we do not have meeting places

I do not know where organizations of parents are in our
community

if you do not work you become stereolyped

you are poor

obviously your mind will be poor

4.1.1. “We cannot fight for what we do not know”

As part of this study, the interviewer had to establish the extent of information which
mothers possessed. Their responses were similar and all indicated that they were not
aware of the Children’s Act. However, parents had some information about the rights
of their children. Gugu understood

[...] that a child has a right to education, to live with children who are normal and
to go to school with normal children [...] this Act is inclusive in that even our
disabled children have rights which cover them [...] fo care for our children
irrespective of their disability.

The following factors were identified by mothers as those which hinder them from

acquiring information on the Children’s Act:

4.1.2. Poordissemination of information on the Children’s Act

Gugu talked about her experience with white therapists and other health professionals:
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She [the physiotherapist] likes to talk about rights of children when she teaches
and she just brushes through the law [the Children’s Act]. She does not get into
details. She just talks and rushes past the groups of Mamas [mothers of disabled
children] [...] Therapists think that at the centres we will get all the information.
For them, their duty is to show us how to raise our children. So in passing they
tell us that as parents we have this right and that right.

Thoko noted that after the law has been passed, it is not made known to the people:

They make it flaw] and it ends there in parliament [...] we do not see iton TV.

Zanele stressed the need to disseminate information to the communities and
suggested that forming support groups would be beneficial as they would receive
information on the Act in those support groups. They in tum would spread it to the
community thus raising awareness of disability:

With support groups, information can spread easily because more people will be
informed in the community.

4.1.3. "“We do not know the rights of our children”

Zanele felt that one of the benefits of parents having information was that they would
know what rights their children have. This would guide their behaviour and attitude
fowards their children:

Since you have explained to me that this Act is inclusive in that even our disabled
children have rights which cover them, if it can reach us, and government play
her part and support us and give our NGOs resources, we can know the rights of
our children. We can benefit a lot knowing what we can do and what we cannot
do for our children [...] indeed we do not know the rights of these children.

July and Thoko confirmed that information about the Act, would enable parents to be
aware of the provisions of the Act in respect of the rights of their children:

We shall know what it says about our children and their rights. [...] From the little
that | have heard from you [about the Act], it will make us realize and be aware of
the rights of our children.

Gugu felt that parents do not know the rights of their disabled children because there
are no representatives of parent organizations at government structures to bring back

information {o the parents:
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I think that they do not have information at the centres [...] sometimes you find
that disabled children have no representatives to bring information to the centres.

4.1.4. Parents become passive

In terms of the Children’s Act, the government has certain obligations towards all
children and specific obligations to fulfil towards disabled children. Because of limited
information about the Act, most mothers do not know the State’s obligations with
regard to their children. For example, the MEC is obliged to prioritize funding of Early
Childhood Development (ECD) in favour of disabled children and those in poor
communities [Clause 93 (4) (a) and (b)]. In addition, mothers are not aware of who is
responsible for the provisions of the Act, and therefore they are not able to demand

the implementation of the specific services to which their children are entitled.

Mothers feel the strain of looking after their disabled children without the support from
government. This, combined with lack of informaticn, results in the mothers being
passive and doing nothing about the situation of their children. Passivity perpetuates
their exclusion in such a way that their children do not benefit from the Act. Gugu
stressed that often parents of disabled children feel daunted with regard to their
children. This instils in them the feeling of inferiority and passivity which causes them
to withdraw into a world of isolation. As a result they do not participate in activities that
will benefit their children. She felt that this is the core reason that:

[...] parents of disabled children have this thing of doing nothing but always
complain that their children are disabled. They feel inferior because their chifdren
are disabled. They do not feel comfortable.

July's view was that one of the reasons for parents not to be organized and for centres
for disabled children to be in conditions which do not promote the development of their
children is that parents do not know what o do. In this way, lack of information of their
children’s rights limits the capacity of parents o think of what they need to do to
promote the rights of their children:

We are not organized as parenis [...] although we have this stimulation centre, it
does not serve our children’s needs [...] always one has to think alone about
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what needs to be done. There is no chance to think about other things. The mind
Just gets blocked.

The interview with Thoko confirmed the attitude of passivity among parents. They do
not know about the Act and they do not know the reasons why they do not know about
it. They do not guestion why they do not know or seek answers. They remain passive
and do nothing:

! really do not know the reason why I do not know about the Act.

4.1.5. Information not reaching the parents

Mothers identified several factors that prevent information about the Act from reaching
them. One of them is the use of the English language. Most parents do not understand
English, the language in which the laws are usually written and explained. They may
need an interpreter in order to understand what the Act says:

English is the medium of communication in most places. How will she [the
mother] understand or communicate? There must always be an interprefer to
explain 1,2 and 3 [...]. The Department of Social Development must take up the
responsibility to give skills to those parents who are not educated. (Gugu)

/ can read a little but not English. (Thoko)

I think that they can read [the Act] if it is not only in English but in other

languages as well. (July)
Another factor is that representatives from the centres are not bringing back
information. Gugu cited the importance of having representatives of parent
organizations who advise government on the issues of disabled children at ali levels of
government. These representatives are to bring back information to the parents at the
centres. However, information does not reach the centres due to the limited capacity of
the representatives to participate effectively in the meetings:

{ think that there is no information [on the Acl] af the cenfres. This is because
disabled children have no representatives to attend and bring back information
from the national meeltings to the cenires.
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4.1.6. Inaccessibility of the media to some parents

Zanele felt that the media are not adeguately utilized to disseminate information to the
parents:

We do not see it on TV and others do not have those [TVs]. We do not hear it on
the radio [...].

4.1.7. [IHiteracy

Gugu and Zanele observed that many parenis lack education and saw this as a
hindrance to acquiring information. These are their views:

We need to take staff to ABET because many did not go to school and they are
looking after our kids [...] some of us went to school and can read and explain to
those who did not go to school what the Act says. (Gugu)

[...] some parents cannof read [...] they do not even know the door of a school.
They are illiterate. (Zanele)

Some parents are themselves disabled. They have lower levels of education and were
taken out of the mainstream system for not coping:

! went as far as Standard 4. They took us to an informal day-care centre in the
township because we were failing our grade. | can read a little but not English.
(Thoko)

4.1.8. Stigma

Zanele felt that parents were so overwhelmed with the disability of their children that
they did not want to be associated with it:

The problem is that some parents are ashamed of their disabled children.
Belonging to such groups identifies them in the community. How can they belong
to such a group? Some even hide their children in shame. If only parents can be
taught what to do. Most do not love their children. If NGOs can support parents
so that they can appreciate their children and come to parent groups and
organizations.

4.1.9. Poverty amongst parents of disabled children

Zanele and Thoko felt strongly that poverty among parents of disabled children played

a big role in information not reaching them. With no adequate resources and finance,
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parents cannot organize themselves into viable parent support groups which are
needed to inform and educate the parents on the Children’s Act:

The problem with organizations is that they do not have money. If you look, the
majority of people who are poor are disabled people and parents of disabled
children. They need money to eat. They need fo work. If you work you wake up
[become active]. If you do not work you become stereotyped and this is because
you are poor. Obviously your mind will be poor. Your mind sleeps because you
are hungry and if you are hungry you do ncthing. This is what happens with
many parents, mostly those who are single. (Zanele)

4,1.10. Under-resourced centres for disabled children

Centres bring mothers together, making it possible for them to meet and to share
information. However, such centres do not exist in most communities, which means
that children and parents cannot meet to acquire or to share information. Some of the
centres are informal day-care centres which are under resourced in terms of trained
leadership, staff, proper structures and finances:

There are no stimulation centres in our township. Although we have this centre, it
does not serve our needs except to care for our children. (July)

Zanele highlights the importance of having proper structures in which parents can
meel.

We need to come together as a group and tell government that we need
buildings for such things as teaching each other about laws. We need a place to
meet.

4.1.11. Summary of Theme 1: Limited information

This theme identifies the factors which prevent parents of disabled children from
acquiring information on the Children’s Act and benefiting from iis provisions. These
range from illiteracy, passivity, lack of skills and capacity among parents, insufficient
support from government, poor dissemination of information by health officials,
inaccessible media, poverty, DPOs having no leadership skills, parents lacking

confidence in themselves and stigma resulling from being a parent of a disabled child.
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4.2. Theme 2: Mothers collaborating with Government

This theme explores the factors that facilitate mothers gaining information about the Act.

Table 4; Categories and codes for Theme 2

Categories Codes
4.2.1 Parent representation at | there must be representatives coming from the centres
all levels of government government must support them to go and get information as

well as training on the law

for NGOs fo be right, government must give something.
government must do something to help parents to “wake up”
and go to NGOs

it must be the responsibility of the centre to approach Social
Development to give parents skills

the social worker called us to elect the chairman for the

centre
4.2.2 Government to consider | but others do not have them [TVs]
the diversily of mothers some parents cannot read

{ am disabied

government has to do something
some of us are single parents

some children are severely disabled
mothers cannot go to work

be able to go to work

government [...] play her part

{ can read a little

4.2.3 Government to provide as a group [...] tell government that we need buildings for
appropriate facilities such things as teaching each other about laws

there are no resources

they [centres] do not serve our needs

we need a place to meet

we do not know where organizations of parents are

4.2.4 integrated government get guidance from government

support get guidance from those who know it [the Act]

meet as leadership as well as with social worker
government must do something

see how we can improve our situation regarding the act.
NGOs need support from government

4.2.1. Parentrepresentation at all levels of government

Gugu sees collaboration with government happening through having representatives

of disabled children at all levels of government. Their role would be to participate in
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discussions about disability issues, get information from interacting with government
and bring that information back to the mothers:

There must be representatives coming from the centres who represent disabled
children nationally and provincially [in government discussions] [...] it must be
the responsibility of the centre to approach Social Development to give parents
skills.

Zanele's position was similar. She stressed that parents must be supported by the
government {o go and get information:

Government must support them to go and get information as well as training on
the law [...] the problem with organizations is that they do not have money [...]
for NGOs to be right [...] government must give something.

Government must do something to help parents to “wake up” and go to NGOs.
NGOs also need support from government to be able to build the parents. If
government can meet these parents halfway, and government play her part and
support us and give our NGOs resources, we can know the rights of our children.

4.2.2. Government to consider the diversity of mothers

The participants indicated that if information on the Act is to effectively reach mothers,
government musi{ recognize the fact thal they are not a homogeneous group.
Differences occur in terms of literacy levels, age, languages, disability status and
poverty levels. For example, Thoko confirmed the diversity of parents in terms of their
literacy skills and disability. She can read a little but not English. This means that
language difference can create a barrier to some mothers acquiring information. Some
of the parenis are themselves disabled. They did not go far at school and they were
taken out of the mainstream system for not coping at school. Government therefore
needs to ensure that the information reaches a variety of mothers in different ways:
We spoke with the chairman that we need a place to accommodate our children

while we go to work. (Thoko)

Government has to do something. Some of us are single parents. Other children
are severely disabled and the mother cannof go to work. (Zanele)

4.2.3. Government to provide appropriate facilities

Zanele stressed the need for government assistance:
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Right now here we do not have meeting places, no organizations that we know.
There are just no resources [...] We need to come together as a group and tell
government that we need buildings for such things as teaching each other about
faws.

July gave an example of her township which does not have adequate and appropriate
stimulation centres, {o highlight the effects of lack of facilities for parents of disabled
children. The centres are not well resocurced, and they do not serve the needs of
disabled children. They only offer care to the children, who are routinely brought in the
morning for care and fetched in the afternoon:

Like now, there are no stimulation centres. We do not know how fo start them.
We do not know which door to open for centres to be built. We do not know who
to approach [...].
Thoko stated that even where cenires are running parents do not know where the
centres are. Parents need to meet in order to share information:

| do not know where organizations of parents are in our community. | only meet
some parents at the centre but not in a formal and organized way.

4.2.4. Integrated government support

However, this collaboration is not taking place. Although government departments are
obliged to render services to disabled children, they often do not make contact with the
parents and the centres for disabled children:

[...] was early in the year when [the social worker] called us to elect the chairman
for the centre. (Thoko)

Participants felt that parents needed support in order to be able to build their capacity to
get information on the Act:

Yes, there are many who hide their children. If NGOs can make us to meet and
share views, then that can build the parents [...] Government must do something
fo help the parents to "wake up” [be alert] and go to NGOs [...] NGOs also need
support from government to be able to build the parents [...]. (Zanele)

This has an effect on those centres functioning without government support. Mothers
need government officials who are knowledgeable on the Act, to interact with them, and

to give them information in support of their actions as a group:
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I hope we will get guidance from government and from those who already know
about it [the Act] [...] We need to meet as leadership as well as with our social
worker to see how we can improve our situation regarding the Act. (July)

Some of us are single parents, you find that some children are lying flat on the
bed being severely disabled, and the mother cannot go fo work. (Zanele)

4.2.5. Summary of Theme 2: Collaborating with the government

Collaboration with the government was identified as a factor that would facilitate
dissemination of information to the parents. This requires parents having
representatives at all levels of government to facilitate collaboration. Collaboration will
promote recognition by government that mothers are a diverse group with diverse
needs. It will further ensure the provision by government of appropriate facilities which
mothers need in order for them to meet. It was clear to the parents that government has

a role to play to support them in the acquisition of information on the Act.

4.3. Theme 3: Building the capacity of parents

Parents identified various skills as necessary to obtain information and knowledge on
the Act.

Table 5: Categories and codes for Theme 3

Categories Codes
4.3.1 Skills for dissemination we need fo take staff [leaders] to ABET fraining
of information many did not go to school [...]

they cannot read

we call the parents and educate them

Sacial Development to give those parents who are not
educated the skills

parents be faught what o do

to meet, share views

fo build the parents

people who are educated and who can communicate

be able to ask questions and be answered

we want people who will explain [the Act]

government must support parent organizations 1o go get
information training on the faw

some children are severely disabled and the mother cannot
go o work
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4.3.2 Building the confidence parents to “wake up” and go to NGOs

of parents parents feel inferior

they do not feel comfortable

stand for my child

if | become brave [confident]

everything | want | will get, even informaltion

4.3.3 Building leadership skills | / am the Chairman

of the mothers have our own groups

decide on the issues of our children
mothers be taught what to do

we must workshop them [mothers]
educate them [mothers]

give skills to the parents

parents decide for themselves

4.3.4. Building DPO leadership | we have leadership at the cenire

the social worker called us fo elect the chairman
people who are educated [in leadership]

nobody is assembling us

we do not have information on how to come together
we do not know what fo do

[the chairman] should speak to us about if [the Act]
speak to us about what we can do

4.3.1. Skills for dissemination of information

Gugu identified the need to develop literacy and communication skills among the
parenis and the organizational leadership, if they are to acquire any information from
the Act:

Our centres lack education. We need to take staff to ABET training because
many did not go to school [...] they cannot read [...] the leadership must be
responsible [...] we call the parents and educate them [...] it must be the

responsibility of the centre to approach Social Development to give those parents
who are not educated the skills.

The following are seen as the specific skills that are required:

1. communication skills to share information on the Act between parents and for
them to empower each other:

[...] parents of disabled children are ashamed of their disabled children.
Belonging to such organizations identifies them in the communities [...] if only
parents can be taught what to do [...] if only NGOs can make us to meel, share
views, then that can build the parents. (Zanele)
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[...] must be people who are educated and who can communicate with other
people [...]. (Gugu)

. skills to obtain information and to get explanation on the Act from the people who
are knowledgeable:

We need to be able to ask questions and be answered [...] we want people who
will expiain [the Act]. (Gugu)

. legal literacy skills which will enhance their advocacy skilis in order to make sure
that the rights of their children are observed:

[...] government must support parent organizations to go and get information as
well as training on the law. (July)

. skills to be able to work:

Government has fo do something. Some of us are single parents. Some
children are severely disabled and the mother cannot go to work. Government
has to meet these parents half way [...]. (Zanele)

Thoko observed that parents who know the rights of their children will be better
piaced {o realize their economic potential and exercise the rights of their children
in a way which allows them to go to work:

We spoke with [the child’s] mother [the chairman] that we get a place where our
children would be accommodated [...] to be able o go o work,

. skills to convene and to conduct meetings:

Thoko stated that the meeting to elect the chairperson at the centre was convened
by the social worker. Although having organizational structures in place is positive,
this reflects lack of skills on the part of parents to convene meetings and conduct
elections:

[The social worker] called us to elect the chairman for the centre.

Building the confidence of parents

Parenis felt that most mothers were not confident enough 1o advocate for their children.

They were withdrawn, feeling inferior and not confident to even express themselves in

mestings:

If | became brave [confident] and stand for my child, everything | want | will get
[...] [but] they [parents] do not feel comfortable. (Gugu)
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Parents feel inferior [Gugu]... [and] Government must do something to help the
parents to “wake up” and go to NGOs [...] NGOs also need support from
government tobe able to build the parents. (Zanele)

4.3.3. Building the leadership skills of mothers

Mothers felt that their empowerment as leaders in issues of their children could be
achieved by giving them information on the Act:

Mothers must be taught what to do [...] then that can build the parents. (Zanele)

I think that cenifres do not have information [...] we [must] workshop them

[mothers] and educate them [...] Department of Social Development to give skills
to the parents [...] [and] let parents decide for themselves [...] (Gugu)

We do need as parents of disabled children to have our own groups where we
can come together, talk and decide on the issues of our children. (Gugu)

4.3.4. Building DPO leadership

Zanele felt that although mothers are in leadership positions within the disability
sector, they are making very minimal contributions towards empowering and
supporting each other to address the adverse situation of their disabled children. This
is because they have limited information on the provisions of the Act. If they are to
succeed as leaders, mothers need to be informed and knowledgeabie on the Act. The
leadership within the disability sector must be able to acquire information on the Act
and give directions on what needs to be done by the other parents at the cenire:

[ think that centres do not have information [...] It must be people who are
educated [in leadership positions] [...] who can communicate with others.

The result is that the disability sector has a leadership which does not adequately
protect the rights of disabled children and does not deliver on ils mandate due to lack of
information and knowledge on the Act and because it facks the necessary skills:

We have leadership af the centre which my child attends and | am the chairman.
Like now. There are no stimulation centres in our township [...] We do not know
how to start them. We do not know which door fo open for centres fo be built. We
do not know who to approach [...]. (July)
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July emphasized the importance of having an empowered leadership. Even if parents
get information on TV, they will not know what to do in response. If they acted
collectively, they may be able to make demands on the government to get services for
their children; but they do not have the capacity to come together. The leadership in
most parent organizations has very limited capacity to mobilize parents of disabled
children to form viable support groups:
Nobody is assembling us and we do not have information on how to come
together. We do not know what to do.
If they are to succeed as leaders, mothers need {o be informed and knowledgeable on
the Act. The leadership within the disability sector must be able to acquire information
on the Act and give direction on what needs to be done by the other parents at the
centre:

{ do not think that they [leaders] have any information because they have never
discussed it with us [...]. (July)

Thoko has much confidence in her chairman. She feels that she will be better supported
if the chairman speaks to them about the Act:

The chairman should speak to us about it [the Act] and about what we can do.

4.3.5. Summary of Theme 3: Building the capacity of parents

Mothers need certain skills to acquire information from the Act. Leadership in parent
organizations has to possess the skills which they can then transfer onto the other
parents. The required skills range from literacy, communication skills, legal literacy
skills, confidence building, leadership skills and skills to enter the labour market and

work, while the children are being developed and cared for in appropriate facilities.

4.4. Theme 4: Advocacy and networking across sectors

Mothers identified certain strategies which are necessary to enable them to effectively
advocate for the fulfiiment of the rights of their children. The theme also looks at how

mothers and their children wouid benefit from networking.
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Table 6: Categories and Codes for Theme 4

Categories

Codes

4.4.1. Fight for the rights of
our children

fight for the rights of their children

if we are informed, we will sit down, strategize

know that now we are fighting for 1,2,3

if we are not informed, we cannot fight for what we do not
know

government must support them [mothers] to go and get
information, training on the law

must know where (o go, which door {o knock at to make
sure that the rights of our children are observed

have our own groups, come fogether, talk about the issues
of our children

will give us *fools” to go out and fight for the rights of our
children

4.4.2. Mothers working as a
coliective

NGOs are so much needed in communities; get full
information; form a group to discuss on such things as
laws

if NGOs can make us to meet, share views, then that can
build the parents

come together as a group, tell government thaf we need
buildings

we are not organized as parents; it's each one for herself

one has to think alone

/ do not think that [...] we must place people who do not
have education

4.4.3 Leadership creating
awareness onthe Act

they go and come back with something; we call the
parents

we workshop and educate them

if only NGOs can be faught what fo do

make us fo meet, share views

we need fo come together, talk about the issues of our
children

the disability leadership shouid be well informed on the Act

be knowledgeable about what needs to be done

give information and education to the other parents at the
centre

4.4.4 Networking across
sectors

disabied children are neglected; they are not considered;
disabled children will be accommodated in the community

disability is not recognized

we will get guidance from those who know

4.4.5. Co-ordinate support

get guidance from government officials

get guidance from those who already know about it

see how we can improve our situation

4.4.6 Involvement of other
stakeholders

stimulation centres in our areas

disability is not there [in awareness campaigns]

get information we need

we are not organized as parents
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it is each one for herself
ask therapists about our children’s disability

the more the therapists come fo the centre, the more the
information

4.4.1. Fight for the rights of our children

Gugu stressed that parents need to fight for the realization of the rights of their disabled
children. To do so successfully requires them to be informed and knowledgeable on the
provisions of the Act so as to know what rights to advocate for.

Parents need to fight for the rights of their children. If we are informed, we will sit
down, strategize and know that now we are fighting for 1, 2, 3, but if we are not
informed, we cannot fight for what we do not know.

Zanele stated that they need literacy and advocacy skills as well as knowledge about
who to target for advocacy:

{...] also government must support them [mothers] to go and get information as
well as training on the law [...] We must know where to go and which door to
knock at to make sure that the rights of our children are observed.

However, targeting the right people without clear information and knowledge will not
assist the advocacy strategy:

We need as parents of disabled children to have our own groups where we can
come together and talk about the issues of our children. Those at the centre [who
have information] to go out to the parents in the community and tell them about
the Act. In other words, acquiring information on the Act will give us “tools” to go
out and fight for the rights of our children. (July)

4.4.2. Mothers working together as a collective

Participants in the study emphasized the need for the disability sector to speak as a
collective. This can be facilitated by

e having well resourced centres in the communities

¢ government supporting delegates o go out and get information and knowledge

¢ government supporting initiatives aimed at developing the capacity of mothers

e by ensuring that NGOs for disabled people exist and are sustainable.
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Zanele's view was that well resourced community facilities are needed where mothers
of disabled children can meet, share views, get information on the Act as well as
support from each other, the government and NGOs:

NGOs are so much needed in communities where we can get full information and
form a group to discuss such things as laws.

July confirmed that parents are not working together as an organized group. It is each
one for herself. They do not know each other as parents and the decisions and thoughts
they have about their children are taken individually. This deprives parents of an
opportunity to learn from each other and give each other support. July saw this as one
of the causes of stress for the parents. Although they share common challenges in
relation to their disabled children, due to lack of information and lack of collective action
they do nothing in response.

We are not organized as parents. It's each one for herself [...] this causes stress
as one has to think alone about what needs to happen to her child. There is just
no chance to think of other things. The mind just gets blocked.

Working as a collective, discussing issues together, sharing views and approaching
government together on their identified common needs will enhance the capacity of
mothers to acquire and to disseminate information on the Act. The government has the
duty to support organizations of disabled people, but because of the limited information
which mothers possess, they may not be aware of this government obligation as well as
its implications. They cannot therefore strategically position themselves as a unified
voice of parents that demands delivery by government on its obligations.

We [need to] plan [...] with government [...] come together as a group and tell
government that we need buildings for such things as teaching each other about
laws.

4.4.3. Leadership creating awareness on the Act

in order for the parents to advocate successfully on the Act, leadership needs to be
knowledgeable and accountable to members:

Leadership must be responsible. | do nof think that [...] we must place people
who do not have education. They give us problems [...] When they go and come
back with something, we call the parents. We workshop and educate them.
(Gugu)
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July stressed that

the disability leadership should be well informed on the Act, be knowledgeable
about what needs to be done, and give information and education to the other
parents at the cenire.

Zanele slates that NGOs must be supported by government in their atfempts to teach
parents what to do in terms of the Act to appreciate their children. NGOs must
encourage parents to meet and share views on their children.

[...] NGOs must support parents so that they appreciate [mothers acknowledging
the disability of their children, loving them] their children. They must make us to
meet, share views, then that can build the parents.

This will ensure that parents have “tools to fight”.

4.4.4. Networking across the sectors

Mothers felt that networking across sectors will enhance the acceptance and the
recognition of their disabled children in the communily, thus crealing awareness on
disability issues:

{...] disabled children are neglected. They are not considered. It's only now in
2009, maybe because of 2010 that disability looks like it is in fashion. Disabled
children will be accommodated in the community. (Gugu)

4.4.5. Co-ordinated support

Government departments are obliged to render services to disabled children, but often
they do not make contact with the parents and the centres for disabled children. This
has the effect that these centres function without government support. Government
needs to interact with parents, and to give them information in support of their actions
as a group:

| hope we will get guidance from government and from those who already know
about it [...] We need to meet as leadership and see how we can improve our
situation [...]. (July)
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4.4.6. Involvement of other stake holders

Advocacy and information sharing networks would enhance the acquisition of
information by the disability children’s sector at large and the distribution of information
on the Act to the public. These networks would therefore have the effect of

« creating awareness on the provisions of the Act to the broader children’s

disability sector

e integrating and including disability issues in advocacy initiatives of the broader
children’s sector, thus strengthening the voice of the children’s disability sector

¢ sharing of information on children’s issues and learning from each other's
experiences and good practices on how best {o acquire and disseminate
information on policies and laws, thus building the capacity of the children’s
disability sector. It will also promote the involvement of other stake holders who
should be integrating disability into their programmes.
The interview participants stressed these points:
We are not organized as parents. It’s each one for herself. (July)

The more the physios come to the cenlre, the more we gain information. We can
ask the about our children’s disability. (Gugu)

4.4.7. Summary of Theme 4: Advocacy and networking across sectors

Parents identified the barriers which prevented them from acquiring information from the
Act. They share common challenges in relation to their disabled children. However, due
to lack of information and lack of advocacy skills and support, nothing constructive is
done in response. This is due in part to lack of support from the government. They
proceeded to identify what would facilitate their acquisition of information from the Act.
However, without government support and guidance, and without joining hands with
other children’s organizations, their aspirations to turn their situation around will never
be realized. This theme has looked into ways in which parents can best demand
compliance by the government with its obligations in terms of the Act. Parents need to
be informed on the rights of their children in terms of the Act, speak with one voice on
their demands, act as a collective and continually create awareness on the Act. This

theme therefore speaks {o the broad strategies which organizations of parents must
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employ in order to learn from each other. This should result in disability being embraced
by all parents and their children being included and benefiting from the services.

Governmental support of children’s disability networks is therefore crucial.

4.5. Summary of Chapter 4

This chapter has described the findings which emerged from the five themes that were
identified from the interviews of the participants. The findings have indicated that there
are various factors which hinder the acquisition of information from the Act by the

mothers. The next chapter will discuss the findings.
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CHAPTER 5

5. DISCUSSION OF FINDINGS

This chapter discusses the key themes that emerged from the findings gained from the
interviews with the four participants as presented in Chapter 4, namely:

limited information

¢ mothers collaborating with the government

building capacity of parents

advocacy and networking.

5.1. Awareness-raising about the Children’s Act

5.1.1. Limited information

The Population Policy for South Africa (DoSD, 1998) in its guiding principles
acknowledges that all people have the right to be informed about all matters relating to
their daily lives. Consequently the South African public should have access to relevant
information concerning government policies, and the appropriate understanding of this

information and its implications for all facets of their lives.

It is not sufficient to have an equal opportunities policy (such as the Children’s Act) if the
beneficiaries of those policies do not know what such policy means or how to implement
and benefit from it in practice (Hurst, 1999). This theme emerged from the interviews
with all the participants who showed little knowledge about the existence of the
Children’s Act. Some mothers heard about it for the first time during the interviews. One
parent had heard the doctors and therapists talk about it at the hospital, but she too did

not have detailed information about the Act.

Some parents know that disabled children have rights which emanate from the
Constitution. Parents are however not aware how the limited information which they
have on the rights of disabled children can be linked to the Children’s Act. This explains

why most of them feel inadequate as parents of disabled children and why their children
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continue to be discriminated against and excluded. This poor level of awareness of
available intervention programmes which are provided for in the Children’s Act could be

turned around to change the situation for the better.

Insufficient awareness of the rights of disabled children by their mothers is evident when
the mothers refer to mainstream schools and to children who are not visibly impaired as
“‘normal”. The use of the word “normal” indicates the extent to which the medical model
of disability is entrenched. This model attributes some form of deficiency and
abnormality to disabled persons and entrenches the belief among parents of disabled
children that a different appearance and behaviour of their children is an abnormality. In
contrast to the charity mode of the medical model of disability, the Children’s Act adopts
a rights-based approach which recognises the inherent value and equality of all

children. Thatis why it is important for parents 1o know about the rights of their children.

5.2. Responsibilities of the government

The United Nations Standard Rule 5 on the Equalization of Opportunities for Persons
with Disabilities requires States to undertake measures to provide access to information
and communication (UN, 1993). The United Nations Convention on The Rights of
Persons with Disabilities (UN, 2008} obliges State parties to take measures to promote
appropriate forms of assistance and support to persons with disabilities to ensure their
access to information. The findings in this research study revealed that a large number
of parents of disabled children have limited information on the Act which is attributable
to various factors. Mothers stated that the government first has to determine what the
barriers of access to information are in order to make appropriate interventions. This
process has to take into account the fact that mothers of disabled children are a
heterogeneous group in terms of age, income, education, self confidence and literacy

levels.

5.2.1. Literacy

lliliteracy emerged as a barrier to acquisition of information as mothers who cannot read

have limited opportunities of getting information. Many mothers have never been to
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school and are totally illiterate, while some can read a little but not English. Of great
concern is that the leadership in most parent organizations was also found to be largely
illiterate or semi-literate, and yet the mothers rely on them for information. This means
that both the leadership and the mothers have limited literacy capacity. Interview
participants felt that those parents who are literate should explain the Act to those who

cannot read.

The issue of low literacy levels is a national concern. The review of literature on the
subject found that among children aged 15 to 19, girls tend to drop out of school earlier
than boys, often due to teenage pregnancy. In comparison to other race groups,
Africans still lag behind in educational achievement. In 1994, 25% of Africans aged
fiffteen to nineteen had not passed Standard 4. The majority of members of very poor
households aged forty-five and over have no formal education at all. The literacy levels
of African adults are considered lower than for other race groups (DoSD,1998). This
finding supports the high rate of illiteracy found among black mothers of disabled
children and the leaders of their organisations. This suggests that a large portion of

mothers are deprived of obtaining information through text reading.

Mothers felt that this could partly be remedied by training through Adult Basic Education
and Training ABET. This may be good because after expert explanation mothers may
need to read further on the Act. The Department of Social Development needs to work
with the Department of Education to ensure that ABET also focuses on legal literacy.
This suggestion should not create an assumption that the only way in which parents can
obtain information from the Act is through reading. The Department of Social
Development together with DPOs must find other innovative ways of communicating
and imparting information to the illiterate mothers. This could be done for example
through word of mouth from those mothers who are informed and through the
composition and broadcasting of information-rich songs. Such initiatives need the joint
participation of all the parties involved with disabled children, with government providing
the necessary support. Disabled children need to be at school and at appropriate day-

care centres while their mothers receive training on ABET.
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5.2.2. Language diversity

Related to literacy is the language difference which emerged as a barrier to acquisition
of information on the Act. All participants felt that the Act must be available in languages
other than English so that it is also accessible to those mothers who can understand
only other languages. The United Nations Standard Rule 5 on access to information
makes it a right for persons with disabilities, their families and advocates to have access
to full information on the rights and available services and programmes. Such
information should be presented in various languages. The Children’s Act has been
translated into languages such as Zulu, Sotho and Afrikaans in order to ensure

accessibility of the Act to those who only understand languages other than English.

But even if all mothers were able to read and translations of the Act into other
languages were available, this would not be sufficient as it does not per se facilitate the
understanding of the acquired information from the Act. The Government needs to
ensure that user-friendly versions and not only verbatim translations of the Act are

published.

5.2.3. Useofmedia

The use of the media was suggested by some mothers who felt that information will
spread if more is said about it in the radio and on TV. This may also inform those
parents who are illiterate about the Act. However, there may be limitations regarding
use of the media. Mothers in rural areas may not have electricity while others may not
have the money to buy a TV. llliteracy, poverty and lack of infrastructure development in

rural areas may all be barriers to acquisition of information on the Act.

5.2.4. Alignment of services

Varicus government departments provide services to disabled children and their
parents. Government departments need to work together with DPOs in order to identify
the barriers which prevent parents to acquire information on the Act. Participants
expressed the need for parents to come together as a group and decide on what they

should take to the government as their needs. Government also needs to find out from
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the parents what they need and then together plan on what can be done. There was

even a suggestion that the leadership must meet with the social workers to discuss how

information on the Act can reach the parents. For the collaboration to be a success, all

parties must feel that they are equal, must show respect towards each other and be

conscious of each other’s limitations.

The services which were identified by mothers as being needed, and which government

is obliged to provide in terms of the Children's Amendment Act No.41 {(2007) are the

following:

partial care centres which are accessible to children with disabilities [Clause78

(4) (b)]

Early Childhood Development with programmes which are available to children
with disabilities [Clause 93 (4) (b)]

Prevention and Early Intervention Services, which may include programmes
providing families with information to enable them to access services [Clause
144 (2 ) (c)]

Prevention and Early Intervention Services which focus on developing
appropriate parenting skills and the capacity of parents and caregivers to
safeguard the wellbeing and best interest of children with disabilities [Clause
144 (1) (c)].

The Children’s Act No. 38 of 2005, Section 5 states that

To achieve the implementation of this Act in the manner referred to in section 4,
all organs of state in the national, provincial and where applicable, local spheres
of government involved with the care, protection and wellbeing of children must
co—operate in the development of a uniform approach aimed at coordinating and
integrating services delivered to children.

What emerges from the findings is that the services of the different departments do not

complement each other. Health professionals often have limited information on disability

issues, resulting in parents who come into contact with these therapists not receiving

detailed information on the Act. ABET does not focus on legal literacy, often resulting in

parents reading but not understanding the text. All departments have an egual duty to
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align their services to the Children’s Act. They are all dealing with the same disabled

child, but in isolation from each other.

The Department of Social Development bears the responsibility to ensure the co-
ordination of government services to children. This requires planning and a strategy for
extensive collaboration between all the stakeholders. Co-ordination of services for
children and coliaboration between government departments would ensure that more
comprehensive programmes are designed for all government depariments who are

involved with disabled children and their parents.

5.3. Building capacity of parents

Rule 18 of the United Nations Standard Rules (UN, 1983) makes it the duty of the State
to support the formation and the strengthening of organizations of persons with
disabilities. DPOs in tum have a duty to share information with their members and to
build their capacity. Stigma, poverty, under-resourced centres for disabled children,
delegates not feeding back information to the parents, mothers feeling inadequate and
mothers not fulfiling their leadership role all contribute to lack of capacily by parents to

demand compliance by government with its obligations.

5.3.1. Stigma

Zanele cited the issue of parents who did not want to belong to parent support groups.
These parents hide their disabled children in fear of being stigmatised by association in
their communities. It is a continuing experience that mothers of disabled children who
are not impaired become “disabled by proxy” where the child's impairment is
“transplanted” onto them as parents (Brett, 2002). This has the effect of isolating the

stigmatised mother.

The future prospects of disabled children are directly linked to the levels of
empowerment of their parents (DICAG, 2001). This implies that parent empowerment is
central to a disabled child’s likelihood to access services which are provided for in the

Children’s Amendment Act. Accessing information in the Act and knowing the provisions
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are among the best tools to empower the parents of disabled children because they
enable them to monitor and to enforce the rights of their children. If parents are not
empowered to deal with negative attitudes towards disability, they disassociate
themselves with disability and distance themselves from their children. This deprives the
parent of access to information and training on dealing with negative attitudes because

they will not join parent organisations.

Stigmatisation takes place in the communities where mothers and disabled children live.
More aggressive community awareness campaigns are necessary in order to change
the mindset in the community. Awareness-raising per se may not be sufficient to
change behaviour. The integration of disability-specific programmes into general
community programmes may promote the sense of oneness in the community and
dispel the myth of “us, parents of disabled children” and “them, the normal community

members.”

5.3.2. Mothers feeling of inadequacy

Feelings of inadequacy emerged from all the mothers that were interviewed. Their views
of themselves are likely to emanate from the feelings of shame and inferiority for being
mothers of disabled children. This feeling in turn results in mothers having very low self-
esteem. In the context of being a mother of a disabled child, feeling adequate is based
on accepting and appreciating one’s disabled child and appreciating one’s role as a
mother of that child.

The manifestation of feeling adequate and a proud mother is self-esteem. An inferiority
complex and feelings of inadequacy push mothers into a world of isolation and
ignorance, which accentuates in them the tendency to be passive and inaclive due {0
lack of confidence. Lack of confidence instis fear in the mothers to interact with
authorities to solicit information on what they can do to get the information. In summary,

lack of confidence also deprives the mothers of information.
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The findings show that parents expect their leaders to bring information to the centres.
To do so, leaders need certain skills and to be knowledgeable about the information
which is contained in the Act. There is therefore a need for capacity building of the
representatives of disabled people in order to improve their ability to effectively
influence policy and development processes (Dube, 2006). Capacity building includes
and should focus on confidence building as well as be adaptable o the capacity of
understanding in participants to ensure that they follow proceedings (Harknett, 20086).
For parents to acquire information it will be necessary to first boost their self-esteem by
building their confidence, making them believe in their children and in themselves and

by arming them with information.

5.3.3. Poverty amongst parents of disabled children

Although the state of poverty among members of parent organizations was raised only
by Zanele and partly by Thoko, it is an observable reality that most of the organizations
of parents of disabled children are led by single black leaders who are largely
unemployed and who have very low regard of themselves. They mostly survive on the

Care Dependency Grants and in some cases on their own Disabilily Grants,

Poor single and unemployed mothers are likely not to have the requisite resources for
the formation and development of their centres. They are also likely not to have the
means to attend discussion and information sessions to acquire information, knowledge
and skills and to play their advisory role on issues of disabled children. With no
adeguate resources and finance, they cannot organize themselves into viable parent
support groups which are needed to inform and educate the parents on the Children’s
Act. It is imperative to look into existing poverty alleviation programmes and legislation
and fo establish how they include parenis of disabled children, as well as to identify
additional or special measures which may be needed in order for those programs to

have a positive impact on the lives of disabled children.
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5.3.4. Under-resourced centres for disabled children

Related to the issue of poverty are the centres for disabled children and their parents.
They do not exist in most communities, which means that children and parents cannot
meet. A few centres which exist are informal day-care centres which are under-
resourced in terms of trained leadership and staff, proper structures and finances. The
leadership in those centres is largely comprised of poor, illiterate, single unemployed
mothers who do not know what to do to turn this situation around. Parents and their
leadership do not know where to go and who to approach for resources which are
scarce. Organizations require strong leadership. Lack of organised centres and
government support weakens the morale of the mothers. Most of the mothers cannot
reach the centres because of lack of taxi and bus fares both for themselves and their
children. The low morale negatively affects the seriousness with which organisations of
disabled children are viewed both by the mothers and the members of their
communities. This may affect the level of commitment which mothers give to building
and development of their centres, which accounts for the poor attendance of those
centres. Centres bring mothers together, while the absence or inappropriateness of
centres disperses the mothers and disorganises them, making it difficult for them {o get

information and training.

Most community-based organizations of parents cannot afford to recruit the services of
high calibre, skilled and well-trained staff to build the capacity of their organizations
(Dube, 2006). Out-sourcing of skills must be done with caution, because where the staff
members are themselves not disabled or parents of disabled children, there is a lack of
insight and commitment to the development of the disabled child and their parents. This
fact points to the need for parents to be trained and placed in all leadership positions in

order to strengthen their organisations.

5.3.5. Mothers of disabled children as leaders and decision makers

While government support is critical, there is a tendency for government officials to
“own” and conirdl projects to which they give support and skills. In the process parents

become disempowered while social workers maintain their dominance (Brett, 2002).
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The findings of this study confirm that social workers are seen as experts who control

the operations of cenires.

Gugu, Thoko and July acknowledged that mothers are leading the disability centres as
chairpersons. However, despite the fact that parenis are in leadership positions in their
organisations, they are not making decisions for themselves. This was confirmed by
Thoko who stated that they met only once as parents of disabled children at the centre
to elect the chairperson. The convener of the meeting was the social worker and not
parents. This shows the imposing relationship by some professionals on parents who

lack capacity to be decision makers on issues of their children.

What disabled children need is best known by their mothers as parents. Parents often
hold the key in accessing their child’s experiences and provide essential insight into
their child’s world (Brett, 2002). Knowledge of their children’s world puts them in a better
position to be clear about the purpose of their participation, consultation or inclusion in
the decision-making processes (Miller & Albert, 2006). The participation of mothers in
matters affecting their children creates a feeling of being taken seriously, thereby
increasing the sense of belonging to the process which enhances the spirit of co-
operation and collaboration with government, promoting trust and joint planning. These

are some of the elements of a viable partnership between government and the mothers.

5.3.6. Delegates not bringing back information

Having limited information and low self-esteem raises a challenge for mothers to
participate as equals in meetings with their counterparts in government who are well
trained and knowledgeable and who often have little patience with the comparatively
slow pace of the DPOs (Dube, 2006). Parents or representatives of disabled children
who largely have limited information on the Children’s Act cannot be expected io
participate confidently in discussions. This emphasizes the need for representatives and
ieaders to be trained on the provisions of the Children’s Act. This will enhance their
confidence to engage with their counterparts in government and to be able to follow and

understand discussions so as {o be able to report back to the other members.
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There are various factors which result in the lack of feedback from representatives to
their organisations. These include:

+ representatives who do not understand the proceedings and therefore cannot
give feedback

e leaders and members of organisations who do not hold the representatives
accountable by requiring reports of meetings which they attended

e represeniatives who may atitend meetings without a clear mandate from the
organisation on the issues to be raised so that there is no clear focus on what
feedback is required.

5.4. Integrated services and programmes

All mothers in the study had frequent encounters with health professionals, especially
physiotherapists, but only Gugu outlined the role which the physiotherapists played in
those encounters. This becomes relevant when one considers Gugu’s assumption that
therapists think that the mothers will receive information at the centres. This is indicative
of the general perception of the public about therapists that they are responsible to
render only health-related services to disabled children. This might have influenced the
other three mothers to mention the role of physiotherapists only in relation to the

stimulation of their children and how they should care for them.

Therapy is still perceived as being medically-oriented, focussing mainly on medical
rehabilitation with little emphasis on equalization of opportunities and social integration.
This explains why physiotherapists in the hospital parent groups do not give mothers
detailed information on the Children’s Act. This is caused by the streamiined training
which therapists receive which confines them to medically-oriented services to disabled
children and their parents. The result is that physiotherapists have limited information on

disability issues.

Others have already emphasized that rehabilitation is a means to an end and not an
end in itself (see Rule et al., 2006). There is a critical need to broaden the training of

service providers in order to link rehabilitation personnel with other disability services
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and programmes and embrace the social model of disability. Community-based
rehabilitation (CBR) is a strategy to implement the social model of disability as it
stresses the empowerment of disabled people as well as equalization of opportunities.
Philpott and McLaren (1997) argue that health policy-makers and planners need to
ensure that rehabilitation services are given due recognition and status as a tool for the
empowerment and enhancement of disabled people. This opinion is equally shared by
some of the participants in this study who saw great potential for the parents of disabled
children in the training of therapistis and community rehabilitation facilitators on the
Children’s Act. For this purpose, CBR would be the approach of choice (Lorenzo &
Closte, 2004).

However, in the township at Ekurhuleni Metropolitan where the study was conducted,
two Community Rehabilitation Facilitators (CRFs) are performing the rehabilitation tasks
of merely stimulating disabled children in the community. This reduces them to being
assistants to physiotherapists who perform the same tasks at the hospital. CRFs should
be targeted to fill in the gap of linking health professionals with other disability services
and ensuring that the mothers receive detailed information on disability issues, where

they can be reached.

5.5. Building capacity for advocacy: strategies to promote acquisition of
information

Although participants expressed the view that they would like to *[...] become brave and

stand for my child” (Gugu), they experienced many challenges in doing so. They cited

various factors which prevented them from obtaining information on the Act and

recommended interventions which could assist them to be informed about it. Mothers

cited skills development, speaking as a collective and networking across sectors as

some of the strategies to promote acquisition of information on the Act.

5.5.1. Skillsdevelopment

The following skills were identified as being important:
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1. Leadership skills

There is a need for a deliberate effort to build the capacity of leadership and of the
representatives of disabled people in order to improve their capacity to effectively
influence processes. This includes giving leaders appropriate skills and technologies to
acquire and disseminate information on the relevant laws and policies (Dube, 2006).
Leadership skills of mothers were found to be very limited in disability centres. The
leaders did not know how to mobilise and inform mothers about the Children’s Act
because they do not have information on it. They do not know what to do. Poorly
informed leadership {eaves most of the mothers ignorant on the provisions of the Act.
This lack of leadership skills impacts negatively on the ability of mothers to acquire the

information needed to be able to monitor the implementation of the Act.

2. Communication skills

These were found to be lacking among the mothers and advocates of disabled children.
Fear of authority due to lack of confidence, awareness and knowledge of the Act results
in mothers being passive doing nothing to engage relevant people in order fo oblain
information. The findings revealed that many mothers of disabled children had
experienced a high degree of negative social attitudes from other community members
and so had very low expectations of their own capabilities. Even their training may be
handled in a very “top down” manner (Lang, 1999). This suggests that training in
communication must include training in confidence building. Effective participation by
the mothers is further hampered by the absence of information and knowledge on the
Act. This knowledge is a necessary tool if mothers are to communicate their needs in

acquiring information effectively and as equals.

3. Literacy and language skills

Most of the mothers in the centres who were included in this study were found to have
limited or absolutely no literacy and language skills. Most Acts are available only in
written form. Gugu suggested that illiterate mothers must receive adult education. This

requires a deliberate effort by the mothers to lobby the Departments of Social
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Development, Education and Transport to intensify the availability, accessibility and

awareness of adult education in the black communities.

This does not mean that illiterate mothers cannot acquire information and continue to
play a critical role in the dissemination of the acquired information. However, unless
some methods are used to disseminate information, large numbers of mothers shall

continue to be excluded.

Literacy skills are critical and coupled with the appropriate understanding of the literacy
capacity of the mothers so as to diversify the training offered to them. DICAG (2008)
recognised the need to build the literacy skills and legal understanding of the mothers
through workshops which are facilitated by knowledgeable people on the provisions of
the Act. This should be done through methods which would make the mothers feel

comfortable to participate, for example through role plays.

4. Self advocacy skills

Mothers indicated that they need “fools to go out and fight for our children” (July). They
understood that by obtaining information on the Children’s Act, they would have
knowledge on what the rights of their children are. Knowledge of rights gives the
mothers a {ool with which 1o advocate for the respect, promotion and the
implementation of these rights. Legal literacy further would inform mothers of the
responsibilities of the various duty-bearers towards their children. 1t is therefore
important to provide the mothers with the capacity to obtain information which will inform
and enhance their advocacy skills, giving them the capability to monitor the
implementation of the provisions of the Act and to influence decisions which aim to
include their disabled children.

5. Skills to mobilise

Parents expect their leaders to give direction on how to advocate for the rights of their
children. However, most leaders in children’s disability organisations lack leadership

skills and knowledge. This fact impacts negatively on both the parents and the children
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who remain trapped in ignorance and isolation. Compounding the leadership problems
is the fact that parent organisations are not adequately supported by government. The
result is that they do not have adequate resources and finances with which to organise
themselves into viable parent support groups and to build their organisations. Parents
and their leadership do not know where to go or who to approach for resources, or how
to mobilize the membership. Lack of organised centres and lack of government support

perpetuates the passivity and low morale of parenis.

The study found that mothers were not organised into viable support groups but tended
to be isolated and not working coliectively. Most organizations of disabied children did
not engage in collaborative advocacy strategies when they approached government for
interventions. This porirays the children’s disability sector as being disorganised with
each organisation focusing on its own interests. This is a missed opportunity because,
as Frost (1999) observes, government and policy-makers are more likely to listen to a

single unified voice representing the interests of all disabled children.

5.5.2. Networking

Information-sharing networks would enhance the acquisition of information by the
children’s sector at large and the distribution of information on the Act to the public.
These networks would therefore have the following effects:

e crealing awareness on the provisions of the Act to the broader children’s sector

e integrating and including disability issues in advocacy initiatives of the broader
children’s sector, thus strengthening the voice of the disability children’s sector

e sharing of information on children’'s issues and learning from each other's
experiences and good practices on how best to acquire and disseminate
information on policies and laws, thus building the capacity of the children’s
sector to be self-advocates on issues of the children.

Ensuring that strong organizations do not drown the voices of the smaller and weaker
organizations is one of the challenges that need attention through intensified capacity
building. Speaking with one voice has the advantages of identifying the common needs

and strategies.
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The sustainability of network formations is largely dependent on the capacity of the co-
ordinating office to efficiently monitor and enforce proper planning of the operations of
the groups, the availability of resources and the support from various groups, including

from organizations for disabled children and government.

Unfortunately networking has been given very low status by most organizational
development funders. Hurst (2006) observes that funding for networking, leadership
support or for the straightforward “core costs”™ of running an organisation is not
available. Poor organisations may have very limited opportunities of being part of the
networks which in turn may perpetuate and sustain the existing state of mothers of
disabled children not getting support, not knowing what to do in challenging situations or

where to go to obtain information on the Act.

5.6. Summary of Chapter 5

This chapter has discussed the findings of the study. In the discussion it emerged that
although there were challenges which mothers faced in the acquisition of information
from the Act, certain interventions and support from government and other stake

holders could mitigate those challenges.

in the next chapter an overview of the study, recommendations and a conclusion to the

study will be presented.
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CHAPTER 6

6. RECOMMENDATIONS AND CONCLUSION

It has been suggested in this study that the empowerment of parents of disabled
children is a powerful tool which ensures that disabled children are included and
anticipated in all service delivery areas. This entails acquisition of information by the

parents of disabled children from the Children’'s Act.

However, the findings revealed that most parents of disabled children and the
leadership in their organizations had limited information on the provisions of the Act.
The recommendations which are suggested below are based on the findings and aim {o

ensure that information on the Act reaches the parents.

6.1. Collaboration and co-ordination

Various factors emerged in this study as being barriers to the acquisition of information
on the Act by mothers of disabled children. It is also evident that children’s needs are
complex and fall under the responsibility of different departments. Therefore
government should be working closely with parents in protecting the rights of children, if
they are 1o make appropriate interventions. The following interventions are

recommended:

6.1.1. Collaboration between the Department of Social Development and other
Government Departments

Section 4(1) and (2) of the Children’s Act requires all government departments to
collaborate with each other and plan for services and programs for children. Section 5
specifically requires

all organs of state in the national, provincial and where applicable, local spheres
of government involved in the care, protection and well-being of children to co-
operate in the development of a uniform approach aimed at coordinating and
integrating the services delivered to children.
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The Act does not state how the co-operation between departments should be initiated.

The lead department, Social Development, should ensure the coordination and the

formulation of a uniform approach to the implementation of services by all the

departments. Parents need to know what government departments are obliged to do

and are to be empowered to demand delivery of services by the various departments.

Table 7: Summary of responsibilities of various duty bearers

Duty Bearer | Responsibility Problems
Department | Consider diversity of mothers and The Actis written in English which
of Social have translated and user friendly some parents do not understand.
Development | versions.
Suppori parents to have own cenires, | Under resourced centres.
stimulation centres, and trained
leadership and staff.
Provide services,
Support parents 1o run their centres. Lack of collaboration between parents
and government.
Guide parents on the implications of
the provisions of the Act.
Support networks of parent
organizations.,
Department Ensure that ABET training focuses Hliteracy among parents and their

of Education

content on legal literacy.

Train parents through ABET
programmes.

Make reading and learning material
available

Ensure that trained staff are
available.

leaders.

Department | Community health workers are trained | Community Health Workers are not
of Health onthe Act and disability. aware of the Act.
Department | Reasonable accommodation of Poverty among most parents of
of Labour parents of disabled childrenin the disabled children.
labour market.
Department | Enswre that parents can reach venues | Transport is not available.

of Transport

where ABET programmes are run.

To facilitate the meeling of community
health workers with parents.

DPOs/
Parent
Leadership

Mobilise parents.

Passivity among parents, limited
information on the Act, stigmatization
of parents.

Equip mothers with advocacy skills.

Raise disability awareness in the
community.
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Inform and educate mothers on the

Act.

Build seif empowerment skills among

parents.

Promote networking within the Parent organizations are stagnant.
disability sector.

6.1.2. The role of parents in the implementation of the Act

Parents require information on the provisions of the Act if they are to play a role in
support of implementation. This requires the relevant government departments to
remove the barriers which hinder the acquisition of information by the parents regarding

the obligations of various government departments towards children in terms of the Act.

6.1.3. Parents knowledge of how to demand the rights of their children

The Department of Social Development together with the Depariment of Education
should

¢« ensure that ABET focuses content on legal literacy. This means educating
parents about law making processes and how as parents they can be involved
in lobbying and advocating during those processes for the inclusion of the rights
of their children.

e include making parents aware of the oversight roles of government committees
which they can approach in the event of non-delivery.

6.2. Ensuring that information on the Act is available to the parents

6.2.1. Parents and literacy skills

The Department of Education together with the Department of Social Development and
the Department of Transport must ensure that

e parents are trained through ABET so that they can read documents like the Act
e parents have the required reading and learning materials

e trained staff (which includes parents) are available. This is possible in the
current Adult Basic Education which is offered through a program known as
KHARI GUDE meaning “let us learn”



e parents can reach the venues where ABET programmes are run.

6.2.2. Accommodating parents’ diverse literacy levels

The Department of Social development should

» find and support other innovative ways of disseminating information to mothers
who cannot read. For example, they could make use of role plays, recorded
videos, word of mouth, songs in traditional or familiar tunes, and workshops.

¢ ensure that user-friendly versions and not only verbatim translations of the Act
are distributed. This includes pictorial materials and making the Act available in
other languages besides English

e ensure that more is said in radio and TV programmes about the Act. This
should be done in different dialects and formats such as Sign Language.

6.2.3. Dissemination of information to parents through community-based workers

The Department of Health and Social Development must ensure that Community
Rehabilitation Facilitators, rehabilitation therapists and other personnel working at the
community level are trained on the Act so as to give information to the parents they

come into contact with, be it at the centres or local clinics.

£.3. Dissemination of information to DPOs

6.3.1. Awareness-raising and training on the Act

DPOs are required “to provide capacity building to the parents on legislation and policy
advocacy [...] through leadership [...] and training programs [...] at residential and other
facilities” where parents can be reached (DoSD, 2009). The Department of Social
Development must therefore train the DPO leadership and other selected people as
trainers. What has been gained in the training may then be passed onto others in

different organisations.

6.3.2. Securingresources for building the capacity of DPQOs to support parents

Training the parenis on the Act may require DPOs {o engage the services of trainers

who may be parents or CRFs. It is the responsibility of the following departments to
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support DPOs with resources they may need in order to disseminate information to the
parents:
e the Departments of Social Development which is to ensure that the training
venues are available and accessible and that people are aware of the training

¢ the Department of Education which is to formulate appropriate training materials
and together with Social Development train the facilitators

¢ the Department of Transport which is to ensure that parents can reach the
training centres.

6.3.3. Knowledge about private and public resources and services

It was revealed in the findings that most parents were not accessing services which are
available in their communities because they are not aware of them. Social Development
should frequently inform DPOs about the availability of resources and services which
are available to the community and which they can access. This may require quarterly
information sheets and meetings, and social workers and community facilitators

informing centres.

6.4. Dissemination of information through DPOs

Parents play a significant role in the areas of care and advocacy on behalf of their
children. In order to do so, parents need to be informed about their rights and those of
their children. However, parenis tend to be overwhelmed by the negative attitudes of

society towards their children and they disassociate themselves from disability.

DPOs should therefore mobilize and encourage parents of disabled children to belong
to parent organizations, support groups and disability forums so as to  empower

themselves about their rights.

6.4.1. DPOsto provide support to parents

DPOs need to provide support to parents in the following areas:

e {o educate parents about the Act so thatl they know the rights which the Act
provides for their children which they can then demand from government

e boosting mother’s self esteem by building their confidence. This entails
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= building on what parents already know about the rights of their children and
linking it with the Act

= giving value and recognition to what they are currently doing well to improve
the situation of their children.

6.4.2. Strengthening the economic capacity of parents

Hunger and poverty among most parents who need information and whose confidence
may need boosting often undermine those efforts. Economic independence gives
parents an acceptable social standing. it is therefore recommended that the
Departments of Social Development, Education, Labour, and Transport and
representatives of parent organizations should meet to outfline their respective roles to
support efforts to build parents’ confidence and self worth:

e Department of Social Development: {0 ensure the availability of partial care
centres to accommodate children while parents are at work or are engaged in
income generating projects. Partial care centres must be well resourced in
terms of trained staff, appropriate buildings and finances.

¢ Department of Education: to ensure that children of school-going age are not
discriminated against at mainstream schools so as to allow their parents an
opportunity to empower themselves economically while they are at school.

o Department of Labour: to ensure that parents of disabled children enter the
fabour market and that their situation as parents of disabled children who are
discriminated against, is taken cognizance of.

¢ Department of Transport: 1o ensure accessible public transport so that parents
can participate in skills development opportunities as well as seek employment
opportunities.

¢ Parent representatives: to play an advisory role 1o the Departments.

e The abovementioned institutions: to conduct an audit on how poverty alleviation
legislation, labour laws and programs include disabled children and their
parenis.

Economic independence gives parenis social accepiance and this helps to build their
self-esteem which is necessary if parents are to come out and go to places where they

can obtain information without fear of being stigmatized.
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6.4.3. Combating stigma through raising awareness in the community

It is recommended that:
e DPOs conduct community information awareness campaigns on the Act
e be integrated into other community programs to promote the spirit of the
community which works together, and to demystify the belief by many people

that disability issues cannot be integrated and fused into community programs
and should be dealt with separately

o this may have more impact on changing behavior and negative attitudes aimed
at stigmatizing disabled people and parents of disabled children.

6.4.4. Equipping mothers with specific skills

Various skills were identified as necessary to enable parents 1o access information on

the Act. These include:

Leadership skills

The Department of Social Development must run workshops with the leadership of
DPOs on skills and strategies to mobilize its membership and on how to acquire and
disseminate information on the Act to its membership. For this, membership

mobilization and facilitation skills are required.

Communication skills
The Department of Social Development must equip DPOs with skills to
¢ communicate among themselves and with the membership so as to reach
decisions which are shared and endorsed by all

e draw up agendas which reflect that parents are aware of their rights and which
address their concerns

e train leadership to communicate with authority and to communicate as equals in
discussions.
Legal literacy and advocacy skills
The Department of Social Development must work with the DPO leadership {o ensure
that parents know what to do with the information after acquiring it. This includes skills

to
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e monitor the implementation of the Act by various government department,
monitor the quality of service which is given {o disabled children, and examine
the profiles of services to which budgets are allocated as to whether they target
services that will also benefit disabled children

« understand what budgeting in government means and make input into budget
allocations for services to children in terms of the Act

e monitor that the strategy and provisioning clauses in the Act are complied with
by all duty bearers.

6.5. Networking across the children’s disability sector

Organizations of disabled children have not developed as vet, and the only way fo
promote self organization is through networking, leadership training and learning from
others (Hurst, 1999).

It is therefore recommended that the Disabled Children Action Group (DICAG), an
organization of parents of children with disabilities, shall have to engage the South
African Disability Alliance (SADA), an umbrella body of organizations of and for disabled
people, to assist and support the meeting of organizations of parents of disabled
children to discuss the following issues:

» the role of existing disabled children’s networks
e how parents feel that the status of children’s networks can be enhanced

» what form the network should iake, including the composition of the secretariat,
means of communication and meetings between members, priorities advocacy
as well as strategies and funding.

6.6. Summary of Chapter 6

Recommendations which were based on the findings of the study were presented in this
chapter. Suggestions were made for the roles of various relevant government

departments, DPOs, and the disability sector at large.
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In conclusion, I will briefly discuss whether the purpose of this research study has been

realized.

6.7. Conclusion

This case study aimed to describe the information that mothers of disabled children
possess about the Children’s Act. The purpose was firstly to determine what factors
facilitated or hindered the acquisition of information about the Act by the mothers, and
secondly, to identify the skills and the support that mothers need in order to acquire

information from the Act.

It is apparent from the findings that mothers face certain barriers in acquiring
information. These barriers result in them having limited information on the Act
Compounding the problem is that the leadership in disability organizations has
insufficient information on the Act. The result is that the information is not reaching the

parenis of disabled children.

However, mothers have identified various factors which could facilitate the acquisition of
information from the Act, as well as the skills and the support they need. The findings
clearly indicate the need for building the capacity of DPOs, the disability leadership and

the parents of disabled children.

In conclusion, it appears that the main aims and objectives of this research study have

been achieved.
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APPENDIX A: INTERVIEW GUIDE

This is a list of topics or aspects of the topics which are to be covered in the interview.

They are not specific questions (Welman & Kruger, 2002).

Introduction:

e Introductions to each other

o Explanation of the purpose of the interview

o Gaining informed consent: Explanation about issues of confidentiality, answering
of questions she wishes to answer, no right or wrong answers and can change
answers as we go along, permission to record information manually and on tape,
opportunity to read what is recorded and make corrections, no financial gain for

participating and no prejudice for not participating.

General biographical profile of the interviewee:
o Name of participant
s Age
¢ Schooling and education
¢ Current work status and family situation

History of disabled child’s disability:

Impairment type, cause and period that the child has been disabled
Name of child

Age of child

Whether child attends school, day-care centre

Mother's Awareness of the Children’s Act:

» What do you know about the Children’s Act?

¢ How do you know?

¢ What value is the information of the act io you as a parent of a disabled child?
e How have vou or your child benefited from the Children’s Act?

if the mother is not aware of the Act:

 What do you know about the rights of your disabled child?
¢ Do you belong to an organization of disabled people?
¢ |If yes, do they talk about the laws which give rights to disabled children?
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 What suggestions or recommendations do you have to make mothers aware of
the Act?
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APPENDIX B: CONSENT FORM

INFORMED CONSENT FORM

You are invited to participate in a research study conducted by Nonceba Meyiwa in
partial fulfillment of her studies for a Masters in Philosophy in Disability Studies, in the

School of Health Sciences at the University of Cape Town.

| hope to explore more about what mothers of disabled children know about the
Children’s Act and the Children’s Amendment Act, as well as the skills and the support

which they may need to benefit from these Acts.

You were selected to participate in this study due to your being a mother of a disabled
child. Your participation will include being interviewed once for a one and a half to two
hour long interview. The researcher will interview you separately and in a private room
at a suitable and mutually agreed to venue, at a time suitable to you. Arrangements will
be made for you to reach the venue. To ensure clarity of statements, | will give you
copies of transcripts of the first interview. You will be able to make the desired changes.
A second interview of the same length of time will be done as a follow up to cover any
gaps or seek clarification as well as member checking of initial themes of findings. You
will likewise be enliled to ask me for more clarity or simplification when you do not

understand.

The information shared in the interview session will remain confidential, as it is regarded

as your private property and will be disclosed only with your permission.

By signing the consent form or by giving verbal consent, vou indicate that vou are
voluntarily agreeing {o participate in the study and as confirmation of your consent,
please give your full signature to the declaration attached to the consent form. If you

give me permission, | promise to protect your confidentiality so that no reports that
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result from this study will identify you as having been a participant. If you decide not to

participate, you are free to withdraw from the study at any stage without prejudice.

SIGNED INFORMED CONSENT FORM

I , have read the Information Sheet. |

understand what is required of me and | have had all my questions answered. | do not
feel that | am forced to take part in this study and | am doing so of my own free will. |
know that | can withdraw at any time if | so wish and that it will have no bad

conseguences for me.

if you have any questions about this research, please call Nonceba Meyiwa at
0732731126 or come to 252 Nojekwa Street, Duduza, or send someone to alert

Nonceba that you want to see her.

Signed:

Participant Date and Place
Researcher Date and Place
Witness (if necessary) Date and Place
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APPENDIX C: INFORMATION LETTER

Dear (Participant)

I am Nonceba Meyiwa, mother of a disabled child. Thank you for taking the time to
participate by reading this letter. You were selected to participate in this study as a
mother of a disabled child. | am aware that as a parent of a disabled child your time is
valuable. | would therefore ask you to carefully read this letter, which | shall gladly
verbally communicate to you should you have problems reading it or understanding s

contenis.

I will be conducting a research study in partial fulfilment of my Masters in Philospohy in
Disability Studies, in the School of Health and Rehabilitation Sciences, at the University
of Cape Town. | hope to explore more about what mothers of disabled children know
about the Children’s Act which has been passed by parliament and which will replace
the old Child Care Act of 1983, after the Regulations to the Children’s Act have been

passed.

Your participation will include being interviewed once for a one-and-a-half to two hour
interview. The researcher will interview you separately and in a private room at a
suitable and mutually agreed to venue, at a time suitable to you. Arrangements will be
made for you fo reach the venue. To ensure clarity of statements, | will give you copies
of transcripts of the first interview. You will be able to make the desired changes. A
second interview of the same length of time will be done as a follow up to cover any
gaps or seek clarification as well as member checking of initial themes of findings. You
will likewise be entitled to ask me for more clarity or simplification when you do not

understand.

The in-depth interview technigue will be used. By this | mean that it will be more like a

conversation, with humble requests should there be a need for clarity. You will be asked
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to share what you know about the Children’s Act. The entire interview will be recorded

by means of a tape recorder with your permission.

The information shared in the interview will remain confidential as it is regarded as your
property and will be disclosed only with your permission. You may be vulnerable to
someone determining who you are and what has been said by you, but the researcher

will protect you from this possibility by using a pseudonym for each participant.

Prior to an interview, you will be given an explanation of the purpose of the research
and what will be done with it. You will then be requested to sign a consent form which is

included with this information letter.

The results of this study will form the basis of recommendations to DPOs and the State
on issues which hinder or facilitate the acquisition of information and knowledge of what
the Children’s Act provide for disabled children, by their mothers in order to build the
capacity of mothers of disabled children to improve the situation of their disabled

children by enforcing their children’s rights which are in the Children’s Act.

Your rights as a participant

If you agree to sign the consent form, the following conditions are guaranteed and will
be met by the researcher:

Your participation in this research is voluntary.

¢« There will be no right or wrong answers and you will be at liberty to choose not {0
answer any questions.

¢ You may withdraw from the study at any stage without prejudice to you.

e The interviews will be approximately one-and-a-haif to two hours in the language
of your choice.

e The findings of this study will not identify you as having been a participant.

¢ There will be no financial reward for participating.

e The interview conducied with you will be tape recorded with your permission.

e Light snacks will be served during the interview.
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Should you have questions about the research, or any aspect of this letter, please call
Nonceba Meyiwa at Cell: 0732731126 or come to 252 Nojekwa Street Duduza, or send
someone to let me know that you wish to see me.

Thank you once again for taking time to read this information letter.

Nonceba Meyiwa
MPhil in Disability Studies student
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