








































































































































































































































































































































































































One parent reported that sometimes she can’t express herself to her husband because she feels
like he will not understand her and this is rooted in the beliefs that men, unlike women, show
less emotions. Other parents reported either expressing their emotions non-verbally or not at
all. Parents also reported that they deal with their emotions differently. They mentioned that
they deal with their emotions by crying, praying, or talking to a person they trust. The parents
also highlighted that sometimes they do not experience unpleasant emotions because they are
raising children with disabilities, but rather because of the environment in which they are

raising their children.

Furthermore, most parents reported to be happy with the love and support they get from people
around them. This means that they are able to have attachments with people outside of
themselves. Moreover, their use of religion and spirituality as means to cope with emotional
distress shows a level of attachment, to some higher power. Having capabilities of emotions is
also associated with higher self-esteem, better quality of life, positive psychological
adjustment, and spiritual and stress-related growth (Wachholtz & Pearce, 2009). According to
Nussbaum (2003), emotions are not just the driving force that powers the psychological
mechanism of individuals, but they are a highly complex, and messy, part of the individual.
Therefore, emotional well-being should be promoted in political culture and policies should
focus on the emotional well-being of individuals as without emotional development, a part of

our reasoning capacity as individuals will be missing (Nussbaum, 2003).
6.2.2 Theme 2: Capabilities of Affiliation

This theme answered one of the research objectives of the study which was to explore parent’s
capabilities of affiliation. Affiliation is the act of interacting and associating with one or more
people (Leary, 2010). It is often important because people affiliate to get emotional support
and obtain positive stimulation (Leary, 2010). Participants in the study were asked about their
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friendships as parents who are raising children with disabilities. Fifty-eight percent (58%) of
the parents interviewed reported that they do not have problems with making friends. However,
the other 42% of parents noted that they do not find it hard to make friendships, but they just
do not have people they consider to be friends as they talk to anyone around them. Their reasons
for not having friendships were either that they were too busy to have time for friends, they
prefer to spend most of their time at home, they are not outspoken, or they just prefer not to

put a tag on people and call them friends.

Parents of children with disabilities tend to have fewer friends because of the attitudes some
friends may have towards their children with disabilities (Thwala et al., 2015). However, in
this study they highlighted that even though they do not have people they call ‘friends’, they
are still social people. While the participants did not mention anything about having difficulties
in making friends because of their children’s conditions, one did mention that sometimes it
becomes difficult because a person will ask about the child or not understand the child’s
condition. This highlighted that parents have the opportunity to utilize their freedom and have
friends, but they choose not to. They are able maintain relationships with their neighbours that
they appreciate and respect, however, in terms of friendships, most parents have capabilities of

affiliation but do not utilize them.

With regard to respect, participants’ responses were mostly positive with only a few having
negative reports. Participants respect the people around them and appreciate them for the things
they have done for them and the way they have treated them. However, one participant
mentioned how she once had a fight with some woman in her community because she was
swearing at her child. This theme highlighted that, in some communities, having a child with a
disability is still seen as a bad thing and something people can use against you. It shows that,
in some communities, parents do not enjoy the freedom and dignity they deserve because they
are raising children with disabilities. All the negative attitudes towards people with a disability
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are misconceptions that come from a lack of proper understanding of disabilities and how they
affect the functioning of the person with the disability (Thwala et al., 2015). People in
communities still need to be made aware of disabilities to be able to understand them and to

respect and support parents and children with disabilities.
6.2.3 Theme 3: Capabilities of Control Over One’s Environment

This theme answered the research objective to explore parents’ capabilities of control over the
environment. Control over the environment is one’s ability to have control over the things that
have an influence on the individual, including political decisions and material things.
According to Nussbaum's central human capabilities, citizens should have the ability to
participate effectively in political decisions that govern their lives. Some participants reported
that they do not participate in community activities because of time, reporting that they need
to take care of their children and complete household chores. One parent reported that she
would like to be more involved in the community, however, she also needs to consider her need
to be at home most of the time to take care of her child with cerebral palsy. Another parent
mentioned that she sometimes cannot go to community meetings because she does not have
someone to look after her son when she wants to attend the meetings. One mentioned that she
feels like she does not fit into community activities like meetings. Parents showed that they
would like to be more involved in things that affect them in the community but the

responsibilities they have at home do not allow them.

Some parents mentioned that they do get involved in community activities like meetings.
However, one could tell that as much as they get involved, they do not attend regularly and
they attend if the meetings are not going to take a lot of their time. The parents did not mention
participating in any big community roles, besides voting during election time and attending
meetings, which some of parents did not attend. However, one parent mentioned that she was
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once appointed for a role in the community but she could not take it because of her

responsibility to take care of her children.

Regarding material things, only 5 out of the 12 parents own houses while others are staying in
shacks. The parents that are staying in shacks mentioned how they do not like staying in them
and they spoke about how challenging it is to raise their children in those environments.
Moreover, another parent mentioned that living in her shack is more stressful than actually
taking care of her child. Parents are also faced with unemployment as they are unable to go to
work because they want to be available to their children when they need them. One parent
mentioned that she cannot work because in some jobs she would not be allowed to attend to
emergencies that concern her child. The issue of unemployment affects their finances and also
the conditions they, and their children, live under. This theme showed that the parents do not

have the capabilities of control over their environment.

Nussbaum’s list of central human capabilities states that people should have the right to seek
employment on an equal basis with others and participate in political choices that govern their
lives (Nussbaum, 2001, 2007, 1997). This study showed that the parents do have the right of
employment, but employment does not allow them to have functionings that are valuable to
them such as being available to their children. The capabilities are there, however, they are
unable to participate in them because they are not suitable for their lives as parents of children
with disabilities. Not having the freedom to have control over things that influence their lives

exposes parents to poverty (Curtis & Cosgrove, 2017).
6.2.4 Theme 4: Capabilities of Bodily Health

According to Nussbaum (2003), bodily health focuses on ‘good health’ and she addresses the
importance of nutrition, housing, and reproduction health. Bodily health is not just the absence

of diseases. Participants were asked questions that aimed to explore their health, the choices
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they make about what they eat, and the conditions they live under. Most participants believed
that they are healthy and while they acknowledged that sometimes they get sick with fevers
and colds, and go to the clinic, they noted that this is not something that means they are

unhealthy.

Some participants only recognised physical health as an area to be associated with health.
However, two participants mentioned that they are not healthy because they believe they are
not emotionally healthy. One mentioned that she sometimes finds it hard to wake up because
of the emotional stuff she goes through and that she sometimes has to force herself to do some
things at home. The other parent reported that taking care of her kids has affected her over
time. Both participants acknowledged the mental health component of the WHO (2011)
definition of health and noted that even when they are physically healthy, their mental health

is affected by their emotions and their responsibilities as parents raising a child with disability.

Parents mentioned that they try to get their families to eat healthy, however, with the little
money they have most of them mentioned that they only buy essential things, after getting
those staples they can then add a few of healthy food. Money was what hindered most of the
parents from getting healthier food for their families. Furthermore, participants lack
capabilities of bodily health due to financial struggles and lack of formal support services for
their mental health. This theme answered one of the objectives of the study which was to
explore parents’ capabilities of bodily health. This theme highlighted that there is still work to
be done in both teaching people to acknowledge mental health and ensuring that people eat

food for nourishment, not just survival, and that they have proper housing.
6.2.5 Theme 5: The Kind of Relationship Parents Have with Their Children

This theme answered one of the research objectives to explore the kind of relationship parents

have with their children with disabilities. Parents in this study were asked about the nature of
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their relationships with their children with disabilities and most participants reported that they
have good relationships with their children. A parent-child relationship is the quality of the
emotional connection between child and parents (mother and father or significant parental
figure) and the degree to which this connection is mutual and sustained over time (Lezin,
Rolleri, Bean, & Taylor, 2004). Only one participant reported that she is experiencing problems
in her relationship with her son. Regardless of the challenges parents face with raising children
with disabilities, most parents showed that they have great love for their children. They still
play and show love to their children regardless of their children’s condition. Parents showed

that they have some level of connection with their children.

Availability of parents to their children seemed to an influence on the kind of relationship they
have with their children as it has resulted in the children and parents having some connection
and understanding. The parents in this study did not mention if they raise their children with
disabilities any different from the ones that do not have disability. They referred to their
children as one, and only when the interviewer specified to get an answer to a question based
on the child with disability, did they differentiate between their children. This could mean that
they do not treat their children differently, but it must be noted that this was not explored. This
theme highlighted that parents raising children with disabilities are not parenting in a different

way to parents raising typical developing children.

6.2.6 Theme 6: Strategies and Facilitators Used to Ensure the Health and Well-being of

Their Children

This theme answered one of the research's questions and objectives, to explore the strategies
used by parents to ensure the health and well-being of children with disabilities.
Encouragement is one of the strategies used by parents to ensure the health and well-being of
their children with disability. Parents encourage their children, seek encouragements and also
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encourage themselves to be strong. Most parents find themselves having to continuously
encourage their children, comfort and assure them of their love. Parents in the study mention
that they continually encourage their children when people say bad things to them, and assure
them of their love regardless of what other people say. One parent mentioned that she has to
keep encouraging herself to accept her child in order to be a good parent to her child. This
shows that parents do not only have to encourage their children, but also have to encourage
themselves to be good parents to their children. Some parents stated that they pray and go to

church to receive the encouragement and strength they need to be raise their children.

Availability is another strategy that most parents use to ensure the health and well-being of
their children. Parents’ availability to their children is important in ensuring the health and
well-being of their children (Woodgate, Edwards, Ripat, Borton & Rempel, 2015). Parents in
the study mentioned that they need to be home most of the time to be with the children. Some
parents even decided to not have jobs so that they can always be available to look after their
children. Availability is not only their strategy in terms of looking out for their children’s
health, but it also includes other things like being there to make sure their children are fed,
bathed, and assisted when they need some assistance (like going to the bathroom for those

children who use wheelchairs).

The last strategy participants used is support. According to Vanegas and Abdelrahim (2016),
parents also require emotional/social support, educational support and instrumental support.
Parents get support grants from the government in the form of a grant, disability grant or care
dependency grant. Those who receive the grant report getting R1, 700 per month. The parents
mention that the grant helps them a lot in taking care of their children, as it helps them do basic
things like buy food, clothes, and pay rent. Others use some of this money to pay for their
children's school transportation. Support is not only they monetary support they get from the
government but also the social support they get from their neighbours. Wojtas, Oskedra,
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Cepuch, and Swiderska (2014) found the existence of a correlation between the level of social
support received by parents and how they cope with the challenges of raising children with
illnesses. The only emotional or social support parents gets is from their families and

neighbours and this showed that parents are depended on informal forms of support.

This theme highlighted that these strategies should be seen as a starting point to explore what
parents are currently doing and where they can be helped in order to strengthen their
capabilities to produce functionings that they value. If being constantly available to their
children is important to them then that should be seen as a priority when providing resources
to help them. Looking at parents’ strategies provides room to not assume what parents need
but to look at the capabilities they currently hold and to be able to know what is important to
them. More research is needed to investigate the kind of functionings parents raising children

with disabilities value, before imposing what we assume is important to them.

6.2.7 Theme 7: Barriers That Prevent Parents from Ensuring the Health and Well-being

of Their Children

Parents on the study were asked to mention the things that act as a barrier between them and
their ability to ensure the health and well-being of their children. The question was asked to
explore what they perceived as a blocking barrier from being entirely capable from taking care
of their children. Financial problems were the most common issue mentioned by the
participants. Finances have an influence on the food they buy for their children as well as their
ability to transport them to hospital for their hospital visits. It also influences the condition of

most of their houses/shacks.

McNally and Mannan (2013) mention that parents raising children with disabilities struggle
financially because of lack of employment. Half of the participants in this study were

unemployed due to their responsibility to their children and their desire to always be available
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for their children as they do not have someone else to look after them. The issue of finances
goes back to the topic employment which further goes back to control over the environment
capabilities. This highlights the lack of capabilities of control over the environment in
Nussbaum’s list of capabilities which states that people should have the right to seek
employment on an equal basis with others (Nussbaum, 2001, 2007, 1997). The parents do have
the right of employment; however, employment does not allow them to have functionings that
are valuable to them such being available to their children. This theme answered one of the
research questions and research objectives which was to explore the barriers that prevent
parents from ensuring the health and well-being of their children. It highlighted the need to
look into work policies to accommodate everyone, and to give parents raising children with
disabilities the capabilities to be able to work flexible hours to gain money that will help their
functioning and be available for their children. Parents raising children with disabilities need
to have different employment policies that will allow them to juggle taking care of their
children and having the means to gain an income by getting a fair chance in being employed

without having to sacrifice one of the two.
6.3 Limitations of the Study

Although the study was structured, and constructed, well, there were limitations that were
identified that might have had a direct or indirect influence on the outcome of the study. This
study was conducted in the Western Cape and used parents from the city of Cape Town only.
Cape Town is an urban area and therefore the study did not include participants from rural
areas which would have made the study more inclusive of different geographical areas with
different resources and opportunities. Participants of this study were mostly female, which
limited the study in getting a male perspective on raising children with disabilities. This study
also did not include participants with diverse cultures. This could have enhanced the
perspectives and experiences much more. Another limitation to the study was that the
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researcher could have specified the age limit of the children. Parents with older children (such
as the parent with a 24-year-old) had to recall old experiences because they do not encounter
many challenges with their children who are now older and more capable of taking care of

themselves.
6.4 Recommendations

The following recommendations are made based on the findings of this study. They are made
for policy makers, parents raising children with disabilities, practitioners working with parents
and children with disabilities, and for future research to improve the health and well-being of

children with disabilities.

6.4.1 Based on the findings of this study, parents use three main strategies to ensure the health
and well-being of their children. They encourage themselves, and their children, to always be
positive, ensure that they are constantly available for their children, which to some parents
means not working, and lastly utilizing the support they get, in terms of the grant and support
from friends and relatives. Recommendations for parents raising children with disabilities

include:

1 Parents should focus more on their capabilities and on how they deal with their
emotions. They should try to always voice-out when not feeling well and adopt
strategies to deal with their emotion and not avoid them. Talk to friends and family

about their emotions or seek professional help where necessary.

1 They should create affiliations with people they trust and know that they can rely on

for support.
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1 To those who are not working, they should look for ways to make an income from
working from home, like selling things. This will enable them to have money to

supplement the grant they receive to buy food and help with other expenses.

1 Parents should apply for RDP houses under the child with a disability. In South Africa
people with disabilities are given priority in receiving the houses that are adapted to

their needs. Parents should seek that information and apply.

6.4.2 The government and policy makers are already catering for people with disabilities in
terms of giving them support (grants and programmes), however, parents are still faced with

the same challenges, financial struggles, and emotional distress.
Recommendations for policy makers/the government include:

1 The government should ensure that they keep their promise of prioritising people with
disabilities in giving houses that are catered for their needs. They should also make the
process easy and less complicated for the parents to apply. As one parent in the study

mentions how difficult the process has been for her.

1 They must provide programmes to parents raising children with disabilities that aim to
empower and provide support to the parents. These programmes should help them to
look at their lives more holistically (mental health, physical health, emotional and

financially).

1 Create awareness in communities about accepting and respecting people with

disabilities. To deal with the stigma and discrimination against people with disabilities.

1 The government should create more working spaces that cater for parents who cannot
work long hours because they need to take care of their children. Parents should also

be allowed to attend to any emergencies without fear of losing the job.
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1 Create centres/aftercare for children with disabilities for parents that work long hours.
6.4.3 Recommendations for Practitioners (Social worker and Psychologist)

1 Create interventions that aim to empower and support parents to look at their lives
holistically. This includes not only looking at their mental/emotional health but also at

ways to develop financial freedom and independency.
1 Teach parents ways to deal with, and express, their emotions instead of avoiding them.

1 Help parents through processes like housing applications and teach them about the

resources that are available for them, but that they might lack information about.
6.4.4 Recommendations for Future Research on Parents Raising Children with Disabilities

Studies that focus on a larger scale of parents from different backgrounds and ethnic
group are needed to give more insightful findings. There should also be more studies
that focus on what can be done to help parents with the challenges they encounter when
raising children with disabilities are recommended. Finally, a study that focuses on

other capabilities of parents, and how to enhance them, is recommended.
6.5 Conclusion

According to the findings, the research questions were answered and the aims, as well as the
objectives of the study, were met satisfactorily. The findings established the strategies parent
use to ensure the health and well-being of their children which include being constantly
available to attend to their children’s need and encouraging their children and themselves when
necessary to accept their children with the condition. Using the support, they get from the

people close to them and using well the grant for their necessities.

The findings also established the positive parent-child relationships that exist between parents

and their children. The study also established that finance is the most common factor that
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prevents parents from ensuring the health and well-being of their children to the best of their
ability. Lastly, the study established that parents need to enhance their capabilities on all four
capabilities. From the results presented, it is evident that parents do try their best to ensure the
health and well-being of their children, however, they are not presented with enough
capabilities to achieve valued functionings, hence the challenges they still facing. Therefore, a
focus should move from looking at the challenges/experiences they encounter to a focus on

what capabilities they need in order to achieve a life that is worthy for their child.
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APPENDICES

Appendix A

Interview schedule
Date: Time:
Please ask the following demographics questions at start of interview:
Huis taal/Home Language/ulwimi lwasekhaya:
Ouderdom/Age/iminyaka:

Ras/Race/Uhlanga:
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Nomer van Kinders/No. of kids/imani labantwana:
Grants: Child or other:
Hoogeste graad/Highest grade/ standard passed/phele kubani esikolweni:

Indiensneming/Employment/inggesho:

Bunjani ubudlelwane bakho nomtwana wakho?

How is the relationship between you and your child?

Wenza ntoni ukuginisekisa ukuba umntwana wakho usempilweni ntsuku zonke?

What do you do daily to ensure health and well-being of your child?

Zintoni ezikwenza ukuba kubenzima ukuba uginisekise ukuba umntwana wakho usempilweni?
What barriers hinder you in ensuring your child’s health and well-being?

Zintoni ezincedisana nawe ukuba uginisekise ukuba umntwana wakho usempilweni?

What helps you to facilitate well to ensure your child’s health and well-being?

Emosie/Emotion/imizwa

1. Hoe maklik/moeilik vind jy it is om liefde, sorg en ondersteuning van jou gesin en vriende te
geniet?

How easy/difficult do you find it to enjoy the love, care and support of your family and friends?

Kulula okanye kunzima kangakanani ukonwabela uthando, inkathalo nenxaso yosapho lwakho kunye
nabahlobo?

2. Hoe druk jou emosies uit? (Ondersoek: Voel jy soms dat jy nie emosies kan uitdruk nie,
Hoekom?)

How do you express emotions? (Probe: Do you ever feel that you can’t express your emotion and
why?)

Uyiveza kanjani imvakalelo yakho? (: ukhe uzive ingathi awukwazi ukuveza imvakalelo yakho, kwaye
ngoba kutheni?)

3. Hoe maklik/moeilik vind jy it is om gevoelings van liefde, hartseer, verlange, dankbaarheid en
woede uit te druk? (kan jy aseblief byvoorbeelde gee?)

How easy/difficult do you find it to express feelings of love, grief, longing, gratitude and ager? (can
you please give examples?

Kunzima/kululala kangakanani ukuveza imvakalelo zakho malunga nothando, ukwaneliseka,
ukucaphuka, ukurhalela kunye nonxunguphalo? (ungandinika imizekelo?)

4. Watis die mees algemene emosies wat jy op 'n daaglikse basis ervaar? (Ondersoek: hoe hanteer
jy dit?)

What is the most common emotion you on a daily basis? (Probe: How do you deal with it)
Yeyiphi eyona mvakalelo ohlala unayo ntsuku zonke? (...Uhlangabezana njani nayo)

5. Hoe maklik/moeilik vind jy it is om vriende te maak?
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How easy/difficult do you find it to make friends?
Kulula okanye kunzima kanjani ukwenza abahlobo?

6. Hoe gereeld het jy slaap verloor oor its wat jy bekomeerd is of jou plaa? ( soo in die  laste
vier weeke)

How often have you lost sleep over worrying about something? (in the past 4 weeks)

Kukangakanani ulahlekelwa bubuthongo ngenxa yokukhathazeka ngento? (kwezi veki zine
zidlulileyo)

7. In die laste 4 weeke, hoe gereeld het jy gevoel dat jy is onder konstante druk (pressure)
(hoekom)

In the past 4 weeks, how often have you felt under constant strain? (why?)

Kwezi veki zine zidlulileyo, kukangakanani apho uva ingathi uphantsi koxinzelelo? (ngoba kutheni
usiva njalo)

8. Hoe verstaan jou kinders wat emosies is? (Ondersoek: hoe se jy vir jou kinders hoe om hulle
emosies uit te druk?)

How do your child/ren understand what emotion is? (Probe: How do you tell your children to
express their emotions?

Umntwana wakho uyayiqonda ukuba yinto imvakalelo? (umxelala kanjani umntwana wakho ukuba
makayiveze indlela aziva ngayo?)

Affiliasie/Affiliation/uvisiswano nabanye abantu

1. As jy rondom jou kyk, hoe voel jy teenoor hulle? (Onderdoek: mense na an jou? Mense nie
na aan jou nie?) Wat dink jy van hulle waarde in jou lewe? Voel jy dat jy hulle ‘respect’ en
waardeer? (hoekom?)

If you look at others around you, how do you feel towards them? (Probe: people you are
close to? And people you are not close to?) What do you think of their value in your life? Do you
feel that you respect and appreciate them? (why?)

Xa ujonga kwabanje abantu abakungqungileyo, uzifanjani kubo? (Abantu

abakufutshane kuwe?) Kunye nabantu abangekho kufutshane kuwe?) Ucinga ntoni

nokubaluleka kwabo ebomini bakho? Uziva ubahlonipha kwaye ubakhathalele? (Kutheni
usitsho njalo)

2. Hoe betoon jy omgee vir ander? (Ondersoek: en mense wat jy nie ken nie?)
How do you show concern to others? (Probe: and people you don’t know?)
Uveza kanjani ukuba abakhathalele abanye abantu? (Ebantwini ongabaziyo wenza njani?)

3. Hoe leer jy jou kinders om om te gee vir ander? (Ondersoek: byvoorbeeld, as iemand beroof word
of seerkry, wat sé vir jou kinders omtrent die ander persoon se situasie? Verskaf asseblief n
voorbeeld)

How do you teach your children to show concern to other? (Probe: for example, if someone is not
feeling well or is in trouble how would they show concern? Please provide an example)

Ubafundisa kanjani abantwana bakho ukuveza ukukhathalela abanye abantu? (Umzekelo, ukuba
umntu ukaphilanga okanye omnye umntu usengxakini)

http://etd.uwc.ac.za/ 153



4. Wat sal jy doen as jy uitvind in jou woonbuurt dat die enigste een wat werk in die huis, hul werk
verloor het? (Ondersoek: wat jou eerste reaksie wees? Wat sal jy doen?

What would you do if you found out that your neighbourhood, who is the only one working in the
home, lost their job? (Probe: What would your first response be? What would you do?)

Ungenza ntoni ukuba ungafumanisa ukuba umakhelwana wakho, ongoyena mntu uphangelayo emzini
ukuba ulahlekelwe ngumsebenzi? (Ingayintoni eyona nto yokugqala ongayithetha? Ungenzani)

5 Hoe gereeld ontmoet jy saam vriender of familie/gesin? (hoekom?)

How often to you meet up with friends or family? (why?)

Uhlangana amaxesha amengakanani nabahlobo kunye nosapho lwakho? (Kutheni kunjalo)
5. Het jy enige vorm van diskriminasie ervaar? (Ondersoek: Waar en hoekom?)

Have you ever experienced any form of discrimination? (Probe: When and how?)

Inside or outside any worksplace, community, household in any form because of your:
Race, sexual orientation, gender, religion, age, health or disability?

Wakhe wafumana ucalu-calulo noba lunjani (Kwakunini kwaye kanjani)

Control over one’s Environment

1. How active are you in your community?
Ingakanani inxaxheba uyidlalayo kwindawo ohlala kuyo?
2. How involved are in you politics? (Probe: do you vote? Why?)
Ubandakanyeka kangakanani kwezopolitiko? (Uyavota na? Ngoba kutheni?)
3. Do you have discussions with your children about politics and making decisions about politics?

Ubanazo na ingxoxo nomntwana wakho malunga nezopolitiko kunye nokwenza iziggibo
ngezopolitiko

4. Do you own land or property/ a house?
Unawo na umhlaba/okanye indlu yakho?
Depending on employment in demographics section:
If unemployed: Do you actively look for work? (Probe: what opportunities are available?)
If employed: How would you describe your relationship with co-workers?
Ask for everyone: How helpful is the grant money that you receive?
Xhomekeke ulugasheweni kwincukacha :
Ukuba awugheshwanga: Uwufuna ngamandla umsebenzi? (Ngawaphi amathuba avelayo?
Ukuba uqashiwe: Ungabuchaza njani ubudlelwana bakho nabantu ophangela nabo?
Buza wonke umntu: lluncedo kangakanani imali yesibonelelo sikarhulumente oyifumanayo?

Bodily Health

a) Life-style and Health status
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1. Do you think that you are healthy and why?
Ucinga ukuba usempilweni kwaye kutheni ucinga njalo?
2. How healthy do you think your children are and why?
Ucinga ukuba basempilweni abantwana bakho kwaye kutheni ucinga njalo?
b) Nourishment
1. Do you think the food that you eat is healthy and why?
Ucinga ukuba ukutya okutyayo kusempilweni kwaye kutheni ucinga njalo?
2. What do you do to make sure that your child/ren eat healthy?
Wenzani ukuginisekisa ukuba umntwana wakho utya ukutya okusempilweni?
5. Describe the choices you have in what you eat and do you think these choices are healthy?
Chaza isigqibo ozithathayo malunga nento oyityayo kwaye ucinga ukuba ezo ziggibo zisempilweni?
c) Adequate Shelter

1. Where are you currently living? (Probe: Do you have your own house or are you living with or on
someone’s property?)

Njengangoku uhlala phi? (Unendao yakho yokuhlala okanye uhlala nomntu okanye yindawo yomnye
umntu?)

If living on someone else’s property:
1. Do you see yourself owning your own house one day?
Uyazibona uneyakho indlu ngenye imini?
2. Do you think that your children may own a house one day? Or yes or no why?

Ucinga ukuba umntwana wakho anganayo eyakhe indawo yokuhlala ngenye imini? Ewe okanye hayi,
ngoba kutheni?

General

1. Bunjani ubudlelwane bakho nomtwana wakho?
How is the relationship between you and your child?

2. Wenza ntoni ukuginisekisa ukuba umntwana wakho usempilweni ntsuku zonke?
What do you do daily to ensure health and well-being of your child?

3. Zintoni ezikwenza ukuba kubenzima ukuba uginisekise ukuba umntwana wakho
usempilweni ?

What barriers hinder you in ensuring your child’s health and well-being?
4. Zintoni ezincedisana nawe ukuba uginisekise ukuba umntwana wakho usempilweni?

What helps you to facilitate well to ensure your child’s health and well-being?
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Appendix B IPHEPHA-MVUME

ISAHLUKO SOPHANDO: Ukubona amaghinga wabazali ukughinisekisa ezempilo

zabantwana babo abakhubazekileyo

Oluphando ndilucaciselwe ngolwimi endiluvayo nendilugondayo. Imibuzo endithendanayo
ngesisifundo iphenduliwe. Ndinolwazi malunga nokuzibandakanya kwam kwesisifundo,
ndiyavuma ukuzibandakanya kwesisifundo ngentando yam nangokuzikhethela. Ndiyagonda
ukuba ubuni bam ukuzokwaziwamntu. Ndiyazi ukuba ndicinga ngongabiyinxalenye
yesisifundo ndinelungelo lokwenza oko. Ndingashenxa kwesisifundo ndingakhange
ndizicacise, ngaphandle koloyiko Iweziphumo ezimbi. Nidyavuma ukuba oludliwano-ndlebe

lushicilelwe.

Ilgama lomntu othatha inxaxheba.................cccnnene.

Isayini yomntu othatha inxaxheba .............c.coooiiiiiiiiiinnans
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Appendix C Consent form

Title of Research Project: Strategies of parents to ensure the health and well-being of their
children with disabilities: A human capabilities approach

The study has been described to me in a language that I understand. My questions about the

study have been answered. | understand what my participation will involve and | agree to

participate of my own choice and free will. I understand that my identity will not be disclosed

to anyone. | understand that | may withdraw from the study at any time without giving a reason

and without fear of negative consequences or loss of benefits. I understand that there will be

an interview which will be recorded.

................ | agree to be audio recorded
................ | do not agree to be audio recorded
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Appendix D

INFORMATION SHEET FOR ALL PARTICIPANTS

Project Title: Strategies of parents to ensure the health and well-being of their children
with disabilities: A human capabilities approach

What is this study about?

This study is about the strategies used by parents to ensure health and well-being of their
children with disabilities, within capability framework.

This is a research project being conducted by Abulele Hashe the University of the Western
Cape. | am inviting you to voluntarily participate in this research project to provide me your
understanding of the strategies you as a parent use to ensure the health and well-being of your
child/ren with disability. The purpose of this research project is to explore strategies used by
parents to ensure health and well-being of their children with disabilities using human
capabilities as a framework.

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

You will be asked to participate in an interview. The interview questions will ask you about
the study you are participating in, questions about the disability of your child, your emotions,
control over your environment, your health and affiliation. Interview will take place in a private
space, and it will take 30minutes to an hour, while the questionnaire will be completed in
30minutes. The interview would need to be recorded but it will only be done with your
permission.

Would my participation in this study be kept confidential?

| undertake to protect your confidentiality and to protect it, the information you provide will
be totally private; no names will be used so there are no way you can be identified for
participating in this study. Your information will be anonymous and treated confidentially.
This will be done by not adding your name in the report but rather using a pseudonym or a
code. If I write an article about this research, your identity will be protected to the maximum
extent possible. The data collected will be kept in a locked cabinet and only the interviewer
and the research supervisor will have access to this information. The research findings will not
include any personal details. After completion of the project your information will be disposed.
In accordance with legal requirements and/or professional standards, | will disclose to the
appropriate individuals and/or authorities’ information that comes to my attention concerning
neglect or potential harm to you or others. In this event, | will inform you that | have to break
confidentiality to fulfil legal responsibility to report to the designated authorities
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What are the risks of this research?

Any research has risks. If you feel challenged in any way by the questions being asked, we will
refer you for the necessary support or you may choose not to participate or withdraw at any
time during the data collection process. If at any time there is disclosure of any incidents of
risks or harm during the research process, we are legally compelled to report the information.
What are the benefits of this research?

I am not designed to help you personally however; the results of the study may help, as there
will be recommendations on what can be used to help parents ensure health and well-being of
their children. The results of this study will provide insight for other parents about how they
can ensure the health and well-being of their children. This information is also important for
government so that they can implement programmes which can families and hopefully
empower parents about the strategies they used and capabilities to reduce child neglect and
maltreatment, creating a better world, society and communities for children.

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

Your participation in this research is completely voluntary. You may choose not to take part
in the study. If you decide to participate in this research study, you may stop participating at
any time. If you decide not to participate in this study or if you stop participating at any time,
you will not be penalised or'lose any benefits to which you otherwise qualify.

Is any assistance available if I am negatively affected by participating in this study?
Every effort has been taken to protect you from any harm in this study. If however, you may
feel affected you can be referred to your nearest community resource for assistance.

What if I have questions?

This research is being conducted by Abulele Hashe, at the University of the Western Cape.
Should you have any questions regarding this study and your rights as a research participant or
if you wish to report any problems you have experienced related to the study, please contact:
Prof Roman at nroman@uwec.ac.za or Prof Mlenzana at nmlenzana@uwc.ac.za

Head of Department

Dr M Londt

Department of Social work
mlondt@uwc.ac.za

021 959 2277

Professor Nicolette Roman

DST/NRF/NDP Research Chair in Human Capabilities, Social Cohesion and the Family
Child and Family Studies

Faculty of Community and Health Sciences

University of the Western Cape

Private Bag x17

Bellville

7535

Dean of the Faculty of Community and Health Sciences:
Prof A Rhode

University of the Western Cape

Private Bag X17
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Appendix E

ULWAZI MALUNGA NOPHANDO

ISIHLOKO SOPHANDO: Ukubona amaghinga wabazali ukughinisekisa ezempilo

zabantwana babo abakhubazekileyo

Lungantoni oluphando?

Oluphando Ilwenziwa ngu Abulele Hashe ongumfundi kwi Dyunivesithi yase Ntshona-Koloni.
Uyamenywa ukuba uthathe ‘inxaxheba koluphando ngoba unolwazi malunga namaghinga
asetyenziswa ngabazali ukujongana nempilo yabantwana babo abakhubazekileyo. Injongo
yoluphando kujonga ukuba abazali benza waphi amaghinga ukuhlala bejongene nempilo kuye
nokuphila kontwana okhubazekileyo.

Kulindeleke ntoni xakunokuthi ndivume uthatha inxaxheba koluphando?

Uyakucelwa ukuba ube yixalenye yodliwano-ndlebe oluzothi lwenziwe malunga namaghinga
wabazali ukuginisekisa impilo yabantwana babo abakhubazekileyo kunye nezakhono zabo.
Oluphando luzakubuza malunga nomtwana wakho okhubazekileyo, ubudlelwane bakho
nabanye abantu, ukuba unamandla angakanani kwizinto ezikungqungileyo kunye nemizwa
yakho. Udliwano-ndlebe luzothatha imizuzu engamashumi amathathu ukuya kwiyure enye.
Uzacelwa ukuba uRikhodishwe kwaye uvumelekile ukuba ungavumi xa uthanda.

Ingaba ukhuseleko Iwam luginisekisiwe kweisisifundo?

Umphandi uzozama ukukhusela ubuni kunye nobume begalelo lakho. Ukuginisekisa ukuba
igalelo lakho likhuselekile; umphandi akayi kusebenzisa igama lakho ngexesha lo dliwano-
ndlebe naxa ebhala ngodliwano-ndlebe. Idatha iya kugcinwa kwikhabhinethi ekhethiweyo
kunye nakwi khompyutha apho kuphela umphandi kunye nabaphathi bayo abaza kufikelela
kuyo. Ngokuhambelana neemfuno zomthetho kunye / okanye imigangatho yezobugcisa, siya
kubhengeza olulwazi kubantu abafanelekileyo kunye / okanye igunya lokufumana ulwazi

malunga nokuxhaphazwa kwabantwana okanye ukunganakwa okanye ukulimala wena okanye
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abanye. Kulo mcimbi, siya kukuxelela ukuba kufuneka sidize imfihlo ukuze sizalise uxanduva
Iwethu lomthetho ukunika ingxelo kumagosa atyunjiwe. Olu phando luya kusebenzisa amagela
a kwaye ubungakanani bokuba izazisi zakho ziya kuhlala ziyimfihlo zixhomekeke kubathathi-

nxaxheba kwigela elijolise kuyo ukugcina imfihlo.

Zeziphi iingozi zoluphando?

Kungakhona ubungozi kolu phando. Uzokunikisa ngolwazi olunokuthi lube negalelo kuwe
kumvakalelo okanye oko kunokuchaphazela indlela ozigonda ngayo ezi zinto. Zonke
iintsebenziswano zabantu kunye nokuthetha ngabanye abantu zinobungozi. Umphandi uya
kunciphisa ingozi kwaye enze ngokukhawuleza ukuncedisa ukuba uye weva uxinizelelo
ngokwe nggondo okanye enye indlela ngexesha lokuthatha inxaxheba koluphando. Xa
kuyimfuneko, ukuhanjiswa okufanelekileyo kuya kwenziwa kwicandelo elifanelekileyo
lochwepheshe ukuze uncediswe olunye okanye uncedo. Ukunikezelwa kweenkonzo kuwe,
intsapho yakho okanye umntu ogula ngenggondo akuyi kuchaphazeleka ngokuthi uthathe
inxaxheba koluphando.

Zeziphi iinzuzo zoluphando?

Oluphando alwenzelwanga ukunceda wena, kadwa iziphumo zinokukunceda umphandi afunde
kungakumbi  ngamaghinga anziwa ngabazali ukuginisekisa impilo yabantwana
abakhubazekileyo. Siyathemba ukuba, kwixa elizayo, abanye abantu banokuzuza kolu phando
ngokuthi kuhlelwe indlela ezingcono abazali abangaginisekisa ngazo impilo yabantwana
abakhubazekileyo ngokuthi bafundiswe ngezakhono abanokuzisebenzisa.

Ngaba kufuneka ndibe kuloluphando kwaye ndivumelekile ukuyeka ukuthatha
inxaxheba nanini na?

Ukuthatha inxaxheba kwakho koluphando kungokuzithandela, ungakhetha ungathathi
nxaxheba. Ukuba uzithandele ukuthatha inxaxheba ungayeka naxa uzisola sele uvumile.
Ukunobangaba ukhetha ukungabiyinxalenye yesisifundo okanye uyeke sele ugaphakathi
akuzobakho ziphumo zimbi, awuzokohlwaywa.

Ukuba ndinemibuzo?

Oluphando Iwenziwa nguAbulele Hashe ofunda kwi Candelo lweze Ntlalo-ntle kwi
Dyunivesithu yase Ntshona-Koloni. Ukuba unemibuzo malunga noluphando, nceda

ughagamishelane nabaphathi uProf Roman kule imeyile nroman@uwc.ac.za okanye uProf

Mlenzana kule imeyile nmlenzana@uwc.ac.za

Professor Nicolette Roman
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DST/NRF/NDP Research Chair in Human Capabilities, Social Cohesion and the Family

Child and Family Studies

Faculty of Community and Health Sciences
Dyunivesiti yase Ntsona-koloni

Private Bag x17

Bellville

7535

nroman@uwc.ac.za

INtloko yeSebe:

Dkt M. Londt

KwiSebe lezeNtlalontle

Inombolo yomnxeba: (021) 959 2277

Imeyile: mlondt@uwc.ac.za

UMlawuli weCandelo loLuntu kunye neSayensi yezeMpilo

Prof A. Rhoda

IDyunivesith ye Ntshona-Koloni
Private Bag X17

Bellville 7535
chs-deansoffice@uwc.ac.za
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