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Summary: Respondent Information 

Children with 
disabilities 

263 
Mobility: 24% 
Other: 73% 

3% not clear 

Gender 
(children) 

 

51% female 

46% male 
 

3% not specified 

Ave household 
size 

6 
Adults: 3.6 

Children: 2.4 

Head of 
household 

 

31% father 
65% mother 

3% grandparent 
1% other 

Average age 
 

Parent/Caregiver 

43 yrs 
 

Child 

15 yrs 
 

AVERAGE HOUSEHOLD INCOME PER 
ANNUM:  

R32,529 
Sources: Disability grant, child support grant, older people 

grant, salaries & wages 

OPPORTUNITY COST PER ANNUM:  

R41,944 
(based on peers’ income) 

 

Average Household income of “poor” socio-economic groups in WC: R46,624 
 

 
COST PER ANNUM 

COST PER CHILD 
WITH MOBILITY 

DISABILITY 

COST PER CHILD 
WITH ANOTHER 

DISABILITY 

COST PER CHILD 
WITHOUT A 
DISABILITY 

Clinic visits  R429  R300  R209 

School fees  R4,009  R3,560  R1,622 

Transport to school  R2,986  R2,364  R1,222 

Referral hospital  R357  R328  n/a 

Medicine  Negligible  Negligible  n/a 

Therapy  R1,638  R649  n/a 

Transport to Follow-ups  R363  n/a  n/a 

Nappies 
Wipes 
Special food 
Mattress 

R6,448 
R4,550 
R1,876 
R265 

R6,208 
R1,833 
R1,587 
R107 

n/a 
n/a 
n/a 
n/a 

 

 

TOTAL  R22,920 
Disability grant: 

R21,360 
R16,936 

Disability grant: 
R21,360 

R3,054 
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Introduction 
Through nearly 35 years of field experience, interactions with Government and other 
stakeholders delivering outreach services, the Shonaquip Social Enterprise (SSE) is well aware 
of the barriers to and disability-specific costs in ensuring reasonable accommodation, support 
services and making mainstream services accessible to persons with disabilities. For example, 
when attending health and rehabilitation clinics the cost of transport suitable to accommodate 
wheelchair users along with their carers & mobility devices is prohibitive for many and leads to 
non-adherence to regular follow-up appointments at recommended intervals. 
 
Barriers to access to health, social, and educational services result in the exclusion of the most 
complex and advanced users, particularly when living in rural and inaccessible areas. Sadly, 
the burden of the cost of care (amongst other costs) falls on a part of the South African 
population that is mainly dependent on social (disability) grants to cover these costs. This also 
impacts on other family members’ ability to earn money.   
 
There is sufficient reason for a more comprehensive inquiry arguing that the issue of disability 
is affecting more than a small minority of South Africans. Up until now, it has not been possible 
to quantify the burden of economic cost to both families and Government. This quantification is 
critical to advocate for budgets to be compliant with the Convention on the Rights of Persons 
with Disabilities (CPRD)  in addressing the gap between policy and service delivery, one of the 
key reasons behind avoidable health inequities. As mentioned in the Standardisation of 
Provision of Assistive Devices in South Africa, budget allocation applicable to all categories of 
assistive devices should be promoted at the provincial and regional/district level. Budgets 
should be based on local needs and should also provide for any backlog that may have 
accumulated in each province. Input should be obtained from relevant rehabilitation providers 
regarding decision making and planning for budgets and tendering for assistive devices.  
 
As the social determinants of health describe the conditions in which people live, this needs to 
be taken into account when thinking about progression in disability. These conditions impact 
lives, health status, and social inclusion levels. Social determinants of health drive inequalities 
among social groups and include race, ethnicity, gender, socioeconomic status, geographic 
inequalities, and having a specific health condition. Poverty may increase the risk of disability 
through malnutrition, inadequate access to education and health care, unsafe working 
conditions, a polluted environment, and lack of access to safe water and sanitation. A 
disability, on the other hand, may increase the risk of poverty, through lack of employment and 
education opportunities, lower wages, and increased cost of living with a disability. 
 
This work aids to an in-depth understanding of the barriers faced by people with disabilities 
and their families and aims to challenge change-makers, duty bearers, and civil society to 
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embrace the social model of disability and to move beyond a culture of pity and charity to 
understand the enormity of the issue, as well as the usefulness to invest in disability-related 
programs. It is fundamental to elevate the issue of disability by advocating for full and equal 
participation through a fair allocation of resources. 

Project geography  

A total of 249 families of children with disabilities in the Swartland & Witzenberg Districts in the 
Western Cape took part in this study. In addition to the participant details mentioned above, 
79% of families identified themselves as colored and 21% as black. 
The data was collected by Parent Champions using digital surveys1 on mobile phones. A total 
of 263 surveys were completed between July 6th, 2020, and August 12th, 2020, of which 39 in 
English, 212 in Afrikaans, and 12 in Xhosa. All data collectors were trained and supported for 
the duration of data collection by the SSE team for any troubleshooting.  

Data Collation and Cleaning 

A systematic overview of the data collation and cleaning process followed. The steps detailed 
below: 

1. Pull raw data from English, Afrikaans, and Xhosa survey responses into one file 
2. Setup mapping tables to enable translation from Xhosa and Afrikaans to English 
3. Combine the raw English, translated Afrikaans, and translated Xhosa sheets into one 

consolidated sheet 
4. Remove rows if: 

a. Answer to Question 1 is: “This is a test” (4) or “No” (4) 
b. The case where the data capturer’s name is not provided (3) 
c. Duplicates (2) 

5. Number of relevant survey responses: 250 (out of 263 captured) 
6. In calculating the average nappy cost per annum, excluding cases where the cost per 

nappy exceeds R20 (3) 
 

Assumptions 

1. For the number of a) adults and b) children in the household: If the respondent indicated 
“more than 5”, a conservative approach was taken by assuming there were 6 

2. For return cost to the clinic, if a respondent indicated “more than R200”, it is assumed 
the cost was R225 

3. At out of pocket medical expenses, if the respondent indicated “more than R200”, it is 
assumed the cost was R225 

1 Google Forms 
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4. For questions with categorical bands, i.e. “40-45 years”, the size of the bands were 
based on the answers received in the first round of surveys captured in October 2019. 
The majority of questions in the first round of surveys were open-ended 

5. To calculate the overall average per question where categorical bands were used, the 
middle point was taken as a reference point 

6. If the respondent indicated that a child visits the clinic less than once a year, the 
assumption is made that the clinic is visited once every 2 years, i.e. 0.5 times per 
annum 

7. Cost of referral to hospital: Where not specified, excluded from the analysis 
8. Frequency of referral to hospital: If stated "often", assume once per year 
9. Frequency of referral to hospital: If stated "once", calculate 1/age 
10. Monthly income: For respondents who indicated a household income of less than 

R1000 per month, a monthly income of R900 is assumed 
11. Opportunity cost is based on information provided by peers, i.e. income received by 

parents with a child with a disability that does work full time 
 

Other Notes 

1. No one required catheters. No costs related to catheters were recorded in this 
socio-economic group 

 

Future work 

1. Questions on school cost and travel cost to school are phrased “per week”, whereas 
the list of possible answers are “per month” 

2. The question, “How much does food supplements, vitamins or other food you need to 
add to his/her diet cost you per week?” duplicates the preceding question “If your child 
eats different food from the rest of the family, how much does it cost you every week?” 

3. Reviewing the answers provided for the question “How much more do you spend on 
water, electricity, and soap for your child with a disability?”, it is evident that some 
parents/caregivers did not provide the additional cost, but an actual cost per month. In 
the future, separate questionnaires should be filled in by parents without children with 
disabilities to grasp the comparison 
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Results 
A. Household income, employment status, and opportunity cost 

To calculate the average household income per annum, the following two questions were 
asked:  

● “How much is the total household income per month? (including grants and pensions)” 
to which the respondents could select one of a range of categories, starting from “Less 
than R1,000”, up to “R15,000 to R20,000 per month” 

● “What sources of income does your family get every month?”, to which respondents 
had the option to choose more than one option from a list of sources. The options 
included grants such as disability grants, child support grants, foster care grants, and 
older people grants, amongst others, money from other family members, as well as an 
income obtained through employment or owning a business.  

 
An initial analysis of the responses indicated that 45% of the respondents selected the last 
option, namely “Less than R1,000 per month”. However, upon reviewing the sources of 
income, the sum of the respective parts pointed towards more than R1,000 per month. It is 
assumed that the question may have been interpreted incorrectly, e.g. not considering income 
from grants as a source of income. To get a better representation of the average household 
income, a bottom-up approach was taken instead.  
 
This was done by adding the known sources of income, e.g if a respondent selected “disability 
grant” (R1860) and “child support grant for 1 child” (R440), the average household income is at 
least R2300. In the event of unknown sources, e.g. “income from salary/wages”, the amount 
provided by the respondent was taken as fact. Using this approach, the average household 
income of the survey respondents is calculated to be R32,529 per annum.  
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A breakdown of household income per month is presented in the graph below:

 
 

 

 

According to “Income dynamics and poverty status of households”, the average household 
income of “poor” households in the Western Cape was R46,624 in 2011 (Figure below). The 
average household income of families with children with disabilities is evidently significantly 
lower.  
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1. Employment: The majority of parents/caregivers (77%) indicated that they were not 
employed at the time of the survey, of which 43% confirmed that their reason for not 
working is because they have to look after their children full-time. Only 8% of 
respondents work full time, and 8% work part-time. 
 

 

 

2. Opportunity cost is the "cost" incurred by not enjoying the benefit associated with the 
best alternative choice.  
Since the majority of parents/carers are fully engaged in caring for their child with a 
disability and therefore do not have the option to work, the opportunity cost of full-time 
employment is of importance. This was calculated by reviewing the income received by 
peers who do have the opportunity to work. The calculation included two key 
components, namely a) the annual income of 21 parents who work full time, and b) the 
potential annual income of the 19 parents who work part-time, i.e. if a parent works 
three times a week for R150 per day, the potential annual income is calculated at what 
the total income would have been, had the parent worked 5 days a week.  
 
Therefore, important to note, there is a difference between household income and 
opportunity costs as opportunity cost looks at the potential income of an individual 
(salary, lone, own business) whereas the household income look at the total income of 
everyone in the household and includes pension, grants, salaries, lone, own businesses 
and all other forms of income.  

 
Based on these calculations, the average opportunity cost per annum is R41,944. 
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During the previous study, the average household income of families in KwaZulu Natal was 
R33 090, whereas the opportunity cost of a parent who was not able to work was 
calculated to be R22 229. The latter was calculated by reviewing the annual income of 
parents with children with disabilities who can work. This implies that should the main carer 
of the child have the opportunity to work, the average household income could potentially 
increase by 67% from R33,090 to R55 319 per annum, given the household still qualifies for 
the underlying grants.  
 
In the Western Cape, in the previous study, individuals (not households) with children with 
mobility disabilities could earn up to an average (not maximum) of R31 872,  and R41 944 
in the current study. At the moment, the average household income is R32 529. Therefore, 
the potential total income of the household can go up from R35 529 to R35 529 + R41 944 
= R74 473 if another parent can work. 

 
Of course, this is to show the importance of calculating opportunity costs with the reality 
that, when income increases, income from grants may decrease.  
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The picture below explains further:  

 

The table below provides an overview of various scenarios, both of the previous and the 
current study, to provide a broader contextual analysis.  

OPPORTUNITY COST ACROSS STUDIES (OLD & NEW) AND ACROSS PROVINCES 

 

Study 
Count 

ALL  
 

(previous & this study, 
Mobility & Other 

disability) 

MOBILITY ONLY 
 

(previous & this 
study 

This study only 
The previous 

study only 

Western Cape 272 36,434 31,872 41,944 25,414 

Northern Cape 21 16,080 16,080 not measured 16,080 

KwaZulu Natal 10 20,229 20,229 not measured 20,229 

TOTAL 313 32,546 27,769 41,944 24,058 
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As these scenarios are based on peer average income, it beckons the question why it is 
possible for one family to earn an income but not the other when both families have 
children with mobility disabilities. After careful further investigation, further analysis 
indicated that one enabling factor for increased economic participation of families could be 
when their children are properly seated. This is quite a breakthrough and should be 
explored in more detail. 

 

This data points out the additional economic barrier faced by families of children with 
disabilities. Not only is the disability grant not sufficient to cover disability-related costs but it 
highlights that people with disabilities and their families are more likely to live in poverty due to 
discrimination & barriers to participation in all spheres of society 

Discrepancies are significant peer to peer and it can be assumed that this will be more 
significant when compared to families without children with disabilities, where all family 
members have the option to work.  Mothers of children with disabilities, in particular, carry the 
additional burden of unpaid care work.  

Care work is the ‘hidden engine’ that keeps the wheels of our economies, businesses, and 
societies turning. It is driven by women and girls who, with little or no time to get an education, 
earn a decent living, be involved in their communities or have a say in how our societies are 
run, are trapped at the bottom of the economy. Even though it lays the foundation for a thriving 
society, unpaid and underpaid care work is fundamentally invisible. It is radically undervalued 
and taken as a given by governments and businesses. It is often treated as ‘non-work’, with 
spending on it treated as a cost rather than an investment. It undermines the health and 
well-being of women and girls and limits their economic prosperity by fueling gender gaps in 
employment and wages. It also leaves them time-poor, unable to meet their basic needs, or to 
participate in social and political activities. Unpaid and underpaid care work perpetuates 
gender and economic inequalities. It is fueling a sexist economic system that has accumulated 
vast wealth and power into the hands of a rich few, in part by exploiting the labor of women 
and girls, and systematically violating their rights 
(https://www.oxfam.org/en/not-all-gaps-are-created-equal-true-value-care-work). 
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This work has been a stark reminder of the work by scholars hypothesizing about the link 
between poverty and disability. 

 

The vicious cycle of poverty, illness, and disability (adapted from Sherry 2015) 

The red outer arrows show the vicious cycle of poverty and disability: poor people are more 
likely to become disabled, and people with disabilities are more likely to become and stay poor 
(Yeo 2001; Mitra et al. 2013). The inner arrows demonstrate how ill health and poor access to 
healthcare (particularly pertinent in poor rural communities) lead to preventable disability. 
Disability, in turn, increases health needs and simultaneously obstructs access to healthcare 
even further. Expensive, inaccessible, and poor quality healthcare plays a central role in the 
cycle of poverty and disability, especially in rural areas. 

Participation in all spheres can help people with disabilities and their families to escape 
poverty and break down prejudices (by addressing the barriers).  

This section offered an economic view of barriers only, please see later section for psychosocial 
wellbeing – it is recommended that these sections should be interpreted as a holistic picture of 
family life.  
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B. Access to and cost of Healthcare 

 
1. Diagnosis: 92% of respondents confirmed that a diagnosis had been made. When 

asked whether the diagnosis, as well as the implication of the diagnosis on both 
parent/carer and child’s life, is fully understood, the majority (79%) confirmed, “Yes, I 
understand it completely and can know how to plan accordingly”,  whereas 17% 
indicated that they were not sure about the road ahead. The remaining 4% flagged 
either not knowing where to go to ask for help, or not knowing how to plan accordingly.  
This is a significantly high percentage and should yield positive results in accessing safe 
and appropriate assistive devices, with caregivers clearly understanding the diagnosis 
and support required.  
 

 
2. Distance to Clinic: 90% of respondents indicated that they live less than 5km from the 

clinic, 9% indicated living 5 to 10km from the clinic, and the remaining 1% either lived 
further than 10km or did not visit the clinic at all.  

15 | Page 
 



 

3. Clinic visits 
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Note: Exclusive to parents/carers who work 

 

If you answered "someone you have to pay", how much do you have to pay the person for one                                     
clinic visit? R84.50 
 

4. Average waiting time at clinics:  

 

The average waiting time in the previous study was between 2 – 3 hours.  
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5. Referrals: 90% of respondents confirmed that their child is often referred to a hospital, 
compared to 18% who have been referred only once.  
 

 

According to the WHO Guidelines (WHO 2008), a clear referral network allows community 
sources and healthcare service providers to identify and refer persons who may benefit from 
wheelchairs. Although 90% is far more than the average, we must work to make sure that the 
10% of respondents who do not know whether a medical diagnosis has been made yet are 
empowered with this information. 

 
It is of utmost importance that we continue to strive towards a rights-based approach, as 
supported in National and International guidelines and instruments, by making sure that referral 
happens for all users. Studies in other parts of South Africa pointed out that referral was based 
on prognosis - where only persons with better prognosis were referred for wheelchairs, 
whereas those with poorer prognosis or lower levels of functioning were not referred.  
 

6. Home visits:  
The standardization of the provision of assistive devices points out that training should 
be done by an appropriately trained rehabilitation provider. This ensures that the client 
gets the full benefit of the device and that he or she knows how to maintain the device, 
as well as when and where to take it for repairs. The wheelchair is one of the most 
common assistive devices. The Convention on the Rights of Persons with Disabilities 
(CRPD) highlights the responsibility of States to ensure personal mobility and to 
promote the availability of and access to such devices. Of importance, the focus should 
not be only on having a device but rather the appropriateness of the device for the 
client's needs. In the absence of therapy, correctly and appropriately prescribed 
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devices can both correct alignment and prevent the progression of deformities over 
long periods. 
It is concerning that 60% of respondents do not benefit from outreach services or home 
visits in their areas (64% in the bigger Western Cape area). In many cases, those who 
can access clinics are those families with some resources to do so. It may be of 
significant value to the Department to understand this situation better.  
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C. Other costs 

 
1. Laundry: In response to the question, “Do you need to do more laundry for your child 

with a disability?”, the following feedback was obtained:  
 

Mobility disability 

 

Other disabilities 

 

 

2. Maintenance and repairs: The analysis is restricted to families who have wheelchairs. 
The majority of respondents (94%) confirmed that all maintenance and repairs is done 
by the clinic. Whereas 4% highlighted that the device needs repairs, but cannot be 
repaired as they do not know how to do it themselves and the traveling distance to the 
clinic is too far. 71% of respondents of the previous study confirmed that all 
maintenance and repairs is done by the clinic, whereas 4 respondents flagged that they 
pay for their maintenance and repairs which costs them, on average, R250 per annum.  
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3. Therapy: The majority of respondents (65%) confirmed that their child does not need 
therapy, followed by 28% of respondents confirming that their child gets therapy from 
the clinic or hospital for free. 4% cannot afford therapy, and 2% did not answer the 
question. 

 

 

 

4. Out-of-pocket expenses: Medicines 
92% of parents/caregivers of children with disabilities confirmed that they do not have 
any out-of-pocket expenses on medicines as they receive it from the clinic for free, 
which is almost similar to the experience of parents/caregivers of children without 
disabilities, where 89% confirmed not having any additional out-of-pocket expenses on 
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medicines. It is important to note that 60% of parents/caregivers in the broader 
Western Cape reported getting medicine free from the clinic. 
 

5. Other costs: A large number of parents indicated that they need to buy special shoes 
for their child with a disability. These shoes cost about R700, exacerbating the burden 
of additional costs carried by parents/caregivers of children with disabilities. 
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D. Attitudes 

Attitudinal barriers are the most detrimental of all barriers and aligned to negative disability 
discourses they often underlie other barriers. Negative discourses about disability may lead to 
assumptions that children with disabilities are deficient and thus need specialized intervention 
and education. Attitudinal barriers within healthcare are a common experience for people with 
disabilities. In the developing world, negative attitudes of healthcare personnel are experienced 
as a barrier in accessing care but these same negative attitudes also lead the person with a 
disability to feel discriminated against or treated differently when they do access care, 
representing yet another barrier. In the African context specifically, many people with 
disabilities experience negative attitudes of healthcare personnel and feel that hospital staff 
underestimate caregivers' emotional distress and their need for information. 
 

When asked whether parents/carers experienced a change in people’s attitudes towards them 
after having a child with a disability, the majority (62%) indicated no change in attitude, 
whereas 37% confirmed experiencing a change in people’s attitudes towards them. 

 

 

 

The following questions were asked to gauge how parents/carers experience the attitudes of 
health care workers, educational staff, family, and friends, as well as members of the local 
community towards their children with disabilities. In addition, they were asked to quantify the 
level of support received from the respective groups of people.  
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1. When you visit the local hospital or clinic, how would you rate the staff members' 
attitudes towards your child with a disability? 

 

 

2. How would you rate the attitudes of the educational staff to a) your child with a                               
disability, or b) your child without a disability? 
 

 
 
Note: 13 respondents did not answer 

 
 
Note: 16 respondents did not answer 
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3. How would you rate the attitudes and support of your close friends and family towards 
your child with a disability? 

 
Note: All respondents answered 

 
Note: All respondents answered 

 

4. How would you rate the attitudes and support of your close friends and family towards 
your child with a disability? 

 
Note: All respondents answered  

 
Note: All respondents answered 
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These high positive scores were confirmed in the wider Western Cape. Almost 60% confirmed 
being received with a welcoming and accepting attitude, and no one scored worse than 3. We 
want to congratulate the Western Cape Department of Health on many positive experiences 
recorded by families with children with disabilities. A big asset in the Western Cape is your 
staff!  
 
Despite the overwhelmingly positive experience at health care facilities, when parents were 
offered the opportunity to reflect on the challenges they experience due to their child’s 
disability, the vast majority of comments related to the negative attitudes of others: 
 

o “People are uneducated” 
o “Discrimination” 
o “The fact that other people think my child is a joke, it hurts him and then I need to 

struggle to motivate him again as he then do not want to eat for days” 
o “Other peoples comments” 
o “Uninformed people” 
o “People stare” 
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E. Parents/Carers wellbeing  

 

A myriad of literature testifies to the daily lived experiences and challenges experienced by 
parents and caregivers of children with disabilities. Some of these experiences included being 
stressed and distressed (Coetzee, 2016; Sandy, Kgole, & Mavundla, 2013; Thsitake, Pengpid, 
& Peltzer, 2013), exhausted and burnt out (Sandy, Kgole, & Mavundla, 2013; Mathye & Eksteen, 
2015; Naicker, Richter, Stein, Campbell, & Marston, 2016), lonely, unappreciated and uncared 
for (Opperman & Alant, 2003 (Geiger, 2012; Mhaule & Ntswane-Lebang, 2009), angry and 
frustrated (Sandy et al., 2013; Mhaule & Ntswane-Lebang, 2009), worried, anxious and fearful, 
(Mhaule & Ntswane-Lebang, 2009; Moroe & Kathrada, 2016), as well as ashamed and 
embarrassed (Mhaule & Ntswane-Lebang, 2009). The provision of appropriate devices and 
holistic support services and the associated focus on the removal of barriers to participation, 
seemingly focus on the child or person with a disability. This is a crucial component but begs 
the question of the psychological wellbeing of the parent and caregivers.   
 
It is of vital importance to understand the key elements of the psychological wellbeing of 
parents of children with disabilities. In particular, including psychological/personal, social, and 
emotional wellbeing from a self-assessment, strengths-based perspective and not from a 
mental illness perspective, creates an important motivation to address this knowledge gap.  
 
During the previous study, the Warwick-Edinburgh Mental Wellbeing Scale (WEMWBS) was 
used as it can reveal the relationship between mental health and overall quality of life, or 
wellbeing.  
Importantly the correlating findings emphasized the psychological burden carried by parents 
whose children do not have mobility devices.  The discrepancy seems to be related to the fact 
that they can be mobile and be closer to other people. Group 1 2 falls within the national 
average (3.4 to 4.1), whereas group 2 is below the national average. 
Reviewing the respective categories, it is also evident that group 2’s scores are consistently 
lower than group 1, especially in terms of feeling relaxed (0.8 lower), dealing with problems (0.7 
lower), thinking clearly (0.8 lower), and feeling close to people (1.0 lower).  
 
During the current study, we made use of the Modified Caregiver Strain Index (MCSI) as the 
WEMWBS’s questions were found to be too long and somewhat difficult to understand. The 
MCSI is a tool that can be used to quickly screen for caregiver strain with long-term family 
caregivers. It is a 13-question tool that measures strain related to care provision. There is at 

2●  GROUP 1: Results of parents/caregivers of children who a) have a working device, or b) are mobile. 
● GROUP 2: Results obtained from parents/caregivers of children who a) do not have a device, or b) whose devices are                    

not in a working condition. 
 

27 | Page 
 



least one item for each of the following major domains: Financial, Physical, Psychological, 
Social, and Personal. 
 
The information below shows the results separated into mobility and other disabilities. It shows 
some sensitivity to caregiver strain higher in parents of children with mobility disabilities. This, 
together with the financial strain  and the various other factors, as explained, are important to 
note. Inclusion and parents’ “forced” role in this should not be underestimated.  
 

Mobility disability 

 

Other disabilities 

 

 

  MOBILITY DISABILITY  OTHER DISABILITY 

Question 

Yes, on a 
regular 
basis 

Yes, 
sometim

es 
No 

Yes, on a 
regular 
basis 

Yes, 
sometim

es 
No 

My sleep is disturbed (for example, the person I 
care for is in and out of bed or wanders around 
at night) 

8%  69%  23%  3%  49%  48% 

Caregiving is inconvenient (for example, 
helping takes so much time or it's a long drive 
over to help) 

2%  79%  19%  3%  50%  47% 

Caregiving is a physical strain (for example, 
lifting in or out of a chair; effort or 
concentrating is required) 

5%  76%  19%  3%  49%  49% 

Caregiving is confining (for example, helping 
restricts free time or I cannot go visiting)  6%  76%  18%  3%  61%  36% 

There have been family adjustments (for 
example, helping has disrupted my routine; 
there is no privacy) 

3%  81%  16%  2%  53%  45% 

There have been changes in my personal plans 
(for example, I had to turn down a job; I could 
not go on vacation) 

19%  61%  19%  4%  48%  48% 
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There have been other demands on my time 
(for example,other family members need me)  8%  76%  16%  1%  57%  42% 

There have been emotional adjustments (for 
example,severe arguments about caregiving)  7%  67%  26%  1%  49%  50% 

Some behavior is upsetting (for 
example,incontinence; the person cared for 
has trouble remembering things; or the person 
I care for accuses people of taking things) 

6%  68%  26%  3%  49%  48% 

It is upsetting to find the person I care for has 
changed so much from his/her former self (for 
example, he/she is a different person than 
he/she used to be) 

3%  66%  31%  1%  53%  46% 

There have been work adjustments (for 
example,I have to take time off for caregiving 
duties) 

5%  70%  25%  2%  46%  52% 

Caregiving is a financial strain  10%  66%  24%  5%  60%  35% 
I feel completely overwhelmed (for example, I 
worry about the person I care for, I have 
concerns about how I will manage) 

7%  72%  21%  5%  55%  40% 
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F. Focus on Mobility disability 

 
The total number of children with disabilities is 263, of which 63 (24%) have mobility 
disabilities. Of the 63 children with mobility disabilities, 1 child uses crutches, and the 
remaining 62 need a wheelchair to function optimally. What follows is an analysis of the 
responses obtained from the parents/carers of children with mobility disabilities that need or 
have wheelchairs.  
 

1. Mobility device analysis:  

 

 
Some of the reasons provided for either not having a mobility device or not having 
an appropriate mobility device  include: 

○ “They say the person who must give me the wheelchair is off. All the time I go there 
they say is off” 

○ “She has a wheelchair but it  small now” 
○ “The clinic is too far” 
○ “She doesn't walk but the doctors say she fine she will walk one day” 
○ “She doesn't use anything  but she doesn't walk” 

 
The following analysis includes only people with mobility disabilities who already have 
wheelchairs (56): 

2. The average age of receiving the first wheelchair: 3.4 years for the 
Swartland/Witzenberg area. This region reported a much younger average of early 
intervention. The average of the previous study (WC, NC, EC & KZN) was 6 – 7 years 
old.  
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It has been quite interesting that this particular region is outperforming other regions in 
the Western Cape (wider Witzenberg, Karoo, Winelands & Langeberg) where the 
average age of receiving the first wheelchair was 4.9 years. 
 
Early interventions with devices that fit young children are vital to prevent secondary 
complications and to ensure that children can participate in their communities as early 
as their peers. A growing body of literature suggests that early mobility intervention 
could enhance the development of children who have severe mobility limitations. 
 
Children that are not seated appropriately have little or no chance to reach their full 
potential through attending school or entering the labor market. This results in an 
excessive burden on the family and society. In addition to the increased risk of 
developing secondary health complications such as spinal deformities, contractions, 
and aspiration pneumonia. A child that is seated correctly in an appropriate device can 
more easily access school, have the opportunity to be included and the chance to 
become an income generator in society. 
 
Services for children should be prioritized as they are a high-risk target group for 
rehabilitation interventions (DoH 2000, 2003; UN 2006b; WHO 2008). Parents of 
children using buggies reported significant improvement concerning posture, mobility, 
and function. However, they were also subject to delays: ‘[I]f the child is three years old 
and requires a buggy and the buggy is delivered in two years then the child is five and 
the buggy will not fit anymore. It is a waste of money if you think about it.’ (P20, 
Provider, female, 24 years)*3 
 

3. Average waiting time for a device: 71% confirmed receiving the wheelchair within 3 
months, and 6% indicated waiting 3 to 6 months. It is concerning to see that 13% of 
children waited more than a year before receiving the device, and 10% waited for more 
than 2 years. 
 

3 Policy implementation in wheelchair service delivery in a rural South African setting: Surona Visagie; 

Elsje Scheffler; Marguerite Schneider 
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We must remember that, according to the Standardisation of Provision of Assistive 
Devices in South Africa, “instant access to Assistive Devices for infants, children and 
adults with feeding and swallowing difficulties, e.g. cleft palate, stroke and cerebral 
palsy, should be guaranteed”. 

 
4. Awareness that the mobility device remains the property of the government: 98% 

of parents/caregivers whose children do have wheelchairs were aware that the device 
remains the property of the government. 

 
5. Frequency of wheelchair follow-ups: Although bi-annual follow-up visits are required, 

only 60% of children with wheelchairs adhere to this requirement. 9% of respondents 
indicated that they never go because it is too difficult to travel there, 6% indicated 
going once every 5 years, and 11% confirmed going once every two years.  
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In the previous study, only 31% of respondents indicated that their children go for 
bi-annual follow-ups, whereas 55% never go as a result of it being too difficult to travel 
there. 8% of children go for follow-ups once a year, 4% go once every two years, and 
2% go once every five years. Parents/caregivers who do take their children to 
follow-ups indicated that the average annual cost to travel to the hospital and back is 
R159. If a family is able to attend two follow-up visits a year, the average annual cost 
would increase from R159 per annum to R318 per annum.  

 
7. Parents/Caregivers were asked, “when does your child/children use his/her 
wheelchair  (can select more than one)?” The following answers were provided: 
 
● He/she cannot use the wheelchair at home due to space  (19) 
● He/she uses the wheelchair because it is good for his/her health (14) 
● When we watch TV (4) 
● When he/she goes to the doctor, he/she goes in the wheelchair (3) 
● When I am busy outside (2) 
● When I am cooking or doing housework (2) 
● The wheelchair stays at school (2) 
● He/she takes the wheelchair to school (2) 
● He/she goes to the shops with me in the wheelchair (1) 
● He/she is using the wheelchair when visiting family and friends (1) 
● It is not possible to take the wheelchair to the clinic (1) 
● He/she attends church with me in the wheelchair (1) 
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When prompted why not, 3 (42%) out of the 7 parents replied that their child cannot speak. 
This is quite insightful and may suggest a lack of belief in the ability of children with disabilities 
to learn. Particularly for those children who are non-verbal.   
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F. Policy Related Questions 

Attitudinal issues affect schooling access as well. Whilst bullying in schools is seen as a barrier, 
sensitivity and awareness programs serve as facilitators.  
In a study conducted by Sharma et al., (2017) it was posited that improved community 
attitudes might go hand in hand with improved access to schools. An attitude of acceptance 
by principals and teachers was found to positively influence those of the child with disability’s 
peers (Luger, 2016). It is therefore possible to reason that there is a circular relationship 
between access and attitudes. 
 

1. Analysis of school attendance 

 

 

Key reasons provided for children with disabilities not attending school are a) no 
school available (62%) and b) as a result of a social reason, e.g. bullying (13%).  
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G. Other key information  

 

1. ID Books: 95% of respondents confirmed having an ID book, 1% did not, and 4% of 
respondents did not answer the question.  
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Final thoughts 
The challenges highlighted in this report are avoidable if South Africa is serious about building 
an inclusive society for people with disabilities. The costs borne to families of children with 
disabilities are mostly due to their inability to access basic services and can be solved through 
service capacity at a community level. This will lead to thoughtful rights-based solutions to 
service barriers which include the logistical nightmare of transporting high-risk patients to and 
from institutional-based services, including the transportation of their high-risk equipment. This 
solution, which includes supplying appropriate devices as part of a prevention strategy might 
result in long term cost savings for the Department of Health and long term health and 
independence for clients. 
 

Thank you, 

The Shonaquip Social Enterprise team 

Compiled by Erna van der Westhuizen (Impact & Learning manager) 

erna@uhambofoundation.org.za; 072 969 856 
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