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Abstract 
Background: It is important for health professionals to understand the experiences of 

carers of children with cerebral palsy (CP) when accessing health care. Understanding 

their experiences might help providers to make services more accessible.  

 

Aim of the study: To explore the experiences of carers of children with CP (GMFCS IV/V), 

around the accessibility of advanced seating services at a tertiary healthcare facility in the 

Western Cape.  

Methods:  This study implemented an exploratory, qualitative research design. Of the 

study population consisting of 62 carers of children with severe CP, seven carers were 

purposively sampled and interviewed. Thematic analysis with an inductive reasoning 

process was used to analyse and generate themes from the semi-structured interviews 

that were conducted.  

Findings: Carers experienced a great deal of stress around accessing the tertiary 

healthcare facility for the seating appointment. Four themes were generated: (1) A 

strenuous experience, (2) Transport, (3) The child and the buggy, and (4) Facilitators to 

access.  

Conclusion: Carers encountered barriers, such as transport, that limited access to the 

tertiary healthcare facility to attend the advanced seating clinic. Service providers need 

to take cognisance of the challenges that posture support devices pose to using public 

transport when prescribing a posture support wheelchair. Service providers should 

consider decentralizing seating services.  There is room for improvement of the current 

public transport systems to be more inclusive for carers, their children with CP and their 

posture support wheelchairs by enacting legislation in the Western Cape.  

Key Words 
Cerebral palsy, Accessibility, Access to services, Advanced seating, Public transport  

Stellenbosch University  https://scholar.sun.ac.za



iii 
 

Abstrak 

Agtergrond: Dit is belangrik dat gesondheidswerkers die ervarings van versorgers van 

kinders met serebrale verlamming (SV) rondom toeganklikheid van gesondheidsfasiliteite 

verstaan. Begrip vir hulle ervarings mag diensverskaffers help om dienste meer 

toeganklik te maak.    

Doel van studie: Om die ondervindinge van versorgers van kinders met SV (GMFCS 

IV/V), in verband met die toeganklikheid van gevorderde rolstoel posisioneringsdienste 

by ‘n tersiêre gesondheidsfasiliteit in die Wes-Kaap te ondersoek.  

Metodes: Hierdie studie het ‘n verkennende, kwalitatiewe studie ontwerp 

geimplementeer. Van die studie populasie  wat bestaan uit 62 versorgers van kinders met 

erge SV, is sewe versorgers doelbewus geselekteer  en geonderhoud. Tematiese 

ontledingstrategie met ‘n induktiewe redenasie proses was gebruik om temas te analiseer 

en genereer van die semi-gestruktureerde onderhoude wat gedoen is.  

Bevindinge:  Die versorgers het baie stres ondervind om afsprake vir gevorderde rolstoel 

aanpassingsdienste na te kom. Vier temas is uitgelig: (1) ‘n Stresvolle ervaring, (2) 

Vervoer, (3) Die kind en die ‘buggy’ en (4) Toeganklikheids fasiliteerders. 

Gevolgtrekking: Versorgers het hindernisse, soos vervoer, ondervind wat toegang tot die 

tersiêre gesondheidsfasiliteit vir gevorderde rolstoel posisioneringsdienste beperk het. 

Diens-verskaffers moet bewus gemaak word van en moet die uitdagings wat postuur-

ondersteunende rolstoele inhou vir die gebruik van publieke vervoer in ag neem, wanneer 

hulle postuur-ondersteunende rolstoele voorskryf. Diens-verskaffers moet dit oorweeg 

om rolstoel posisioneringsdienste te desentraliseer. Publieke vervoerdienste moet 

verbeter word en om dit meer inklusief te maak vir gebruikers van postuur-

ondersteunende rolstoele en hulle versorgers deur die implementasie van bestaande 

wetgewing in die Wes-Kaap. 
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Introduction 

Children with cerebral palsy (CP) classified on the Gross Motor Function Classification 

Scale (GMFCS) as level IV and V have profound impairments and activity limitations 

(Palisano, Rosenbaum, et al., 2007).  In contrast to children with milder CP or without CP, 

they need greater, life-long involvement from their carers to assist with their multiple care 

needs (Raina, O’Donnell, et al., 2005).  

They also need posture support wheelchairs. Firstly, an appropriate posture support 

wheelchair coupled with regular follow-up services to evaluate the on-going effectiveness 

of the device can be beneficial to the overall health and quality of life of the child, through 

reducing complications such as the progression of contractures, pressure sores, and by 

enhancing orofacial and respiratory function (WHO, 2008). Secondly, the posture support 

wheelchair can reduce the burden of care through facilitating mobility (Geere, Gona, et 

al., 2012). 

Wheelchair services are provided on three levels in South Africa namely, basic, 

intermediate and advanced. These are based on the level of expertise required from 

service providers to address the users’ support needs as described by the World Health 

Organisation’s (WHO) “The Guidelines on the provision of Manual Wheelchairs in less 

resourced settings” (WHO, 2008). Advanced seating services are required due to the 

specialised needs of most children with CP classified at GMFCS level IV or V. In the 

Western Cape Province, such advanced seating services are delivered at tertiary 

healthcare facilities by appropriately trained service providers (Department of Health 

(DoH), 2015a). 

Carers of children with CP world-wide (Bourke-Taylor, Howie & Law, 2010; Resch, 

Mireles, et al., 2010; Hayles, Harvey, et al., 2015) and more specifically, in Africa, express 

concerns around the accessibility of healthcare facilities (Saloojee, Phohole, et al., 2007; 

Barratt, 2008; Donald, Samia, et al., 2014; Singogo, Mweshi & Rhoda, 2015; 

Ndadzungira, 2016; Pretorius & Steadman, 2017), especially as the child with CP gets 
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older and heavier (Davis, Shelly, et al., 2009; Burkhard, 2013; Geere, Gona, et al., 2012; 

Donald, et al., 2014; Dambi, Mlambo & Jelsma, 2015).  These concerns include the lack 

of wheelchair-accessible transport and financial strain associated with rehabilitation, 

transportation, care and assistive devices (Donald, et al., 2014; Singogo, Mweshi & 

Rhoda, 2015; Pretorius & Steadman, 2017). 

No previous published evidence was found on the experiences of carers of children with 

severe CP when accessing advanced seating services in South Africa. Thus, the aim of 

this study was to explore the experiences of carers of children with cerebral palsy 

(GMFCS IV/V), around the accessibility of advanced seating services at a tertiary 

healthcare facility in the Western Cape. 

The objectives were: 

● To describe how carers and their children get to the healthcare facility when 

accessing advanced seating services. 

● To identify the barriers experienced by carers of children with CP (GMFCS IV/V) 

when accessing advanced seating services at the healthcare facility.  

● To identify the facilitators experienced by carers of children with CP (GMFCS IV/V) 

when accessing advanced seating services at the healthcare facility. 
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Literature review 

Literature searches included accessing databases such as PubMed and Google Scholar, 

utilising search words such as “access*”, “carers/caregivers”, “cerebral palsy (CP)”, 

“tertiary healthcare”, “experience*”, “Africa”, “wheelchair*”, “adaptive seating”, “adaptive 

seating system*”, “assistive device*”, “severe”, “adolescent”, “older”, “GMFCS IV and V”. 

Background to cerebral palsy 

Cerebral palsy is defined as “a group of disorders of the development of movement and 

posture, causing activity limitation that is attributed to non-progressive disturbances that 

occurred in the developing foetal or infant brain” (Bax, Goldstein, et al., 2005: 572).  

Cerebral palsy is a common cause of disability in children, with a global prevalence rate 

estimated at 2-2.5 per 1000 live births (Shevell, Dagenais & Oskoui, 2013). Africa has a 

higher commonness of CP at 2-10 cases per 1000 live births because of perinatal 

complications such as neonatal communicable diseases and birth asphyxia (Donald, et 

al., 2014). The prevalence of CP in South Africa is likely to be underestimated, due to the 

lack of reliable data (Burg, 2016; Eunson, 2012). Prevalence of one study conducted in 

Kwazulu-Natal estimated up to 10 per 1000 live births (Couper, 2002).  

Children with CP present with hypertonia, hypotonia, paresis, dystonia, dyskinesia, and/or 

ataxia (Gorter, Rosenbaum, et al., 2004). Numerous children with CP also experience 

other body function and structure impairments related to brain damage, such as 

impairments of cognition, perceptual function, communication, behaviour and sensation 

(Donald, et al., 2014; Bax, et al., 2005).   

The severity of CP is usually described by the degree of functional mobility as scored by 

the GMFCS (Palisano, et al., 2007). Where severe impairments are present and the 

children have little functional mobility, the GMFCS score is IV or V.  In these instances, 

the children require posture support wheelchairs for mobility and to provide pelvic, trunk 

and sometimes head support (Palisano et al., 2007). Due to their severe postural 

dysfunction and limited mobility, children with CP (GMFCS IV/V) are dependent on their 
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carers to assist with mobility and transfers (Palisano, et al., 2007) and for all activities of 

daily living (Raina, et al., 2005).  

A posture-support wheelchair can have a positive impact on impairments, activities and 

participation as it assists in maintaining normal body alignment (Rosenbaum & Stewart, 

2004; McDonald, Surtees & Wirz, 2004; WHO, 2008; Huang, Sugden & Beveridge, 2009). 

Improved alignment helps to prevent or reduce long-term secondary complications, such 

as dislocation of the hip, spinal deformities, pressure sores, respiratory problems and 

contractures (McDonald, et al., 2004; Rosenbaum & Stewart, 2004; WHO 2008). It is also 

associated with improved eye contact, hand use, communication and swallowing which 

in turn may result in better activity and participation (McDonald et al., 2004; Angsupaisal, 

Maathuis & Hadders-Algra, 2015).  

As the child with CP grows into adulthood, the changed dimensions of their bodies 

requires adjustments to their postural support.  They experience a decline in mobility due 

to increased spasticity, pain, changes in muscle flexibility, strength and endurance, falls 

and fractures, arthritis, fatigue, and changes in spinal alignment (Liptak, 2008; Haak, 

Lenski, et al.,2009; Hanna, Rosenbaum, et al., 2009; Burkhard, 2013). They might 

therefore be in greater need of advanced seating services to prevent additional 

restrictions in activity and participation (Pakula, Braun & Yeargin-Allsopp, 2009).  The 

frequency of follow-up seating appointments depends on the individual needs of the child 

(WHO, 2008). Usually, six-monthly follow-up appointments are prescribed to ensure 

optimal fit of the posture support wheelchair, with modifications and replacements done 

as required (WHO, 2008).   

Barriers to healthcare access experienced by persons with disabilities 

Accessibility refers to a person’s capability to get to and use a healthcare facility or 

services without facing undue financial, geographical or organisational barriers (Vergunst, 

Swartz, et al., 2015).  Persons with disabilities (PWD), such as the current study 

population, might experience many barriers to healthcare access. These barriers include 

transport, natural environment, provider knowledge, skills and understanding, 

Stellenbosch University  https://scholar.sun.ac.za



5 
 

communication, negative attitudes and affordability (Kahonde, Mlenzana & Rhoda, 2010; 

Grut, Mji, et al., 2012; Van Rooy, Amadhila, et al., 2012; Maart & Jelsma, 2013; Eide, 

Mannan, et al., 2015; Vergunst, et al., 2015;  Vergunst, Swartz, et al., 2017).  Since the 

focus of this study was getting to healthcare services, relevant barriers were further 

explored. 

The unavailability of transport for PWD, including for carers of children with CP, to access 

healthcare services has been well-documented in literature (Saloojee et al., 2007; Barratt, 

2008; Rhoda, Mpofu & DeWeerdt, 2009; Kahonde, et al., 2010; Van Rooy, et al., 2012; 

Maart & Jelsma, 2013; Cawood & Visagie, 2015; Singogo, et al., 2015; Simpamba, 

Struthers & Mweshi, 2016; Pretorius & Steadman, 2017 Vergunst, et al., 2017).  

Challenges were experienced with both public and private transport and specialised or 

subsided transport programmes for PWD (Scheer, Kroll, et al., 2003).  

The South African White Paper on National Transport Policy (1996) recognises the 

constitutional right of PWD to have accessible transport (Department of Transport, 1996). 

The policy states that “the needs of special categories of passengers should be identified 

by the responsible transport authorities, especially at metropolitan and local level, and 

these should be addressed in their passenger transport plans” (Department of Transport, 

1996:48). The White Paper on Provincial Transport Policy (1997) in the Western Cape 

also advocates for no discrimination against PWD. This policy declares that 

“discriminatory practices against specific groups, such as women and disabled persons, 

must cease, and their special needs must be identified and addressed in all transport 

plans and programmes” (Department of Transport, 1997:5). The National Land Transport 

Transition Act 22 of 2000 was developed to address some challenges that existed in an 

effort to promote the rights of PWD and states that public modes of transport should care 

for the needs of PWD.   

Public transport services, such as taxis or busses, are not accessible for PWD, often do 

not stop for PWD, and might charge them extra for transportation of their wheelchair 

(Kahonde, et al., 2010; Grut, et al., 2012; Ntamo, Buso & Longo-Mbenza, 2013; 

Simpamba, et al., 2016). Adapted public transport for children who use posture-support 
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wheelchairs is not readily available (Donald, et al., 2014; Dambi, Mlambo & Jelsma, 2015; 

Pretorius & Steadman, 2017). 

When faced with the problems of using public transport, PWDs (Kahonde, et al., 2010; 

Van Rooy, et al., 2012; Ntamo, et al., 2013) and their carers (Saloojee, et al., 2007; 

Simpamba, et al., 2016; Pretorius & Steadman, 2017) often choose private transport, 

which is expensive to hire and can contribute to the financial burden experienced by PWD 

(Grut, et al., 2012; Ntamo, et al., 2013) and by carers (Hansen, Siame & Van der Veen, 

2014; Simpamba, et al., 2016; Pretorius & Steadman, 2017).  

The MyCiti bus service was implemented as part of the City of Cape Town’s Integrated 

Rapid Transport system, aiming to improve public transport for all persons in wheelchairs, 

by providing level access onto buses if required (MyCiti, 2019). Dial-a-Ride specialised 

transport services are currently operated with 21 vehicles in the Cape Metro but are only 

provided to registered users (Morta-Andrews, 2018). The availability of the service is 

based on four factors: available routes, the demand for a specific route, the availability of 

space for a specific route and lastly, the time requested by the user (Morta-Andrews, 

2018). Even though these specialised transport services are available, challenges are 

experienced with reliability and bookings (Maart & Jelsma, 2013). HealthNET Services 

(state-provided transport between healthcare service facilities) are also available.  

However, PWD are not always aware of or how to access these services (Cawood & 

Visagie, 2015). 

The built environment could also restrict access, through the absence of ramps or under-

ways, narrow or no sidewalks, narrow doorways, and small indoor spaces (Cawood & 

Visagie, 2015; Singogo, et al., 2015; Huang, Sugden & Beveridge, 2009).  

Experiences of carers of children with disabilities when accessing healthcare 

The main reasons given by carers of children with disabilities from low socio-economic 

backgrounds for not attending healthcare services were related to finance and 

transportation (Saloojee, et al., 2007; Singogo, et al., 2015; Simpamba, et al., 2016), and 
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environmental challenges such as distance and terrain (Singogo, et al., 2015; Simpamba, 

et al., 2016).  

In Zambia, Simpamba, et al. (2016) reported that mothers of children with neural tube 

defects received financial support from their families to pay for transport to the tertiary 

healthcare facility and that family members were able to look after other children who 

were left at home. Some healthcare facilities also provided transport to the hospital for 

mothers (Simpamba, et al., 2016). Even though it is important to acknowledge the 

barriers, such as transportation and financial difficulties that PWD or carers experience 

when accessing healthcare facilities, it is equally important to look at the facilitators, as 

this information might assist other carers and make rehabilitation services more 

accessible (Mlenzana, Frantz, et al., 2013; Pretorius & Steadman, 2017).  

Motivation 

In my profession as an occupational therapist (OT) who provides advanced seating 

services to PWD, including children with CP, I have observed that carers sometimes do 

not attend, cancel or reschedule seating appointments, or only contacted the advanced 

seating services when the posture support wheelchair of the child with CP, was broken. 

Identifying the reasons for this observation has become of interest.  

As carers of children with CP have such a vital role to fulfil regarding the child’s care 

needs, it was worth investigating the barriers they experience and facilitators they utilise 

when accessing a healthcare facility (Resch, et al., 2010; Eide, et al., 2015) to attend 

advanced seating services. The carers’ accounts might provide a comprehensive picture 

of what needs to happen behind the scenes in order to ease access. Due to a complex 

relationship between poverty, disability and health (Parnes, Cameron, et al., 2009; Mitra, 

Posarac & Vick, 2012; Grut et al. 2012), carers of children with CP from low socio-

economic backgrounds in South Africa might have unique experiences around 

accessibility of healthcare facilities, which have not been identified by carers in other more 

affluent settings.  
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Understanding the experiences and perspectives of the carers might provide a learning 

opportunity; contribute to the knowledge of clinicians (Bourke-Taylor, Howie & Law, 

2010); and, inform best practice in providing services and support for children with CP 

and their carers in their context (Donald, et al., 2014; Thrush & Hyder, 2014; Eide et al., 

2015). The evidence might contribute to policy revision and development (Eide et al., 

2015).  
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Methodology 

Study design 

This study implemented an exploratory, qualitative research design as it investigated the 

experience of carers of children with CP when accessing advanced seating services. A 

qualitative design is useful when one seeks to make sense of a certain event or topic, 

and to gain in-depth understanding of how a certain group of participants meet their daily 

roles (Merriam, 1995; O’Leary 2017). This might enrich and enlighten our understanding 

of the carers’ experiences, and possibly assist in transforming our practices (Thorne, 

2000; Adams & Van Manen, 2008).  

Research setting 

This study was conducted at a tertiary healthcare facility in the Cape Town Metro health 

district that provides services to a population of over 3.4 million people. More than 

107 215 patients are admitted, and 492 670 outpatients visit the hospital annually 

(Western Cape Government, 2018a). The facility provides a full range of general and sub-

specialist services, including advanced seating services at the Occupational Therapy 

department. On average 7-10 patients are seen for seating services per week, four of 

whom are for advanced seating services.  

Population and sampling strategy 

The study population consisted of 63 carers of children with CP GMFCS Level IV and V, 

who attended the advanced seating clinic at the tertiary healthcare facility between 

January 2016 and March 2018. This timeframe was agreed upon since the latest data on 

the population could be obtained from the clinic’s database, which has been kept since 

January 2016.  

Participants had to be the primary carer of the child with CP (GMFCS IV or V), older than 

18 years of age and travelling from home to the advanced seating services at the tertiary 

healthcare facility. Exclusion criteria were carers of children with CP residing outside a 

100km radius of the tertiary healthcare facility and carers of children with CP who received 
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assistance with transport from a day-care centre or school. The ages of the child with CP 

were not exclusion criteria, because persons with CP might receive care from their 

parents even when older than 18. 

Information from the manual database and Clinicom, an electronic hospital information 

system, was used to compile a list of the study population on an Excel spreadsheet 

(Appendix A). The list included information on carers and children with CP, such as the 

GMFCS level, contact information, age, gender, next follow-up appointment and missed 

appointments for the advanced seating clinic.  

Purposive sampling was used to identify seven participants from this list (Domholdt, 2005; 

Daniel, 2012; O’Leary, 2017). Carers who had previously voiced their experiences, 

challenges and possible solutions around accessibility of the advanced seating clinic were 

handpicked through purposive sampling as it was believed that they would be able to 

provide rich information on the topic under study.  

The recruitment process had two options. Firstly, carers, who had been sampled, whose 

child with CP had a seating and/or doctor’s appointment during the seven weeks of the 

data-collection period (28 August 2018–18 October 2018) were contacted telephonically 

a week before the appointment. The study was explained to the carers who were asked 

whether they were interested in participating. If interested, time was set aside after their 

children’s appointments to conduct the interview. Five participants were interviewed using 

this process. Secondly, carers whose children with CP did not have a seating and/or a 

doctor’s appointment in the seven-week study period, were contacted telephonically.  An 

interview was arranged at their convenience. Two participants were interviewed using this 

process. 

Data collection 

The method of data collection was using one-on-one, semi-structured interviews with 

broad open-ended questions. Interviews were audio-recorded and conducted in the 

preferred language of the  study participant and lasted 45-60 minutes. An Occupational 

Therapist who speaks IsiXhosa as a first language acted as an interpreter to one 
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IsiXhosa-speaking carer. Each interview commenced with a demographic questionnaire 

(Appendix B), followed by three core-questions on the Interview Schedule (Appendix C) 

which guided the interviews: 

• Tell me about a typical day for you when you have to get to the tertiary hospital? 

• What or who makes it easy for you to get to the hospital? 

• What or who makes it difficult for you to get to the hospital? 

Further, probing questions were used to assist with data collection.  

A pilot study gave the chance to modify or confirm the interview schedule and plan time 

for interviewing and transcribing (Kim, 2011).  Since the sampling frame and methodology 

remained unchanged, the pilot interview was included in the main study to increase its 

efficiency (Thabane, Ma, et al., 2010). 

The number of interviews depended on the point where no new themes emerged from 

participants i.e. data saturation (Lincoln & Guba, 1985).  By the seventh interview, 

saturation was reached as I had found that various themes had been repeatedly 

mentioned during the previous interviews and no new information was emerging.  

At the end of the interview, I thanked the participants for their participation, presented 

them with a R100 voucher as a token of appreciation and reimbursed their taxi-fare or 

petrol. They were not told about the voucher beforehand so as to not influence their 

decision to participate in the study or not.  

Data analysis 

A thematic analysis strategy with an inductive reasoning process was utilised. Thematic 

analysis was appropriate for this research, which sought to learn through the use of 

interpretation of both manifest and latent content (Braun & Clarke, 2006). A six-step 

iterative approach, proposed by Braun and Clarke (2006), was followed: 
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1. I familiarised myself with the data through transcribing the six Afrikaans tape-recorded 

interviews. The isiXhosa interview was transcribed into written isiXhosa and 

translated by a professional translator into English. 

2. Initial codes, used to organise data into meaningful groups, were generated. 

3. Codes were combined to look for themes.  

4. Themes were evaluated. 

5. Themes were described and named. 

6. Analysis was completed and results reported. Afrikaans quotes were translated by 

myself to English.  

Trustworthiness 
Evaluating the research study is vital if findings are to be applied in practice and incorporated 

into the development of care (Long & Johnson, 2000; Noble & Smith, 2015). Lincoln and 

Guba (1985) and Schwandt, Lincoln and Guba (2007) proposed four criteria to ensure 

trustworthiness in qualitative research, namely credibility, confirmability, dependability, 

and transferability.  

Credibility was aspired to by implementing a peer debriefing process, discussing 

emerging findings and comparing ideas with my supervisor who has qualitative research 

experience (Morrow, 2005; Mabuza, Govender, et al., 2014). Receiving feedback from 

the pilot participant helped modify the interview (Kim, 2011). Data saturation also 

enhanced credibility. Research bias was not completely avoidable but clarifying my 

background and relationship with the participants could improve credibility (Tong, 

Sainsbury & Craig, 2007). 

Confirmability and the minimisation of the impact of my own bias were pursued by 

reflexivity (Mabuza et al., 2014) through keeping a reflexive journal (Kim, 2011). Prior 

relationships to the participants, my current occupation and background might have 

influenced data collection and analysis. By being honest and vigilant of my pre-existing 

thoughts, developing theories and beliefs, and by engaging in the self-reflective process 

of ‘bracketing”, whereby prior assumptions and knowledge were recognised and 
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restricted, I achieved the goal of attending to the participant’s narratives with an open 

mind (Starks & Trinidad, 2007).   

To enhance dependability, the emerging research design was tracked by keeping a 

detailed chronology of the research process (Morrow, 2005; Mabuza et al., 2014).   

A thorough description of the research topic, the processes, methodology, participants 

and the study context should enable the reader to decide the transferability of the findings 

(Morrow, 2005; Mabuza et al., 2014). Furthermore, included in the study sample were a 

group of participants who differed in gender, age and years of caregiving experience.  

Ethical considerations  

Combined Ethics approval by the Health Research Ethics Committee (HREC) at the 

Faculty of Medicine and Health Sciences at Stellenbosch University (S18/05/112) 

(Appendix D) and from the Western Cape Provincial Health Research Committee (PHRC) 

and Tygerberg Academic Hospital research committee, via the National Health Research 

Database (NHRD) (WC_201807_011) (Appendix E), were obtained.  

Informed consent was obtained prior to the commencement of data collection from each 

participant (Appendix F) (DoH, 2015b). The carers were guaranteed that they could pull 

out from the study on any occasion without negative consequences to them or the 

services for their child with CP. Participants’ identities were protected by assigning each 

a code, and any distinguishable information was factored out from the results of the 

research assignment. Recorded and transcribed data were securely locked away for the 

duration of the study and will be kept for a five-year period, after which it will be disposed 

of appropriately. 

Very little risk was associated with being interviewed in a non-intervention study (DoH, 

2015b), but participants may have felt that future sessions for their children with CP might 

be influenced by what was disclosed during the interview. This discomfort was overcome 

by being open, honest and building trust with the participant. The only foreseeable risk 

for participants in the study was that when they share personal details of their lives during 
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the interviews, they might experience emotional discomfort. None of the participants 

experienced emotional discomfort or anxiety to the point that they needed to be referred 

for counselling.  

This study aimed to explore how carers of children only diagnosed with CP access 

services. These carers of children with CP might require the most assistance to access 

services, as they were likely to experience more barriers around accessibility and might 

be more creative in their efforts to access these services than the carers of children with 

other disabilities. Focusing on these participants might potentially benefit carers of 

children with other disabilities, which assists with the justice of the study.  
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Findings 

Table 1 shows that the ages of the seven carers who participated in the study ranged 

between 36 and 64 years.  

Table 1: Demographic data of participant-carers and their children with CP  

Participant 

code 

Age of 

participant 

Gender of 

participant 

Home 

Language 

Status of 

employment 

Marital 

Status 

Nr of years attending 

advanced seating 

services clinic 

Age of 

child with 

CP (years) 

Gender of child 

with CP 

P1 36 Female Afrikaans Employed Married 12 16 Female 

P2 40 Female Afrikaans Employed Single 12 14 Female 

P3 40 Female Afrikaans Unemployed Married 5 17 Female 

P4 59 Female IsiXhosa Unemployed Single 16 17 Male 

P5 64 Female Afrikaans Unemployed Married 10 41 Female 

P6 45 Male Afrikaans Part-time 

employed 

Married 13 13 Male 

P7 49 Female Afrikaans Unemployed Married 10 26 & 16 Male & male 

Table 2 illustrates the four themes that emerged from the data ‘A strenuous experience; 

Transport; The child and the buggy and Facilitators to access’ and the subthemes under 

each. 

Table 2: Themes and Subthemes 

 Themes Subthemes 
1 A Strenuous experience Long, difficult day 

Careful planning and preparation 

2 Transport Public transport 

Private transport 

Subsided Transport 

3 The child and the buggy The child grew bigger and heavier 

Size and weight of posture support wheelchair 

4 Facilitators to access Commitment of the carer 

Spirituality 

Support 
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Theme 1:  A strenuous experience 

The participants said that visiting the advanced seating clinic at the tertiary healthcare 

facility was a demanding and worrisome experience.   

 “Just to bring her here is very difficult.” – P3 

Their narratives spoke of a long, difficult day.  They needed to start very early to prepare 

the child and often arrived home very late.  

“When we bring her to [name hospital], we have to rise at 3 o’clock to  get her ready…the 

washing and dressing takes very long, because she cannot help any more…and then we 

spend the whole day here [at the hospital].” – P5 

Participants had to carefully plan and prepare for the day.  Some arrangements like 

transport had to be made weeks or months in advance with a reliable person.  

 “…Two months before her date, I have to get someone…a vehicle…it is someone specific 

who is reliable, who I can ask “come and fetch me at six o’clock on that morning.” – P3 

Transport money must be saved in advance.   

 “I put it (money from the child support grant) aside, then I know that it is (for) her transport.” 

– P3 

Participants who were employed had to negotiate time-off with their employers.   

“Yes, we take a day off. I go to work on a Sunday.  I count stock. Then I always take those 

days for [name child] to do her hospital stuff…my husband does not have that privilege.  

He takes family responsibility-leave every time.” – P1  

Not only did the participant need to prepare the child with CP for the appointment, but 

must also ensure that other children in the household were taken care of.  

“We have a 13-year-old son, who leaves the house at half-past six and a six-year-old, who 

I have to get to the school before eight. After that I come…to the hospital.” – P1 
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One participant said that if she was unable to find someone to care for the school-going 

child, the child would be kept out of school to attend the appointment with them.  

“…if there is nobody, we bring her with. Then she just stays out of school for the day. But 

I will tell the teacher the previous day. And I get a letter from the doctor.”  - P7 

Theme 2: Transport 

Transport was the greatest challenge that the participants experienced when accessing 

the advanced seating clinic. They voiced concerns with all forms of transport but found 

using public transport especially trying.   

When using a bus, the biggest struggle for participants was manoeuvring the big support 

wheelchair (the buggy as participants called it) and a child with CP up the high steps and 

into the narrow aisle.  

“Golden Arrow has the steps…you climb into the bus and then you have to take a turn to 

the seats. And the wheelchair is too big.” – P5 

Participants had to pay for the child with CP even if the child sat on their lap.   

“And then he told me I need to pay for her because she is over three years old. I said she 

does not take a seat; she is sitting on my lap. I was so shocked to think that this child does 

not take a seat away. The child is sitting on my lap. Why does this child need to pay? She 

does not take a seat. She does not take up space.” – P3 

Participants also had to pay extra for the posture support wheelchair, as it takes up space 

in the bus.  

“It (the buggy) takes up space…especially such a big thing that takes up space where 

people can sit. Then naturally we must pay for it.” - P6 

One participant used the train to travel to the tertiary healthcare facility. She preferred to 

use the train as there was a wheelchair accessible station very close to her home and the 

train fare was affordable.  
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“We walk a short distance then we are at the station. They built a ramp at the Eerste River 

station. It is very comfortable…we save by using the train instead of other transport. We 

budget a R100 for train-fare and then we also buy something to eat.” – P1 

The participant described some problems when travelling by train: trains were crowded 

during peak travelling times and were not always on time.   

“In the morning it’s fine to use the train, as the trains are not that full (after 8 

o’clock)...maybe two o’clock, three o’clock, the trains are already full. Then we have to 

stand and wait till six o’clock the evening for a carriage that does not have that many 

people, and then we can get in. There is pushing and shoving in the train…and in the 

mornings the train can be late.” – P1 

Another concern for this participant was that the train station at the tertiary healthcare 

facility was not wheelchair accessible.   

“[name station] has steps…there is not a ramp or something…that is comfortable for the 

wheelchair…It is very difficult for me to get down those steps…It is a struggle for me when 

I am alone at the train station at [name hospital] with those steps.” – P1 

She also felt unsafe when walking from the station to the hospital and chose to miss 

appointments if her husband could not accompany her. 

“I am scared…because I have been robbed at the station before….my husband must 

come with us every time…scoundrels always sit at [name hospital]’s bridge.” – P1 

Other participants gave various reasons for not travelling by train to the tertiary healthcare 

facility.   

“I can tell you that coming by train to [name hospital] with the buggies, is a nightmare…I 

will not do it. Not on my own. Just to think about those steps…you have to go over the 

bridge. A lot of steps up and then down and then again on the other side…there are no 

ramps for wheelchairs. There are no facilities like that.” -P7 

“The trains are full. There are too few trains. Sometimes the trains do not come.” – P6 
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All participants raised concerns regarding the use of minibus taxis, in particular the size 

of the posture support wheelchair.   

“The buggy is the problem. It will not go into the taxi. The seat she is sitting in will fit, but 

the bottom part is the problem.” – P2 

Participants also experienced negative attitudes from taxi drivers and even from 

passengers. Some drivers did not stop to pick up the participant with the child in the 

posture support wheelchair or charged them extra for the wheelchair.   

“The taxi [driver] would indicate that I must wait for the next one. I must disassemble 

this…it takes more space in the taxi, I must pay for a seat. I must pay for [name child] 

seat; I must pay for my seat.” – P4 

“It scares me a bit to ride in the taxi because it feels to me that we are delaying them and 

for them it is all about making money. Now I have to dismantle the chair…that chair will 

basically take two seats…it is too much, and I will say no…it will not be fair towards [child 

with CP]...you might have to deal with a driver and his assistant who is in a rush. The 

passengers in the taxi also get frustrated. They want to get to work…and then I feel that I 

am the reason that they might lose money or something. I wouldn’t say that I feel inferior. 

It is just how I feel. I do not want to be a burden on other people. I have to be rushed and 

quick…and in the process he might get hurt because you are rushed to climb into the 

taxi…you have to take all of this into consideration.” – P6 

Some of the participants were aware of Uber services which are on the rise.   

“I have heard about Uber…that is an alternative. Yes, that is a good option…if I have to 

consider using public transport, Uber is a better option.” – P6 

Some participants were concerned regarding the use of the service, especially due to the 

size of the posture support wheelchair.  

“I do not know if the buggy will fit in the Uber.” – P3 

Other participants were unsure if the services would be cheaper. 
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“But only if it fits the budget. Everything costs money.” – P7 

Participants often preferred to make use of private transport to access the tertiary 

healthcare facility. When hiring private transport, participants needed to consider 

arranging it well in advance with a reliable person, the costs involved, and that sufficient 

space would be available for the posture support wheelchair, the child with CP and the 

participant.  

“I have to find someone with a utility vehicle to take us to the hospital…sometimes it is a 

bit difficult. If I ask one person, then he says no he cannot…we have to worry about the 

person that said he will bring us…He did say yes, but is he going to arrive…I have to sit 

in front with her because she is tall. We do not sit comfortably.” – P2 

Participants had mixed opinions about the cost of private transport. Some said it was 

expensive, while others, who had support from family and friends, indicated that it was 

cheap.  

“I hire a car. I pay R300…It makes it easy for me because if I say at 8:30 he’s there at 

8:30.”– P4 

“Is not that expensive. We give…it depends…sometimes my uncle will drive for free. Or 

my father-in-law will drive for free, and he says put in R50 petrol.” – P6 

One participant said that public transport posed a health risk for the child.  

“If it is windy or cold or rainy. Especially if you travel by train or taxi or by bus. It can affect 

him in terms of he can get sick…and we are very careful to rather travel by car. Because 

it carries less risk for him to get sick or catch a cold.” – P6 

Participants were aware of and previously made use of subsided transport such as Dial-

a-ride. While they agreed that this type of service was a good idea, they experienced 

problems with the timetable and the transport`s administrative service.  

“…Dial-a-ride…the timing throws a person out. If my appointment is for 8 o’clock, then 

Dial-a-ride will only arrive half past 9…because they first pick up the people who work and 
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the children who have to go to school…And then they come to fetch the people that need 

to go to the hospital, but then my appointment is already at 8 o’clock. That (Dial-a-ride) I 

have excluded now. They are also cheap…like I never paid for myself in those days. I did 

not pay for the child.” – P3 

One participant explained the paradoxical situation she finds herself in regarding the 

subsided transport system. She needed a letter from the healthcare facility, however, was 

unable to get to the healthcare facility.  

“I inquired at Dial-a-ride.  They told me that I have to be placed on a waiting list and I have 

to get a letter from the hospital…for the application that I have to complete…I had to come 

here for that letter. But there was no transport…Then they delayed and delayed. Because 

they went over to a different system…different people took over. And nothing happened 

from that.” – P5 

Some of the participants were aware of HealthNET services, but did not know how to 

access the services or were denied the services.   

“…I once phoned the bus. Those people that bring you to the hospital. Then they told me 

that the service is not for us…” – P7 

Theme 3:  The child and the buggy 

According to participants, accessing the seating-clinic became increasingly difficult as the 

child grew bigger and heavier. 

“…She is tall, she is heavy. I cannot carry her as I carried her before.” – P2 

As previously stated under the transport section the size and weight of the posture support 

wheelchair caused a major access barrier when using public transport. Even with private 

transport the buggy size and weight had to be taken into consideration.  

“The buggy is the problem because it cannot fold up…the problem with the buggy is the 

bottom part. Sometimes it does not fit in the car…it is not easy to get here if I have to come 

with the buggy. It is very difficult.” – P2 
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A mother with two children with CP explains further. 

“It is the “cars” (buggies) that needs to fit in…we have to take the spare wheel out of our 

car to get the “cars” to fit…because [name eldest child]’s “car” is very big. He takes up all 

the space in the back…Then we put [name younger child] in his buggy in the car, [name 

eldest child] sits in the front, then his buggy comes in and then I sit in the back, scrunched.” 

– P7 

Theme 4: Facilitators to access   

Participants reported that some things made it easier to access the tertiary healthcare 

facility.  The first of these was the commitment of the carers who had their child’s best 

interest at heart and were attentive to the child’s health and well-being.  

“We see it as our responsibility that we have to attend the appointments…it is important, 

and it is part of how we can better his living conditions and help him because we do not 

know everything.” – P6 

Participants also draw strength from their spirituality and faith.  

“…I can always just thank God…I place all my trust in God.” -P6 

Participants received support from their partners, families, friends and community 

members when accessing the services.  

“His father makes it very easy for us.” - P7 

“Yes, our family. We have a strong family bond in terms of support…yes, in terms of the 

family and friends’ bond. We have a large support network…and there are my family 

uncles, you know. My uncle brought us in the past. My friends. So, there is a large network.  

Again, the support network is strong. Friends, family…even the church.” - P6 

“…I have friends who make their cars available…so there is enough transport…my 

friend…this morning he had to be somewhere with his car…when he heard last night that 

we have to be here, he said no whatever he had to do could wait. Get your child to the 

hospital. We can also just take my brother’s car or my friend’s car…very calmly, my wife 
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can get into the car, I can dismantle the thing, without any risks or worry…no problem for 

other people.” – P6 

One participant explained that she felt safer when her partner assisted her. 

“It is just me and her dad…always helps me at the train and at the steps by [name 

hospital]…it feels safer.”  - P1 

Another participant explained that he and his wife shared the burden of care and always 

attended the seating appointment together. He resigned his work to assist with caregiving 

duties.  

“Because we have this bond, we both look after him.  Go to the day-hospital together. 

Everything that we do for him, we do together…this is where teamwork comes in.” – P6 

Although some participants reported that they experienced negative attitudes from 

community members when they were attempting to access the tertiary healthcare facility, 

other participants experienced positive assistance.  

“I usually ask them, otherwise they offer themselves.” – P1 

One participant reported that she received assistance from a local Non-governmental 

organization (NGO) who aids carers of PWD. 

“The assistance I receive…from Iris House because they send me a carer. Maybe I come 

to the hospital or I’m going to do shopping, they send me carers. It’s a good thing when 

people give me support, that’s something to me…It makes me feel good. It’s a relief for 

me on that day.” – P4 

One of the participants stated that she really appreciated that people care about her and 

her child with CP, however, she did not want to depend on them too much. 

“…It makes a person feel good.  There are people that care…but sometimes you do not 

want to depend on family. It looks like you want everything…they give a finger and then 

you want to grab the whole hand…It is not nice to always…depend on the family’s support. 

Stellenbosch University  https://scholar.sun.ac.za



24 
 

You want to be alright…I will always try and see if I can find a way to get someplace.” – 

P7 

One of the participants asked for a community outreach programme to assist with the 

follow-up of the posture support wheelchair.  

“If you can come out and check if everything is still fine…” – P1 
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Discussion 

A strenuous experience 

It was clear from the findings that the carers experienced a great deal of stress around 

accessing the tertiary healthcare facility for the seating appointment. Careful preparation 

and planning needed to take place weeks in advance, such as arranging time off with 

employers, booking reliable transportation and putting aside money for the visit that takes 

a full day.  

Appropriate posture support wheelchair (the child and the buggy) 

It is important that a child`s posture in the posture support wheelchair is reviewed every 

six months so that repairs, adaptations and replacements can be made to ensure comfort 

and stability as the child grows and support needs change (WHO, 2008). However, 

transporting a child with severe physical impairments as well as a cumbersome posture 

support wheelchair was difficult. The posture support wheelchair, an important reason 

why the child needed to attend the advanced seating clinic, was also one of the biggest 

barriers to accessibility.   

The most commonly prescribed posture support wheelchair for children with CP (GMFCS 

IV/V) in the Western Cape is the Madiba buggy © (See figure 1). It is designed for children 

who need more postural support than a traditional wheelchair can provide. The posture 

support wheelchair offers modular, full body and head support cushions, which can be 

configured to optimally fit young and growing bodies, an adjustable tilt-in-space feature 

and large off-road wheels (Shonaquip, 2017a). According to the carers, the design 

characteristics of the Madiba buggy © (rigid fibre-glass seat and back unit, adjustable 

foam inserts, and rigid base), make it difficult to transport as it is heavy and does not fold 

and/or break down into a smaller unit or units. This device comes in the sizes baby 1, 

baby 2, small, medium and large. 
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Figure 1: Madiba Buggy © (Shonaquip, 2017a)  Figure 2: Madiba2go © (Shonaquip, 2017b) 

 

The Madiba2go© posture support wheelchair is available on government tender (See 

figure 2). This posture support wheelchair offers rigid, adjustable full-body and head 

support, tilt-in-space and backrest recline. The special feature of the Madiba2go© is the 

rugged, folding base frame, making it easier to transport and store (Shonaquip, 2017b). 

The Madiba2go© comes in the sizes baby 1, baby 2, small, medium and large, but costs 

15% more than the more commonly prescribed Madiba buggy © (South African Treasury, 

2017). Prescribing the latter posture support wheelchair would assist carers with transport 

but carries cost implications for the healthcare facility and provincial government. 

However, a 15% price difference is not excessive and might not influence the number of 

people who can be assisted. 

In some cases, the child/adult with CP is too large for the largest size of the Madiba 

buggy© and Madiba2go© and will be prescribed with a basic, folding-frame wheelchair 

with posture support devices attached, such as a headrest, height adjustable armrest, 

tray-table, and back support system.  The basic folding-frame wheelchair with its posture 

support devices might, in some instances, cost more than a single Shonaquip device (CE 

Mobility, 2019; South African Treasury, 2017). The basic folding-frame wheelchair will, 

however, be easier to break down into smaller units for travel purposes. In South Africa 

the healthcare budget is under strain and decisions regarding service provision must 

include costs and need (Bateman, 2012; Visagie, Scheffler & Schneider, 2013).  In this 
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instance, therapists might need to choose between providing more people with a device 

that does not allow easy travel or providing fewer with a device that does.  

A long waiting-list and delayed provision also influences the decision of therapists on 

which devices could be issued (Visagie, et al, 2013). The commonly prescribed buggy is 

also more familiar to service providers and carers, as it has been on the tender list for a 

long time (approximately 25 years). Due to this familiarity, service providers might 

prescribe the buggy ‘out of habit’ (Visagie, Duffield & Unger, 2015). 

Transport 

However, wheelchairs should be appropriate and allow access to transport. An 

appropriate posture support wheelchair is a instrument to obtain basic human rights, such 

as the means to access healthcare services, reduce the need to hire private transport, 

and reduce the burden of care (DoH, 2003; WHO, 2008; Geere, et al., 2012).  

The design of public transportation – trains, buses and minibus taxis – does not 

accommodate wheelchair users (Donald, et al., 2014; Pretorius & Steadman, 2017).  This 

suggests the requirement to improve public transport vehicles’ accessibility in accordance 

with national policy documents, as discussed in the literature review, and by adhering to 

principles of universal design. However, this endeavour will be costly (McManus, 

Michelsen, et al., 2006).   

As identified by other studies, wheelchairs were not always allowed on board minibus 

taxis by operators (Grut, et al., 2012; Cawood & Visagie, 2015; Ntamo, et al., 2013; 

Vergunst, et al., 2015; Pretorius & Steadman, 2017). Lister and Dhynpath (2016:32) 

argued that the reason why taxis refused to transport PWD was that in order “to maximise 

profits, taxi operators may ignore the elderly, women and children and PWD. These 

groups are seen as a burden because they take longer to board, compromising the 

driver’s ability to transport more able-bodied customers in order to improve their take-

home pay.”  Some taxi operators might also exploit PWD by charging an extra fee for the 

wheelchair (Venter, Bogopane, et al., 2002; National Department of Transport, 2012; 

Grut, et al., 2012; Cawood & Visagie, 2015; Ntamo, et al., 2013; Vergunst, et al., 2015; 
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Pretorius & Steadman, 2017). This places an extra financial burden on the carers and 

other wheelchair users. Transport costs are already doubled as carers have to pay for 

themselves and their children. The addition of the posture support wheelchair will triple 

the cost. Minibus taxis operating within the City of Cape Town are privately owned; their 

services are less regulated, and owners are not required by law to conform to the principle 

of universal design (National Department of Transport, 2012; Venter, et al., 2002). Taxi 

operators might not feel obligated to render a transport service to persons with physical 

disabilities.   

The stress caused by the whole experience of accessing transport, influences not only 

the carers, but might also affect the children with CP. When children with CP experience 

stress for any reason an increase in spasticity usually follows, and feeling rushed to get 

into a taxi, might trigger such a response (Bhimani, McAlpine & Henly, 2012). This might 

cause further delay getting into the taxi and create difficulty with the taxi-operator. One 

carer was concerned that the child might get injured in the process.  

This study found that carers did not commonly utilize the bus as a mode of public transport 

as the steps used to board Golden Arrow buses posed a barrier for people with mobility 

impairments, similar to findings by Venter et al. (2002). Bus operators also used their own 

discretion to charge a fee for the posture support wheelchair. The MyCiti bus service is 

the only accessible public transport system in Cape Town that adheres to universal 

design and caters to the needs of PWD (Morta-Andrews, 2018). However, the MyCiti bus 

services can only accommodate one or two wheelchairs at a time and only cover certain 

sections of the city (Morta-Andrews, 2018). In the current study, none of the participants 

had experience of using this service. 

Travelling by train is an affordable form of transport, but the limitations associated with 

travelling by train outweighed the benefits. Several carers commented on the lack of 

ramps at some train stations. In the current study, this was a particularly big problem as 

one had to negotiate flights of stairs to cross the bridge over the railway lines at the station 

closest to the hospital. The absence of ramps or subways which created barriers to rail 
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transport was also mentioned by participants in other studies (Venter, et al., 2002; 

Cawood & Visagie, 2015; Singogo, et al., 2015).   

Safety en route from the station to the hospital was another concern in the violent society 

of the Western Cape where robbery is a common occurrence (South African Police 

Service (SAPS), 2017). Females are seen as especially easy targets for thieves, due to 

the fact that they are regarded as easier to subdue and thus requiring less violence when 

targeted by perpetrators (SAPS, 2017).  Fear of being attacked and actual narratives of 

attacks have been described by Scheffler, Visagie and Schneider (2015).  

The above-mentioned issues and the stress that it caused contributed to the decision of 

most carers in this study to hire private transport, similar to earlier findings (Donald, et al., 

2014; Dambi, Mlambo & Jelsma, 2015; Singogo, Mweshi & Rhoda, 2015; Pretorius & 

Steadman, 2017). The carers in this study had mixed experiences regarding the costs of 

private transport. While those who received support from family and friends found it 

affordable, others found it more expensive than public transport. Other studies found that 

hiring private transport was expensive and could cause a financial burden (Hansen, et 

al., 2014; Singogo, et al., 2015; Simpamba, et al., 2016; Pretorius & Steadman, 2017).  

Even when hiring private transport, the size of the posture support wheelchair was a 

concern as it does not fit into all vehicles.   

None of the carers received any assistance from subsided transport. Although HealthNet 

and Dial-a-ride services are available, carers were unable or unaware of how to access 

the services.  This challenge was previously noted by Barratt and Penn (2009), Cawood 

and Visagie (2015) and Maart and Jelsma (2013). Members of Dial-a-ride have raised 

concerns in the media. Challenges were highlighted and included an ineffectual booking 

system (Ground Up News, 2016), a permanently engaged toll-free number (IOL News, 

2006), transport arriving too early or late, and commuters missing their transport (Ground 

Up News, 2017). Participants in the current study were unable to even register for these 

services.  

Facilitators to access 
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The carers stated that as a constant part of their role as parent, they have their child’s 

best interest at heart and that seek ways to access the healthcare facility.  

They described how their trust in God, prayer and deep, spiritual faith gave them strength 

and internal ‘drive’ when faced with these challenges. Spirituality has been described as 

a strategy to overcome barriers by Hansen, et al. (2014) and Van der Mark and Verrest 

(2014) and for emotional satisfaction (Gona, Mung'ala-Odera, et al., 2011). One carer 

also described getting external spiritual support from the church, which was also 

previously found by Hansen, et al. (2014).  

Findings on support by partners and other family members is similar to findings by 

Simpamba, et al., (2016).  A Non-governmental organisation also helped one carer in the 

form of assistance and relief by caring for other children with disabilities in the household. 

This correlates with findings by Gona et al. (2011) where external support was provided 

to carers.  

Carers in this study also reported that friends and neighbours assisted them in accessing 

the healthcare facility by lending their vehicles. Even strangers on their way to the 

healthcare facility assisted them. This was previously noted in the literature as a few 

mothers experienced support from extended family in the form of financial assistance to 

pay for transport (Simpamba, et al., 2016). 

Limitations 

The sample comprised individuals who resided within a 100km radius of the tertiary 

healthcare facility, people who have to travel further might experience greater challenges. 

This decision was due to time constraints of the research assignment. Carers were mainly 

Afrikaans speaking and from only two sub-districts, thus a more homogenous sample 

than was ideal.   
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Recommendations  

Service providers must be made aware of the challenges that the Madiba buggy© poses 

to using public transport and should consider prescribing the Madiba-to-go© or basic 

folding frame wheelchair with posture support devices in instances where the family is 

dependent on public transport.  

The South African White Paper on National Transport Policy (1996), the White Paper on 

Provincial Transport Policy (1997) and National Land Transport Transition Act 2 of 2000 

regarding the transport needs of PWD needs to be implemented.  Areas of specific focus 

should include buses with lower steps, hydraulic ‘kneeling’ devices to tilt or lower the front 

axle down to normal curb height, reserved seating on buses and train carriages, and 

ramps and subways at train-stations. Further consideration should also be given for 

legislation to be enacted which exempts PWD from paying a fare for the assistive device 

(Morta-Andrews, 2018). 

It is recommended that in the attempt to improve transport services for PWD, the MyCiti 

bus services routes be expanded to include this and other tertiary healthcare facilities.   

Seating service providers should consider providing outreach services to various 

communities. Some structural barriers that affect access to healthcare facilities will be 

removed when rehabilitation services and resources are decentralised (Wegner & Rhoda, 

2015).   

Recommendation for future research: 

● A study on the feasibility of therapists providing follow-up seating services through 

outreach clinics in communities;  

● A study on public transport providers’ attitudes on providing transport to wheelchair 

users;  

● Explore the costs and feasibility of ramps at train-stations; 

● Explore the possible interest in a subsidy system for taxi operators for each PWD 

that they transport.  
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Conclusion 

Although carers received support from different facilitators to enable access to the tertiary 

healthcare facility, it was still apparent that the carers experienced several barriers that 

made it taxing to access the tertiary healthcare facility to attend the advanced seating 

clinic, especially transport. The findings of this study affirmed that most public 

transportation services and systems do not accommodate carers and their children with 

CP and are inaccessible for them and the posture support wheelchair. Carers were 

worried about the negative effect of stress of using public transport on the children`s 

health. There is thus a great need to improve the current public transport systems to be 

more inclusive and accessible.  
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Appendices 

Appendix A: Study population 
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Appendix B: English demographical information questionnaire 
 

This form will be completed by the researcher in an interactive process.  

Name and Surname: …………………………………………………………………………… 

Age: ……………… 

Gender: Male/ Female 

Home language: …………………………………………………………………………………. 

Area of Residence: ……………………………………………………………………..……….. 

Contact number: ……………………………………………………………..………..………… 

Name of child with CP who you care for: …………………………………………..………… 

What is your relationship to the child with CP (mother, father, sister, aunt, uncle, etc.): 

………………………………………………………………………………………………….. 

How old is (name child)                                  : …………………………………………… 

For how long have you and (name child) been attending the seating clinic (years): ……. 
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Appendix C: English semi-structured interview schedule 
 
• Welcome. 

• Thanks for taking the time to come and share your experiences. 

• Go through consent form together, sign. 

• Complete demographical information form. 

• Switch on the recorder. 

Questions (with prompting questions in bullets): 

1. Can you tell me about a typical day for you to bring (name child) to the seating clinic at 

Tygerberg Hospital. 

• Are there any plans that you need to make before the day of the appointment?  

Work?  Other children? 

• How did you and (name child) get to the seating/doctor’s appointment today? 

• You mentioned _____, tell me what that was like for you.   

• You mentioned _____, describe that in more detail for me.  

• You mentioned _____, what were you thinking at that time when it happened? 

• You mentioned _____, how did you feel when it happened? 

2. What or who makes it easy for you to get to Tygerberg Hospital? 

• Do you have a support system? Who or what assist you to get to this appointment? 

• Do you receive any financial support? If so, where or whom? What do this process 

entail? 

• Have you received any assistance from someone or an institute to get to this 

appointment?  If so, who?  

• You mentioned _____, tell me what that was like for you.   

• You mentioned _____, describe that in more detail for me. 

• You mentioned _____, what were you thinking at that time when it happened? 

• You mentioned _____, how did you feel when it happened? 

3. What or who makes it difficult for you to get to Tygerberg Hospital? 
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• Is it very expensive? Do you need to save money? 

• Is it physically difficult to bring (name child) in? 

• Are there any emotional experiences that make it difficult for you to attend the 

seating clinic, for example anger, frustration, sadness? 

• You mentioned _____, tell me what that was like for you.   

• You mentioned _____, describe that in more detail for me. 

• You mentioned _____, what were you thinking at that time when it happened? 

• You mentioned _____, how did you feel when it happened? 

 

What is your experience with other types of transport? 

Why do you use…… and not (train, taxi, private, Uber) ? 

 

Do you have anything else you would like to tell me about this? 

Do you have any questions?  

 

If you have any concerns and any further questions, you can discuss it with me or support 

can be provided with a referral to a counsellor to the CHC or OT at the CHC.  If you need 

to contact me afterwards, my details are on the consent form. You can also contact me 

at the OT department. 

Give token of appreciation. 

Greet and thank. 
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Appendix D: HREC ethics approval notice 
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Appendix E: Permission to conduct research at Tygerberg Hospital 
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• This study aims to explore the experiences of you the carers of children with cerebral

palsy (CP) (GMFCS IV/V) when you bring the child for advanced seating services at

Tygerberg Academic Hospital.

Stellenbosch University  https://scholar.sun.ac.za

Appendix F: Information leaflet and consent form 

INFORMATION LEAFLET AND CONSENT FORM  

TITLE OF THE RESEARCH PROJECT: Accessibility of advanced seating services 
in a Western Cape setting; a qualitative exploration of the experiences of carers 
of children with cerebral palsy. 

REFERENCE NUMBER: S18/05/112 

PRINCIPAL INVESTIGATOR: Gwen-Lynn North 

ADDRESS: Cape Town, 8001 

CONTACT NUMBER:  

You are being invited to take part in a research project. Please take some time to read 

the information presented here, which will explain the details of this project. Please ask 

me any questions about any part of this project that you do not fully understand. It is 

very important that you are happy that you clearly understand what this research is 

about and how you could be involved. Also, your participation is entirely voluntary, and 

you do not have to take part. If you say no, will not affect you negatively in any way 

whatsoever. You are also free to withdraw from the study at any point, even if you do 

agree to take part.  

This study has been approved by the Health Research Ethics Committee at 
Stellenbosch University and will be conducted according to the ethical guidelines and 

principles of the international Declaration of Helsinki, South African Guidelines for Good 

Clinical Practice and the Medical Research Council (MRC) Ethical Guidelines for 

Research.  

What is this research study all about? 
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• Approximately 6-10 people will take part in this study. I will first ask you some

questions about yourself and the child. Then we will talk about your experiences on

getting to the advanced seating services at Tygerberg Hospital. Each interview will

be approximately 45-60 minutes long. With your permission, the interview will be

tape-recorded to ensure that I remember correctly what you have said.

Why have you been invited to participate? 

• You have been invited to take part in this study because you are providing care to a

child with CP and you travel from home to attend the advanced seating service at

Tygerberg Hospital.

What will your responsibilities be? 

• Your only responsibility in this study is to answer questions as truthfully as you can

during the interview.

Will you benefit from taking part in this research? 

• There will be no direct benefit for taking part in this study. However, the findings of

this study might bring more understanding to the problems faced by the carers of

children with CP, such as yourself, when you access healthcare services. It might

also be a way of sharing ways to make access easier.

Are there in risks involved in your taking part in this research? 

• The only risk for you is that you may experience emotional discomfort or distress

during the interview, as you will be sharing personal details of your live. If required,

you will be referred for counselling.

Who will have access to your medical records? 

• Only I will have access to your child’s medical records. Any information that is

obtained in this study will be treated as confidential and any information that can be

connected to you will not be disclosed without your permission. Your identity will be
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protected by assigning a code instead of using your name. Only my supervisor and 

I will have access to the information obtained during the study. All the collected data 

will be kept in a locked cabinet in my office and it will be appropriately destroyed five 

years after the study is completed.  

Will you be paid to take part in this study and are there any costs involved? 

• You will not be paid to take part in this study; however, you will be compensated for

any travel expenses.

Is there anything else that you should know or do? 

• You can contact Surona Visagie or if you have any further queries or encounter any 

problems.

• You can contact the Health Research Ethics Committee at 021-938 9207 if you have 

any concerns or complaints that have not been adequately addressed by your 

researcher.

• You will receive a copy of this information and consent form for your own records.

Declaration by participant 

By signing below, I ……………………………………………… agree to take part in a 

research study entitled “Accessibility of advanced seating services in a Western Cape 

setting; a qualitative exploration of the experiences of carers of children with cerebral 

palsy.” 

I declare that: 

● I have read or had read to me this information and consent form and it is written

in a language with which I am fluent and comfortable.
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● I have had a chance to ask questions and all my questions have been adequately

answered.

● I understand that taking part in this study is voluntary and I have not been pressurised

to take part.

● I may choose to leave the study at any time and will not be penalised or prejudiced

in any way.

● I may be asked to leave the study before it has finished, if the study researcher feels

it is in my best interests, or if I do not follow the study plan, as agreed to.

Signed at (place) …………….……………….. on (date) ………………………………..2018. 

……………………………….. ……..……………………………… 

Signature of participant  Signature of witness 

Declaration by investigator 

I (name) …………………….………………………………… declare that: 

I explained the information in this document to ………………….…………………………… 

● I encouraged him/her to ask questions and took adequate time to answer them.

● I am satisfied that he/she adequately understands all aspects of the research, as

discussed above

● I did/did not use an interpreter. (If an interpreter is used then the interpreter must

sign the declaration below).

Signed at (place) ……………………………….on (date) ……………………………2018. 

…………………………………… ……………………………………. 

Stellenbosch University  https://scholar.sun.ac.za



57 

Signature of investigator Signature of witness 

Declaration by interpreter 

I (name) ……………………………………………………… declare that: 

• I assisted the investigator (name) ……………………………………….. to explain the 

information in this document to (name of participant) …………………………….. 

using the language medium of Afrikaans/Xhosa. 

• We encouraged him/her to ask questions and took adequate time to answer them.

• I conveyed a factually correct version of what was related to me.

• I am satisfied that the participant fully understands the content of this informed

consent document and has had all his/her question satisfactorily answered.

Signed at (place) ………………………………….. on (date) ………………………………. 

……………………………………….. ………………………………… 

Signature of interpreter Signature of witness 

Stellenbosch University  https://scholar.sun.ac.za




