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ABSTRACT 

 

Tuberculosis (TB) continues to be a major cause of ill health and the leading cause of death 

from a single infectious agent worldwide. Furthermore, young children, especially those 

under five years old and infants, are at risk of developing more severe forms of TB. TB cases 

continue to cluster among disadvantaged groups such as the poor whose lives are 

characterised by adverse living conditions. Defaulting from treatment poses a severe threat to 

children’s health because untreated TB or breaks in treatment could lead to a child 

developing more severe forms of TB, or worse, could result in mortality. Currently, long-

term hospitalisation has the most successful TB treatment outcomes. Therefore, to ensure 

compliance, children are taken out of their social environment and admitted to hospital. 

However, being separated from one’s family, especially at a crucial stage of development, 

could have long-terms effects on the child’s development. 

 

The study explored, factors influencing access to care that caregivers of children; who are 

five years and younger, who received prolonged treatment at a specialised TB hospital in the 

Western Cape, South Africa experienced. A qualitative approach allowed the researcher to 

use personal interactions as a focus for studies and was suitable when aiming to understand 

health behaviour in its everyday context as experienced by the participant. 

 

The study results indicated the factors that enable caregiver visitation, is largely dependent on 

availability of finances. Furthermore, the hospital itself was identified as being 

accommodating with regards to visiting hours, telephonic calls and served as important 

mediator between health service provider, the children, their caregivers and the rest of the 

staff. Visitation depended on availability of finances, and this was the main barrier that was 

identified by caregivers. The challenges that hampered visitation were unemployment, lack of 
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access to private and public transport and challenges related to farm-workers. A large number 

of caregivers work on farms in the Cape Winelands and many of them are dependent on 

seasonal work which results in inconsistent income. This limited availability of finances for 

visitation. Furthermore, the working conditions, long shifts and lack of employment benefits 

which were associated with farming, prevented caregivers from visiting. 

 

This study revealed that there are a series of factors which influence access to care of 

caregivers; this is especially the case in children hospitalised for TB. These factors need to be 

considered by policy makers as well as the Specialised Tuberculosis facility when dealing 

with children under five as the best way to ensure that treatment is completed through 

hospitalisation. Therefore, the strategies to assist families of children with TB need to be 

explored to assist in the continuity of care as well as the child’s development. 
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CHAPTER ONE: A DESCRIPTION OF THIS STUDY 

 

1.1 Introduction 

The incidence of Tuberculosis (TB) in South Africa is 520 per 100 000 with children aged 

fourteen and under accounting for 7 percent of case notifications (WHO, 2019). According to 

Matezau, Spurious and Kafetziz (2000) young children and infants show a higher 

predisposition to develop more severe forms of TB. The social determinants of TB include 

food insecurity, malnutrition, poor housing and environmental conditions and financial 

barriers (Hargreaves et al., 2011). TB cases continue to cluster among disadvantaged 

populations indicating that children with the disease frequently live in poor communities with 

limited access to health services (Dodd et al., 2017). Under these circumstances, people are 

more vulnerable to TB and seeking medical care often results in financial and social 

insecurity (WHO, 2017).  

 

TB can mimic many childhood diseases leading to a delay in confirming diagnosis (Tsai et 

al., 2013). Furthermore, diagnostic delays are closely related to inferior outcomes 

(Mezochow, Thakur & Vinnard, 2018). The high prevalence of TB in adult contacts adds to 

the current adverse challenges that children face (Tilahun & Gebre-Selassie, 2016). The most 

extreme form of incomplete treatment is poor adherence to medication which could lead to 

disease progression, morbidity and death (Weaver et al., 2015). Defaulting medication or 

non-adherence makes simpler forms of TB, such as Pulmonary TB resistant to medication, 

and if untreated can lead to more severe forms of TB (Carey & Higuera, 2016). Therefore, to 

ensure compliance with treatment, the children are removed from their social environment 

and admitted to hospital. According to the Department of Health (2013), the most successful 

treatment of TB requires hospitalisation which can range from six to 18 months. In addition 

to ensuring adherence, children are often admitted to a Specialised TB hospital for social or 
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logistical reasons (Department of Health, 2013).  Hospitalisation promotes adherence to 

treatment, ensures that medical complications are identified early and monitors the child’s 

response to therapy (Hartgerink et al., 2013).  

 

According to McCoy et al. (2016), the early years of life are critical for children’s 

development. However, adverse childhood experiences that include chronic illness and 

separation from families have long-term effects on brain development and cognition (Black et 

al., 2017). Furthermore, the unexpected hospitalisation of a child imposes severe and often 

overlooked stressors on the entire family (Shudy et al., 2006).  

 

It is therefore against this backdrop that this study was developed to explore the factors that 

influenced access to care that caregivers of children who are five years and younger, who 

received treatment at a specialised TB hospital in the Western Cape, experienced. 

 

1.2 Problem Statement 

 
Currently, the challenges that TB imposes on children are beyond just immediate medical 

care. After two weeks of admission, severe symptoms of TB diminish (Department of health, 

2013).  Despite this, all patients including the children remain in the hospital until treatment 

is completed.  Hospitalisation during treatment ensures compliance, proper diet, monitoring 

of side effects and prevention of possible complications (Department of health, 2013). The 

facility attempts to accommodate the caregivers during the long-term admission by being 

flexible regarding visiting hours and phone calls. Thus, allowing caregivers to spend as much 

time as possible with their children. However, for some caregivers, visitation is dependent on 

the availability of finances. Therefore, it is common for some of the children at the hospital to 

only see their families upon discharge. Challenges including financial constraints and a 
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possible adult contact as the reasons behind an admission. The best practice to combat TB 

requires hospitalisation for a minimum period of 6 months (Department of Health, 2013). 

However, while the child receives treatment, there is a gap in nurturing care and continuous 

stimulation, which could have a negative, long-term impact on early childhood development 

(Black et al., 2017). 

 

1.3 Purpose 

 
The purpose of the study is to describe the experiences of the caregivers in accessing medical 

care. The information will be utilised to inform the multidisciplinary team and will assist this 

team in facilitating a more family centred, integrated approach to the current hospital 

program. Also, this team will do this by incorporating psychosocial and early childhood 

development aspects into the existing hospital program to prevent further developmental 

challenges for the children.  

  

In the second chapter, a review of the literature related to the burden of childhood TB and 

associated complex issues are presented. 
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CHAPTER TWO: LITERATURE REVIEW 

 
The literature review will focus on describing the burden of childhood tuberculosis in the 

developing world. It will further highlight the risk factors associated with TB, the effects on 

early childhood development as well as the impact of critical disease and chronic separation 

on families. The literature review started with identifying broad key words that were relevant 

to the study. These key words were used to access information online through search engines 

which enabled the researcher to structure the review. The results are presented below. 

 

2.1 The burden of childhood Tuberculosis 

 
Over half a million children fall ill with TB each year and struggle with treatment that is not 

child-friendly (World Health Organisation [WHO], 2013). Approximately 10- 20 percent of 

all TB cases are expected to occur in children younger than five years old (WHO, 2013). The 

widely acknowledged underreporting of childhood TB means that its impact on child survival 

is underestimated and under-recognised (WHO, 2013). Reasons for low success rates in low-

income countries include poor compliance, non-completion of treatment, late presentation by 

patients, and incorrect diagnosis by health care workers (Swaminathan & Rekha, 2010). 

Social, logistical and financial issues can mean that children are not brought for assessment 

after the development of symptoms and even when they are assessed, a confirmed diagnosis 

can be challenging (Dodd et al., 2014). According to Hazzanzad et al. (2017) 20 percent of 

children with TB in low- and middle-income countries fail to complete treatment. Poor 

adherence permits for the development of more drug-resistant disease (Weaver et al., 2015). 

Effective care and management are critical to initiate timely treatment (Paz-Soldan et al., 

2014). Therefore, to prevent mortality, ensure compliance and reduce complications, children 

are removed from their social environment and admitted as inpatients mostly for social and 

logistical reasons (Department of Health, 2013). 
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2.2 Barriers to Tuberculosis treatment 

 

2.2.1 Risk factors for childhood TB 

 
The barriers to adequately address the issues of childhood TB are several and severe in 

developing countries with access to care being a major impediment to the people who require 

treatment the most (WHO, 2017). Barriers to treatment initiation include perception of 

illness, stigma and knowledge about TB (Sullivan, Esmail & Cunninham, 2017). Being under 

the age of five, poor ventilation, food security, malnutrition, poor housing and financial 

barriers are social determinants which adversely affect people suffering from TB (WHO 

2013; Hargreaveas et al., 2011). Poor immunisation status, low parental education especially 

maternal, overcrowding and high population density are reported as risk factors (Attah et al., 

2018). Overcrowding as reflected by housing density has the potential to increase exposure, 

and children sleeping in the same room as an adult are more likely to get infected (Attah et 

al., 2018). Risk factors that are associated with hospital admission include severe 

malnutrition, co-morbidities and social factors (Department of Health, 2013).  

 

2.2.2 Challenges with the childhood diagnosis of TB 

 
Children younger than age three are at risk of developing more severe forms of TB such as 

Disseminated TB and TB meningitis (Seddon & Schaaf, 2016). Two-thirds of children who 

develop TB remain undiagnosed, untreated or unreported (Seddon & Schaaf, 2016). 

Childhood TB is associated with diagnostic dilemmas as well as lack of precise case 

definitions; moreover, diagnosis is more complicated to detect due to lack of sputum 

production in paediatric patients (Paz-Soldan et al., 2014). Approximately 95 percent of 

paediatric cases are smear-negative, therefore the lack of availability in childhood data 

underestimate the true burden of TB (Swaminathan & Rekha, 2010). Health seeking 

behaviour is complex as only 51percent of patients were aware of the cause of TB (Sullivan, 
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Esmail & Cunninham, 2017).  Paediatric cases are usually diagnosed in a secondary or 

tertiary health facility resulting in visits to multiple health facilities, and diagnosis is often 

based on a constellation of clinical symptoms and non-specific investigations (Adejumo et 

al., 2016).  Early diagnosis and treatment initiation are extremely important to improve 

survival and prevent mortality (Fildan et al., 2015). However, misdiagnosis and parents being 

referred to multiple institutions before their child is attended in a facility that is properly 

equipped to test the child for TB adds to delays in seeking and receiving treatment (Zuraida, 

Pramatama & Wijayanti, 2018). 

 

2.2.3 Symptom confusion 

 
Symptoms and signs of childhood TB are seen in a range of other conditions, making clinical 

diagnosis unreliable (Anderson et al., 2014). In the early stages, symptoms are confounded 

with those of cold, asthma and pneumonia (Zuraida, Pramatama & Wijayanti, 2018). 

Symptoms such as chronic coughing, fever and nights sweats were described as non-alarming 

occurrences that would improve over time and were not associated with TB infection (Paz-

Soldan at al., 2014). TBM stage one is associated with non-specific symptoms including 

fever, headache, irritability and drowsiness (Aulakh & Chopra, 2018). Thus, the complexity 

of the disease makes it difficult to identify and manage quickly.  

 

2.2.4 Household contact 

 
Children are not considered to contribute significantly to disease transmission (Adejumo et 

al., 2016). There are significant predicted associations between pediatric and adult TB with 

children being three times more likely to develop TB when exposed to an adult with TB 

(Dodd et al., 2014; Attah et al., 2018). Pediatric TB disproportionately results from recent 

and within household transmission (Dodd et al., 2014).  Treatment requires several months of 

swallowing a combination of three to four drugs every day. However, out-patients often 
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forget to take their medication or stop, therefore, default treatment when they start to feel 

better (Muley et al., 2017). Preventative therapy that is poorly utilised in areas where children 

are exposed imposes a major risk to child health (Cruz & Starke, 2014). A person who is not 

on treatment can infect between 10 and 15 people each year and continues to become 

increasingly infectious as treatment delay continues (Paz-Soldan et al., 2014).  Significant 

proportions of children were being cared for by parents who also suffer from TB; others were 

vertically infected by their mothers (Paz-Soldan et al., 2014). According to Schaaf et al. 

(2001) 41percent of children were infected by a parent, 8.8 percent by a grandparent, 5.1 

percent by an older sibling, other household members contributed to 9.5 percent of childhood 

infection (Schaaf et al., 2007).  

 

2.3 Effects of TB on children 

2.3.1 Early Childhood Development 

 
About 250 million children (43%) younger than five years old in low and middle-income 

countries are at risk of not achieving their developmental potential (Britto et al., 2017).  Age 

and immune status are factors, which increase the risk of an infection developing to disease 

(Seddon & Schaaf, 2016). According to McCoy et al. (2016), the early years of life are 

critical for children’s development. These early patterns are essential for achieving 

subsequent developmental milestones for ensuring both physical and mental health (McCoy 

et al., 2016). During this critical period of development children, especially those in age 

group zero to four, are the most vulnerable to TB infection due to the vulnerability of their 

immune systems and continued high exposure to risk factors such as infectious disease 

(Zuraida, Pramatama & Wijayanti, 2018).  Low availability of high-quality care contributes 

to low developmental outcomes (McCoy et al., 2016). TB is primarily a pulmonary disease, 

but it could also affect bones, the central nervous system, and other organs (Zuraida, 

Pramatama & Wijayanti, 2018).  Van Well et al. (2009) reported that 82 percent of children 
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who were admitted to a Specialised TB facility were under five years old, and 96 percent 

were admitted due to developmental complications including motor deficits. Complications 

secondary to TB include failure to thrive, feelings of sickness or weakness, lethargy and 

reduced playfulness (Zuraida, Pramatama & Wijayanti, 2018).  Additionally, postural deficits 

and Cerebro-vascular infarction, which could lead to hemiplegia, hydrocephalus, movement 

disorders and speech impairments, are also associated with complications related to TB 

(Aulakh & Chopra, 2018). Approximately half of all TMB infections lead to severe disability 

or death and seizures are common (Mezochow, Thakur & Vinnard, 2018). These complex 

medical needs use more health services and require additional therapy form the allied health 

team (Hartgerink et al., 2013).  

 

2.3.2 Impact of chronic separation on the development of children 

 
Successful treatment of TB requires hospitalisation for at least six months (Department of 

Health, 2013). Early life adversities affect development, and being a resident of an institution 

is an example of severe trauma as well as profound environmental and social deprivation 

(Britto et al., 2017; Banqueri, Mendez & Arias, 2016). Black et al. (2017) state that adverse 

childhood experiences have long-term physiological and epigenetic effects on brain 

development and cognition. In addition to the secondary complications of TB, children’s 

domains that are possibly affected by prolonged separation include cognitive, language, 

memory, attention and executive functions, leading to further need for long-term 

interventions (Britto et al., 2017).  

 

2.3.3 Impact of chronic separation on families  

 
Paediatric critical illness is stressful to the entire family with the most severe being role 

alteration, communication difficulties and interruption of usual home activities (Shudy et al., 

2006).  Complementary interventions that promote medical interventions include family-
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centred intervention, which moves beyond patient-clinician interaction by considering the 

needs of the family.  However, family interventions continue to be an area that is 

insufficiently implemented (Kuo et al., 2011). Psychosocial outcomes of critically ill children 

can be improved by providing treatment-related information to caregivers.  It can also be 

improved by creating a supportive environment which could improve their chances to cope 

with their child’s diagnoses and treatment outcomes (Kuo et al., 2011). Melnyk, Alpert-Gillis 

and Feinstein (2004) state that mothers who were more informed about the diagnosis, 

treatment duration and prognosis were experienced as being more involved in their children’s 

care during admission. Furthermore, they reported feeling less parental stress during and after 

hospitalisation, leading to improved long-term outcomes (Melnyk, Alpert-Gillis & Feinstein, 

2004). 

  

2.3.4 Benefits of parental involvement in care 

 
Parenting support programs that promote nurturing can substantially augment the positive 

effects of early child developmental outcomes (Britto et al., 2017). Child health interventions 

targeting children under five found that the most promising programs were those that 

removed barriers and increased access to services (Black et al., 2017). Programs that increase 

parental access combine parental support with treatment and child promote stimulation show 

a stronger impact on pediatric health and development (Manfred, 2011). Out of home 

interventions which could be implemented at the facility level includes stimulation programs 

and challenging play materials which will promote early childhood development (Britto et al., 

2017).   

 

2.5 Interventions to reduce TB  

 
According to the Department of Health (2013), the most successful treatment of TB requires 

hospitalisation which ranges from six to nine months, with early diagnosis and treatment 
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initiation rated as extremely important to survival and mortality prevention. Treatment 

requires a minimum of six-month medication for a bacteriologic cure (Tsai et al., 2013). The 

six-month regimen consists of two phases: an intensive phase with a combination of bacterial 

drugs to kill rapidly growing bacilli and a continuation phase with fewer drugs to eradicate 

slower persistent bacilli (Tsai et al., 2013). Furthermore, to address the secondary 

complications, a multidisciplinary approach is utilised that can lead to therapeutic success 

with more favourable outcomes (Hartgerink et al., 2013). The formation of the caregiver-

child attachment optimises young child development. However, the lack of attention to 

nurturing aspects of care during hospitalisation is a major concern, especially during the 

period of rapid brain development and learning (Manfred, 2011). 

 

2.6 Conclusion 

 
This review sought to highlight the complex and diverse complications that children who 

suffer from TB face. High population density, household contacts and low parental education 

status contribute to significant childhood infections (Attah et al., 2018). Although TB is 

curable childhood cases remain unreported or undiagnosed especially in children because of 

non-specific signs and symptoms (Dodd et al., 2017). Hospitalisation ensures favourable 

outcomes and prevents mortality. In addition to medical interventions, education and 

psychosocial support are crucial elements that lead to more favourable outcomes (Weaver et 

al., 2015). Therefore, integrated care, which incorporates medical, psychosocial and early 

childhood development programs will not only improve immediate medical outcomes but 

will have more beneficial long-term outcomes for children who suffer from TB.  
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CHAPTER THREE: RESEARCH DESIGN AND METHODOLOGY 

 
This chapter presents the methodology used to carry out this study. Firstly, it will outline the 

aims and objectives of the study. Then, it provides the details of the study design, the study 

population and sampling process, methods of data collection and data analysis, rigour and 

ethical issues related to the study. 

 3.1 Study Setting 

 
The Specialized TB hospital where the study was conducted is in the Cape Winelands, 

Western Cape. The Cape Winelands consists of 864 028 people. The Agriculture sector 

contributes the most to employment (20.5%) (Western Cape Government, 2017). The 

Specialised facility is equipped with a female, male and children’s ward, with bed occupancy 

of 60, 60 and 50 respectively. The prevalence of TB in the Cape Winelands is 1923 per 100 

000 with the highest burden falling on children (Department of Health, 2017). 

 

3.2. Aim and Objectives 

 
This qualitative study aims to explore the factors influencing access to care, that caregivers of 

children who are five years and younger, who received prolonged treatment at a specialised 

TB hospital in the Western Cape.  

The objectives of the study were to: 

1. To describe the barriers to access to care as experienced by the caregivers of children 

aged five years and younger who received prolonged treatment at a Specialized TB 

facility. 

2. To describe the facilitators of access to care as experienced by the caregivers of 

children aged five and younger who received prolonged treatment at a Specialized TB 

facility. 
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3.3 Study Design 

 
This was an explorative, qualitative study. An explorative study was appropriate because it 

allowed the researcher to hear personal accounts of the caregivers’ experiences relating to a 

topic that is not explored thoroughly. The interpretive nature of qualitative research helped 

the researcher understand the importance of context and how social determinants add 

complexity to individuals’ health (Jack, 2006). Furthermore, it allowed the researcher to 

explore complexities relating to social and environmental factors that can only truly be 

understood by the people who have to face them daily (Jack, 2006).  

 

A qualitative approach aided the researcher through the use of personal interactions as a focus 

for studies and was suitable when aiming to understand health behaviour in its everyday 

context as experienced by the participant (Vaismoradi et al., 2016).  Personal accounts of the 

phenomena have central importance in qualitative research, therefore, in-depth semi-

structured interviews was the method of data collection, during which open-ended questions 

were asked which enabled the researcher to gain a deeper understanding of shared meaning in 

the population being examined (Kielman, Cataldo & Seeley, 2011). This process facilitated 

the collection of subjective data which allows for a greater understanding of what the 

caregivers consider as valuable. This method enabled the researcher to truly capture the 

caregivers’ experiences relating to their child’s long-term hospitalisation. Therefore, the 

qualitative exploratory study was conducted to describe the personal accounts of the 

caregivers’ experience related to their children’s hospitalisation 
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3.4 Study Population and Sampling Process 

 

3.4.1 Study Population 

 
The study population included Caregivers (parents or guardians) of children aged five and 

younger who received prolonged treatment of at least six months at a Specialized TB facility. 

Furthermore, key informants who work at the facility’s Children’s Ward were included. They 

consisted of two social workers, an ECD Teacher, and a Nurse. All of whom are directly 

involved with the children’s ward. 

 

3.4.2 Sampling Process 

 
Purposive sampling was used to recruit research participants. A small number of well-

selected homogenous participants are likely to produce highly relevant and focused 

information (Clearly, Horsfall & Hayfer, 2014). In line with this approach, the study 

population were purposefully selected and consisted of 10 caregivers whose children were 

five years old or younger and were admitted to a Specialised TB hospital. Furthermore, four 

key informants were selected based on their roles at the facility’s Children’s Ward.  

 

Purposive sampling enabled the researcher to select the individuals based on pre-selected 

criteria relevant to the research question. The sample was selected to represent certain 

characteristics (Robson, 2002). This included caregivers from different geographical areas in 

the Cape Winelands, whose children were five years old or younger and received treatment 

for various forms of TB at the facility. The duration of their treatment was between six and 

nine months. The variety of caregivers enabled the researcher to generate rich, dense 

information on the research question by providing a convincing account of the participant’s 

experience (Clearly, Horsfall & Hayfer, 2014). 
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The key informants were purposefully selected based on their roles and experience of 

working in the pediatric ward at the facility, which enabled them to provide insights from a 

different perspective (Kielman, Cataldo & Seeley, 2011). The key informants included two 

social workers who are assigned to all of the paediatric admissions, a paediatric ward nurse 

and an Early Childhood Development teacher. The social workers and nurse are directly 

involved with the admission, discharge and family contact processes throughout the 

children’s admission, while the teacher works directly with the children in an academic 

environment within the hospital program.  

 

Inclusion Criteria 

The study consisted of caregivers (parents/guardians) whose children lived with them before 

admission and who returned to the same caregiver after discharge. This included children 

who have been hospitalised, therefore separated from their families for at least six months 

(long-term). All the caregivers were able to converse in English or Afrikaans. 

 

Exclusion Criteria 

Caregivers whose children will be placed in foster care after discharge were excluded from 

the study.  Caregivers who speak neither English nor Afrikaans were excluded from the 

study.   

 

3.4 Researcher Assumptions 

 
The researcher is unaware of the personal struggles and socio-economic circumstances that 

the caregivers face daily and how these may impact visits. Furthermore, the researcher is not 

adequately informed about the lack of employee rights, how this directly affects the 
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livelihood of the low-income communities and how this impacts hospital visitation primarily 

if the caregivers reside far from the facility. 

 

3.5 Data Collection 

 
Individual interview process 

Personal accounts of the phenomena have central importance in qualitative research, 

therefore, in-depth semi-structured interviews were the method of data collection, during 

which open-ended questions were asked (Kielman, Cataldo & Seeley, 2011). Thus, allowing 

the researcher to gain a deep understanding of shared meaning in the population that was 

examined (Vaismoradi et al., 2016). The semi-structured interview guide was formulated 

ahead of the interview with specific questions related to the research topic. This provided the 

necessary structure while also allowing for subjective responses as experienced by the 

participant (McIntosh & Morse, 2015). These methods facilitated the researcher to capture 

the caregivers’ experiences related to their child’s long-term hospitalisation.  

 

The researcher, together with the rest of the paediatric team, attended the weekly ward 

rounds. The possible discharge dates and placement of the children were discussed during the 

ward rounds. The researcher used this information to gain contact details of the caregivers 

who were going to gather the child upon discharge. Furthermore, the researcher confirmed 

with the rest of the team, which included the assigned social worker that the child was going 

to be placed in the same caregiver’s care who initially brought the child to the facility.  This 

aided the researcher in identifying caregivers who fit the inclusion criteria. After the 

information was gathered, the caregivers were approached in advance to arrange an 

appointment. Moreover, the researcher communicated with the social worker to remind the 

caregivers about the appointment. The researcher arranged the appointment on the discharge 
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date and the caregivers were interviewed after their official discharge interview. The 

interviews were arranged in a private room at the facility.  

 

Data was collected between May 2019 and June 2019. All of the caregiver interviews were 

held in a private room at the facility. Before the interviews commenced with the participant, 

information about the study was provided and available in the language of the participant’s 

choice, and written consent provided before data collection started. The interviews lasted 

between 30 and 45 minutes. The researcher re-introduced herself to the participant and 

explained the purpose of the interview and how it aids in the research process. The researcher 

turned on the digital recorder and summarised the purpose of the research. The researcher 

guided the participant through the conversation until all the issues on the interview guide 

were explored (Appendix I; Appendix II). The interviews were conducted in Afrikaans 

except for the one that was conducted in English because it was the participant’s preferred 

language (Appendix V; Appendix VI). The researcher summarised the contents of the 

participant information sheet and explained the purpose of the study. 

Furthermore, the right of the caregivers to withdraw at any stage without repercussions was 

explained. Afterwards, the informed consent form was explained in the language that the 

caregiver indicated, and permission to record was obtained, after that the informed consent 

form was signed. After describing the topic and purpose, the researcher explained the consent 

process. The consent form was explained and handed to the participant; the form was 

available in Afrikaans and English (Appendix IX; Appendix X). The consent form contained 

a declaration to be signed by the participant that the study had been described to them and 

they voluntarily agreed to participate. After reading through the consent form, the participant 

signed the form.  
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3.6 Data Analysis 

 
The thematic content analysis was performed to analyse and organise data that was collected 

from the participants and was presented coherently which links the personal experience of the 

participants to a theory (Malterud, 2001).  Malterud (2001) further states that it is crucial to 

share the type and role of the framework to maintain validity.  

Key steps: 

Phase one: Familiarization 

The process of analysis began with familiarising oneself with the data which entailed being 

fully immersed and actively engaged in the data. Throughout the data collection process, the 

researcher read and re-read the transcripts one by one and listened to the recordings to aid this 

process. The researcher continued to record memos and to summarise key impressions before 

formal analysis began. This process aided familiarisation, through familiarisation, the 

researcher became aware of key ideas and recurrent themes and took note of them (Srivastava 

and Thomson, 2009). 

 

Phase two: Coding 

Coding enabled the researcher to reduce the textual data to a manageable form (Srivastava & 

Thompson, 2009). The researcher photocopied the original data after that, clear and concise 

codes were identified based on meaningful passages, quotations or single words from the 

transcribed text (Attridge-Stirling, 2001). The codes were read and re-read and therefore 

sorted and resorted, and the researcher employed manual colour coding and cutting and 

pasting during this process. 
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Phase three: Identifying Themes 

Categories of the data were created to reflect many of the nuances in the data as possible 

through identifying portions and sections of the data that correspond to a theme (Pope, 

Ziebland & Mays, 2000; Srivastava & Thompson, 2009). Themes derived from the text were 

assembled into similar coherent groups, and these groupings became the thematic networks 

(Attride-Stirling, 2001). Themes, which in essence are patterns that have emerged from the 

coded data, were identified and described sufficiently by content from the text and linked 

with theoretical grounds (Attride-Stirling, 2001). 

 

Phase four: Reviewing themes 

Data was lifted from its original textual context and placed in charts that consist of the 

headings and sub-headings. Once the themes were identified, they were refined to determine 

whether they are coherent and meaningful (Pope, Ziebland & Mays, 2000).  

 

Phase five: Integrating and Interpreting 

Interpretation entails attaching meaning and significance to the analysis. During this phase, 

descriptive patterns were explained, and the researcher continued to look for relationships 

and linkages among the themes (Genzuk, 2003). The aim was to retrieve key conceptual 

findings in the summaries and pool them together into a cohesive story by relating them to 

the original questions and theoretical grounding of the research (Attride-Stirling, 2001).  

 

3.7 Ethical Consideration 

 
Ethical clearance was obtained from the University of the Western Cape Bio-Medical 

Research Ethics Committee (BM 19/1/15), the National Health Research Division (Western 

Cape Provincial office) (WC_201903_028) as well as the local facility’s Medical 
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Superintendent before the study commenced. Before the data collection process started, the 

researcher obtained ethical clearance from an independent ethics review board (Wassenaar, 

2007). Ethics approval was sought from the Bio-Medical Research Ethics Committee 

(BMREC) of the University of the Western Cape as well as from the South-African 

Department of Health before the study commenced. 

 

The researcher was responsible for ensuring that the participants were well informed about 

the purpose of the research and that they understood the potential risks and benefits, 

therefore, made an independent decision to participate in the study (Orb, Eisenhauer & 

Wynaden, 2001). The informed consent form and participant information sheet was provided 

in a language that the participants preferred and explained to the caregivers for completion, to 

ensure that they are informed about the study and will willingly and voluntarily participate in 

the research. The purpose of the study, potential risks and benefits, assurance that 

participation is voluntary, confidentiality and that the participant may withdraw from the 

study without any consequences were explained to the participants ahead of the prospective 

appointment.  

 

After permission was obtained from the facility, the key informants were approached 

individually, and permission was obtained in writing from their respective supervisors to 

inform them about the research.  Three key informants were interviewed at the facility. Two 

were interviewed in the researcher’s office and one was interviewed in a private room in the 

children’s ward. One key informant was interviewed at the researcher’s home as this was 

convenient for the key informant. The researcher and key-informants ensured that the 

interviews did not implicate clinical tasks at the facility. All four of the key-informant 

interviews were conducted in Afrikaans which was the preferred language of the participants. 

https://etd.uwc.ac.za/



 30 

The interviews that were conducted in Afrikaans were transcribed verbatim. All of the 

interviews were conducted between May and July 2019.  

Protecting the privacy and confidentiality of all participants is imperative when conducting 

research (Orb, Eisenhauer & Wynaden, 2001). Confidentiality and anonymity of participants 

and institutions were ensured by using codes or pseudonyms, instead of names, in the 

transcripts and thesis. To ensure privacy, all of the interviews were conducted in a private 

room at the facility or at an alternative location that was convenient for the participant. One 

participant preferred to have an interview at the researcher’s home. 

 

Potential risks are associated with research where participant’s experiences are explored 

(Orb, Eisenhauer & Wynaden, 2001). An arrangement was made for the social worker, who 

has been involved with the caregiver since their child’s admission at the facility, for a 

possible counselling session should the participants become distressed during the interview. 

However, it was not necessary to utilise this arrangement during this process. Researchers 

who are also clinicians should reflect on their roles as a researcher in comparison to that of 

the clinician (Orb, Eisenhauer & Wynaden, 2001). The researcher is part of the allied health 

team at the facility and explicitly explained the distinction between being a health team 

member and being a researcher to the caregiver before the interviews commenced.  

 

3.8 Trustworthiness 

 

3.8.1 Reflexivity 

 
The researcher declared personal biases and feelings related to the process before the study 

commenced (Malterud, 2001). The initial interest in capturing the caregiver’s responses was 

initially based on the fact that the researcher works at the health facility, therefore had a 

special interest in the cases which may have influenced the objectivity of the researcher. 
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Therefore, the researcher declared preconceptions to improve reflexivity, therefore validity of 

the study.  

 

3.8.2 Triangulation 

 
Data was collated from in-depth interviews from caregivers and key-informants, which 

enabled the researcher to triangulate data between these two data sources. The perspectives of 

caregivers whose children were admitted to the facility and the staff who work at the facility 

were explored and compared. Collecting the data from two or more sources maximises the 

possibility of collecting rich data. Furthermore, triangulation of study findings increases the 

validity of the study (Creswell and Miller, 2000, Mays and Pope, 2000). 

 

3.8.3 Transferability 

 
Themes that emerged from the rich data collected may be transferable to other contexts, 

provided that descriptions are thick and rich (Mays & Pope, 2000). The small sample size 

limits the extent of the transferability. However, the perceived barriers and facilitating factors 

the caregivers experienced may offer some insight which could be applied to other similar 

contexts. Therefore, the researcher provided thick, rich descriptions of the context, 

methodology and data analysis process. 

 

3.9 Limitations 

 
Xhosa speaking caregivers were excluded from the study, because of the inability of the 

researcher to communicate in the language. Therefore, the researcher was unable to conduct 

an interview, which was the main method of data collection, with them. Furthermore, the 

researcher did not have access to a translator. 
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CHAPTER 4:  RESULTS 

 

Chapter 4 provides the findings of what caregivers of children who were admitted to a long-

term Tuberculosis facility perceived as barriers and facilitators of access to care.  

 

4.1 Demographic characteristics of study participants  

The caregivers that were included were from various areas of the Cape Winelands including- 

Worcester, De Doorns, Swellendam, Touwsriver, Ceres and Robertson (Table 2).  As showing 

in table 1, most of the respondents were mothers (n=7), there were also a couple, father and a 

grandmother. The key informants consisted of two social workers, a nurse and an Early 

Childhood Development teacher. Table 3 displays the themes that emerged from the study. 

 

Table 1: The nature of the relationship between caregiver and child who was admitted. 

Relationship of caregivers to child Number of caregiver(s) 

Father and mother 1 

Mother 7 

Grandmother 1 

Father 1 

 

Table 2: Location within the Cape Winelands where the caregivers and children are from. 

Area within Cape Winelands Number of caregivers 

Ceres 2 

De Doorns 3 

Robertson 1 

Swellendam 1 

Touwsriver 1 

Worcester 2 
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Table 3: Themes that emerged from results 

 

 

 

 

 

 

 

 

 

 

 

Perceived 

barriers and 

facilitators of 

access to care 

Barriers to seeking treatment on time: 

Ambiguity of Tuberculosis related symptoms 

Poor administration of medication by caregivers 

Tuberculosis contact 

- Unknown TB contact 

- Known TB contact 

Caregivers lack of information 

- Caregivers lack of knowledge regarding the length of 

admission at the Specialised TB facility. 

- Lack of information from referring facilities 

- Adjusting in the ward. 

Facilitating factors of access to care: 

Financial assistance 

Unrestrictive visiting hours 

Facilitated telephonic calls 

Mediating role of nursing staff 

Improvements related to Early Childhood Development 

- Weight increase 

- Physical development 

- Language development 

Challenges to visitation: 

Socio-economic factors 

Lack of access to public and private transport 

Limited access to alternative transport 
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Work commitments related to farm workers 

 

 

 

 

4.2. Barriers to seeking treatment on time 

 
The caregivers reported numerous barriers to seeking treatment. These included the ambiguous 

nature of TB related symptoms, poor administration of medication to children by caregivers, 

not knowing who the TB contact is, being aware of someone in the household who is on TB 

treatment, but uncertain whether that person is administered their treatment correctly, 

caregiver’s lack of knowledge regarding the length of admission at a Specialised TB facility, 

how the children adjusted in the ward and lack of information from referring facilities were 

identified as barriers to initially seeking treatment.  

 

This section describes the difficult and timely process that led to admission. This process 

started with the caregivers realising and identifying that something was medically wrong, 

realising that the condition was serious, the multiple visits to facilities and ultimately learning 

that their child suffered from a life-threatening disease. Furthermore, it highlights the 

realisation that long-term treatment as an inpatient was the best course of action, and how 

caregivers reacted when they heard the news about the admission.  

 

4.2.1 Ambiguity of Tuberculosis related symptoms 

 
Caregivers provided various accounts of what led them to seek help. Seemingly, several paths 

led to caregivers taking the children to the health facility, and these include children presenting 

with symptoms such as weight loss and fever, children living in the same household as people 

https://etd.uwc.ac.za/



 35 

who have TB, and their reaction to the news that they have to leave their child behind at the 

facility to complete treatment. However, the process that led to admission was different for 

most of them. 

 

Caregivers reported that loss of appetite, which led to weight loss was initially the primary 

indicator for seeking medical assistance. Initially, they did not suspect TB because none of the 

typical TB symptoms was prevalent. The respondents described the process symptoms they 

initially experienced as follows: 

 

… when we came from work then the child was weak, suddenly she was sick, 

she did not want to eat, she only wanted breastmilk. She was weak; she neither 

coughed, nor did she sweat. They [staff at the acute facility] said that there was 

a spot on her lung [indicative of TB after an x-ray was conducted] (Father, De 

Doorns). 

 

She was at school for two days, and I saw she was not well. I took her to the 

clinic, and they gave her antibiotics and syrup for fever. She had a fever, and I 

continued giving her fever syrup. If I felt the fever coming [getting worse] I 

gave her the syrup. Then she [child] said that there was something wrong with 

her tummy. …she did not want to eat anymore, and she did not want fluids, and 

I was scared that she might become dehydrated. (Mother, Touwsriver). 

 

My child lost a lot of weight, and she coughed (Mother, Ceres). 
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Apart from weight loss, other caregivers described the symptoms they initially experienced and 

reported that:  

He had [experienced] night sweats, and he kicked the blankets off. His clothes 

were all wet. I did not realise the child had TB because he [only] sweated. Then 

he lost weight quickly. He did not want to eat. He threw everything [food] we 

gave him away.  I realised that something was serious when he did not want to 

eat (Mother, De Doorns). 

[The child experienced] tiredness and the chest that went off [the child had 

frequent coughing episodes] (Mother, Robertson) 

 

She did not cough; neither did she sweat, so [I learned that] TB came from all 

things (Mother and Father, De Doorns). 

 

Two caregivers whose children suffered from Tuberculosis Meningitis (TBM) described more 

complicated symptoms that led them to seek help. They reported that: 

She did not speak for three days; she could not walk; she could not tell me when 

she wanted to pee [urinate]. She did not recognise me. It [the ambulance] came, 

and they admitted her at Casualties [Worcester Provincial hospital] and ran 

tests. [They conducted] a lumbar punch and [extracted] stomach fluid, then they 

could not give a diagnosis. Two weeks after that we still laid [admitted] there 

[WPH] the third week they told me it was TBM so, it was a long process. Two 

nights at Worcester Hospital, and six weeks at Tygerberg [hospital] and then six 

months here [at the specialised facility]. 

 (Mother, Touwsriver).    

 

https://etd.uwc.ac.za/



 37 

We first went to Worcester Hospital [WPH], I walked very long, I was there 

[sought help at the casualty department] probably four times, and the fourth time 

they did a lumbar puncture, and then he went into a coma, and they started him 

on the TB medication after they did the lumbar puncture (Grandmother, 

Worcester).  

 

A father had a similar experience, he sought help at an acute facility, then realised that the child 

was not being discharged home, but instead was being transferred to a Specialised TB facility. 

He stated that: 

When I got [arrived] at Eben [now known as WPH] on a Friday, I went to fetch 

her to take her home then they said no, then we came here [Specialised TB 

facility] with the child. They told us she has a little spot on her lung [indicating 

TB after an x-ray was conducted] (Father, De Doorns). 

 

4.2.2 Poor administration of medication by caregivers 

 
Caregivers described that they were aware that their children received TB treatment as an out-

patient; however, they entrusted a family member to administer the medication because they 

had work commitments. Later it surfaced that in spite of the out-patient treatment being used 

as a measure to prevent admission, the child still developed TB, and ultimately was admitted 

to the specialised TB hospital.  

 

One caregiver, whose sister was taking care of her child at the time, was supposed to administer 

the TB treatment that was provided on an outpatient basis after someone who also lives in the 

house tested positive for TB. The mother learnt that the child defaulted the treatment as a result 

of the aunt not administering it properly. She explained: 
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She was staying in Eersteriver, and I was staying in Stellenbosch, because I was 

working on the farm and left her [in the care of her aunt], so she defaulted the 

treatment…she got sick then I took her to the clinic. They found out she got 

[contracted] TB and they asked me questions, so I told them that she [already] 

started the treatment, but she defaulted then they decided that she must go [be 

admitted to specialised hospital]; …the reason she was admitted here 

[specialised TB hospital] was because she was staying with my aunt then she 

defaulted the treatment [because of poor administration of the treatment] 

(Mother, Worcester). 

 

Another caregiver went through a similar experience and reported that: 

I was at work then she [child] and her brother stayed with their aunt. The aunt 

started drinking again, and the aunt did not take her to the clinic for two weeks, 

and when I was back at home again, I heard my child had to go to the hospital 

[specialised TB facility] (Mother, Swellendam). 

 

In some cases, the children were tested, because someone who lives in the same house was 

diagnosed with TB. The treatment was provided on an out-patient basis, where caregivers 

administer the medication themselves but admitted to defaulting the treatment. A mother 

expressed that: 

For a while, a man lived with us who did not know that he had TB, he found out 

recently. Two to three weeks after that [when I learned that he was diagnosed 

with TB] I went to the clinic with her and got her tested. I went back the next 

day for her results, and they told me that she has TB. Okay, I accepted it. They 

gave me the medication, and she received treatment outside [as an out-patient], 
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but the pills, I forgot about it some days…and that’s when they told me that she 

was going to admitted to the hospital (Mother and father, De Doorns). 

 

4.2.3 TB contact 

This section describes the difficulties caregivers faced when they attempted to identify who 

carried the TB germ that infected their children. Furthermore, it describes the uncertainties that 

surrounded admission when the TB contact was the immediate caregiver.  

 

4.2.3.1 Unknown TB contact 

 
In many cases, the caregivers struggled to identify where, how, or who possibly could have 

spread the disease to their children. This led to caregivers delaying hospital visits because, in 

some of the cases, the caregivers were not aware of someone who could have perhaps been the 

TB contact. As one respondent explained: 

I wondered where she could have gotten it from. …because I told my mother 

that if it was someone in the house who had TB, my grandmother [elderly people 

are susceptible to TB] is 89, then she would have also gotten the germ.  

 

When the same caregiver was asked if anyone else in their household was infected with TB she 

responded with: 

No one in the house [has TB] (Mother, Touwsriver). 

 

A different caregiver who reported a similar experience expressed that: 

We had nothing [were not infected,]; all of us in the house were clean [does not 

have TB] (Mother, De Doorns). 
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Building on the difficulties caregivers faced when identifying a possible contact another 

caregiver mentioned that the child was in contact with a lot of people as a result of the child’s 

aunt selling alcohol, and suspected that the child may have gotten infected as a result of being 

surrounded by strangers regularly. She reported: 

Her aunt sells alcohol so a lot of people came there [to the pub]and she is a 

friendly child, everyone likes her [child came in contact with a lot of people], it 

was all the options that my mother and I could think of (Mother, Swellendam). 

 

4.2.3.2 Known TB contact  

 
In cases where the contact was the child’s mother, therefore a known contact, there were still 

uncertainties and inconsistencies around whether mother and child were going to be admitted 

together or not.   

 

One caregiver who was also admitted as an in-patient at the specialised facility was the TB 

contact in the house. Thus, she was the one who infected her daughter with the TB germ. She 

reported that: 

No, I went to the clinic first, and the results came. Then all the children below 

twelve and five years had to get x-rays, and that is how I found out my child is 

also sick [infected with TB]. 

 

The same caregiver expanded that she was initially admitted to the facility and later learned 

that her daughter was also for admission to the facility. She explained that: 

I was here [admitted to specialised TB facility] first. Then she came 

afterwards, two weeks after me (Mother, Robertson). 
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Another caregiver who also suffers from TB had to take both her children to the clinic for 

tests. The mother received treatment on an outpatient basis. However, her children were 

admitted to the facility. Her daughter was diagnosed with TB and admitted, however, her son 

was also admitted but placed on a preventative regimen: 

We went to the hospital first for x-rays, and then they had to look at my 

daughter to see if the bumps [TB glands] got bigger, and it did, and she had 

TB.…they did not say what type of TB the girl had, but the boy did not have 

TB yet, he came [was admitted to specialised TB facility] for preventative 

treatment (Mother, Ceres).  

One of the mothers was the known contact who at the time of the study was still on treatment 

on an outpatient basis. When asked why the mother did not accompany the father on visits, 

the father responded with: 

Her mother is also on treatment, and that is why her mother cannot see [visit] 

her (Father, De Doorns). 

 

4.2.4 Caregivers’ lack of information 

This section describes how lack of information impacted the whole process starting from 

referring facilities until admission. 

 

4.2.4.1 Caregiver’s lack of knowledge regarding the length of admission at the 

Specialised TB facility 

When they [caregivers] arrived at the specialised TB facility, many of the caregivers did not 

realise how long their child was going be admitted. Many caregivers failed to realise from the 

beginning that the road to recovery for the children will be long. Thus, found it difficult to 

comprehend that their child had to remain at the facility for a lengthy period. 
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All of the caregivers expressed an emotional response when they heard that their child was 

going to be admitted to the facility. Poor communication combined with the shock of admission 

was experienced by the caregivers. As one mother, who also suffered from TB, reported that 

she was under the impression that she was also going to be admitted, but when they arrived at 

the specialised TB facility learnt that she had to continue as an outpatient and her children 

remained at the facility. She explained that: 

…I was told that I was also going to stay here, but the day my mother and I 

brought the children, they told us that the parents did not stay [accompany 

their children] here. It was a bit too much because I am very attached to my 

children…I cried so much when we dropped them off (Mother, Ceres). 

 

This response was also experienced by other caregivers who stated that:  

When I left him here it felt like I lost my mind. I cried [all the way] from the 

clinic, and when we arrived here I still cried. When we got inside [the children’s 

ward], I still cried when I undressed him; …The doctor told me that it 

[admission] will be nine months…the old tears came again. When they fetched 

me I still cried, that whole night, the whole month it continued like that (Mother, 

Ceres). 

 

I would say I was shattered, my heart was broken, and for six months I lived 

with it [deal with the child’s admission] (Caregivers, Father and Mother, De 

Doorns). 

 

Another caregiver who suffers from TB was also admitted to the facility, however only learnt 

at a later stage, after all of the children in the house also had to be tested for TB, that her child 

https://etd.uwc.ac.za/



 43 

was also going to be admitted to the children’s ward. She carried feelings of guilt, feeling 

responsible for infecting one of her children with TB. She reported: 

My word, I started crying immediately; I felt that I was the one who infected 

her…any parent would get a little sad, I was sad, but for the benefit of her 

[child’s] health, I said that it was alright [to be admitted] (Mother, Robertson). 

 

It was very difficult for the caregivers to comprehend that their children were away from them 

for such a long time. However, for their children’s health and as difficult as it was they accepted 

the admission. The nurse who is often present during the admission confirmed what the 

caregivers experienced reported that: 

You saw the emotion; they were tearful…so it was an initial shock for every 

parent who arrived here (Key informant, Nurse). 

 

4.2.4.2 Lack of information from referring facilities  

 
In some cases, caregivers and key informants reported that the referring facilities did not always 

provide caregivers with sufficient information regarding the length of stay at the facility. Being 

ill-informed added to the initial feelings of shock that the caregivers and children experienced 

once they learned about the length of admission. 

 

The ECD teacher who works at the facility witnessed some admissions and reported that for 

the parents and children alike, it was a difficult concept to grasp, and lack of preparation from 

the referring facilities was identified as a possible area to be improved upon reported that: 

No one [caregivers] around the children had an idea of what was going on, who 

could have explained to them from a parent’s perspective that “you have to stay 

here, we will get you again” (Key informant: ECD Teacher). 
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The two Social Workers confirmed that caregivers were not always adequately informed by 

the referring hospitals about lengthy admission. They agreed that: 

In my experience, it is very important that the clinics who refer the child must 

prepare the mother well.  One saw a lack there, it helped if the mother was aware 

that the child was coming for long-term admission. There were instances where 

the caregivers of children got tearful, emotional about having left the child here 

(Key informant, Social Worker). 

 

Some of them were still very sad [observed during a follow-up appointment] 

that their children had to stay here and for how long they stayed here (Key 

informant, Social Worker). 

 

One caregiver who is from a surrounding area confirmed what the key informants expressed. 

Explaining that no one from the referring facilities communicated that the admission at the 

Specialised TB facility would be long-term.  

They [the staff working at the clinic] did not explain to us why he had to stay 

here for such a long time…and I told them I was very unhappy [about the 

admission]. 

The same caregiver elaborated that: 

 I did not feel alright; I felt funny, I thought [about] my child, why was my child 

admitted… I cried with him [her child] (Mother, De Doorns) 

 

4.2.4.3 Adjusting in the ward 

 
This section describes how difficult some children adjusted in the ward. Furthermore, it 

describes how difficult the process of leaving your child at the facility was for the caregivers. 
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A nurse, who works in the children’ ward and is present during admission, described what 

they typically encounter with the children during the first few weeks of admission. 

…there was a timeframe which, usually the first or second week where most 

of them [the children] were very emotional, especially at night. They slept 

with [their] mother and father or whoever took care of them [at home] and 

then you arrive here, now you have to sleep in your bed and alone…there is no 

warmth except your blanket, so it was an adjustment for them. (Key 

informant, Nurse).  

 

The key informant further explained that certain children adjusted better than others in the 

ward. 

 …some children adjusted surprisingly well; they did not have a problem when 

the parents left, then we did not know whether is something related to not really 

having the capacity, that understanding of what has happened (Key informant, 

Nurse). 

4.3 Facilitating factors of access to care 

 
This section describes the factors that enabled caregivers in visiting their children while they 

were admitted to the specialised TB facility. Financial assistance, unrestrictive visiting hours, 

facilitated communication, and the mediating role of the nursing staff had a positive impact on 

caregiver visitation. 

4.3.1 Financial assistance 

 
Financial assistance influenced caregiver’s visitation positively. Availability of funds for 

transportation affected the frequency of visits. This was evident from the respondents’ 

reactions, and they commented as follows: 
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We visited many times when it was All Pay [received a Social grant], every time 

we received All Pay we came (Caregiver, De Doorns). 

 

The family helped a lot with their transport. There were some family [members] 

who also contributed…sometimes the girl who brought us said it was not 

necessary to give [contribute towards] petrol money (Caregiver, Ceres). 

When the caregivers received a child support grant during their child’s admission, the social 

workers communicated to them that they had to use this income to visit their children at the 

facility. 

When mummy [caregiver] received a child-support grant, we explained to them 

that she could use the funds for taxi purposes (Key Informant, Social Worker). 

 

4.3.2 Unrestrictive visiting hours  

 
The caregivers reported that the unrestrictive visiting hours was a contributing factor, as the 

flexibility provided them with opportunities to plan their visits more effectively. They could, 

therefore, plan around work commitments, salary dates and could arrange transport. As the key 

informants explained:  

They [caregivers] could visit their children anytime because the parents cannot 

always come during [structured] visiting hours (Key informants, Social 

Worker). 

 

…we have visiting hours [structured visiting hours], but we allowed them 

[caregivers] to come anytime (Key informant, Nurse) 
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We do not operate like the general hospitals, where there are set visiting hours. 

I think that was, in a way supportive (Key informant, Social Worker). 

 

Additionally, the caregivers agreed that the fact that there are no strict visiting hours made it 

easy and comfortable for them to plan visits. They responded as follows: 

I had access to transport. I could come and go. If I felt like coming the whole 

week, I came. Every week, a day in the week and a Sunday. My work made it 

very easy and also when she started [her admission] here they [employer] gave 

me a three-month cushion where I did not work and they gave me off [granted 

leave] …so I did not go to work so I came [to visit] (Caregiver, Touwsriver). 

 

Yes, that made it easy. If you had to come during visiting hours, it would not 

have worked out. That was something good that you could come any time of 

the day or night (Caregiver, Robertson). 

 

…I was here [visited] on Fridays and Saturdays and maybe during the week, I 

called to ask how she was doing, and they [nursing staff] told me she is alright. 

I always said I did not want to call I wanted to come here personally, she could 

not talk over the phone, I wanted to see her myself (Caregiver, De Doorns) 

 

It was actually quite an easy affair…because you could visit anytime when you 

[planned to] come here [to the facility], (Caregiver, De Doorns). 

4.3.3 Facilitated telephonic calls 

Communication between parents, staff and children was one of the factors mentioned by 

participants as an enabling factor. As evident from the data collected telephonic conversation 
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on progress on patients with staff assisted in putting caregivers at ease. Furthermore, allowing 

caregivers and children to have telephonic conversations also helped maintain the bond, 

between parent and child. Respondents had commented as follows: 

 

We ensured that when the child was admitted that we at least had two telephone 

numbers of the caregivers or parents so that we can contact them ourselves and 

we ensured that they have contact numbers of the ward (Key informant, Social 

Worker). 

 

We gave them the contact numbers so that they can call anytime and the children 

who were able to speak could speak to their parents and this helped maintain 

that relationship, that bond. A lot of them [caregivers] who could not visit 

phoned [the ward] (Key informant, Nurse). 

 

I phoned, I phoned everyday…even if she could just have said “hello mummy” 

I only wanted to hear her voice and she had to hear mine (Mother, Touwsriver). 

 

However, one caregiver preferred not to speak to her child and relied on nursing staff to 

convey messages. 

I did not really speak to him, because one night when I phoned he cried and 

after that, I did not want to talk anymore. I always told them [nursing staff] 

that they had to whisper in his ear that mummy loved him, mummy missed 

him (Mother, Ceres). 
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4.3.4 Mediating role of nursing staff 

 
The nursing staff in the children’s ward played a crucial role in being mediators between 

children and their caregivers. The caregivers became more comfortable when they had to leave 

their children in the nurses’ care and became very familiar with them. This assisted the 

caregivers and children, especially when they had to return the children to the ward after 

visitation.  They provided either physical comfort or emotional support. Caregivers reported: 

I felt very good, it is not their child, but they treated him like their own. 

…when I missed him and was unable to come [visit the facility] I phoned and 

would ask them [nursing staff] how he was doing then they always said that it 

was going well with him (Grandmother, Worcester). 

 

They [nursing staff] were always there; they were always helpful, they would 

tell me about the things that she did…then they would make me laugh. They 

always welcomed me, treated me and her very well (Mother, Touwsriver). 

 

…the service was very good, the staff received [hosted] us very well (Mother, 

Ceres). 

 

I just want to say the sisters [nursing staff] made me feel good about the 

hospital…the staff brought my child so far, so that he finished his treatment 

(Mother, De Doorns). 

 

The open communication between caregivers and nursing staff meant that caregivers were 

informed about daily behaviours, actions and whereabouts of their children. This made the 

caregivers more at ease when they were unable to visit. Two caregivers expanded as follows: 
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It was good all the way [throughout admission]. They told me that she is quiet 

or well behaved…then I actually became a little sad. When I got here, I saw that 

she was standing and waiting [for me], laughed or played (Mother, De Doorns) 

 

So, for all the children and parents of children who have TB it is a very good 

hospital. They took good care of my child and I just wanted to say that was very 

thankful for that. There were times when we phoned, and they allowed her to 

speak over the phone with us…to say “hello” and how she was doing (Mother, 

De Doorns). 

 

One caregiver had trouble with her mobile phone, which resulted in her missing appointments 

at the social work department. When the caregiver visited her child, the nursing staff 

communicated the message and asked for another contact number. The nursing staff are 

informed about the procedures of the facility, knowing that if a caregiver misses an 

appointment that it could indicate possible challenges in the living environment. They acted as 

an important mediator between caregiver and health professionals, often involved in 

communicating on general whereabouts of the child, however, also communicated important 

health-related matters. She reported that: 

They [social workers] called me after I missed the appointments, because they 

did not reach me, but on the weekend that I was here [visiting] they [nursing 

staff] asked me to come [to the social work department] and I must not miss the 

appointment, because the social workers will take her away from me [possibly 

remove from her custody] if I missed the appointment (Caregiver, Worcester). 
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One social worker reported on the importance of reaching out to facilities that are closer to the 

caregivers’ environment. The facilities facilitated communication and provided support to 

caregivers. She commented that: 

…it is very important to just be supportive and to have insight to what the 

caregiver and also the child experienced. We also told them that if you did not 

have enough money to make a phone call, go to the TB department [at their 

local facility where they initially extracted the sputum sample when they 

suspected TB] and ask the sister to make a phone call on behalf of you or ask if 

you can speak to your child. I experienced the children’s ward and the staff as, 

they treat the children very special. This helped because it was an emotional 

affair for mother and child when the child has to be left here again. They had to 

get a lot of support (Key informant, SW). 

 

4.3.5 Improvements related to Early Childhood Development 

 
None of the caregivers reported concerns when they were asked about their child’s overall 

development. Even though the caregivers were not primarily involved with the immediate care 

of the child, they were able to monitor progress while they were visiting and thus, they became 

more comfortable with leaving the child at the facility. An increase in weight, improvements 

in physical and language development were reported by caregivers and staff alike.  

 

 

4.3.5.1 Weight increase 

 
An increase in weight was a crucial indicator for the caregivers that their child was returning 

to health. In addition to weight gain, they reported that an increase in physical growth was 

evident while they visited their children. The caregivers reported that: 
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I would say from my side, my child grew, she picked up weight (Caregiver, De 

Doorns). 

I feel satisfied because he is already healed. He grew tremendously and we do 

not know if the clothes are going to fit (Caregiver, Ceres). 

 

His weight improved, he picked up [weight] I saw it on his face. His whole face 

changed when I got here (Caregiver, De Doorns). 

 

I’m just glad she got big [grew]. They gave [administered]her medication. It did 

not even look like she had that TB illness (Caregiver, De Doorns). 

4.3.5.2 Physical development 

 
Completion of TB treatment was the main concern when communicating about the early 

childhood development of their children, indicating that health was the main concern for the 

caregivers. However, there were some cases where physical development, more specifically, 

mobility, was hampered by the TBM infection. Caregivers welcomed improvement in this area 

of development.  

 

TBM resulted medical complications like cerebrovascular accidents which caused weakness in 

one side of the body, often hampering the ability to walk. One caregiver whose grandchild 

suffered from TBM and thought that her grandchild may die reported that: 

 

I had a living corpse, and I laid [accompanied him] in Tygerberg [TBH] and I 

thought I was going to lose him [he might pass away], but when I got here 

[specialised TB facility] doctor gave me a lot of hope and one day I came to 

visit him, and I thought I would fetch him up there [in the ward] … then they 
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said “put him down” then he ran [indicating physical improvement]. O, I will 

never forget the day that he came running, that video is still on my phone 

(Grandmother, Worcester). 

 

Two children were affected by TB that affected a particular part of the body, e.g. the hip and 

knee which resulted in physical development being hampered. A key informant explained the 

improvements that she witnessed in those children who were affected: 

One child told me that he could not jump because of his leg [affected by TBM], 

and then [after intervention] he jumped with us [the children in the ECD 

program] and he skipped rope with us and he played cricket with us. Another 

child who suffered from “TB of the hip” [TB germ which manifested in the hip 

which decreased range of motion and affected gross motor activity] ended up 

doing [mastered] all of the gross motor activities (Key informant, ECD teacher). 

4.3.5.3 Language development 

 
Language development, more specifically, learning an additional language, was noted by 

caregivers and key-informants. The ECD teacher noted that: 

 

The African [whose first language is Xhosa] children started speaking Afrikaans 

and spoke Afrikaans well, so they learnt another language (Key informant, ECD 

Teacher). 

 

However, learning another language imposes challenges with communication when caregivers 

visit. A social worker reported how they encouraged Xhosa-speaking caregivers to visit in 

order for their children to still have the opportunity to develop their mother tongue. 
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Afrikaans is the predominant language in the ward and a lot of children who are 

admitted spoke Xhosa. This is when we encouraged mothers to visit their 

children (Key informant, Social Worker). 

 

4.4 Challenges to visitation 

 
There were various barriers to the visitation of children in the hospital that were identified. 

These included: socio-economic factors, lack of access to public and/or private transport, 

challenges with alternative transport and work commitments related to farm work were 

identified as barriers to visitation. 

4.4.1 Socio-economic factors 

 
Socio-economic factors played a significant role in the caregivers’ ability to visit their children 

at the facility. The facility accommodates children from the whole Cape Winelands District 

and can be far to travel for certain caregivers. Poverty, lack of finances, transport and lack of 

access to private transport had an impact on the caregivers’ ability to visit. 

One key informant highlighted this continuous struggle that socio-economic factors posed on 

caregivers’ lives and highlighted the particular challenges that the caregivers faced daily, and 

how it hampered the ability to recover from TB and remain healthy once the children are 

discharged. 

A lot of our people come from the back-end of life…our children were from the 

farms. The other thing is some lived far, so it is not just children from this town 

who were here, it is the whole Winelands District’s children…the parents were 

unemployed, and there was no money so they could not visit.  

 

Additionally, she highlighted the possible complications that were related to the caregivers’ 

living conditions and reported that: 
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There was already poverty … there were problems, housing problems, food 

problems…, but if it [the circumstances] worsened, then you were prone to 

contract TB again. The social workers were also part of the child’s placement 

when the child was ready to go home. If things were not ideal [circumstances 

do not improve] …then the children got taken away [placed into foster care] 

(Key Informant, Nurse). 

 

Building on what the nurse experienced the social work department was involved with all of 

the paediatric admissions and continued to monitor the living conditions throughout the child’s 

admission. They assessed the family’s circumstances before the child could return home. When 

asked what circumstances may have prevented visitation the key informant responded with: 

The first point was finances, a lot of parents of the children who are here 

[admitted to the facility] came from families where poverty played a big role 

(Key informant, Social Worker).  

 

Another social worker reported that poverty was a main contributor or barrier in the caregivers’ 

ability to visit and that distance also had an impact on visits and responded with: 

A lot of times it was the circumstances. It was the distance and then the lack of 

finances (Key informant, Social Worker).   

 

She further highlighted the additional issues that caregivers face by communicating that: 

 …when they [caregivers] had to leave the country [immigrants who leave 

South Africa after seasonal work], or the circumstances at home were just so 

poor. We had mothers who we saw [during the admission interview]and knew 

that there was going to be a problem. They dropped their children at the facility 
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then they did not visit their children for months. Those were the children that 

we referred to the external Social worker to assess whether it was okay 

[circumstances are suitable] for the child to return home. (Key informant, Social 

Worker). 

 

Caregivers highlighted the dependency on finances to pay a visit. They waited either for the 

day they received a salary or the day they received a government grant to visit their children. 

Because I did not have the money, it was difficult for me…it was very difficult 

(Caregiver, Worcester). 

 

We did not have money…so we could not come because we did not have 

money. When we received All Pay [social grant] then we came or I borrowed 

money from my aunt…because I was getting worried [after not visiting for a 

while] (Caregiver, De Doorns). 

 

4.4.2 Lack of access to public and private transport 

 
In addition to caregivers relying on public transport, the location of the facility also meant that 

the caregivers took more than one taxi, which resulted in more expenses towards taxi fare. This 

resulted in the caregivers using a taxi and then walking the remainder of the way in order to 

reach the facility. Respondents reported as follows:  

What made it difficult was distance and funds…and transport, the availability 

of taxis. Sometimes they [caregivers] used two taxis. One from their home to a 

certain point and then from there to the hospital and that made it difficult. There 

were not continuous taxi services available so they had to walk (Key Informant, 

Social Worker). 
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The same key informant elaborated by reporting: 

It was very difficult especially with the petrol price that was going to rise, so 

the costs for taxis were also going up (Key informant, Social Worker) 

 

Another social worker reported on the difficulties caregivers faced by communicating that: 

…Taxis only drove to town and it is far to walk from town, then parents hired 

private cars, which easily cost them R200 from Rawsonville [approximately 

15km from the facility] to Worcester to the facility, and it was ridiculous (Key 

Informant, Social Worker). 

 

A caregiver and key informant affirmed that caregivers are prone to additional costs when 

attempting to visit. They stated that: 

…I can say that the transport was the main problem because if I asked you 

[someone who had access to private transport] that person was unable to help 

me. Then I went to someone else, then the man charged me eight hundred rands 

just to come here, and it happened like that for us before (Mother, Ceres). 

 

Finances actually played a big role, because there were children [admitted] from 

Swellendam and they [caregivers] had to travel form Swellendam. They maybe 

got transport from a farm from the surrounding areas then the woman had to 

pay an extra amount of money for transport (Key informant, ECD Teacher). 

 

4.4.3 Limited access to alternative transport 

Hitchhiking was also reported as an alternative method of transportation used by caregivers to 

reach their children who were hospitalised. Nonetheless, hitchhiking was not always viewed as 
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a safe alternative and was time-consuming. The caregivers who relied on hitchhiking responded 

by commenting that: 

I had to hike and then I walked to get here. Then I stood again for three, four 

hours before I got a lift (Father, De Doorns). 

 

It was actually difficult for me…I always came with my sister in law and one 

time I asked a friend of mine to come with me and then we hiked (Mother, 

Swellendam). 

 

We walked to the N1(national freeway) then we hiked every weekend and that 

went on the weekend after weekend, but this morning we came here in a 

taxi…but it was very difficult; sometimes you did not get a lift, sometimes you 

got a lift (Mother, De Doorns).  

 

A nurse who was aware of the hitchhiking tendencies expressed concern when the caregivers 

used this option. She felt a sense of responsibility towards the caregivers’ safety while they 

travelled back home or to the facility. She stated that: 

Some parents told you that they were going to hike, but that was something that 

the people are used to, but we did not want to expose them to that; in the bigger 

picture if something happened to that person; believe me you will feel bad (Key 

informant, Nurse). 

 

4.4.4 Work commitments related to farm-workers 

 
Caregivers who work on the farms in surrounding areas expressed that they faced work-related 

difficulties. The nature of jobs in farms meant that during the harvesting period they did not 
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have the time to visit their children. On the other hand, during the off-season, they did not have 

adequate finances to visit their children and thus struggled to visit the hospital. The social 

worker who was responsible for the assessment of the caregivers work history reported that: 

Some of our people had to work during the season [harvesting season] time who 

are immigrants and they went back [to their countries] during the time while the 

child was still [admitted] here and this made it difficult. Sometimes mothers 

stayed here [Cape Winelands] during the off-season without money or they left 

[to their country] and had to return, this hampered the ability to visit. If it is ‘in 

season’ when the farm-workers pressed they sometimes worked on weekends 

as well then, they did not have the time to come and ‘outside of season’ time 

then they did not have the money to come; then they did not have an income. 

(Key informant, Social Worker) 

 

Other caregivers reported that on occasions the farmworkers got paid on a bi-weekly basis 

meaning that the salary had to provide the family for two weeks, this is often referred to as “dry 

week”, meaning that it is the week that you did not get paid. Many caregivers arranged their 

visits around the week they received a salary. Furthermore, it was found that weather conditions 

can also determine whether farm workers got paid. When it rained on the day that the farm 

workers were supposed to work, they lost that day’s salary. This is typically known to the 

farming community as “rain days”. The caregivers highlighted that: 

I would say mostly on weekends. We could not come during dry week, because 

then there was no money, but during pay week then we put money away…then 

we came [to visit] (Caregiver, De Doorns). 
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…you also got rain days and then the [my] husband did not work (Caregiver, 

Ceres). 

4.5 Summary of Results 

 
The study results indicated the factors that enable caregiver visitation is mostly dependent on 

the availability of finances. Furthermore, the hospital itself was identified as being 

accommodating with regards to visiting hours, telephonic calls and served as an important 

mediator between the health service provider, the children, their caregivers and the rest of the 

staff. However, the results highlighted that a disease such as TB exposed the non-ideal 

circumstances people live under and how they affected them when seeking medical attention. 

The results revealed that the barriers to access care start with symptom identification.  Social 

barriers that the caregivers faced linked to unemployment, costs associated with public and 

private transport, challenges with alternative transport and work commitments. These factors 

hampered seeking medical care and continued to impact caregiver-visitation negatively. 
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CHAPTER FIVE: DISCUSSION 

 

The study sought to describe the experiences of caregivers of children under the age of five 

who received prolonged treatment at a Specialised TB facility in accessing care. The 

objectives of the study were to describe the barriers and the facilitating factors that the 

caregivers experience when they aim to visit their child.  

5.1 Barriers to seeking treatment 

 
Health-seeking behaviour that is associated with TB is often complex (Fildan et al., 2015; 

Sullivan, Esmail & Cunningham, 2017). Even though TB, including PTB and TBM, is 

curable, diagnostic methods are poor in children because of diverse and non-specific signs 

and symptoms which adds to the complex nature of the disease (Dodd et al., 2017). 

Caregivers did not initially suspect that their child suffered from TB because typical 

symptoms often mentioned in the literature were not observed (Carey & Higuera, 2016). 

Signs and symptoms of paediatric TB are in several other paediatric clinical conditions, 

leading to difficulties suspecting TB as a diagnosis (Anderson et al., 2014). Weight loss was 

the main reason that caregivers sought medical help. Given that weight loss was the reason 

for seeking treatment, the diagnosis of TB came as a shock to the caregivers. The study 

further revealed that children who suffer from Tuberculosis meningitis displayed more severe 

symptoms that are generally not associated with TB. Feelings of weakness, seizures and 

steady deterioration of health led caregivers to the casualty department (Aulakh & Chopra, 

2018). Furthermore, TBM is often characterised by coma, seizures, spasticity and motor 

deficits (Mezochow, Thakur & Vinnard, 2018). Early diagnosis and treatment initiation for 

TB is crucial in improving survival and preventing mortality. However, the broad spectra of 

symptoms added to the delay in caregiver seeking treatment. 
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Children do not transmit TB to other children effectively. This study highlighted that 

caregivers were unaware that a family member or adult in the household defaulted their 

medication and became infectious. Therefore, it was challenging for the caregivers to link the 

possible TB contact with the broad spectrum of symptoms they observed. According to Dodd 

at al. (2014), paediatric TB is transmitted through recent contact with and living in the same 

households as an adult carrier. Furthermore, poor use of preventative therapy in young 

exposed children can have devastating consequences because non-treatment and lost to 

follow up cases are deemed highly infectious (Cruz & Starke, 2014; Craig, Joly & Zumla, 

2014). This could be attributed to patients from rural communities knowing very little about 

the disease, how it is transmitted and its treatment. Additionally, outpatients did not 

understand the importance of taking the complete course of treatment and thought treatment 

could be stopped when they felt cured (Hane et al., 2007). Muley et al. (2017) who state that 

patients often forget to take their medication or default their medication when they start to 

feel better. Patient adherence is multifaceted and complex and is affected by factors ranging 

from the characteristics of individual patients to the social and economic environment (Hane 

et al., 2007).  

 

In low- and middle-income countries hospitalisation remain the health provider of choice 

because of high TB-incidence rates among children under five years old and ongoing disease 

transmission in the household (Lestari et al., 2011). Hospitalisation prevents progression of 

the disease and decreases the risk of more severe development (Lestari et al., 2011). 

Socioeconomic status, being younger than age two, severity of illness and adverse events 

may require further medical exploration are associated with prolonged length of stay at a 

facility (Heys, Rajan & Blair, 2017).  These co-morbidities and social risk factors affect 

adherence to treatment and indicates that TB treatment requires more than medical 
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intervention (Heys, Rajan & Blair, 2017). However, hospitalisation of children regardless of 

socioeconomic status requires efficient communication between referring facilities and 

appropriate information to be provided to caregivers. The caregivers expressed that they were 

not emotionally prepared when they learned about long-term admission. It was revealed that 

the staff at the clinic did not communicate the severity of illness, nor the possible length of 

admission to them. Soderback & Christenson (2008) have cited that communication between 

caregivers and parents is of paramount importance and lack of information in the health care 

setting before and during admission leads to caregivers feeling neglected. When given the 

opportunity caregivers play a crucial part inpatient care because the presence and 

participation of caregivers in the care of their children lead to decreased feelings of anxiety 

(Coleman & Roman, 2015). Furthermore, caregivers become more motivated to be involved 

in the process, which in turn encourages their autonomy (Melo et al., 2014). 

 

5.2 Facilitating factors of access to care 

 
The theme of financial assistance emerged strongly in this study as both an enabler and a 

barrier to caregiver visitation. Visiting hours that are not restricted to time, facilitated 

telephonic calls, the mediating role of the nursing staff were all identified as factors that 

enabled the caregiver to access care. In addition to these factors, caregivers who were able to 

visit were able to note an improvement in major areas of development. 

The study highlighted that the availability of finances had a direct impact on inpatient 

visitations, indicating that an income, whether in the form of a salary or a social grant 

influenced family contact with the children at the facility. According to Statistics South 

Africa (2014), more than 20 percent of the population lives below the poverty line. Hence, 

poor and vulnerable communities rely on social grants to sustain their livelihoods (Satumba, 

Bayat & Mohamed, 2017). Financial support for a vulnerable population helps them 
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overcome economic barriers such as transport and loss of income because of TB. 

Furthermore, social protection improves a person’s ability to protect themselves from 

infection and promotes adherence to treatment (Righter et al., 2014).  

 

Even though the facility does not offer overnight services to visiting parents, it does not 

restrict its visiting hours to a specific time-slot. This enabled caregivers to plan their visit 

around income, work commitments and availability of transport. In addition to being in line 

with person-centred care, one of the frequently identified needs of the family is regular 

visitation (Ellis, 2018; Hunter et al., 2010). Extended hospital visiting hours are associated 

with significant positive effects on inpatient care and reduced risk for readmission (Baron, 

2016). Therefore, this partnership provided an opportunity for the family to identify 

challenges and monitor progress, which facilitated an efficient patient/family centred 

approach (Baron, 2016). The flexible nature of the visiting hours strengthened the capacity of 

caregivers to maintain a bond with their children. 

 

Increased frequency of visitation addressed psychological issues related to isolation by 

reducing anxiety, stress and improves sensory deprivation (Hunter et al., 2010). Visitation 

allowed parents to communicate directly with staff and get a sense of the various programs 

that the hospital has to offer. Thus, allowing the caregiver to become more involved and 

informed about what hospitalisation entails and where in the recovery process their child is. 

Direct verbal contact is fundamental for effective communication (Hunter et al., 2010). 

Increased involvement and physical presence of caregivers in the care of hospitalised children 

enable them to draw closer to health care professionals and promote an environment in which 

communication and mutual understanding are key (Melo et al., 2014). Moreover, the 

presence of parents is a source of protection and security for the child.  

https://etd.uwc.ac.za/



 65 

In addition to unrestrictive visiting hours, facilitated telephonic calls between caregivers and 

children or the caregivers and the nursing staff enabled the staff to provide progress reports to 

caregivers in the cases where the children are developmentally too young to speak. This was 

helpful, especially to the caregivers who are from surrounding areas who were unable to visit 

regularly because it enabled them to communicate with the staff or their child. Melo et al. 

(2014) state that effective communication between health care professionals and caregivers 

leads to decreased anxiety amongst parents. Furthermore, open communication plays a vital 

role in the well-being of families, patients and health-care professionals (Soderback & 

Christensson, 2008).   

 

The perception of the caregivers was that the nursing staff acted as an important mediator 

between the child, caregiver and medical needs. The supportive environment that the nursing 

staff created enabled the caregivers to become familiar with the Multi-disciplinary Team. 

Subsequently caregivers became more motivated to become more involved in treatment 

process, which encouraged a sense of belonging and facilitated a sense of autonomy (Melo et 

al., 2014). Melo et al. (2014) further states that knowledge concerning the needs of parents, 

while attending to a sick child in hospital environment, shows that parents become interested 

and involved in the paediatric care, which contributes to humanised care delivery. Nurses 

were rated with the highest values for their ability to communicate, explain and identify the 

psychosocial needs of inpatients and caregivers through effective communication methods 

(Soderback & Christensson, 2008). Thus, the nursing staff improved caregiver autonomy and 

participation in care and treatment of children (Citak, Toruner & Gunes 2013). According to 

Ygge, Lindholm and Arnetz (2006) nurses have a more accepting attitude towards parental 

participation than any other professional group and viewed parental involvement as an 

essential element of quality of care in a children’s ward.  
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This study revealed caregivers reported an improvement in all the major areas of 

development including health, physical and language development especially those who were 

able to visit regularly. In the cases where additional deficits such as motor and language 

development were prevalent, caregivers who were able to visit could physically monitor 

improvement. These caregivers reported greater satisfaction and perception of care (Aulakh 

& Chopra, 2018; Coleman & Roman, 2015). Bastani, Abadi and Haghani (2015) state that 

active parental involvement not only promotes mental and behavioural well-being but also 

facilitates the development of parental roles. Thus, increasing confidence to continue with 

care after discharge. 

 

5.3 Challenges of access to care 

 
The study highlighted that the main barriers to caregiver-visitation are socio-economic status 

and the factors associated with it. These factors were issues related to unemployment, work-

related challenges and transport.  

 

Even though TB treatment is free in South Africa, patients continue to suffer from direct and 

indirect costs before and during treatment (Syed et al., 2013). This vulnerable group of 

people were incurring high costs to access medical services, but have fewer financial 

resources to pay for it Foster et al. (2015). Social factors affect an individual’s ability to seek 

health care and adhere to the course of treatment (Craig, Joly & Zumla, 2014). Personal 

factors associated with people affected by TB include remote residence and work-related 

conflicts such as taking time off were the principal reasons for missing appointments, either 

because of fear of lost earnings or gaining permission to leave (Varela et al., 2013; Paz-

Soldan et al., 2014).  Patients cited that no support from their employer or other government 
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safety net to allow them to take time off work without losing a salary as a reason for missing 

appointments (Paz-Soldan et al., 2014). Patients often experienced difficulties reaching health 

facilities, especially in rural areas due to long distances and poor transport infrastructure 

(Hane et al. 2007) 

 

The Cape Winelands has a large farming community and most of the caregivers who 

participated in the study work on farms. The farming community is identified as high-risk 

because their of their low wages, transport and employment activities which increases their 

risk of contracting TB (Clarke et al., 2003). Migrant workers face work-related challenges 

including not being given time off work to seek health services off-site. They may fear the 

loss of employment should they be diagnosed with TB, making them less likely to access 

health care (Ponthieu & Incerti, 2016). Furthermore, they have limited access to health care 

facilities, and their homes are far from the facilities (Clarke et al., 2003). The study further 

highlighted that long working hours during harvesting season restricted caregiver visits. 

Temporary farmworkers work long hours and employment may be arranged at short notice 

and can be sporadic (Clarke et al., 2003).   

 

Understanding the relationship between transportation barriers and health may be essential to 

address health in the most vulnerable impoverished communities (Syed et al., 2013). The 

study revealed that lack of finances played a role in being able to pay for public and private 

transport. Syed et al. (2013) concur that walking or using public transport was an independent 

predictor of not having a regular source of care. Among migrant farmworkers 80 percent 

cited lack of transportation as the primary reason a child faced an unmet medical need (Syed 

et al., 2013). The study further highlighted that the location of the hospital resulted in 

caregivers paying extra taxi-fees to visit their children. Varela et al. (2019) state that patients 
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with transportation barriers carry a greater burden of disease furthermore, rural patients 

reported more problems with transportation and travel distance to health care. This study 

further revealed that distance to the facility often increased expenditure because caregivers 

resorted to using multiple modes of transport to reach the facility. It may take a rural 

community member one to two and a half hours to travel to a health facility regardless of the 

mode of transport (Valera et al., 2019). Furthermore, rural communities use multiple means 

of transport which may involve walking on foot, using a taxi and or hitchhiking to the health 

facility (Syed et al., 2013).  
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CHAPTER SIX: CONCLUSION AND RECOMMENDATIONS 

 
This chapter provides the conclusion and recommendations. The research study set to provide 

answers to the following question: what are the factors influencing access to care that 

caregivers of children who are five years and younger, who received prolonged treatment at a 

Specialised TB Hospital in the Western Cape experienced? 

6.1 Conclusion 

 
The caregivers of the children who were admitted to the specialised Tuberculosis (TB) 

facility faced a series of complex, interrelated issues. Throughout admission caregivers faced 

financial, structural and environmental barriers as they sought treatment and as they 

attempted to visit the children at a specialised long-term facility. The caregivers were from 

communities where access to health facilities was dependent on income which lead to delays 

in seeking medical assistance and subsequent progression of the disease. When they reached 

the general facility, they learned that they will be referred to a specialised TB facility and 

often not knowing that hospitalisation was long-term admission.  

 

The caregivers have linked opportunities to visit their children to income and have 

highlighted that the facility had helpful services available. These services included: flexible 

visiting hours, the nursing staff as well as facilitated telephone calls which eased the process 

of visitation. Parents who were able to visit were much more involved with the medication 

and often had opportunities to communicate with the rest of the Multi-disciplinary Team, 

indicating that frequent visitation allowed the caregivers the opportunity to become more 

informed and an active member of the team. Additionally, caregivers were able to monitor 

improvement in development but importantly were able to maintain a bond with their child 

which is crucial during their early childhood development phase. Unfortunately, not all 

caregivers enjoyed this benefit. 

https://etd.uwc.ac.za/



 70 

Visitation depended on the availability of finances, and this was the main barrier that was 

identified by caregivers. The challenges that hampered visitation were unemployment, lack of 

access to private and public transport and work-related challenges of farm-workers. A large 

number of caregivers worked on farms and many of them were dependent on seasonal work 

which resulted in inconsistent income. This further limited both their availability to visit as 

well as their ability to afford transportation for hospital visits. Moreover, the working 

conditions, long shifts and lack of employment benefits associated with farming prevented 

caregivers from visiting. Distances between the place of employment and the hospital meant 

that caregivers had to use varied modes of transport to reach their children and often put 

themselves at risk. 

 

Long-term hospitalisation in TB ensures better health outcomes.  However, the emotional 

challenged that are associated with separating from your child made the admission process 

difficult for child and caregiver alike to comprehend.  Often there was no support for 

caregivers during this vulnerable time. Direct caregiver-child contact increased caregiver 

participation during the admission process and alleviated feelings of anxiety as the caregivers 

could witness their children’s improvement. Furthermore, frequent visitation facilitated 

feelings of autonomy and recognised the caregivers as active members of the team which is 

crucial, but often overlooked the element of pediatric long-term admission.  

 

This study suggests that there are a series of factors which influence access to care of 

caregivers; this is especially the case in children hospitalised for TB. These factors need to be 

considered by policy makers as well as hospitals when dealing with children under five as the 

best way to ensure that treatment is completed is through hospitalisation. Therefore, the 
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strategies to assist families of children with TB need to be explored to assist in the continuity 

of care as well as the child’s development. 

 

6.2 Recommendations 

 

1) There is a need for the specialised facility to emphasise the development of the multi-

disciplinary team approach and determine how the team can assist the parents by 

developing an integrated program with an emphasis on nurturing care. Starting with 

an admission family session where the diagnosis, length of stay, a tour of the ward 

and program the facility has to offer will be discussed. This platform can also serve as 

an opportunity for caregivers to ask questions. This session will inform the caregivers 

and also give a clear outline of why the admission is lengthy. This initiative will 

recognise the caregiver as a member of the Multi-disciplinary Team (MDT) as well as 

allow the caregiver and the child an opportunity to meet the team. 

 

2) In addition to the integrated admission session, psychosocial aspects can be 

incorporated into the current hospital program by strengthening the Multi-disciplinary 

Team approach, through facilitating a collaborative effort between the allied health 

team, the early childhood development program, the nursing staff and the caregivers 

by developing a comprehensive program to address psychosocial aspects in support of 

caregivers and children. This could serve as a skills-building platform for caregivers. 

 

3) Communication between caregivers and Multi-disciplinary Team (MDT) can be 

improved by implementing a mandatory discharge family conference session where 

the status of treatment, follow up and information will be shared amongst caregivers 

and MDT at the facility. 
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4) Further research is needed on children who suffered from pediatric TB and how they 

and their families go through the process of adjustment at home after long-term 

admission. 

 

5) Further research is needed on the long-term effects of Tuberculosis Meningitis on 

Early Childhood Development and how it may affect their daily activities at home and 

school. 
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Appendix I: Caregiver interview guide (English) 

 

UNIVERSITY OF THE WESTERN CAPE 

Private Bag X 17, Bellville 7535, South Africa 

Tel: +27 21-959 2809, Fax: 27 21-959 2872 

E-mail: soph-comm@uwc.ac.za 

                                                                                                    CODE: 

Where do you and the rest of your family live? 

Do you have other children? 

How old is your child (who was admitted at the facility)? 

1. Decsribe your understanding of your child’s TB diagnosis. 

(Prompt: Type of TB, Symptoms) 

 

2. Describe the process that led to admission to the Specialised TB facility. 

(Promt: What happened before admission, severity of diagnosis) 

 

3. Describe what it felt like when you learnt that your child was going to remain at 

the facility. 

(Promt: Explanations given by hospital staff, feelings experienced by caregivers) 

 

4. Describe the circumstances that made it difficult for you to visit your child. 

(Promt: Distance, finances, other responsibilities) 

 

5. Describe the circumstances that made it possible for you to visit your child. 

(Prompt: Visitation, telephone calls, communication by hospital staff) 
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6. How do you feel about your child’s development while they were admitted in the 

facility. 

(Promt: Conerns, progress) 

 

7. Describe the benefits of visitation if it was possible for you to visit your child. 

(Promt:Child’s behaviour, feelings before visitation, feelings after visitation) 

 

8. How could the facility have helped to make it easier for you to visit your child. 

(Prompt: Assist with telephone calls, assist with transport, special occasions) 
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Appendix II: Caregiver interview guide (Afrikaans) 

 
 
 

UNIVERSITEIT VAN DIE WESKAAPLAND 

Privaatsak X 17, Bellville 7535, Suid-Afrika 

Tel: +27 21-959 2809, Faks: 27 21-959 2872 

E-pos: soph-comm@uwc.ac.za 

          

Appendix 2          KODE: 

ONDERHOUDSGIDS: Sorggewers 

Waar woon jy en die res van jou familie? 

Het j ander kinders? 

Hoeveel jaar oud was jou kind toe hy/sy by die fasiliteit opgeneem was? 

1. Beskryf hoe jy jou kind se Tuberkulose (TB) diagnose verstaan. 

(Aanhits: Tipe TB, simptome) 

 

2. Beskryf die proses wat daarna toe gely het dat jou kind opgeneem moes word. 

(Aanhits: Wat het voor die kind se opname gebeur, ernstigheid van diagnose) 

 

3. Beskryf jou gevoelens toe dit bekend word dat  jou kind by die fasiliteit moes 

agterbly. 

(Aanhits: Redes deur hospitaal personeel gegee, hoe het jy gevoel) 

 

4. Beskryf die omstandighede wat dit moeilik gemaak het om jou kind te besoek. 

(Aanhits: Afstand, finansies, ander verantwoordelikhede) 
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5. Beskryf die omstandhede wat dit maklik gemaak het om jou kind te besoek. 

(Aanhits: Telefoon oproepe, besoeke, kommunikasie deur personeel) 

 

6. Hoe voel jy in terme van jou kind se algehele ontwikkeling terwyl hulle by die 

hospitaal opgeneem was. 

(Aanhits: Bekommerd, vordering)  

7. Indien dit moontlik was vir jou om jou kind te besoek, beskryf die voordele van 

besoeke aflê. 

(Aanhits: Kind se gedrag, gevoelens voor die besoek, gevoelens na die besoek) 

 

8. Hoe kon die fasiliteit en  personeel meer behulpsaam wees ten opsigte van besoeke. 

(Aanhits:Ondersteun met telefoonoproepe, ondersteun met besoeke, spesiale 

geleenthede) 
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Appendix III: Key informant interview guide (English) 

 

UNIVERSITY OF THE WESTERN CAPE 

Private Bag X 17, Bellville 7535, South Africa 

Tel: +27 21-959 2809, Fax: 27 21-959 2872 

E-mail: soph-comm@uwc.ac.za 

                                                                                                            CODE: 

 

1. How do the caregivers react when they learn about the length of admission. 

(Promt: Emotional reaction, behaviour towards child) 

 

2. In your experience, how do the caregivers make contact with their child. 

(Promt: Telephonically, visitation, additional methods) 

 

3. Describe the circumstances that could possibly make it difficult for the caregivers 

to visit their child. 

(Promt: Financial, distance) 

 

4. How do the children react in the ward after visitaion from their caregivers. 

(Promt: Emotional reaction) 

 

5. In your experience, what are the benefits of caregiver visitations. 

(Promt: Behaviour, development, family contact) 

 

6. What additional services could the hospital provide to the caregivers to improve 

upon current visitaion practices. 

(Prompt: Supportive environment for families) 
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Appendix IV: Key informant interview guide (Afrikaans) 

 

UNIVERSITEIT VAN DIE WESKAAPLAND 

                            Privaatsak X 17, Bellville 7535, Suid-Afrika 

Tel: +27 21-959 2809, Faks: 27 21-959 2872 

E-pos: soph-comm@uwc.ac.za 

       KODE: 

ONDERHOUDSGIDS: Sleutelinformant 

1. Hoe reageer die sorggewers wanneer hulle uitvind hoe lank hul kind se opname 

gaan duur? 

(Aanhits: Emotionele reaksie, gedrag teenoor kind) 

 

2. In jou ondervinding, hoe probeer die sorggewers kontak met hul kind maak? 

(Aanhits: Telefonies, besoek, ander maniere van kontak maak) 

 

3. Beskryf die omstandihede wat dit moeilik vir sorggewers maak om hul kinders 

te besoek. 

(Aanhits: Finansiël, afstand) 

 

4. Hoe reageer die kinders nadat hul sorggewers ‘n besoek afgelê het? 

(Aanhits: Emotionele reaksie) 

 

5. In jou ondervinding, beskryf die voordele van sorggewerbesoeke. 

(Aanhits: Gedrag, ontwikkeling,familie-kontak) 
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6. Watter additionele dienste kan die hospitaal moontlik aan die sorggewers in 

terme van besoeke lewer?  

(Aanhits: Ondersteunend vir familie) 
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Appendix V:  Caregiver participant information sheet (English) 

 

UNIVERSITY OF THE WESTERN CAPE 

Private Bag X 17, Bellville 7535, South Africa 

Tel: +27 21-959 2809 Fax: 27 21-959 2872 

E-mail: soph-comm@uwc.ac.za 

 

Project Title: Exploring the barriers and facilitators of access to care as experienced by 

caregivers of children who were admitted to a Specialised Tuberculosis Hospital. 

What is this study about?  

This is a research project being conducted by Celestè Zeeman at the University of the Western 

Cape. We are inviting you to participate in this research project because you are a caregiver 

who had a child admitted on a long-term basis at a Specialised Tuberculosis Hospital. The 

purpose of this research project is to explore what barriers and facilitators to access you have 

experienced as the caregiver of the child. This new understanding can be used to inform the 

District manager and health care personnel on methods to strengthen current practices as well 

as limit barriers as experienced by the caregivers. This information can be utilised to inform 

and develop an integrated in-patient program in collaboration with the caregivers in order to 

maintain and prevent practices that will enhance early childhood development of children 

who are admitted at the facility as a result of childhood Tuberculosis (TB). 
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What will I be asked to do if I agree to participate? 

You will be asked to read through a participation information sheet that will explain the 

research topic. You will be given a consent form that states that you give written consent to 

participate in the study. You may refuse to give consent and not to participate. You will not be 

penalised in any way if you refuse to participate. You will be asked to be part of a face-to-face 

individual interview with the researcher. The interview will be confidential. The interview 

will be done at a location that is convenient for you. You will be asked questions about your 

experience related to having a child suffer from TB and your experience of having said child 

admitted to a Specialised TB Hospital. The interview will be audio recorded to ensure that all 

information that you provide is captured.  

Would my participation in this study be kept confidential? 

I undertake to protect your identity and the nature of your contribution.  To ensure your 

anonymity, your name will not be included on the collected data; a code will be placed on the 

transcribed interview and other collected data; through the use of identification key, I will be 

able to link your interview to your identity; and only I will have access to the identification 

key. 

To ensure your confidentiality, I will be the only person that has access to your voice 

recording. Your identity will not be identified by others. Your voice recordings, notes and 

written consent forms will be kept in a password protected folder on my personal computer.  

If a report or article about this research project is written, your identity will be protected.  

In accordance with legal requirements and/or professional standards, we will disclose to the 

appropriate individuals and/or authorities’ information that comes to our attention concerning 

potential harm to you or others. In this event, we will inform you that we have to break 

confidentiality to fulfil our legal responsibility to report to the designated authorities.  
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What are the risks of this research? 

There may be some risks from participating in this research study. Some of the questions 

concerning your child’s admission may trigger an emotional response. All human interactions 

and talking about self or others carry some amount of risks. We will nevertheless minimise 

such risks and act promptly to assist you if you experience any discomfort, psychological or 

otherwise during the process of your participation in this study. Where necessary, an 

appropriate referral will be made to a suitable professional for further assistance or 

intervention.  

What are the benefits of this research? 

This research is not designed to help you personally, but the results may help the investigator 

assist the multidisciplinary team at the hospital by becoming more aware of what the 

caregivers experience and assist the team in adopting a more integrated approach to therapy 

which will aim to assist children and families during future admissions. 

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

Your participation in this research is completely voluntary. You may choose not to take part 

at all. If you decide to participate in this research, you may stop participating at any time. If 

you decide not to participate in this study or if you stop participating at any time, you will not 

be penalized or lose any benefits to which you otherwise qualify.  

 

What if I have questions? 

This research is being conducted by Celestè Zeeman, School of Public Health at the 

University of the Western Cape. If you have any questions about the research study itself, 

please contact Celestè Zeeman at: 

Brewelskloof Hospital 

7 Haarlem Street 
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Worcester 

7625 

+27 (0)73 609 5334 

2544598@myuwc.ac.za  

Should you have any questions regarding this study and your rights as a research participant 

or if you wish to report any problems you have experienced related to the study, please 

contact:  

 

Prof Uta Lehmann 

School of Public Health  

Head of Department 

University of the Western Cape 

Private Bag X17 

Bellville 7535  

soph-comm@uwc.ac.za   

Prof Anthea Rhoda 

Dean of the Faculty of Community and Health Sciences  

University of the Western Cape 

Private Bag X17 

Bellville 7535  

chs-deansoffice@uwc.ac.za   

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

Committee. (REFERENCE NUMBER: BM 19/1/5) 
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Appendix VI:  Caregiver participant information sheet (Afrikaans) 

 
                   UNIVERSITEIT VAN DIE WESKAAPLAND 

Privaatsak X 17, Bellville 7535, Suid-Afrika 

Tel: +27 21-959 2809, Faks: 27 21-959 2872 

E-pos: soph-comm@uwc.ac.za 

 

INLIGTINGSBLAD – Sorggewers 

 

Projektitel: ‘n Eksplorasie van hindernisse en fasiliteerders van toegang tot versorging soos 

ervaar deur sorggewers van kinders wat by ‘n Gespesialiseerde Tuberkulose Hospitaal 

opgeneem was.  

Waaroor gaan die studie?  

Hierdie is n navorsingsprojek wat deur Celestè Zeeman uitgevoer word by die Univesiteit van 

die Weskaapland. Ons nooi jou uit om deel te neem aan hierdie navorsingsprojek omdat jy ‘n 

ouer/sorggewer van ‘n kind is wat by ‘n Gespesialiseerde Tuberkulose Hospitaal vir ten 

minste ses maande opgeneem was is. Die doel van hierdie navorsingsprojek is te 

ondervinding van die hospitaal se dienslewering tydens U kind se toelating te eksploreer. 

Hierdie nuwe kennis kan gebruik word om die distriksbestuurder en gesondheidspersoneel oor 

verbeterde dienslewering, asook voorstelle aan die multidisiplinêre span rakende ‘n meer 

geïntregreerde program wat meer familie-georienteerd en ten vordering van vroeë-kinder 

ontwikkeling gaan wees. 

Wat sal daar van my gevra word om te doen as ek instem om deel te neem? 

Jy sal gevra word om deur ‘n deelnameinligtingsbladsy te lees wat aan jou die 

navorsingsonderwerp sal verduidelik. Jy sal ‘n toestemmingsvorm ontvang wat aandui dat jy 

geskrewe toestemming gee om aan die studie deel te neem. Jy mag weier om toestemming te 

gee en nie aan die studie deel te neem nie. Jy sal nie op enige manier gepenaliseer word as jy 

 

https://etd.uwc.ac.za/

mailto:soph-comm@uwc.ac.za


 97 

weier om deel te neem nie. Jy sal gevra word om deel te wees van ‘n aangesig-tot-aangesig 

onderhoud met die navorser. Die onderhoud sal konfidensieel wees. Die onderhoud sal by ‘n 

plek gedoen word wat vir jou gemaklik is. Jy sal vrae gevra word oor jou ervarings tydens jou 

kind se opname by die fasiliteit. Die onderhoud sal deur klankopname opgeneem word om te 

verseker dat die inligting wat jy verskaf akuraat vasgevang is. 

 

 

Sal my deelname aan hierdie studie konfidensieel gehou word?  

Ek onderneem om jou identiteit en die aard van jou bydrae te beskerm. Om jou anonimiteit te 

verseker, sal jou naam nie op die versamelde data ingesluit word nie; ‘n kode sal op die 

getranskripeerde onderhoud en ander versamelde data verskyn; deur die gebruik van ‘n 

identifikasiesleutelkodering, sal ek instaat wees om jou onderhoud met jou identiteit te 

koppel; en slegs ek sal oor toegang tot jou identifikasiesleutel beskik.   

Om jou konfidensialiteit te verseker, sal ek die enigste persoon wees wat oor toegang tot jou 

stemopname beskik. Jou identiteit sal nie deur ander geïdentifiseer word nie. Jou stem 

opname, notas en getekende toestemmingsvorm sal in ‘n wagwoordbeskermde leêr op my 

persoonlike rekenaar gestoor word. As ‘n verlsag of artikel oor die navorsingsprojek geskryf 

word sal jou identiteit beskerm word.In ooreestemming met wetlike voorskrifte en/of 

professionele standaarde, sal ons inligting wat onder ons aandag kom aan die toepaslikke 

individue en/of owerhede openbaar wat potensiële skade aan jou of ander mag bring. In 

hierdie omstandighede sal ons jou inlig dat ons konfidensialiteit moet breek om ons wetlike 

verantwoordelikhede na te kom deur aan die aangewese owerhede te rapporteer.   
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Wat is die risikos met hierdie navorsing? 

Daar mag sekere risikos wees deur aan hierdie navorsingstudie deel te neem. Sommige vrae 

wat verband hou met jou ervaring as sorggewer mag jou onstel en lei to ‘n gevoel van 

ongemak. Alle menslike interaksie en gesprekke oor jouself of ander behels ‘n mate van 

risiko. Ons sal nietemin sulke risikos minimaliseer en sal stiptelik optree om jou by te staan as 

jy enige ongemak, sielkundig of andersyds, tydens die proses van deelname aan die studie 

ervaar. Waar nodig sal ‘n toepaslike verwysing aan ‘n geskikte professionele persoon gemaak 

word vir verdere bystand en ingryping.  

Wat is die voordele van die navorsing? 

Die navorsing is nie bedoel om jou persoonlik te help nie, maar die resultate mag die navorser 

help om meer te leer oor die ervaring van sorrgewers wie se kinders vir ‘n lang tydperk by ‘n 

Gespesialiseerde Tuberkulose hospitaal opgeneem was en sodeoende die res van die 

multidisplinêre span in te lig sodat ons in die toekoms ‘n meer familiegeorienteerde hosptiaal-

program kan aaneem om vroeë-kinder ontwikkeling aan te spoor. 

 

Moet ek deel wees van hierdie navorsing en mag ek my deelname stop op enige gegewe 

tyd?   

Jou deelname aan hierdie navorsing is heeltemal vrywillig. Jy mag kies om glad nie deel te 

neem nie. As jy besluit om aan die navorsing deel te neem, mag jy enige gegewe tyd jou 

deelname stop. As jy besluit om nie aan die navorsing deel te neem nie of as jy op enige 

gegewe tyd deelname staak sal jy nie gepenaliseer word of uitmis op enige voordele waarvoor 

jy andersins kwalifiseer nie. 
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Wat as ek vrae het? 

Die navorsing word deur Celestè Zeeman, Skool van Publieke Gesondheid by die Universiteit 

van die Weskaapland uitgevoer. As jy enige vrae het oor die navorsingstudie, kontak gerus vir 

Celestè Zeeman by: 

Brewelskloof Hospitaal 

Haarlemstraat 7 

Worcester 

7625 

+27 (0)83 609 5334 

2544598@myuwc.ac.za  

As jy enige vrae rakende die studie en jou regte as navorsingsdeelnemer het of as jy enige 

probleme wat jy in die studie ervaar het, wil rapporteer, kontak gerus: 

Prof Uta Lehmann 

Skool van Publieke Gesondheid  

Hoof van Departement 

Universiteit van die Weskaapland 

Privaatsak X17 

Bellville 7535  

soph-comm@uwc.ac.za     

Prof Anthea Rhoda  

Dekaan van die Fakulteit van Gemeenskap en Gesondheidswetenskappe  

Universiteit van die Weskaapland 

Privaatsak X17 

Bellville 7535  

chs-deansoffice@uwc.ac.za     
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Hierdie navorsing is goedgekeer deur die Universiteit van die Weskaapland se 

Navorsingsetiekkommitee. (VERWYSINGSNOMMER: BM 19/1/5) 
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Appendix VII: Key informant participant information sheet (English) 

 

UNIVERSITY OF THE WESTERN CAPE 

 

Private Bag X 17, Bellville 7535, South Africa 

Tel: +27 21-959 2809 Fax: 27 21-959 2872 

E-mail: soph-comm@uwc.ac.za 

Project Title: Exploring the barriers and facilitators of access to care as experienced by 

caregivers of children who were admitted to a Specialised Tuberculosis Hospital. 

What is this study about?  

This is a research project being conducted by Celestè Zeeman at the University of the Western 

Cape. We are inviting you to participate in this research project because you are a health care 

provider that either works with children and the caregivers, or both during the child’s 

admission to the facility. The purpose of this research project is to explore the barriers and 

facilitors as experienced by the caregivers of the children who are admitted to a Specialised 

Tuberculosis Hospital. This new understanding can be used to inform the District manager 

and health care personnel on methods to strengthen current practices as well as limit barriers 

as experienced by the caregivers. This information can be utilised to inform and develop an 

integrated in-patient program in collaboration with the caregivers in order to maintain and 

develop practices that will enhance early childhood development of children who are admitted 

at the facility as a result of childhood Tuberculosis (TB). 

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

You will be asked to read through a participation information sheet that will explain the 

research topic. You will be given a consent form that states that you give written consent to 

participate in the study. You may refuse to give consent and not to participate. You will not be 

penalised in any way if you refuse to participate. You will be asked to be part of a face-to-face 
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individual interview with the researcher. The interview will be confidential. The interview 

will be done at a location that is convenient for you. You will be asked questions about your 

work experience in the children and your contact with the caregivers and their children. The 

interview will be audio recorded to ensure that all information that you provide is captured.  

Would my participation in this study be kept confidential? 

I undertake to protect your identity and the nature of your contribution. To ensure your 

anonymity, your name will not be included on the collected data; a code will be placed on the 

transcribed interview and other collected data; through the use of identification key, I will be 

able to link your interview to your identity; and only I will have access to the identification 

key. 

To ensure your confidentiality, I will be the only person that has access to your voice 

recording. Your identity will not be identified by others. Your voice recordings, notes and 

written consent forms will be kept in a password protected folder on my personal computer.  

If a report or article about this research project is written, your identity will be protected.  

In accordance with legal requirements and/or professional standards, we will disclose to the 

appropriate individuals and/or authorities’ information that comes to our attention concerning 

potential harm to you or others.  In this event, we will inform you that we have to break 

confidentiality to fulfil our legal responsibility to report to the designated authorities.  

What are the risks of this research? 

There may be some risks from participating in this research study. Some of the questions 

concerning your child’s admission may trigger an emotional response. All human interactions 

and talking about self or others carry some amount of risks. We will nevertheless minimise 

such risks and act promptly to assist you if you experience any discomfort, psychological or 

otherwise during the process of your participation in this study. Where necessary, an 
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appropriate referral will be made to a suitable professional for further assistance or 

intervention.  

What are the benefits of this research? 

This research is not designed to help you personally, but the results may help the investigator 

assist the multidisciplinary team at the hospital by becoming more conscious of what the 

caregivers experience and assist the team in adopting a more integrated approach to therapy 

which will aim to assist children and families during future admissions. 

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

Your participation in this research is completely voluntary. You may choose not to take part 

at all. If you decide to participate in this research, you may stop participating at any time. If 

you decide not to participate in this study or if you stop participating at any time, you will not 

be penalized or lose any benefits to which you otherwise qualify.  

What if I have questions? 

This research is being conducted by Celestè Zeeman, School of Public Health at the 

University of the Western Cape. If you have any questions about the research study itself, 

please contact Celestè Zeeman at: 

Brewelskloof Hospital 

7 Haarlem Street 

Worcester 

7625 

+27 (0)83 608 5334 

2544598@myuwc.ac.za  

Should you have any questions regarding this study and your rights as a research participant 

or if you wish to report any problems you have experienced related to the study, please 

contact:  

https://etd.uwc.ac.za/

mailto:2544598@myuwc.ac.za


 104 

 Prof Uta Lehmann 

School of Public Health  

Head of Department 

University of the Western Cape 

Private Bag X17 

Bellville 7535  

soph-comm@uwc.ac.za   

Prof Anthea Rhoda  

Dean of the Faculty of Community and Health Sciences  

University of the Western Cape 

Private Bag X17 

Bellville 7535  

chs-deansoffice@uwc.ac.za   

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

Committee. (REFERENCE NUMBER: BM 19/1/5) 
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Appendix VIII: Key informant participant information sheet (Afrikaans) 

 

UNIVERSITEIT VAN DIE WESKAAPLAND 

 

Privaatsak X 17, Bellville 7535, Suid-Afrika 

Tel: +27 21-959 2809, Faks: 27 21-959 2872 

E-pos: soph-comm@uwc.ac.za 

Projektitel: ‘n Eksplorasie van hindernisse en fasiliteerders van toegang tot versorging soos 

ervaar deur sorggewers van kinders wat by ‘n Gespesialiseerde Tuberkulose Hospitaal 

opgeneem was. 

Waaroor gaan die studie?  

Hierdie is n navorsingsprojek wat deur Celestè Zeeman uitgevoer word by die Univesiteit van 

die Weskaapland. Ons nooi jou uit om deel te neem aan hierdie navorsingsprojek omdat jy ‘n 

ouer/sorggewer van ‘n kind is wat by ‘n Gespesialiseerde Tuberkulose Hospitaal is. Die doel 

van hierdie navorsingsprojek is om te ondervinding van die hospitaal se dienslewering tydens 

U kind se toelating te eksploreer. Hierdie nuwe kennis kan gebruik word om die 

distriksbestuurder en gesondheidspersoneel oor verbeterde dienslwering, asook voorstelle aan 

die multidisiplinêre span rakende ‘n meer geïntregreerde program wat meer familie-

georienteerd en ten vordering van vroeë-kinder ontwikkeling gaan wees. 

Wat sal daar van my gevra word om te doen as ek instem om deel te neem? 

Jy sal gevra word om deur ‘n deelnameinligtingsbladsy te lees wat aan jou die 

navorsingsonderwerp sal verduidelik. Jy sal ‘n toestemmingsvorm ontvang wat aandui dat jy 

geskrewe toestemming gee om aan die studie deel te neem. Jy mag weier om toestemming te 

gee en nie aan die studie deel te neem nie. Jy sal nie op enige manier gepenaliseer word as jy 

weier om deel te neem nie. Jy sal gevra word om deel te wees van ‘n aangesig-tot-aangesig 
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onderhoud met die navorser. Die onderhoud sal vertroulik wees. Die onderhoud sal by ‘n plek 

gedoen word wat vir jou gemaklik is. Jy sal vrae gevra word oor jou ervarings tydens jou kind 

se opname by die fasiliteit. Die onderhoud sal deur klankopname opgeneem word om te 

verseker dat die inligting wat jy verskaf, vasgevang is. 

 

Sal my deelname aan hierdie studie konfidensieel gehou word?  

Ek onderneem om jou identiteit en die aard van jou bydrae te beskerm. Om jou anonimiteit te 

verseker, sal jou naam nie op die versamelde data ingesluit word nie; ‘n kode sal op die 

getranskripeerde onderhoud en ander versamelde data verskyn; deur die gebruik van ‘n 

identifikasiesleutelkodering, sal ek instaat wees om jou onderhoud met jou identiteit te 

koppel; en slegs ek sal oor toegang tot jou identifikasiesleutel beskik.  Om jou 

konfidensialiteit te verseker, sal ek die enigste persoon wees wat oor toegang tot jou 

stemopname beskik. Jou identiteit sal nie deur ander geïdentifiseer word nie. Jou 

stemopname, notas en getekende toestemmingsvorm sal in ‘n wagwoord-beskermde leêr op 

my persoonlike rekenaar gestoor word.  

As ‘n verlsag of artikel oor die navorsingsprojek geskryf word, sal jou identiteit beskerm 

word. 

In ooreenstemming met wetlike voorskrigte en/of professionele standaarde, sal ons inligting 

wat onder ons aandag kom aan die toepaslike individue en/of owerhede openbaar wat 

potensiële skade aan jou of ander mag bring. In hierdie omstandighede, sal ons jou inlig dat 

ons konfidensialiteit moet breek om ons wetlike verantwoordelikhede na te kom deur aan die 

aangewese owerhede te rapporteer.   

Wat is die risikos met hierdie navorsing? 

Daar mag sekere risikos wees deur aan hierdie navorsingstudie deel te neem. Sommige vrae 

wat verband hou met jou ervaring as sorggewer mag jou onstel en lei to ‘n gevoel van 
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ongemak. Alle menslike interaksie en gesprekke oor jouself of ander behels ‘n mate van 

risiko. Ons sal nietemin sulke risikos minimaliseer en sal stiptelik optree om jou by te staan as 

jy enige ongemak, sielkundig of andersyds, tydens die proses van deelname aan die studie 

ervaar. Waar nodig, sal ‘n toepaslike verwysing aan ‘n geskikte proffesionele persoon gemaak 

word vir verdere bystand en ingryping.    

Wat is die voordele van die navorsing? 

Die navorsing is nie bedoel om jou persoonlik te help nie, maar die resultate mag die navorser 

help om meer te leer oor die ervaring van sorrgewers wie se kinders vir ‘n lang tydperk by ‘n 

Gespesialiseerde Tuberkulose hospitaal opgeneem was en sodeoende die res van die 

multidisplinêre span in te lig soda tons in die toekoms ‘n meer familiegeorienteerde hosptiaal-

program kan aaneem om vroeë-kinder ontwikkeling aan te spoor. 

Moet ek deel wees van hierdie navorsing en mag ek my deelname stop op enige gegewe 

tyd?   

Jou deelname aan hierdie navorsing is heeltemal vrywillig. Jy mag kies om glad nie deel te 

neem nie. As jy besluit om aan die navorsing deel te neem, mag jy enige gegewe tyd jou 

deelname stop. As jy besluit om nie aan die navorsing deel te neem nie of as jy op enige 

gegewe tyd deelname staak, sal jy nie gepenaliseer word of uitmis op enige voordele 

waarvoor jy andersins kwalifiseer nie. 

Wat as ek vrae het? 

Die navorsing word deur Celestè Zeeman, Skool van Publieke Gesondheid by die Universiteit 

van die Weskaapland uitgevoer. As jy enige vrae het oor die navorsingstudie, kontak gerus vir 

Celestè Zeeman by: 

Brewelskloof Hospitaal 

Haarlemstraart 7 

Worcester 
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7625 

+27 (0)84 608 3285 

2544598@myuwc.ac.za  

As jy enige vrae rakende die studie en jou regte as navorsingsdeelnemer het of as jy enige 

probleme wat jy in die studie ervaar het wil rapporteer, kontak asseblief: 

Prof Uta Lehmann 

Skool van Publieke Gesondheid  

Hoof van Departement 

Universiteit van die Weskaapland 

Privaatsak X17 

Bellville 7535  

soph-comm@uwc.ac.za     

 

Prof Anthea Rhoda 

Dekaan van die Fakulteit van Gemeenskap en Gesondheidswetenskappe  

Universiteit van die Weskaapland 

Privaatsak X17 

Bellville 7535  

chs-deansoffice@uwc.ac.za     

Hierdie navorsing is goedgekeer deur die Universiteit van die Weskaapland se 

Navorsingsetiekkommitee. (VERWYSINGSNOMMER: BM 19/1/5)  
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Appendix IX: Caregiver & key informant consent form (English) 

 

              UNIVERSITY OF THE WESTERN CAPE 

               Private Bag X 17, Bellville 7535, South Africa 

                Tel: +27 21-959 2809, Fax: 27 21-959 2872 

E-mail: soph-comm@uwc.ac.za 

Title of Research Project: Exploring the barriers and facilitators of access to care as 

experienced by caregivers of children who were admitted to a Specialised Tuberculosis 

Hospital. 

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

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

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

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

reason and without fear of negative consequences or loss of benefits.   

 

This research project involves making audio recording of you. The interview will be audio 

recorded to ensure that all information that you provide is captured and can be transcribed.  

___  I agree to be audio recorded during my participation in this study. 

___  I do not agree to be audio recorded during my participation in this study. 

 

Participant’s name………………………. 

Participant’s signature……………………………….       

Date……………………… 
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Appendix X: Caregiver & key informant consent form (Afrikaans) 

 
                         UNIVERSITEIT VAN DIE WESKAAPLAND 

Privaatsak X 17, Bellville 7535, Suid-Afrika 

Tel: +27 21-959 2809, Faks: 27 21-959 2872 

E-pos: soph-comm@uwc.ac.za 

 

Titel van die Navorsingsprojek: ‘n Eksplorasie van hindernisse en fasiliteerders van 

toegang tot versorging soos ervaar deur sorggewers van kinders wat by ‘n Gespesialiseerde 

Tuberkulose Hospitaal opgeneem was. 

Die studie was aan my beskryf in ‘n taal wat ek verstaan. My vrae oor die studie was 

beantwoord. Ek verstaan wat my deelname gaan behels en ek stem in om deel te neem uit eie 

keuse en vrye wil. Ek verstaan dat my identiteit nie tot enige iemand openbaar sal word nie. Ek 

verstaan dat ek ten enige gegewe tyd van die studie mag onttrek sonder om ‘n rede te verskaf 

en sonder vrees vir negatiewe gevolge of verlore voordele. 

 

Die navorsingsprojek sluit bandopnames van jou in. Die onderhoud sal bandopname insluit om 

te verseker dat alle inligting wat jy verskaf vasgevang en getranskripeer kan word. 

___   Ek stem in om bandopgeneem te word tydens my deelname aan die studie.  

___   Ek stem nie in om bandopgeneem te word tydens my deelname aan die studie nie.  

 

Deelnemer se naam……………………….. 

Deelnemer se handtekening……………………………….            

Datum……………………… 
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