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Glossary 
 

Aspiration is the inhalation of food, liquid, secretions or other foreign material into the 

lungs (Arvedson et al., 2020). 

 

Caregiver, in this study, refers to an individual who undertakes the primary 

responsibility for providing unpaid care for a child with CP on a daily basis (Cohen et 

al., 2002). 

 

Caregiver burden is the level of perceived strain over time from committing to the role 

of primary caregiver (Liu et al., 2020). 

 

Dysphagia is a clinical term used to describe swallowing difficulties (Arvedson et al., 

2020; Sewell et al., 2014). 

 

Enteral feeding is the delivery of nutrition directly into the gastrointestinal tract through 

a tube passed via nose, mouth or directly into the stomach or small intestine (Rogers, 

2004). 

 

Family-centred care is a holistic approach to healthcare that focuses on the needs and 

values of both the patient and the patient’s family. The approach recognises that the 

family is an integral part of patient care and supports practices that foster mutual 

respect, transparent communication, and shared decision-making (Poojari et al., 

2022). 

 

Feeding involves a caregiver-child dyad in which food or liquid is accepted and then 

swallowed (Arvedson et al., 2020). 

 

Feeding and/or swallowing difficulties refers to impaired oral intake of food and/or 

liquids that is not considered age appropriate, and is linked with medical, nutritional, 

feeding skill, and/or psychosocial issues (Goday et al., 2019). 

 

Percutaneous Endoscopic Gastrostomy (PEG) and gastrostomy are both methods of 

enteral feeding that involve the insertion of a tube through the abdomen and into the 
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stomach for the delivery of food, liquids, and medication directly into the stomach 

(Rogers, 2004).  

 

Quality of life is defined as an individual’s perspective on their existence, as it relates 

to the culture and values of the society in which they live, and how it aligns with their 

aspirations, expectations and concerns (Kuyken, 1995). 

 

Swallowing involves preparing and forming a bolus (ball of food), and then propelling 

the bolus through the pharynx (throat) into the oesophagus and finally the stomach 

(Arvedson et al., 2020). There are four phases, namely: 

i. Oral preparatory phase is the initial voluntary stage of the swallowing process 

and encompasses a series of actions, such as suckling, masticating, and 

chewing food, and the process of mixing food with saliva and preparing a bolus 

into the appropriate size and consistency for swallowing (Arvedson, 2013; 

Benfer et al., 2017). 

ii. Oral phase is the voluntary process that involves moving the bolus to the back 

of the pharynx using the tongue and soft palate (Arvedson, 2013; Benfer et al., 

2017). 

iii. Pharyngeal phase is the involuntary process that involves a series of actions 

and subsequent propulsion of a bolus from the pharynx into the oesophagus 

(Arvedson et al., 2020). 

iv. Oesophageal phase involves the involuntary process of moving a bolus through 

the oesophagus and into the stomach by a series of coordinated muscle 

contractions (Arvedson et al., 2020).  

 

Total oral feeding is a method of providing all nutritional needs through the mouth and 

swallowing mechanism, as opposed to alternative forms of feeding (Arvedson et al., 

2020). 

 



 

Abstract 

Background: Children with cerebral palsy often present with feeding and/or swallowing 

difficulties and are reliant on family caregivers for long-term care, particularly in 

resource-constrained countries like South Africa. This can result in caregiver burden 

and decreased quality of life for both caregiver and child. The planning and 

implementation of supportive services and interventions depend on the availability of 

knowledge relating to caregivers’ perceptions of burden and the impact on their quality 

of life, as well as their specific support needs.  

 

Research Aim: To describe caregivers’ perceptions of caregiver burden, quality of life 

and support needs in caring for a child with cerebral palsy who has feeding and/or 

swallowing difficulties, in the context of the Western Cape, South Africa. 

 

Methods: A qualitative, descriptive, case study design was utilised to describe the 

perceptions of eight mothers caring for children with cerebral palsy who have feeding 

and/or swallowing difficulties, who were between the ages of two and eight years 

(mean=4.63). Participants, aged between 25 and 42 years (mean = 29.25), were 

recruited from a hospital’s cerebral palsy clinic.  Semi-structured telephonic interviews, 

using an interview guide of seven open-ended questions and probes, were conducted 

and recorded. Four interviews were conducted in English and the remaining four were 

conducted in isiXhosa. To ensure trustworthiness and rigor, the study used various 

measures such as pilot testing, informal member checking, verbatim transcription, re-

evaluation of data, triangulation of analysts and sources, debriefing and reflexivity. 

The data were analysed using thematic analysis to generate themes and sub-themes. 

 

Results: Caregiver perceptions were captured in seven key themes, namely: ‘Worry’; 

‘Feeding is everything’; ‘Identified support needs’; ‘What helps me cope?’; ‘Cost of 

caregiving’; ‘Hopeful caregiving’; and ‘Shortfalls of healthcare system and society’. 

The themes reflect the stress and anxiety of caregiving, the centrality of feeding, 

specific needs for support, resilience and coping, multifaceted strain, hope and 

positivity, and failures of healthcare and society in supporting caregivers.  
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Conclusions: The results of this study give voice to caregivers of children with cerebral 

palsy who have feeding and/or swallowing difficulties, in South Africa. The caregivers 

highlighted challenges they face in terms of the burden of caregiving and the impact 

on their quality of life. These caregivers also described the support that was helpful 

and support that is needed. This knowledge contributes to a broader knowledge base 

and informs the development of contextually relevant support services for caregivers 

of children with cerebral palsy who have feeding and/or swallowing difficulties in the 

Western Cape – and similar contexts – to improve the caregiving experience and 

quality of life outcomes for caregivers and their children.  

 

Keywords: caregiver burden, cerebral palsy, deglutition, feeding and/or swallowing 

difficulties, quality of life, South Africa, support needs, Western Cape 
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Chapter 1: Literature review 

This chapter presents a panoramic view of the literature concerning caregivers’ 

perspectives of caring for children with cerebral palsy (CP) with particular focus on 

associated feeding and/or swallowing difficulties (FSD). The chapter will begin with the 

rationale for the study, followed by background information about CP and a discussion 

of FSD associated with the condition. A description of the caregiving experience will 

follow, including the effects, barriers and facilitators that influence caregiver burden 

and quality of life (QoL).  

 

1.1 Introduction and rationale for the study 

In recent years, there has been an accelerated rate of reduction in childhood mortality 

largely owing to global motivation and investment initiated by the United Nations 

Millennium Declaration (Nannan et al., 2019). However, an increase in survival rates 

has resulted in an increase in the global burden of childhood disability (Vawter-Lee & 

McGann, 2020).  

 

CP – an umbrella term describing a non-progressive condition of movement and 

posture resulting from damage to a developing brain (Bax et al., 2005) – is the leading 

cause of childhood disability worldwide (Oskoui et al., 2013). Population-based studies 

estimate the global prevalence of CP in high income countries (HICs) as 1.5–4 per 

1000 live births (Oskoui et al., 2013; Vitrikas et al., 2020). In low-middle income 

countries (LMICs), such as South Africa, the prevalence of CP is thought to be 

significantly greater with predictions of 10 per 1000 live births despite the likelihood of 

underreporting (Donald et al., 2014). It is, therefore, expected that with greater 

prevalence rates comes greater demand for allocation of support services and 

healthcare resources. However, South Africa’s public health sector is overwhelmed by 

challenges, leaving children and their families severely underserved (Maphumulo & 

Bhengu, 2019). 

 

A common view of childhood disability in healthcare-related research and clinical 

practice is through a biomedical lens with a specific focus on ‘fixing’ the condition with 

little concern beyond the biological impairment itself (Leite et al., 2021). There are 

several limitations to this model, especially for specific diagnoses such as CP. For 
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example, the biomedical model is concerned with the physical impairments of the 

condition but it overlooks the idea that the impairments experienced may be a result 

of external factors beyond the physical condition itself (Leite et al., 2021). This model 

oversimplifies the reality of a condition such as CP, which is complex and 

heterogenous by nature. The social model of disability emerged in response to the 

limitations of the biomedical model, and has gained increasing momentum. It contests 

the dominant biomedical approach by marking society as responsible for disabling 

people through systemic obstacles, negative attitudes and beliefs, marginalisation, 

stigmatisation, and negligence (Abdel Malek et al., 2020). This movement has 

redefined disability and prompted the transition to a more family-centred approach and 

the development of multidimensional frameworks such as the World Health 

Organization’s (WHO) International Classification of Functioning, Disability and Health 

(ICF), which considers the external factors that contribute to the experience of 

disability for the individual and their family (Abdel Malek et al., 2020). 

 

The research surrounding the implementation of such conceptual frameworks and 

approaches is still in its infancy and, therefore, the clinical management of childhood 

disability practiced by health professionals is still strongly inclined towards the 

biomedical model (Abdel Malek et al., 2020). With this outlook, health professionals 

are naturally enabled to make decisions on the professionally-centred side rather than 

the family-centred side of the continuum (Mas et al., 2020). As such, health 

professionals are more susceptible to foregoing family concerns and realities despite 

the family being considered the fundamental component in the child’s life, or in ICF 

terminology, the key ‘contextual factor.’ (Leite et al., 2021).  

 

Literature supports the notion that caregiver QoL is often compromised and that caring 

for a child with a chronic disability, such as CP, poses family participation restrictions 

(Sewell et al., 2014). The relationship between caregiver well-being and the well-being 

of the cared for is acknowledged (Murphy et al., 2007). Thus, sociological approaches 

provide an appropriate platform to address caregiver concerns to better assist the child 

with CP and their families (Leite et al., 2021). This study aims to contribute to the body 

of knowledge about new approaches to health and well-being that recognise the 

importance of caregiver perceptions. 
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To understand the caregiver perspective in the context of children with CP, it is 

important to note that it is not only the hallmark motor deficit that contributes to 

caregiver stress and family participation restrictions but also accompanying 

challenges beyond the surface of physical disability (Bax et al., 2005). Limited access 

to healthcare services, changed healthcare structures, and societal beliefs result in 

many children with CP receiving home-based care from an informal caregiver (Davis 

et al., 2010; Pretorius & Steadman, 2017). While home-based care can minimise the 

activity limitations and participation restrictions often experienced by children with CP, 

the permanent, complex care that is required for a child with a chronic disability is a 

responsibility that far exceeds the normal expectation of the caregiving experience 

(Guillamón et al., 2013). As CP is a lifelong disability requiring healthcare resources 

and continuing care (Sewell et al., 2014), children with CP are often entirely dependent 

on their caregivers to meet their daily needs. In many cases, children with CP 

experience associated impairments that significantly impact caregiver QoL. Dysphagia 

is one such impairment that challenges caregivers to meet the daily need of adequate 

nutritional intake for their child (Sewell et al., 2014) – a natural caregiving task that is 

usually relatively stress-free for typically developing children (Chambers & Chambers, 

2015). This may place caregivers of children with CP who have FSD under 

considerable psychological, emotional, physical, social and financial strain (Calis et 

al., 2008; Davis et al., 2010), resulting in negative health and QoL consequences. 

Although this is a widely recognised problem in HICs, there is limited research in 

LMICs (Thrush & Hyder, 2014), making this study especially significant. 

 

To better understand the burden of caring for a child with CP who has FSD and the 

associated impact on caregiver QoL, information needs to be gathered about the 

child’s daily needs from experts: the caregivers. It is also imperative to describe 

caregiver perceptions within resource-constrained settings to fully understand the 

needs that are unique to LMICs. Thus, this study aimed to inform multiple audiences 

of the support needs identified by caregivers themselves, living in South Africa, to 

guide clinical practice, optimise service delivery, and achieve concurrent therapeutic 

objectives. 
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1.2 Cerebral palsy  

The term ‘cerebral palsy’ originated during a period when knowledge surrounding the 

pathogenesis of CP was limited and defined purely by clinical presentation (Smithers-

Sheedy et al., 2014). It was first coined to capture an early-onset motor disorder that 

was observed to be a result of an acquired brain injury at birth (Shevell, 2019). Despite 

the harsh undertone of ‘palsy’ – implying incapacity and inability – the term prevailed 

and became well-established as researchers and healthcare professionals shared 

contrasting views surrounding its aetiology (Shevell, 2019). CP remains a term 

embedded in the medical context used to encapsulate a neurodevelopmental 

condition that occurs during infancy and endures through the lifespan (Bax et al., 

2005). It is a condition that is demanding on health, social and education systems, and 

although preventative measures have been undertaken, the prevalence in HICs and 

LMICs remains high (Eunson, 2012; Oskoui et al., 2013).  

 

There have been numerous attempts to define CP as the understanding of the 

condition and its clinical expression evolves (Bax et al., 2005; Gulati & Sondhi, 2018; 

Shevell, 2019). Previous conceptualizations concentrated exclusively on motor 

manifestations while more current ones acknowledge the disabling consequences of 

impaired movement and posture (Bax et al., 2005). Conceptual frameworks, such as 

the ICF, recognise that disability extends beyond the physical impairment itself (Abdel 

Malek et al., 2020) and that the interaction between health conditions and context-

dependent environmental and personal factors ultimately influences human 

functioning (Schiariti et al., 2018). The global embrace of such frameworks has led to 

repeated and determined efforts to define CP more holistically to represent the 

diversity of the condition (Shevell, 2019). The widely applied definition adopted by the 

WHO’s ICF describes CP as: 

 

a group of permanent disorders of movement and posture, causing activity 
limitation, that are attributed to nonprogressive disturbances that occurred 
in the developing fetal or immature brain. The motor disorders of CP are 
often accompanied by disturbances of sensation, perception, cognition, 
communication, and behaviour, by epilepsy, and by secondary 
musculoskeletal problems (Bax et al., 2005, p. 572).  

 

The word ‘group’ is used in the definition to emphasise CP as an umbrella term 

because its expression varies significantly with regards to aetiology, types, severity 
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and sequelae – to such an extent that Shevell (2019) proposes that the term ‘cerebral 

palsy’ is replaced with ‘cerebral palsy spectrum disorder’ to better describe the 

heterogenous nature of the condition.  

 

The complexity of the condition proves challenging when considering the inclusion and 

exclusion criteria that constitute a diagnosis of CP (Smithers-Sheedy et al., 2014). The 

chronicity and disruption in development are caused by injury, malformation and/or 

disordered function of the brain while it is in the process of developing (Bax et al., 

2005; Eunson, 2012). This allows for differential diagnosis of acquired conditions that 

present similarly to CP but occur when the brain has already matured (Bax et al., 

2005). Though it is a static condition, the developmental trajectory and clinical picture 

are not unchanging as the child (and their brain) develops (Gulati & Sondhi, 2018) and 

factors such as interventions and context exert influence (Bax et al., 2005). 

Disturbances causing CP are assumed to occur prior to development of the affected 

functions, often hindering activity execution and social participation (Bax et al., 2005). 

Thus, early lesions that occur during the antenatal, perinatal or postpartum period until 

the first two or three years of life are considered to contribute to an outcome of CP 

(Bax et al., 2005). The major risk factors associated with CP are prematurity, low birth 

weight, multiple births and perinatal infection (Eunson, 2012). 

 

Comprehending the epidemiology and aetiology of CP may advance service provision, 

facilitate informed discussion with relevant stakeholders, and identify at risk 

populations for preventative purposes (Eunson, 2012). Registries have been 

developed, predominantly in HICs, to offer context-relevant epidemiological data 

regarding patterns, intervention evaluations, morbidity and mortality (Katangwe et al., 

2020). There is a significant shortage of CP registries and population-based data in 

LMICs – of particular concern because it is illogical to apply data from HICs to 

resource-constrained settings given the geographically inherent risk factors and 

discrepancies concerning antenatal, perinatal and postpartum care (Katangwe et al., 

2020). For example, systematic reviews suggest that in HICs the majority of CP cases 

are caused by brain lesions or malformations prenatally and perinatal causes are 

attributed to meningitis, near drowning and deliberate damage (Sewell et al., 2014). In 

LMICs, the data differ – with the majority of cases resulting from peri- and postnatal 

disturbances associated with inadequate and inaccessible obstetric and neonatal care 
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(Katangwe et al., 2020; Sewell et al., 2014). In South Africa specifically, it is suspected 

that many of the aetiological factors that place an infant at risk of CP are likely 

preventable (Katangwe et al., 2020).  

 

While impaired motor behaviour is the hallmark feature of CP and the most visible, 

accompanying neurodevelopmental impairments may exacerbate the symptoms of 

CP and influence overall functioning, perception, learning, communication and 

behaviour, which may be more restricting and have a greater impact on QoL than the 

motor impairment itself (Bax et al., 2005; Eunson, 2012; Sewell et al., 2014). The 

impairments in movement and posture appear in early childhood at approximately 18 

months of age. However, many children diagnosed with CP receive intervention for 

less obvious complications, such as FSD, prior to atypical motor milestone 

development (Bax et al., 2005). Sewell et al. (2014) state that it is possible that feeding 

challenges outweigh motor symptoms initially and are often severely underestimated 

by caregivers. This is disconcerting because impaired feeding and/or swallowing are 

significant risk factors for premature mortality especially in children with CP who have 

more severe motor symptoms (Sewell et al., 2014).  

 

1.3 Feeding and swallowing difficulties in children with CP 

Children with CP often experience health-related challenges secondary to impaired 

movement and posture (Calis et al., 2008). Appropriate execution of feeding and 

swallowing is a prerequisite for acceptable health-related outcomes (Goday et al., 

2019) and it demands adequate functioning and integration of motor and sensory 

systems, both of which are typically impaired in children with CP (Arvedson, 2013; 

Sewell et al., 2014). Dysphagia is a challenge particularly prevalent in children with 

CP (Arvedson, 2013; Sewell et al., 2014).  

 

The prevalence of FSD in children with CP ranges between 37% and 99% with greater 

vulnerability in children who present with more severe motor involvement (Calis et al., 

2008; Costa et al., 2021; Goday et al., 2019; Speyer et al., 2019). Considering the 

relatively high prevalence of FSD reported in children with CP, it is surprising that it is 

not included as an accompanying impairment in widely accepted definitions 

(Rosenbaum, 2006). Speyer et al. (2019) conducted a systematic review of the 
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prevalence of drooling, swallowing, and feeding problems in CP across the lifespan 

and found several limitations in prevalence reporting. The variability amongst the 

studies included in the review explains the wide range of prevalence estimates and, 

thus, caution is needed when interpreting results. Research has also highlighted the 

variability in prevalence estimates (Benfer et al., 2017; Calis et al., 2008) with great 

differences found in inclusion criteria, degrees of disability, presence of comorbid 

impairments, FSD constructs, data collection methods and the variables used to 

measure identical constructs (Speyer et al., 2019).  

 

The majority of studies use clinical evaluations, caregiver reports, a combination of 

clinical evaluations and caregiver reports, or medical registers to record prevalence 

data. Variability in the measures used has an impact on the recording of prevalence 

data, especially if unknown or poor psychometric properties exist (Speyer et al., 2019). 

Speyer and colleagues (2019) identified that the Eating and Drinking Ability 

Classification for Individuals with Cerebral Palsy (Sellers et al., 2014), which stipulates 

‘safe’ drinking and eating for classification, poses ambiguity in how silent aspiration is 

measured (Speyer et al., 2019). Further, while caregiver reports are a valuable and 

often favoured measure of FSD prevalence, if not formally validated (Benfer et al., 

2017) the presence of FSD in the CP population can be understated by caregivers, 

leading to potential underrepresentation of true prevalence data (Calis et al., 2008; 

Sewell et al., 2014). In fact, a study conducted by Hikari Ambara and colleagues 

(2008) revealed that 38% of parents of children with CP who presented with FSD were 

unaware of the difficulties. It can be inferred that a ‘causality dilemma’ exists as a result 

of the interplay between a lack of recognition of FSD as an accompanying impairment 

in globally accepted definitions of CP, and likely underrepresented prevalence data. 

This suggests that FSDs are frequently misdiagnosed and overlooked (Calis et al., 

2008), affecting prevalence reporting and posing challenges for healthcare planning 

and management of the population with CP (Speyer et al., 2019). 

 

Recent literature has, however, recognised the presence of FSD in children with CP, 

given its capacity to compromise overall health with potentially fatal consequences if 

not detected and managed immediately and appropriately (Martínez de Zabarte 

Fernández et al., 2021; Schepers et al., 2022; Taylor et al., 2021). Researchers agree 

that there is a correlation between the type and extent of the motor impairment and 
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the severity of FSD, with more extensive motor and cognitive impairment associated 

with more marked FSD (Benfer et al., 2017; Calis et al., 2008). However, FSD in the 

CP population have been reported across the spectrum of severity, and any disruption 

to the feeding and swallowing process could further exacerbate motor and cognitive 

impairments (Polack et al., 2018) secondary to insufficient nutritional intake. 

Therefore, irrespective of the degree to which a child with CP is affected, early 

diagnosis and intervention are warranted to achieve functional, safe and efficient 

feeding and swallowing outcomes (Benfer et al., 2017).  

 

Disordered feeding and swallowing ability can result in medical and nutritional 

complications. Children with CP who present with FSD face the risk of malnutrition 

and dehydration, growth faltering and/or chronic pulmonary infections as a result of 

cardiorespiratory compromise, aspiration and/or recurrent aspiration pneumonitis 

(Goday et al., 2019). Severe cases of FSD are strongly associated with early childhood 

mortality as a consequence of respiratory disease (Blackmore et al., 2018; Kurtul 

Cakar & Cinel, 2021). In fact, Blackmore and colleagues’ (2018) study determining 

early predictors of respiratory hospital admissions in individuals with CP identified FSD 

as the leading modifiable risk factor for respiratory hospitalizations. This finding 

highlights the severe impact of FSD on health outcomes and the significant burden 

posed on the healthcare system (Blackmore et al., 2018; Tonmukayakul et al., 2018). 

To mitigate such threats and prevent permanent damage, proactive risk management 

by speech-language therapists (SLTs) and other HCPs well-versed in the prevention 

and treatment of FSD is essential (Benfer et al., 2017; Kurtul Cakar & Cinel, 2021; 

Martínez de Zabarte Fernández et al., 2021).  

 

The classification of feeding and swallowing ability is typically centred around phases 

of swallowing, namely: the oral preparatory phase, the oral phase, the pharyngeal 

phase, and the oesophageal phase (Arvedson et al., 2020; Lang, 2009). The 

heterogeneity of children with CP means that the nature, frequency and severity of 

FSD may vary relative to sensorimotor deficits, motor limitations and/or cognitive-

communication impairments (Arvedson, 2013; Calis et al., 2008). As such, children 

with CP could experience oropharyngeal dysphagia in any or all phases of swallowing 

(Arvedson, 2013; Lang, 2009), especially as they develop and their nutritional needs 

exceed their feeding ability (Adams et al., 2014). 
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Oral preparatory phase challenges in children with CP are characterised by oral 

sensorimotor deficits and poor coordination and control of oral structures (Arvedson, 

2013; Benfer et al., 2017). Such difficulties often present as anterior and/or posterior 

spillage of material, pervasive drooling, poor mastication, atypical reflexive movement 

patterns and poor bolus cohesion (Arvedson et al., 2020; Goday et al., 2019). 

 

In children with CP, sensorimotor deficits and impaired planning and coordination for 

bolus propulsion result in a delayed or absent oral phase (Arvedson et al., 2020). In 

addition, poor lingual range of motion, control and strength and reduced oral tone 

create challenges for complete clearance of material from the oral cavity and oral 

hygiene (Arvedson, 2002; Costa et al., 2021). These disturbances together with an 

incomplete velopharyngeal seal, a reflexive action of the pharyngeal swallow, creates 

an aspiration risk due to the possibility of posterior spillage of material into the 

pharyngeal cavity whilst the pharynx is still in respiratory configuration (Costa et al., 

2021) leading to material entering the airway (Rommel et al., 2015). Disturbances in 

the oral preparation and oral phases of swallowing may contribute to prolonged, 

effortful feeding duration leading to reduced caloric intake and subsequent failure to 

thrive (Arvedson, 2013; Benfer et al., 2017; Calis et al., 2008; Morrow et al., 2008). 

 

Pharyngeal phase difficulties in children with CP are characterised by a delayed onset 

of the pharyngeal swallow and restricted motility of the pharyngeal cavity (Arvedson, 

2013; Bell et al., 2019) as a manifestation of impaired reflexive movement patterns 

(Arvedson et al., 2020). Therefore, children with CP who present with disturbances in 

the pharyngeal phase are susceptible to penetration into the larynx, aspiration into the 

trachea (McAllister et al., 2022) and nasal reflux (Speyer et al., 2019). Overt clinical 

symptoms and signs of aspiration, such as coughing or choking during and/or after 

feeding, apnea, altered vocal quality, limited feeding endurance, recurrent respiratory 

illness and/or desaturation while feeding, may be present (Andrew et al., 2012; 

Arvedson, 2002; Benfer et al., 2017; Damrongmanee et al., 2021; Pavithran et al., 

2019). However, the signs and symptoms of pharyngeal dysphagia are less overt than 

disruptions taking place during the oral preparation and oral phase, and could, 

therefore, be easily overlooked and neglected (Arvedson, 2013; Benfer et al., 2017). 

Kurtul Cakar and Cinel (2021) suggest that micro-aspirations are not easily detected 
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by families until respiratory disease occurs. This is especially so in cases of silent 

aspiration – highly prevalent in children with neurological impairments, such as CP 

(Pavithran et al., 2019). In such instances, instrumental evaluation is advised to 

determine swallow safety (Kurtul Cakar & Cinel, 2021; Narawane et al., 2022; 

Pavithran et al., 2019).  

 

Oesophageal phase dysfunction is evaluated using instrumental evaluation (Arvedson 

et al., 2020). Dysmotility is a difficulty associated with this phase, and feeding can be 

further disrupted by gastroesophageal reflux disease (GORD), common in children 

with CP (Asgarshirazi et al., 2017; Petersen et al., 2006). The presence of GORD and 

oesophageal phase difficulties is further aggravated by the frequent presence of hiatus 

hernia, prolonged and poor postural positions, and increased intra-abdominal 

pressure secondary to tone, scoliosis or seizures (Asgarshirazi et al., 2017).  

 

Children with CP who present with dysphagia are subject to aspiration and subsequent 

respiratory infection and malnutrition (Damrongmanee et al., 2021) resulting in 

recurrent hospitalizations (Blackmore et al., 2018), food refusal, altered feeding 

experiences, and limited quality, quantity and/or variety of intake (Goday et al., 2019). 

Total oral feeding may not be possible for children with CP who have marked FSD 

(Rogers, 2004). Alternative feeding methods, such as enteral feeding, may be 

indicated when oral feeding is deemed unsafe (Rogers, 2004), nutritional intake is 

insufficient or with extended feeding duration (Andrew et al., 2012).  

 

1.4 Caring for a child with CP who has FSD 

Feeding and swallowing is an intricate process that involves organised and precise 

sensorimotor coordination and integration of multiple physiological structures (Bryant-

Waugh et al., 2010). It is, therefore, intuitive that children with CP are predisposed to 

FSD and associated complications because of the symptoms accompanying the 

diagnosis (Sewell et al., 2014). The multifaceted nature of FSD in children with CP 

requires a framework in which FSD can be consistently and holistically defined. The 

ICF is a robust framework that marries the physiological and functional elements of 

FSD to create a holistic, functional profile in which the impact of FSD can be clearly 

understood (Goday et al., 2019). Goday and colleagues (2019) define FSD in the 
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context of the ICF and describe four domains that characterise FSD, namely: medical, 

nutritional, feeding skills, and psychosocial. The interaction between the domains can 

cause acute and persisting damage, both physiologically and with regards to QoL, 

family dynamics, and functioning of the healthcare system (Goday et al., 2019; 

Molyneux, 2018; Stoner et al., 2006). 

 

The functional profile of children with CP who have FSD involves interaction with 

personal and environmental factors that influences overall activity and participation 

(Goday et al., 2019). The act of feeding is primarily relational, and it typically occurs in 

the context of a caregiver-child dyad (Davies et al., 2006). Therefore, the psychosocial 

factors within the child, caregiver and feeding context can negatively alter the feeding 

trajectory and sustain FSD (Berlin et al., 2011). Davies and colleagues (2006) 

reconceptualised FSD by advocating for diagnostic criteria that account for the child, 

the caregiver, the caregiver-child relationship, and the context of feeding to present 

the broad range of influences that affects feeding and subsequent intervention 

planning. 

 

Studies anchored in a biomedical approach provide wide-ranging clinical 

representations of FSD in CP, undoubtedly improving competency in diagnosing and 

managing FSD. However, the position is unilateral and spotlights the physical 

impairment – leaving significant interpersonal factors on the periphery (Davies et al., 

2006). To achieve meaningful and holistic interpretation, it is crucial that researchers 

consider the perspectives of the individuals on whom the onus of the feeding process 

falls: the caregivers (Sewell et al., 2014). Despite the relatively high prevalence of FSD 

in the CP population, there are few studies dedicated to investigating the impact of 

FSD on the caregiver (Garro et al., 2005), particularly in resource-constrained settings 

(Dambi et al., 2015; Estrem et al., 2022; Pretorius & Steadman, 2017). 

 

1.5 Caregiver burden 

A reduction in childhood mortality is desired within the parameters of good QoL for 

children. However, reduced childhood mortality has resulted in a growing population 

of youth with disabilities reliant on ageing caregivers (Eunson, 2012; Wijesinghe et al., 

2015). The operation of healthcare systems, particularly in LMICs where resources 
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are limited, is heavily dependent on family caregivers for the provision of long-term 

care (Baiyewu et al., 2003; Parmar et al., 2021). Without the effort of caregivers, the 

majority of the economic cost of providing the care required would be borne by health 

and social care systems (Liu et al., 2020; McDaid & Park, 2022). However, in any cost 

calculation, the burden of caregiving must be specifically considered. If the burden of 

providing care depletes the well-being of the caregiver, the well-being of the 

dependent and the family unit faces the risk of being equally compromised (Martínez 

de Zabarte Fernández et al., 2021; Murphy et al., 2007; Shiba et al., 2016; Talley & 

Crews, 2007). The systemic issues rooted in LMICs, such as South Africa, make it 

particularly important to consider caregiver burden in such contexts. Higher levels of 

caregiver burden have been reported in LMICs, largely due to inadequate and 

overloaded healthcare systems and limited availability of governmental and non-

governmental support (Baiyewu et al., 2003; Dambi et al., 2015; Jafari et al., 2018). 

 

Caregiver burden is a complex construct with multiple components and, thus, 

numerous conceptualizations exist (Muñoz-Marrón et al., 2013; Sherman et al., 2019) 

making it challenging to precisely define. Liu et al.’s (2020) concept analysis study 

condensed the concept of caregiver burden as the level of perceived strain over time 

from committing to the role of primary caregiver. The findings of the study indicated 

defining attributes of caregiver burden derived from the literature, namely: ‘self-

perception’, ‘multifaceted strain,’ and ‘over time’ (Liu et al., 2020). ‘Self-perception’ 

refers to the caregiver’s personal view of the caregiving experience; ‘multifaceted 

strain’ refers to the varied stress resulting from providing care, and ‘over time’ refers 

to the longevity of providing care and the subsequent effect on the level of burden 

experienced (Liu et al., 2020). Considerable scholarship has divided burden into 

subjective and objective components (Fekete et al., 2017; Hoenig & Hamilton, 1966; 

Hughes et al., 2014; Montgomery et al., 1985), which differs from Liu et al. (2020) who 

subsumed the two into self-perception. Objective caregiver burden involves concrete, 

measurable features, such as disease severity and the amount of time, finances, and 

tasks devoted to caregiving, whilst subjective burden encapsulates the personal 

feelings of strain as a result of caregiving (Hoenig & Hamilton, 1966; Montgomery et 

al., 1985). An observational study by Fekete et al. (2017) recognised that the objective 

component of caregiving is not necessarily considered burdensome as such, provided 

the caregiver has protective factors and coping strategies in place. If the caregiving 
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role exceeds the personal resources of the caregiver and the caregiver’s ability to cope 

with the demands and challenges faced, the likely consequence is subjective feelings 

of burden (Fekete et al., 2017). Therefore, caregivers’ experiences and interpretations 

of the caregiving journey are potentially more significant predictors of caregiver burden 

than objective measures (Lea Steadman et al., 2007). 

 

Although the study of caregiver burden is a relatively topical research construct, the 

pool of inquiry is primarily focused on gerontological diagnostic groups, specifically 

chronic and progressive conditions, such as dementia and cancer (Elmståhl et al., 

2018; Muñoz-Marrón et al., 2013). Likewise, a large proportion of studies employ 

quantitative approaches to measure caregiver burden (Bastawrous, 2013). Whilst 

quantitative methods are valuable in many respects, they are limited in the study of 

social psychological constructs (Power et al., 2018). For instance, quantitative 

methods typically focus on measuring and analysing objective data, which presents 

challenges for capturing the complex and subjective aspects of human experience 

(Bastawrous, 2013; Power et al., 2018). Therefore, to understand the nuances and 

complexities of psychological phenomena, such as caregiver burden, emphasis 

should be placed on the study of caregiver subgroups and populations caring for 

individuals with varying disorders (Liu et al., 2020) using a synthesised approach in 

which qualitative methods are supplemented with quantitative methods (Bastawrous, 

2013; Power et al., 2018). 

 

Propositions and theories abound on the experience of burden, yet the research 

maintains that caregivers are likely to encounter periods of burden over the care 

trajectory (Bailey & Harrist, 2017). In addition, there is a growing body of evidence that 

suggests that the presence and intensity of caregiver burden varies amongst caregiver 

subgroups and populations based on several factors, including the type and severity 

of the condition, the stage of the disease, the characteristics and circumstances of the 

caregiver (Amen et al., 2022; Bom et al., 2018; Harvath et al., 2020; Muñoz-Marrón et 

al., 2013), and the age of the care-recipient (Kuo et al., 2011). For example, caregivers 

of individuals with chronic and progressive conditions, such as dementia or cancer, 

are likely to experience high levels of burden due to the longevity of care and the 

progressive decline in the care recipient’s health and functional abilities (Springate & 

Tremont, 2014). In contrast, caregivers of individuals with acute conditions, such as 
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acquired injuries, are likely to experience a divergent pattern of burden that is more 

closely linked to the initial period of caregiving and the process of recovery (Harding 

et al., 2015). Furthermore, caregivers are known to experience distinctive levels of 

burden depending on personal characteristics, such as age, gender, health status, 

educational level, and availability of support and innate resources (Amen et al., 2022; 

Harding et al., 2015; Muñoz-Marrón et al., 2013). Understanding of the factors that 

contribute to the burden of caregivers caring for various diagnostic groups  within 

diverse contexts, allows for health professionals, policy makers and academic 

audiences to develop, apply and tailor practical interventions to support caregiver 

populations and alleviate burden (Piran et al., 2017).  

 

Caregivers of children with CP often face a unique set of challenges and patterns of 

burden (Vadivelan et al., 2020; Yousaf et al., 2020). The functional activity limitations 

and participation restrictions experienced by children with CP generally entail a 

prolonged, unplanned and intensive caregiving journey that far exceeds the expected 

requirements of ordinary child-rearing (Dambi et al., 2015; Gérain & Zech, 2021; 

Muñoz-Marrón et al., 2013; Murphy et al., 2007; Raina et al., 2005), and is capable of 

perpetuating caregiver burden (Liu et al., 2020; Muñoz-Marrón et al., 2013).  

 

While the condition of CP itself is non-progressive, the challenges and care demands 

change and evolve as the child progresses through different stages of growth and 

development (Bax et al., 2005; Gulati & Sondhi, 2018). Caregivers of children with CP 

are required to adapt and adjust to the role of caregiving over time to meet the 

changing needs of the child (Pousada et al., 2013). Consequently, the journey of 

caregiving for a child with CP is unpredictable and requires ongoing flexibility and 

adaptation (Dambi et al., 2015), which can be demanding physically, emotionally, 

socially, financially and spiritually (Wang et al., 2014; Wijesinghe et al., 2015). 

Although caregiver burden has been broadly studied and focused on more recently in 

caregiver populations of children with disabilities, such as CP, there is limited literature 

that explores the burden of providing care to children with CP who have FSD. The 

weight of the responsibility of feeding a child who has FSD is felt considerably by 

caregivers (Greer et al., 2008). 

 



 

 25 
 

The management of FSD typically requires the caregiver to shoulder novel 

responsibilities and perform unaccustomed tasks (Azios et al., 2016). The duties 

accompanying FSD may well exceed the caregiver’s typical feeding experience or 

expertise, imposing the need to learn and adapt (Kamal et al., 2022; Pousada et al., 

2013; Taylor et al., 2021; Woodgate et al., 2015). When unable to meet the 

expectations of providing nourishment, caregivers often experience negative self-

perceptions (Greer et al., 2008; Hewetson & Singh, 2009) and the focus of caregiving 

shifts to ensuring adequate nutrition rather than nurturing and bonding through feeding 

(Swift & Scholten, 2010). The chronic nature of FSD in CP means that caregivers 

frequently endure the responsibilities and duties for extended periods of time without 

respite (Azios et al., 2016), increasing the likelihood of burden (Liu et al., 2020). 

Moreover, the growth and development of the child can result in changes to feeding 

needs, preferences and behaviours (Taylor et al., 2021), often escalating the physical 

burden of providing care (Azios et al., 2016; Sleigh, 2005). For example, Sleigh (2005) 

revealed that although caregivers valued oral feeding, persisting neck, shoulder and 

back pain was reported as a result of having to maintain certain positions for lengthy 

mealtime durations.  

 

The medical complications and recurrent hospitalizations resulting from FSD are 

additional sources of burden for caregivers (Goday et al., 2019). A recent study 

acknowledged caregivers’ pervasive care of the child’s health status, safety, growth, 

and well-being, and that feeding-related complications, such as choking, aspiration, 

and poor weight gain, trigger substantial worry and stress (Taylor et al., 2021). In many 

instances, caregivers are advised by HCPs to incorporate modified diets or feeding 

techniques to ensure feeding and swallowing safety (Kamal et al., 2022). Such 

modifications and techniques require meticulous effort and preparation, and are 

generally time-consuming and challenging to put into practice (Davis et al., 2010). In 

addition, the financial cost of effecting restricted diets through specialised foods, 

supplements, and assistive devices may exhaust the caregiver’s financial resources 

(Okada et al., 2022).  

 

Together with the physical effort involved in feeding a child with FSD, caregivers also 

face the emotional burden of navigating diet changes, coping with complications that 

arise from unsafe oral feeding, such as choking, aspiration or hospitalization, and the 
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social limitations and stigma attached to alternative feeding methods (Azios et al., 

2016; Jones et al., 2018). In cases where oral feeding is deemed inefficient or unsafe, 

or weight gain is problematic, caregivers are required to engage in difficult decision-

making regarding tube-feeding interventions as a form of alternate feeding (Sullivan, 

2014; Thorne et al., 1997). A study investigating caregivers’ views on gastrostomy 

feeding and adherence to HCPs’ advice (Petersen et al., 2006) makes explicit the 

emotional and social burden of alternate feeding experiences. The findings showed 

that despite health professionals’ advice against oral feeding, a substantial number of 

caregivers persisted with oral feeding for reasons that included: viewing the tube as a 

symbol of permanent disability; trepidation of discrimination from stigma; perceiving 

the inability to feed orally as a rejection of an innate human ability, and, thus, a 

deprivation of the maternal experience; guilt in eliminating the pleasure of eating and 

drinking for the child; and damaging mealtime experiences (Petersen et al., 2006). 

 

As feeding occurs in a caregiver-child dyad, the influence of psychosocial factors 

within the child, the caregiver and the environment is an important consideration. 

These factors can negatively affect the feeding relationship and bonding between the 

caregiver and child, which may lead to unpleasant mealtimes, adverse feeding 

experiences and decreased interactions (Greer et al., 2008). For example, delayed 

feeding skills often lead to incongruency between the child’s abilities and caregiver 

expectations, which can be frustrating and stressful for both parties (Goday et al., 

2019). The psychological health of the child, the caregiver, or both can impact feeding 

behaviour, manifesting as disruptive feeding interactions (Goday et al., 2019). In 

addition, distracting environments or maintaining an inconsistent feeding schedule 

may aggravate feeding behaviours and interactions (Davis et al., 2009; Goday et al., 

2019).  

 

From another standpoint, FSD presents activity limitations and participation 

restrictions for the caregiver that exacerbate caregiver burden (Azios et al., 2016). 

Hewetson and Singh (2009) found that FSD impacted mothers’ participation in social 

environments, job security, and future planning. The time-intensive nature of the 

demands and responsibilities of feeding caused social withdrawal from activities 

previously engaged in and required planning centred around the child’s mealtimes, 

which was perceived as more burdensome than managing the child’s physical 
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difficulties (Hewetson & Singh, 2009). Similarly, Taylor et al. (2021) highlighted that 

much of the caregivers’ world is dictated by the feeding-related needs of the child. 

Prioritizing the child’s feeding above all else poses risks to the functioning and 

dynamics of the caregivers’ relationships (Azios et al., 2016), which is especially 

concerning because studies have identified that the perceived availability of social 

support from family and friends is a constructive buffer in mitigating burden in caregiver 

populations (Goldstein et al., 2004; Pousada et al., 2013; Taylor et al., 2021). For 

example, a number of qualitative studies have described the influence of caregiving 

on spousal and familial relationships, which appear to undergo transformation in a way 

that changes the nature and significance of the relationship (Davis et al., 2010; 

Hewetson & Singh, 2009). Hewetson and Singh (2009) found that relationships with 

spouses were either positively or negatively influenced, and suggested that the level 

of paternal involvement and the way in which the mother’s role is perceived and valued 

by the father can have an impact on the relationship between spouses. The labour-

intensive nature of caregiving leaves caregivers with marginal respite to engage in 

essential activities not connected to the care of the child, such as spousal bonding 

time, vacations and socializing (Hewetson & Singh, 2009; Woodgate et al., 2015).  

 

Social participation is inhibited when there is a perceived absence of support in care 

provision and poor understanding from others with regard to the multiple roles 

assumed by the caregiver (Hewetson & Singh, 2009). In fact, a study investigating the 

experiences of caregivers showed that spouses who rotated and divided 

responsibilities and tasks showed improved coping ability with the multifaceted strain 

that often results from caring for a child with complex care needs (Woodgate et al., 

2015). The demands and responsibilities associated with FSD are all-encompassing 

for caregivers, who are simultaneously balancing other personal, family and 

professional obligations (Murphy et al., 2007). As such, an identified antecedent to 

burden is the conflict of multiple responsibilities (Liu et al., 2020; Tregay et al., 2017). 

The role of the caregiver is multidimensional and extends beyond providing physical 

support (Liu et al., 2020; Woodgate et al., 2015). Being a caregiver includes a range 

of roles, such as providing emotional support, managing intrusive medical tasks, 

administering medications and ensuring safety, coordinating finances and household 

tasks, and making decisions about care (Woodgate et al., 2015). Caregivers are also 



 

 28 
 

advocates to ensure their child’s needs are met, and often become life-long learners 

as they adapt and learn to provide optimal care (Woodgate et al., 2015).  

 

The opportunity cost of caregivers who forego employment to fulfill the responsibilities 

of care also reinforces participation restrictions (Hewetson & Singh, 2009). The loss 

of employment as a result of caregiving responsibilities results in a loss of opportunity 

to participate socially and advance professionally, and involves a loss of income (Liu 

et al., 2020; Okada et al., 2022). Alongside the invisible expenses related to FSD care 

(Okada et al., 2022), the intensity of the financial burden is further strengthened when 

employment opportunities are compromised as a result of the caregiving (Dambi et 

al., 2015).  

 

The interaction between HCPs and the caregiver is an important factor to consider 

with respect to caregiver burden and FSD (Azios et al., 2016). Many HCPs approach 

FSD from a biomedical perspective (Craig, 2013). Much of the focus in the 

management of FSD by HCPs centres around health, feeding development and 

nutritional status, with limited emphasis placed on consequences associated with the 

complexity of FSD that affects the child and family unit, such as the social or emotional 

health of the caregiver (Azios et al., 2016). With this model of care, the future 

outcomes and concerns that the family hold are often undervalued by HCPs (Azios et 

al., 2016; Tregay et al., 2017).  

 

The burden of caregiving is a well-documented issue in HICs, but it is often eclipsed 

in the context of LMICs (Thrush & Hyder, 2014). The caregiving experience in LMICs 

has mostly been derived from studies in HICs. However, the assumption that 

experiences are ubiquitous overlooks the many challenges and stressors unique to 

caregivers in LMICs (Ferri et al., 2011). For example, a study examining the caregiving 

experience of mothers of children with CP residing in Zimbabwe, identified that the 

physical burden of caregiving is exacerbated in such contexts due to the lack of 

adapted transport services and assistive devices (Dambi et al., 2015). Consequently, 

mothers resort to the traditional method of carrying their child on the back for 

transporting and transferring purposes, raising the risk of back pain (Dambi et al., 

2015). Caregivers in LMICs typically face a range of structural limitations that make 

the caregiving role more burdensome: medical, educational and social services are 
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often inadequate, healthcare resources are limited, and food scarcity is not uncommon 

(Hejoaka, 2009; Kespichayawattana & VanLandingham, 2003; Kipp et al., 2007; 

Mobarak et al., 2000). A review by Thrush and Hyder (2014) concluded that caregivers 

in LMICs face a significant and neglected burden in physical, psychological, social, 

financial, and time domains.  

 

Chronic caregiver burden can have a negative impact on both the physical and mental 

health of the caregiver, leading to a reduction in the quality and amount of care 

provided to the child and ultimately resulting in a decrease in overall QoL (Liu et al., 

2020). The multifaceted strain of caregiving that is consistently described in studies 

substantiates the marked differences in the needs and interests of caregivers and care 

recipients, which often sets the well-being of one against the other (Aneshensel et al., 

1995). The burden of caregiving must be specially considered as a significant predictor 

of well-being because it is well-known that the QoL of the providers of care is tied to 

the QoL of care recipients (Martínez de Zabarte Fernández et al., 2021; Murphy et al., 

2007). Therefore, a defining attribute of caregiver burden is related to the QoL of the 

caregiver who often abandons their own social, emotional and physical needs (Morgan 

et al., 2022). 

 

1.6 Caregiver quality of life 

QoL is a complex concept that encompasses an individual’s overall well-being and 

satisfaction, taking into account their experiences and standard of living. This includes 

emotional, social, physical, and financial factors (Davis et al., 2010). Research 

suggests that caregiver burden is either a predictor of caregiver QoL – in that high 

levels of burden lead to poorer QoL – or caregiver burden is an outcome of caregiver 

QoL in which caregivers with poorer QoL are more vulnerable to experiencing 

caregiver burden (Gugała, 2021; Tsai et al., 2018). For instance, caregivers who 

experience high levels of physical, emotional, financial and social strain as a result of 

caregiving are more prone to reduced QoL. On the other hand, caregivers who have 

poor QoL from factors such as lack of support, inadequate resources, and difficulty 

managing the demands of caregiving are more likely to experience burden. 

Regardless of whether caregiver burden is a determinant or a consequence of 

caregiver QoL, there is empirical evidence to support a strong relationship between 
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feeding difficulties in children with CP and poorer caregiver QoL, especially in 

resource-constrained settings (Polack et al., 2018), such as South Africa.  

 

Polack and colleagues (2018) describe how the emotional strain of feeding, coupled 

with the child’s impaired motor functioning, worries around nutritional intake, and 

drooling and choking, are possible explanations for the association between FSD and 

diminished caregiver QoL. Depression, anxiety, lower self-efficacy, chronic stress, and 

psychosomatic symptoms have been reported in caregivers of children with CP, which 

correlate negatively with QoL (Albayrak et al., 2019; Gemiköz et al., 2020; Gugała, 

2021; Guillamón et al., 2013; Jemni et al., 2013; Lawoko & Soares, 2003; Murphy et 

al., 2007). In addition, there is a higher correlation of depression and diminished QoL 

in maternal caregivers of children with CP than paternal caregivers (Garip et al., 2017; 

Lawoko & Soares, 2003), which is especially important to consider in the African 

context where caregiving responsibilities disproportionately fall upon women (Dambi 

et al., 2015; Hamzat & Mordi, 2007).  

 

With the time-constraints accompanying meal preparation and mealtimes, caregivers 

have limited opportunities to participate socially and professionally (Hewetson & 

Singh, 2009; Morrow et al., 2008). The subsequent feelings of isolation and limited 

earning potential increase the caregiver’s susceptibility to clinical symptoms of 

depression and anxiety, which in turn, negatively impacts QoL (Davis et al., 2010; 

Hatzmann et al., 2008). Caregiver isolation and the consequent impact on QoL is not 

only a result of the time-intensive nature of caregiving, but also an effect of domestic 

and community exclusion stemming from traditional beliefs and societal prejudice, 

including caregivers’ personal feelings of shame (Zuurmond et al., 2019). A study 

comparing QoL perceptions of health professionals and caregivers of children with 

quadriplegic CP identified that caregivers place a larger emphasis on socialization as 

a factor in QoL compared with health professionals. Further, caregivers frequently 

experienced exclusion from social events, received negative public attention, and felt 

restricted with social mealtimes (Morrow et al., 2008). The psychosocial health of the 

caregiver is crucial in the context of feeding, given the cyclical relationship between 

FSD and caregiver QoL described in literature (Polack et al., 2018). For example, 

reduced QoL in caregivers has been linked to disengaged or forceful feeding styles, 

known to worsen FSD (Goday et al., 2019; Polack et al., 2018).  
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There is considerable consensus that the quality and functioning of relationships within 

a caregiver’s social network has a significant impact on caregiver coping abilities, self-

perception, and overall well-being (Morrow et al., 2008; Raina et al., 2005). Caregivers 

whose relationships are characterised by a sense of connection, mutual support, and 

understanding are more likely to feel confident and competent as opposed to 

caregivers who lack supportive relationships (Hewetson & Singh, 2009). The quality 

and functioning of relationships is not only limited to partners, family members, and 

friends, but extends to relationships with HCPs. As an example, a study established 

that interactions with HCPs had a significant impact on the QoL of the caregiver and 

child (Morrow et al., 2008). Most caregivers reported unpleasant experiences with 

HCPs and that the opinions of the family were unheeded, especially when having to 

advocate for the QoL of the child (Morrow et al., 2008). Moreover, caregivers felt that 

HCPs often inflicted feelings of guilt and shame, particularly regarding the nutritional 

status of their child. Another study acknowledged that when accessing healthcare 

services, the caregiver’s competence and confidence in the caregiving role was 

eroded, and that feelings of disempowerment surfaced after having to assume the 

position of a bystander (Hewetson & Singh, 2009). The lack of rehabilitation services 

(specifically in LMICs) leaves caregivers solely responsible for therapeutic care with a 

lack of knowledge and advice from specialists well-versed in the provision of care, 

further contributing to a reduced QoL for caregivers (Gona et al., 2011; Hartley, 2005; 

Mobarak et al., 2000).  

 

Reasons for the differential QoL outcomes of caregivers of children with CP who have 

FSD remain unclear (Aneshensel et al., 1995; Guillamón et al., 2013). However, 

scholars have identified several barriers and facilitators that influence caregivers’ QoL 

(Pretorius & Steadman, 2017). Physical exhaustion, poor maintenance of 

relationships, marital stress, limited freedom for self-care practices and recreational 

activities, time pressures, foregone employment opportunities, insufficient financial 

resources, bureaucratic obstacles, and lack of support, are all contributing factors to 

negative QoL outcomes (Chambers & Chambers, 2015; Davis et al., 2010; Pretorius 

& Steadman, 2017; Saloojee et al., 2007). In contrast, other studies have identified 

factors that contribute to positive QoL outcomes, including: formation of new 

relationships with others who are able to relate and offer support (Davis et al., 2010); 



 

 32 
 

feelings of self-worth through advocating for the child’s QoL (Chambers & Chambers, 

2015); increased opportunities for quality bonding time (Morrow et al., 2008), and 

strengthened resilience (Bailey & Harrist, 2017; Davis et al., 2010).  

 

It is entrenched in the literature that caregiver burden and QoL are interrelated 

constructs, and that caregivers who feel ‘held’ and sufficiently supported report 

reduced burden and improved QoL (Carona et al., 2013; Casale & Crankshaw, 2015; 

Skok et al., 2006) compared with those who feel unsupported. The support needs of 

caregivers of children with CP and FSD warrant further consideration. Taylor et al. 

(2021) suggest that further research is needed for improved understanding of 

caregivers’ feeding-related burden and the impact on QoL, specifically in LMICs, to 

inform development of robust interventions, resources and services tailored to 

caregivers’ unmet needs and concerns (Davis et al., 2010; Taylor et al., 2021).  

 

1.7 Caregiver support 

Caregivers occupy the unique position of providing care and support, while also 

requiring support themselves (Harding et al., 2015). They are often described as 

‘hidden patients’ in need of care (Reinhard et al., 2008). The negative correlation 

between caregiver QoL and FSD established in the literature indicates the need for 

caregiver support (Mlinda et al., 2018; Polack et al., 2018; Taylor et al., 2021; 

Zuurmond et al., 2019) to ameliorate the objective and subjective burden that is 

potentially modifiable (Garro et al., 2005). Studies have also highlighted that the 

receptivity of support is dependent on the context in which caregivers provide care, 

and multiple support sources and strategies are required to meet varying caregiver 

needs and preferences (Hastings et al., 2005; Taylor et al., 2021). As such, an ongoing 

and adaptive process of caregiver support with longitudinal evaluation of QoL is 

paramount because the challenges and care demands faced by caregivers of children 

with CP who have FSD might change over time (Bailey & Harrist, 2017; Bax et al., 

2005; Gulati & Sondhi, 2018; Zuurmond et al., 2019). 

 

Multicomponent psychosocial interventions are treatment approaches that use 

multiple strategies and elements to address psychological and social issues, and have 

been shown to have greater success in reducing caregiver burden than single 



 

 33 
 

interventions, such as support groups or education (Acton & Kang, 2001; Gitlin et al., 

2003). As a source of caregiver support, multicomponent psychosocial interventions 

either aim at directly reducing caregiver burden and the impact on QoL where the 

caregiver is the primary recipient of support, or aim to enhance caregiver competence 

and confidence in the provision of care, indirectly reducing burden and increasing 

coping ability (Reinhard et al., 2008). Most intervention studies with caregivers are 

psycho-educational in nature, meaning that the intervention serves as both 

dissemination of information and caregiver counselling to reduce caregiver stress and 

improve QoL (Reinhard et al., 2008). However, to access supportive interventions, 

caregivers are required to interact with the systems and professionals involved in the 

provision of information, services and equipment to procure and mobilise support 

(Reinhard et al., 2008). This is particularly challenging in LMICs like South Africa, 

where social, environmental, cultural, linguistic, bureaucratic, and financial barriers 

obstruct access to supportive interventions (Iemmi et al., 2016; Krug & Cieza, 2017; 

Pretorius & Steadman, 2017; Vadivelan et al., 2020).  

 

Peer-support and community-based initiatives have evolved as a solution to combat 

inaccessibility and to promote sustainability by improving caregiver knowledge and 

overall QoL (Saloojee et al., 2021). For example, in South Africa, a non-profit, family-

centred organisation, Malamulele Onward, has pioneered a multidimensional 

programme led by a team of therapists, caregivers of children with CP and a young 

adult with CP. The goal of the programme is to improve caregiver QoL and the QoL of 

children with CP in rural, under-resourced settings through HCP and carer-to-carer 

training, outreach mentoring, ongoing support and innovative solutions (Saloojee et 

al., 2021). With a similar focus and in conjunction with several experts, the Akwenda 

CP programme was developed for a Ugandan cohort with specific aims, one of which 

is to assess the impact of the intervention on the QoL of the caregiver (Saloojee et al., 

2021). Although there is limited research on the efficacy of such community-based 

programmes, a handful of studies have evaluated the impact of community initiatives 

in LMICs to expand the evidence base for caregiver support in LMIC contexts. For 

example, a study in Ghana with caregivers of children with CP found that a community-

based parent training programme offered through a support group significantly 

improved caregiver QoL scores and improved caregivers’ knowledge base and 
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confidence in providing care, with specific reference to feeding practices and the 

child’s emotional and physical health (Zuurmond et al., 2019).  

 

Whilst appealing, many interventions are restricted by the potential high cost and 

obstacles involved in broader scale implementation (Tremont et al., 2015). Lack of 

transportation and socially inclusive infrastructure, being confined to the home, 

residing in remote areas, having demanding caregiving responsibilities, and feeling 

stigmatised for seeking support are some of the barriers caregivers face, particularly 

in LMICs that challenge access to in-person interventions (McKinney et al., 2021; 

Tremont et al., 2015). In response, other studies have identified innovative 

interventions to expand accessibility and potentially decrease expenditure (Tremont 

et al., 2015), although not specifically designed for the population of caregivers of 

children with CP who have FSD.  

 

Online educational interventions have emerging as a solution to improve caregiver 

knowledge and overall well-being. Caregivers who participated in a study by Taylor et 

al. (2021) reported that alongside social support groups, web-based media enabled 

interaction and sharing of knowledge (Guillamón et al., 2013; Pousada et al., 2013),  

which instilled a sense of camaraderie and reduced feelings of isolation. In fact, 

Pousada et al. (2013) recommended that HCPs recognise the value of online social 

health-related platforms as tools for the provision of emotional support, dissemination 

of knowledge, and a source of empowerment for families. Another study examined the 

effects of a completely telephone-based caregiver intervention on the QoL of 

caregivers of people with dementia, which resulted in improved depressive symptoms 

of caregivers (Tremont et al., 2015). These interventions were developed and 

evaluated in HICs, and therefore, significant consideration and contextual adaptations 

would be necessary to apply them in LMICs. Szlamka et al. (2022) found that while 

online platforms for caregiver interventions can assist with improving access for 

individuals from multiple areas – reducing transport costs and providing solutions for 

geographically inaccessible locations and remote regions – there are also limitations 

to consider before opting for an online solution. Limitations include the availability and 

accessibility of devices, and the technological infrastructure required to access online 

platforms. 
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Studies have signalled the need for early caregiver intervention at the time of CP 

diagnosis and through key transition periods to serve as a preventative measure 

against negative long-term QoL outcomes. Davis et al. (2010) suggested that support 

for caregivers should include counselling, early introduction to available services and 

professionals, and caregiver participation in support groups. Craig (2013) added that 

early education on tube-feeding would be helpful, as many families do not receive this 

information until after surgery, which can place additional strain on the caregiver.  

 

Although the beneficial effects of caregiver support on burden and QoL have been 

documented, most of the practices to support caregivers derive from clinical studies 

in HICs and have not been customised to the circumstances of LMICs (Saloojee et al., 

2021). With this in mind, it is plausible that ethnic and cultural diversity might be 

overlooked in the development and implementation of caregiver interventions, 

affecting the applicability, effectiveness, and receipt of support (Cox, 2018). Family-

centred care may moderate the relationship between ethnic and cultural background 

and caregiver support (Poojari et al., 2022). Using a family-centred approach enables 

HCPs to create more positive clinical encounters by actively involving caregivers in 

decision-making processes and valuing caregivers’ proficiency as feeders and carers 

(Craig, 2013). This inclusive approach, in turn, encourages improved perceptions of 

self-efficacy and a sense of control over demanding situations (Pousada et al., 2013). 

In addition, it provides HCPs with insight into caregiver feeding concerns and 

predictors of QoL to inform programme development and service delivery (Craig, 

2013). The quality of support for caregivers is rated higher when caregivers are 

actively involved in the care of the child, and there has been a widespread call for 

HCPs to actualise collaborative practice with caregivers – addressing the needs and 

preferences of caregivers using an individualised approach (Schulz et al., 2018; Taylor 

et al., 2021). Such an approach is particularly important for caregivers who lack a 

social support network or who are physically isolated (Taylor et al., 2021). 

 

The availability and significance of a social support network, such as positive 

relationships with spouses, friends and family, have been shown to be protective 

factors amid stressful events and adjustments (Lawoko & Soares, 2003; Pfeifer et al., 

2014; Pousada et al., 2013; Vadivelan et al., 2020; Wang et al., 2014). Many 

caregivers rely on core family members to assist with feeding and the daily needs of 
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children with CP, which provides some respite from caregiving duties (Taylor et al., 

2021). The therapeutic environment has also been shown to be socially supportive for 

caregivers – friendships are often established with other caregivers, and the 

environment facilitates emotional and informational support, and coping strategies 

(Davis et al., 2010; Pfeifer et al., 2014). Pfeifer et al. (2014) reported that some 

mothers of children with CP found support in the children themselves, feeling 

motivated by their courage and resilience in the face of adversity; they used this as a 

source of strength to cope with the difficulties they encountered. Idiosyncratic 

character-related and demographic resources within the caregiver may also provide 

resilience against feelings of burden and negative QoL outcomes. Guillamón et al.’s 

(2013) study highlighted the importance of self-efficacy as a personal resource of 

caregivers of children with CP. Caregivers with high self-efficacy were physically and 

mentally healthier. In addition, coping patterns of maintaining social support, self-

esteem, and psychological ability, correlated with improved mental health. Folkman 

and Lazarus (1980) distinguished between problem-focused coping (solving or 

altering stressful situations) and emotion-focused coping (regulating emotions), and 

the adaptive or maladaptive use of combined strategies is what ultimately predicts the 

outcome of burden on QoL (Lazarus, 2006). Azios et al. (2016) described a single 

case study of a mother who started to independently predict and solve complications 

using experiential knowledge in response to poor professional assistance. The mother 

was able to transition from being reactive to proactive, resulting in personal 

development of effective coping strategies.  

 

Another form of social support for caregivers is through respite care to alleviate burden 

and allow more opportunities to engage in social and recreational activities, known to 

contribute to positive QoL outcomes (Lawoko & Soares, 2003). A study in Japan aimed 

to identify social supports that effectively alleviate the psychological and physical 

burden of primary caregivers of children with CP (Moriwaki et al., 2022). Home-visit 

nursing and rehabilitation, home care, adaption training for communal living and 

treatment at daycare facilities, short stays, mobility support, and transportation 

services were listed as social support and respite services that reduced caregiver 

burden and improved QoL (Moriwaki et al., 2022). Whilst shown to be effective, there 

are significant disparities in access to social support and respite services between 

HICs and LMICs (Dambi et al., 2015). Therefore, the application of social support 
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interventions and respite services used in HICs are less feasible and applicable to 

LMICs. However, a study in South Africa documented that caregivers of children with 

CP highly valued facilities such as crèches, schools or day-care facilities, for respite, 

and that such facilities are a vital resource for caregivers in LMICs, particularly for 

increased opportunities for socialisation and maintaining employment (Pretorius & 

Steadman, 2017). The provision of more easily accessible, disability-inclusive 

education and care facilities in LMICs through urban and rural planning is essential to 

offer caregivers reprieve from caregiving responsibilities (Pretorius & Steadman, 2017; 

Woodgate et al., 2015).  

 

Apart from the psychosocial aspects of support, there is a clear need for additional 

financial assistance for caregivers based on the findings of several studies (Davis et 

al., 2010; Vadivelan et al., 2020; Woodgate et al., 2015). LMICs typically have limited 

resources to devote to social welfare programmes, which makes it challenging to 

provide adequate support for caregivers (Vadivelan et al., 2020). Care dependency 

grants are financial assistance programmes intended to provide financial support to 

caregivers to assist with the costs associated with providing care (Pretorius & 

Steadman, 2017). Studies in LMICs have found that care dependency grants are often 

difficult to obtain, involving significant delays, and seldom provide sufficient support to 

caregivers, leading to high levels of caregiver burden and poor QoL (Pretorius & 

Steadman, 2017; Vadivelan et al., 2020; Woodgate et al., 2015). Improving the 

procurement process and adequacy of care dependency grants (and other forms of 

financial support for caregivers) is a challenge. However, it is critical to reduce financial 

burden and improve the overall QoL of caregivers and the people they care for.  

 

Interventions aimed at educating caregivers on the process of acquiring care 

dependency grants is needed. Zuurmond et al. (2019) found that caregiver training 

and support groups improved awareness of caregivers’ rights to financial aid, which 

resulted in caregivers of children with CP retrieving, or commencing the process of 

accessing, the National Disability Fund in Ghana. As a result, caregivers were able to 

secure assistive devices, which relieved some of the physical burden of caregiving 

and helped free-up time for other responsibilities (Zuurmond et al., 2019). However, 

the same study also revealed that the scarcity of financial resources limited caregivers’ 

ability to benefit fully from the intervention, e.g., suggestions related to nutrition and 
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feeding methods were difficult to action by caregivers facing food insecurity 

(Zuurmond et al., 2019). Taylor et al. (2021) also noted that the high costs involved 

with seeking support often inhibit caregivers living in poverty from accessing 

healthcare resources and services (McKinney et al., 2021; Taylor et al., 2021). 

 

The availability of caregiver-friendly workplace policies has recently been raised in the 

literature to proactively address caregiver burden and QoL (Ireson et al., 2018; Nadash 

et al., 2023). Nadash et al. (2023) focused on understanding how family caregivers 

perceive the factors necessary to both maintain employment and fulfill caregiving 

responsibilities. The findings indicated a clear need for support from employers and 

colleagues, including concrete forms of support, such as employee assistance 

programmes, flexible timings and arrangements, and benefits such as paid leave. In 

addition, there was an expressed need for social support to protect against 

discrimination and mitigate feelings of isolation due to negative attitudes towards 

employees with caregiving responsibilities. Overall, the findings suggest the need for 

employer and colleague education about the needs and experiences of working family 

caregivers to reduce burden and enhance QoL (Nadash et al., 2023).  

 

In conclusion, caregivers of children with CP who have FSD face significant challenges 

and burdens that negatively impact caregiver QoL (Mlinda et al., 2018; Polack et al., 

2018; Taylor et al., 2021; Zuurmond et al., 2019). Various forms of support are 

effective in reducing caregiver burden and improving QoL, and the results offer 

promising approaches to providing support to caregivers. However, access to support 

is potentially limited in LMICs due to an array of barriers (Dambi et al., 2015; Taylor et 

al., 2021). It is important to continue to research and develop innovative approaches 

to caregiver support that are accessible and sustainable, particularly in resource-

constrained settings (Saloojee et al., 2021). Engaging multiple audiences in dialogue 

surrounding caregiver support is necessary to effectively allocate resources, design 

and implement healthcare services and policies, and evaluate the efficacy of 

healthcare interventions (Aneshensel et al., 1995).  
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Chapter 2: Methodology 

This chapter presents the rationale for the methodology intended to fulfil the research 

aim. The researcher describes how data were collected, processed and analysed, and 

the endeavours to ensure trustworthiness and preservation of ethical principles 

described in the Declaration of Helsinki (WMA, 2013).  

 

2.1 Study aim 

The aim of the study was to describe caregivers’ perceptions of caregiver burden, QoL 

and support needs in caring for a child with CP who has FSD within the context of the 

Western Cape, South Africa.  

 

2.2 Research design 

A qualitative, descriptive case study design was applied to describe caregivers’ 

perceptions. Qualitative methods were employed to better understand the diverse 

perspectives, personal experiences, and the everyday practices of caregivers, and 

allowed for a more in-depth, context-specific description than quantitative methods 

(Baxter & Jack, 2008; Flick, 2018). A case study design was selected to achieve 

meaningful understanding of individuals’ perceptions (Tight, 2017) through detailed 

descriptions (Flick, 2018; Ridder, 2017). The ‘case’ in this study was a group of eight 

caregivers of children with CP who have feeding and swallowing difficulties within the 

context of Red Cross War Memorial Children’s Hospital (RCWMCH). The study aimed 

to describe the perceptions of a particular participant group within a specific context, 

and the findings, thus, may not be generalisable to other populations or contexts. 

However, the purpose of the study was to generate initial knowledge within this 

context. This may provide healthcare professionals, especially SLTs, with insight into 

caregiver burden, QoL and support needs that could be repeated in other settings to 

expand the knowledge base for the broader South African context. The inability to 

establish causality using this design was another possible limitation. However, this 

was not an aim of the study as the researcher wished to describe caregivers’ 

perceptions, which might, in turn, inform HCPs who work with this population.  
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2.3 Position of the researcher 

The researcher is a paediatric SLT in private practice in the Western Cape, South 

Africa. She previously worked in an under-resourced area of the country where 

patients with feeding challenges and caregiver stress formed much of the caseload. 

This experience, together with the lack of available literature specific to the South 

African context, became of interest both personally and professionally. The researcher 

supports the empowerment of caregivers because the South African healthcare 

context and lack of resources relies heavily on family/informal carers for successful 

therapeutic outcomes (Ngubane & Chetty, 2016). Wanting to better support caregivers 

in CP communities and to commit to continuous lifelong learning, the researcher 

embarked on this research journey.  

 

The researcher recognised the importance of acknowledging the above personal 

interests, disciplinary background, and life experiences in conducting meaningful 

qualitative research (Barbour, 2014), and strove to be reflexive throughout the 

research process to account for possible biases.  

 

2.4 Participant selection criteria 

Participants who met the following inclusion criteria were considered eligible to 

participate: 

 

Primary caregivers of children (0–12 years) with a diagnosis of CP who presented with 

FSD and attended the CP clinic at RCWMCH.  

• A primary caregiver in this study was defined as the individual who assumes 

the most responsibility in the provision of daily care of the child (Cohen et al., 

2002)  

• The cut-off age to define childhood was taken as 12 years, 11 months as per 

the subject headings of the National Library of Medicine (Shields et al., 2012) 

• Caregivers residing in the Western Cape region 

• Caregivers of children with CP who have FSD who are fed orally and/or tube-

fed. 

There were no exclusion criteria.  
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2.5 Sampling frame 

The sampling frame for the study was the caregivers who attended the CP clinic held 

at RCWMCH. The CP clinic is a collaborative effort between the Western Cape CP 

Association and RCWMCH to assess and manage children with CP. The 

multidisciplinary team includes developmental paediatricians, physiotherapists, 

occupational therapists, SLTs, social workers and orthopaedic surgeons.  

 

2.6 Sampling method 

The nonprobability sampling methods of purposive and convenience sampling were 

selected for this qualitative study. Purposive sampling strategies were used to acquire 

information essential to the research purpose (Krueger, 2015) and to identify 

information-rich cases (Etikan, 2016). Caregivers attending the CP clinic, caring daily 

for a child with CP and FSD, were identified by the resident SLT as individuals who 

met the inclusion criteria and might be able to provide valuable insight.  

 

Convenience sampling permitted easy access to cases who were able to provide 

descriptive information about the topic (Krueger, 2015). Since there is a well-

established CP clinic at RCWMCH that provides services for feeding and swallowing 

difficulties, it was convenient for the researcher in terms of accessibility, feasibility and 

participant recruitment as caregivers generally attend the clinic with their child. 

 

2.7 Participant recruitment 

Originally, caregivers were to be approached face-to-face by the researcher and 

research assistants at the CP clinic to provide information about the study’s aim and 

purpose, and to gauge participation interest. However, given the COVID-19 pandemic 

and the restrictions imposed, amendments to the protocol were made to 

accommodate health and safety regulations. The amendments were approved by the 

University of Cape Town (UCT) Faculty of Health Sciences’ (FHS) Human Research 

Ethics Committee (HREC), and permission was granted by RCWMCH’s Chief 

Executive Officer (CEO) and the Head of the CP clinic. Caregivers who met the 

inclusion criteria were briefly informed about the study by the resident SLT at their CP 

clinic appointment and asked if they were comfortable for the researcher to make 

contact with them to provide them with further information about the study. The 
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caregivers were telephoned by the researcher or the research assistant, based on the 

participant’s preferred language, using an introductory and informed consent script 

(Appendix A) to introduce the researcher/research assistant and provide information 

about the study including the study aim, purpose and participant responsibilities. 

Thereafter, caregivers were given time to process the information and ask questions, 

attain clarity and understanding, and decide whether they wished to participate in the 

study. Consent was given telephonically and recorded from the caregivers who 

indicated interest in participating in the study, and a date and time were scheduled for 

the telephonic interview at the convenience of the participant.  

 

2.8 Sample size 

Of the 13 caregivers who showed interest in participating in the study, eight consented 

to participate, and completed the individual semi-structured telephonic interview. Four 

of the participants were interviewed in English by the researcher and the remaining 

four participants were interviewed in isiXhosa by the isiXhosa speaking research 

assistant. Of the caregivers who initially expressed interest to the resident SLT but did 

not participate, four were uncontactable and the fifth was not in South Africa at the 

time of data collection. The sample size was within the range suggested by Fusch and 

Ness (2015) who recommend 6 to 12 participants to elicit multiple perspectives on the 

topic under study to reach data saturation. During the data collection and analysis 

process, the researcher consulted with the research supervisor and there was 

agreement that data saturation had been reached by conclusion of the interviews.  

 

2.9 Description of participants 

The participants were all mothers, and between the ages of 25 and 42 (mean = 29.25) 

caring for children between the ages of two and eight years (mean = 4.63). Six of the 

participants’ children were male and two were female. Five of the care recipients 

received nutritional intake through total oral feeding, one exclusively through enteral 

feeding and two through a combination of oral feeding and enteral feeding. The 

demographics of the participants are provided in Table 1.  
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Table 1 Demographic description of participants  

aParticipant  Language Age 

(years) 

Marital 

status 

Relationship 

to the child 

Child’s 

age 

(years) 

Child’s 

sex 

Type of 

feeding 

1 isiXhosa 27 Single Mother 5 Male Oral 

2 English 30 Married Mother 2 Female Oral 

3 English 25 Married Mother 5 Male Oral/bPEG 

4 English 29 Married Mother 6 Male Oral/bPEG 

5 isiXhosa 25 Single Mother 4 Female bPEG 

6 isiXhosa 28 Single Mother 8 Male Oral 

7 English 42 Married Mother 3 Male Oral 

8 isiXhosa 28 Single Mother 4 Male Oral 

aNumerical codes assigned for anonymity 
bPEG = Percutaneous Endoscopic Gastrostomy 

 

2.10 Data collection procedures, research personnel and materials 

Initially, the researcher intended to host focus groups to gather data. Following ethics 

approval, all research-related activity was suspended by the HREC due to the onset 

of the COVID-19 pandemic. As such, amendments were made to the original research 

protocol to adhere to COVID-19 restrictions and regulations. Individual semi-

structured telephonic interviews were proposed as an alternative data collection 

method rather than face-to-face interviewing to mitigate health and safety risks. Semi-

structured interviewing is a productive method of generating detailed contextual 

perspectives through a participant-led discussion using a guided framework (Kallio et 

al., 2016). It is considered to be a versatile and adaptable method of data collection 

(Block & Erskine, 2012) and aligned with COVID-19 health and safety regulations. 

Interviews via telephone often encourage a more even distribution of conversation and 

power relations, thus facilitating sharing of perceptions more freely (Vogl, 2013). Holt 

(2010) showed that interviewees tend to feel a greater sense of security in terms of 

anonymity and confidentiality through telephonic interviews in comparison with face-

to-face interviewing, which in turn diminishes social pressure and creates room for 

discussing personal experiences more openly. Focus groups and face-to-face 

interviews were not possible under the COVID-19 regulations, and therefore 

telephonic interviews were conducted. 
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2.10.1 Ethics approval, obtaining permission and researcher training 

Ethics approval was obtained from UCT FHS HREC (097/2020) (Appendix B). The 

original protocol was amended to comply with the COVID-19 restrictions and 

regulations, and approved by HREC (Appendix C). The study was registered with the 

National Health Research Database (WC_202009_056) (Appendix G) and permission 

to conduct the study at RCWMCH was obtained from the medical superintendent 

(Appendix D) and the heads of the relevant departments.  

 

Prior to commencing participant recruitment and data collection, the researcher 

consulted literature to gain theoretical knowledge about conducting semi-structured 

interviews. A pilot study information session and semi-structured interview was 

conducted on the 12th and 17th of February 2021 to prepare and practically apply learnt 

interviewing skills, and to trial the interview guide described in section 2.10.3. The pilot 

study participant was an affiliate of UCT who volunteered to participate in the pilot 

study and presented with similar characteristics to that of the prospective participants. 

The pilot study participant had previous experience in semi-structured interviewing 

and once the pilot study was terminated, offered suggestions and strategies regarding 

the researcher’s discourse when conducting the interview. One specific example of 

the participant’s suggestion was to simplify the language used and employ a more 

conversational approach, moving away from solely relying on reading from a script. 

These suggestions were noted and applied. However, no changes were required to 

the introductory and informed consent script or the interview guide. As the pilot study 

was purely for preparation purposes, the data obtained from the pilot study were not 

used in the study. 

 

2.10.2 Research personnel 

Research assistants fluent in Afrikaans and isiXhosa, with a disciplinary background 

in occupational therapy and audiology, respectively, and previous experience in 

interviewing, assisted the researcher as a means of respecting linguistic and cultural 

diversity (Squires, 2009). To maintain confidentiality, research assistants were 

required to sign a confidentiality agreement to acknowledge the responsibilities of 

participating in moral and responsible research practice, and that failure to comply 

would result in disciplinary action. In addition to maintaining confidentiality, their 
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responsibilities included translating research-related documents, interviewing, and 

transcribing the audio recordings into written transcriptions. In preparation for the 

interviews, the research assistants were briefed about the aim and purpose of the 

study. The Afrikaans research assistant was only involved in the process of translating 

research-related documents as no Afrikaans-speaking participants were recruited.  

 

2.10.3 Research instruments and equipment 

An interview guide (Appendix E) with seven open-ended questions and probes per 

question was formulated by the researcher in conjunction with the research 

supervisor. It followed a logical sequence and used lay terminology for ease of 

understanding (Krueger, 2015). The guide was designed to be versatile when 

interviewing participants. Krueger (2009) used seven to eight questions as examples 

of generic interview questions, which assisted in determining the number of questions 

to be included in the present study. The questions were grouped as follows to promote 

dialogue and ensure a natural flow: an opening question, introductory question, 

transition question, key questions, and an ending question (Krueger, 2009).  

 

The Feeding/Swallowing Impact Survey (FS-IS) designed by Lefton-Greif et al. (2014) 

was consulted in the formulation of the questions and to establish credibility of the 

interview guide. The FS-IS comprises a series of questions answered by the caregiver 

pertaining to feeding, worry and activities of daily living to determine the impact of FSD 

on the caregiver.  

 

The researcher and isiXhosa research assistant used a hands-free mobile device with 

a sim card used only for the purpose of the research study to conduct the information 

session and the interview. Verbal consent and the interview were recorded on 

speakerphone using recording software on the researcher’s personal, password-

protected computer. A universal serial bus (USB) flash drive was used to transfer the 

isiXhosa recordings to the research assistant’s password-protected computer for 

transcription purposes. The USB flash drive was returned to the researcher on 

completion of the isiXhosa transcriptions. The recording software captured the date, 

start and end time of the interview to ensure that the interview remained within the 

proposed time frame.  
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2.10.4 Procedures 

Potential participants were identified by the resident SLT and those who agreed to 

receive more information about the study provided their contact details for the 

researcher to contact them.  

 

Prior to commencing the data collection process, the researcher and isiXhosa 

research assistant familiarised themselves with the introductory and informed consent 

script as well as the interview guide. The researcher undertook the English information 

sessions and interviews from a personal, office-type environment, and the isiXhosa 

research assistant was based in a private, office-type environment at UCT for the 

sessions. The equipment and signal were tested beforehand. 

 

With the hands-free mobile device switched to speakerphone and the software on the 

researcher’s password-protected computer recording, the caregivers were called to 

provide information about the study. All the participants gave verbal consent to 

participate in the study at the end of the information session and, thereafter, dates and 

times were arranged for the interviews at the convenience of the participants. No 

participants required data or airtime to take part in the study. After the call, the 

researcher sent a photograph of the introductory and informed consent script to their 

mobile phone for participants to review. Sending a photograph of the introductory and 

informed consent script was chosen over a PDF or word document for its convenience, 

accessibility, and simplicity. Photographs can be easily viewed on a mobile phone 

without needing additional technology and are straightforward, making them an 

effective method to share information without technical know-how. This method was 

used to efficiently share the script with participants for review and approval.  

 

The participants were encouraged to use a private, comfortable, and quiet space for 

the interview with a suitable signal connection. Upon commencing the interview, the 

participants were reminded of the study aim and purpose, their rights as a participant 

in the study, and that the interview was being recorded. Lastly, they were asked 

whether they understood all the information given and if they would like to proceed 

with the interview. The individual semi-structured English and isiXhosa telephonic 
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interviews were conducted between April and September 2021. Four of the 

participants were interviewed in English solely by the researcher and the remaining 

four participants were interviewed in isiXhosa by the isiXhosa-speaking research 

assistant with the researcher present. The interviews carried out had an average 

duration of 35 minutes.  

 

A contact log of the participant demographics and the outcome of the interaction was 

recorded on a Microsoft Excel spreadsheet, which was stored safely on the 

researcher’s password-protected computer. Each participant was allocated a 

numerical code to ensure privacy. The main points were noted by the 

researcher/research assistant during the interview, and at the end of the interview, the 

information was summarised for the participants, who validated the summary. There 

was a loss of signal with two participants and the call disconnected. The researcher 

and research assistant noted where in the interview the call ended and, on 

reconnecting, used prompts to remind the participant of what was being discussed 

before the disruption.  

 

2.10.5 Data management 

Immediately after the information sessions and telephonic interviews, the audio-

recordings were saved on the researcher’s password-protected computer and the 

isiXhosa interviews were saved on a USB flash drive for transcription purposes. The 

flash drive was returned to the researcher on completion of the isiXhosa transcriptions 

and data were subsequently erased from the drive. The transcriptions were completed 

and saved in an encrypted folder on the researcher’s laptop.  

 

2.11 Data analysis 

Thematic analysis, a qualitative process of identifying and analysing patterns, formed 

the basis of analysis (Gray, 2018). It allowed for data-driven development of key 

themes and sub-themes to describe caregivers’ perceptions. The following six steps 

were followed: 

• Step 1: The audio-recorded interviews were anonymised and transcribed into 

typed text by the researcher and isiXhosa research assistant. The isiXhosa 

research assistant also translated the transcriptions into English. The 
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researcher then engaged in a process of familiarisation with the transcribed text 

to understand and review the data obtained (Flick, 2018; Gray, 2018). The 

researcher and research supervisor revisited the transcriptions independently 

to confirm accuracy (Gibbs, 2007).  

• Step 2: Initial coding of the key elements of the total data set was completed 

manually (Gray, 2018). The researcher assigned codes by colour highlighting 

according to ideas/codes that emerged in order to prepare, organise and 

analyse the data. After all the data had been colour coded, data of the same 

colour were collated and condensed together into meaning units, sub-themes 

and later, themes.  

• Step 3: The researcher and research supervisor then grouped and thematically 

mapped the colour codes into congruent themes (Gray, 2018). The colour-

coded data were tabulated into meaning units, sub-themes, and key themes, 

together with supporting participant quotations to ensure trustworthiness by 

presenting participants' words alongside the associated meanings. The 

tabulated data and original transcripts were independently revisited by the 

researcher and research supervisor to ensure congruency and accuracy. The 

research supervisor and researcher engaged in continuous, in-depth 

discussion where the meaning units, sub-themes and key themes were 

reflected upon, organised, reviewed, and finalised to ensure that caregivers’ 

perceptions were clearly represented.  

• Step 4: The identified themes were re-evaluated by the research co-supervisor, 

who was not involved in the coding process, to establish consensus as to 

whether the theme was illustrative of the coded elements and total data set and 

whether the themes corresponded to a main concept (Gray, 2018).  

• Step 5: Themes were then refined and assigned names to aptly describe the 

meaning of the theme (Gray, 2018). Their associations to existing literature are 

discussed in the discussion section.  

• Step 6: The analytical account relating to the research aim is presented in the 

results section, providing evidence of the identified themes, and is 

subsequently discussed with supporting literature in the discussion section.  
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2.12 Research rigour 

In qualitative terms, the criteria used to achieve trustworthy findings include credibility, 

transferability and confirmability (Patton, 2015). 

 

2.12.1 Credibility  

The interview guide was pilot tested to ensure a credible data collection process 

(Forero et al., 2018). Another technique used to establish credibility was informal 

member-checking (Gray, 2018). The researcher and research assistant confirmed 

with participants in the closing summary of the interview that the main points noted 

were represented accurately. This was done verbally at the end of the interview 

because several barriers were identified in terms of presenting complete transcriptions 

for participants to review, including participants with varying literacy levels and poor 

attendance rates at the CP clinic.  

 

To ensure a credible data analysis process, the interviews were transcribed verbatim 

into written text following a consistent protocol to ensure that the information was 

presented accurately. A process of re-evaluation of the data and development of 

competing explanations was a strategy used by the researcher, research supervisor 

and co-supervisor to increase credibility (Patton, 2015). Triangulating analysts is a 

suggestion made by Patton (2015) to increase credibility, whereby the researcher 

uses other individuals to independently reflect on the data obtained, recognise 

patterns and themes, and review the results. In the study, the research supervisor and 

co-supervisor served as analysts and actively engaged in advocacy-adversary 

analysis alongside the researcher. Advocacy-adversary analysis is a methodology that 

aims to mitigate potential evaluation biases by involving multiple perspectives and 

engaging in debates to support and scrutinise the conclusions drawn from the 

research (Patton, 2015). This approach fostered a collaborative and critical 

examination of the research findings, enhancing the reliability and objectivity of the 

study’s conclusions. Triangulation of sources by evaluating and cross-checking the 

consistency of data across the interviews was another strategy used to establish 

credibility (Flick, 2018; Patton, 2015). Debriefing throughout the data analysis process 

contributed toward credible findings – the researcher consulted with the research 
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supervisor to detect potential biases and to disclose possible overlooked information 

to determine how this might affect the trajectory of the analytical process (Flick, 2018).  

 

2.12.2 Transferability  

A fixed set of questions and probes in the interview guide was used across the 

interviews to assist in addressing the issue of transferability. As the researcher aimed 

to describe perceptions of a particular participant group within a specific context, the 

findings may not be applicable to or representative of other populations or contexts. 

However, the methodology was especially detailed and thorough to enable others to 

replicate the study in different contexts.  

 

2.12.3 Confirmability  

The researcher acknowledged the importance of exercising reflexivity in terms of 

continuously reflecting on personal values and world view theories that play a role in 

shaping research (Barbour, 2014; Flick, 2018). A reflexive journal was kept by the 

researcher and regular meetings with the research supervisor were arranged for the 

researcher to reflect on potential biases, insights, sensitive concepts, and personal 

views, which may have influenced the findings (Forero et al., 2018). Data were audio-

recorded and direct quotes from participants were used to validate the data collected.  

 

2.13 Ethical considerations 

The World Medical Association Declaration of Helsinki (WMA, 2013) was used as an 

ethical framework on which to base ethical principles upheld in this study to ensure 

moral and responsible research practice (Gray, 2018).  

 

2.13.1 Autonomy 

The researcher maintained autonomy by informing the participants of the following 

using understandable language in both spoken and written form: the study purpose, 

that participation in the study was voluntary, and that confidentiality would be 

maintained (Krueger, 2009). The researcher emphasised throughout the research 

process that participants could exercise freedom of choice by choosing to continue or 

withdraw from participation in the study at any time without giving a reason and without 

consequences. Participants were informed that the information shared would be 
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disclosed in dissemination of results but that participants would remain anonymous 

and identifying information would not be included. Participants were required to give 

consent, which was recorded, to indicate that they understood the information 

provided.  

 

2.13.2 Confidentiality and anonymity 

The use of individual semi-structured telephonic interviews in place of focus groups 

proved to be advantageous as this data collection method provided greater security in 

terms of confidentiality and anonymity (Holt, 2010). Electronic information was stored 

on a password-protected computer. Documents were stored in a secure, locked 

cupboard. Separate, encrypted folders were created to separate identifying 

information from the interviews. The participants were allocated participant codes for 

anonymity and the transcriptions were anonymised. Participants were made aware 

that the data obtained would only be accessed by the researcher, research assistant 

and the research supervisor. Research assistants were required to sign a 

confidentiality agreement to ensure that confidentiality would be maintained (Appendix 

F) and the isiXhosa research assistant only had access to data for transcription 

purposes. After examination of the dissertation, all data will be transferred to the 

research supervisor for secure storage at UCT. The data will be stored for 5 years 

after publication and then destroyed. 

 

2.13.3 Non-maleficence 

There was no risk of physical harm to participants. However, the nature of the study 

aim posed an emotional risk of disclosure, discussion and confrontation of personal 

accounts (Jelsma & Clow, 2005). In an attempt to mitigate emotional risks, the 

researcher continuously gauged participants’ comfort levels during discussion of 

sensitive topics to limit anxiety or tension (Gray, 2018; Jelsma & Clow, 2005), and 

informed participants of available support and counselling services at the RCWMCH 

CP clinic. There were no reports of distress or emotional vulnerability by the 

participants before, during or after the interviews.  
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2.13.4 Beneficence 

There were no direct benefits to participating in the study. However, participants may 

have felt empowered in generating social value by contributing to a broader body of 

knowledge to inform improvements in service delivery (Lairumbi et al., 2008). 

Participants may also find value in reassuring others who share similar experiences 

(Lairumbi et al., 2008) and educating the general population on their experiences of 

caring for children with disabilities, particularly children with CP who have FSD.  

 

2.13.5 Justice 

All caregivers at RCWMCH CP clinic who met the inclusion criteria were invited by the 

resident SLT to participate in the study to ensure fair and equal inclusion (Orb et al., 

2001). All participants were treated with respect and as individuals, regardless of their 

age, gender, race, religion or other factors (Petrova et al., 2016). The outcomes of the 

study will be made available to RCWMCH, and specifically the CP clinic, after 

examination. Participants were made aware that the results may also be presented at 

a conference or through publication of an article.   
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Chapter 3: Results 

The following chapter presents the results of the study describing caregivers’ 

perceptions of caregiver burden, QoL, and support needs in caring for a child with CP 

who has FSD in the context of the Western Cape, South Africa. The perceptions are 

represented and substantiated through seven key themes and sub-themes with 

exemplar verbatim quotes.  

 

3.1 Presentation of key themes and sub-themes 

Seven key themes emerged during the data analysis process, namely: ‘Worry’; 

‘Feeding is everything’; ‘Identified support needs’; ‘What helps me cope?’; ‘Cost of 

caregiving’; ‘Hopeful caregiving’; and ‘Shortfalls of healthcare system and society’. 

The key themes together with the sub-themes that make up each theme, are illustrated 

in Figure 1. 

 

 

Figure 1 Key themes and sub-themes 

 

3.1.1 Worry 

For the mothers who participated in the study, being a caregiver of a child with CP 

who has FSD means facing worrisome experiences with regards to the child’s 

swallowing safety and skills, growth, nutrition, sickness and death, and future and QoL.  
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Most of the worry expressed by the caregivers was centred around the vigilance 

required over the child’s feeding and ability to swallow safely. For the caregivers who 

fed orally, choking during feeding was worrying, especially for those who expressed 

self-doubt in their competence to manage a choking episode, as described by 

Participant 2:  

 

I worry that… when I’m busy feeding her that like something gets stuck… 
in her throat and she chokes and I dunno how to help bring it out.  

 

Another feeding-related worry that was shared amongst the caregivers engaged in 

total oral feeding was their child’s inability to consume age-appropriate liquid and food 

textures safely and efficiently. Caregivers were reluctant to introduce unfamiliar liquid 

and food textures because they worried that the child’s impairments in oral motor 

functioning would induce choking, as voiced by Participants 2 and 7: 

 

…so that’s also one of the reasons why I don’t try too much textured foods 
because I'm afraid she can't swallow fast enough or… she'll choke and you 
know, something can go wrong. (Participant 2) 
 
My only concern is when I feed him something for the first time, like ‘is the 
child going to choke on it?’, ‘Is it smooth enough for him?’, um ‘will he be 
able to chew it?’, stuff like that. (Participant 7) 

 

Alongside choking and skill-based dysfunction as signs and symptoms of FSD, 

caregivers worried about their child’s nutritional intake and growth. Many caregivers 

felt worried about their child’s increased risk of malnutrition due to the restricted 

quantity and variety of liquids and foods consumed. For example, Participant 5, whose 

child receives nutrition exclusively via PEG, worried that “he doesn’t get enough 

nutrition because he doesn’t eat food. He lives on milk always.” Caregivers also felt 

worried about their child’s increased risk of dehydration. In particular, Participant 2 

shared that she “has always been afraid” that her daughter would “go dehydrated 

whenever she gets sick or if she… if she’s not getting enough fluids in.” All caregivers 

reported growth faltering patterns in their children with CP who have FSD and felt 

worried that gaining weight was difficult for their child. Participant 4 worried about her 

child’s ability to gain weight despite receiving sufficient intake: “Yes, I’m worrying about 

his weight. He’s not gaining but he eat a lot of food.” During the interviews, caregivers 

often compared their child with CP and FSD with typically developing siblings or peers. 
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For example, Participant 5 felt worried “because [her child] is not the same size as his 

peers and then he is underweight when compared to his peers.”  

 

Caregivers frequently associated FSD with illness and recurrent hospitalisations. They 

worried about their child’s signs and symptoms of FSD resulting in illness and 

subsequent hospitalisation, as was the case with Participant 3 who mentioned:  

 

…when he refluxes on the food and when it goes into his lungs a bit and all 
of that then it worries me a bit because then he gets sick and that is when 
he ends up in hospital. 

 

Some caregivers worried about premature death of their child. Participant 2 described 

this as a major worry: “I always had this worry that she would um pass on. That was 

my biggest worry.” Participant 2 went on to say: “Will she be able to have a normal 

life? Like… what am I preparing myself for?” – a mutual worry amongst the caregivers 

with regards to the course of their child’s future and QoL. The caregivers felt worried 

about the activity limitations and participation restrictions their child may face because 

of impairments in communication and motor functioning. For instance, Participant 5 

said: “My concern is, since he is this way, will he go to school or what will he do 

because he can’t speak or walk?” Some participants felt worried about their child’s 

future functioning in the absence of the caregiver who fulfils their needs. This was a 

major worry for Participant 7 who stated:  

 

My worries about the future, really, is that um if I’m not gonna be one day 
with him who’s gonna look after him? And will the next person have the 
patience that I have with him and will he be able to feed himself and do stuff 
for himself?  
 

3.1.2 Feeding is everything 

When reflecting on their feeding experiences, the caregivers collectively spoke of the 

all-encompassing role of feeding in terms of the time needed, dependence on others, 

challenges faced, lack of skilled feeders, and the caregivers’ self-perceived traits 

necessary for the task of feeding.  

 

Prolonged mealtime duration was emphasised in all of the interviews. Regardless of 

the type of feeding, the caregivers referred to the extended length of time required for 
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preparing meals and the feeding process. Participant 2 mentioned that “it definitely 

takes longer” in comparison with feeding the child’s sibling. Participant 3, whose child 

receives nutrition orally and via PEG, said that total oral feeding “takes quite a long 

time. Sometimes he takes up to 45 minutes,” although “drinking is fine because I 

obviously have control over that cos it goes down the PEG so that is like quick.” 

However, Participant 5, whose child receives nutrition exclusively via PEG, said that 

feeding via PEG takes 

 

maybe thirty minutes because you heat the water, maybe it takes an hour 
to prepare the water then you wait for the milk to get cool but not too cool 
then you feed him.  

 

Many of the caregivers also reported having to prepare separate meals for their child 

to cater for the child’s need for modified food/liquids and to compensate for delayed 

feeding skills. Participant 6 rationalised the challenge of inclusive mealtimes “since he 

needs his food to be prepared separately, it’s a struggle, because we can’t feed him 

food like ours and he can’t chew.”  

 

The caregivers explained that their children are unable to sit without support, engage 

in age-appropriate feeding behaviours or consume certain food textures. As such, the 

children are fully dependent on their caregivers for positioning, modification of 

food/liquid, and use of feeding strategies because “he can’t do anything on his own” 

(Participant 4) and “he can’t eat like another normal person” (Participant 8). This was 

further emphasised by Participant 2 who stated, “I always have to hold her” and that 

feeding the child is “just like feeding a really small baby um for longer.”  

 

In addition, children’s dependence on the caregivers meant that many of the 

caregivers were resistant to relinquish or delegate caregiving duties to avoid placing 

the burden on others. Thus, caregivers typically preferred to maintain the responsibility 

of feeding and providing care. Participant 3 explained that she “won’t leave him by 

someone else cos I know it’s gonna be a struggle…” Participant 7 elaborated further:  

 

I believe if I can stay at home with my child and look after him myself it’s 
gonna be better for me because I don’t want to put my burden on them and 
sometimes, I can see some people can’t manage like keeping him or 
feeding him or keeping him upright even when he’s in the buggy. 
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Throughout the discussions, the caregivers spoke of their solitary role as the child’s 

primary feeder. “Like, um, compared to everyone else that sits with her and that has 

attempted to feed her – or tried – um, I am the most skilled” (Participant 2). This was 

a shared sentiment amongst the caregivers who deemed themselves as the most 

capable, skilled feeders and were hesitant to release their role as the primary feeder 

because the mothers found it challenging to trust others with the responsibility of 

feeding their child. Further, there are few skilled feeders who could fulfil the role. 

Participant 7 declared that feeding the child was solely her responsibility as “not 

everyone can feed him. No one. It’s only me that feeds.” This held true, too, for 

Participant 2 who felt that even immediate family members could be unreliable with 

regards to feeding the child: 

 

Sometimes my husband also feeds her but he takes like extremely long to 
feed her. I don’t know how he feeds her. I can’t like… I can’t depend on him 
because I need her to get in as much as she can before she gets tired.  

 

Participant 2 went on to share her experiences of feeding outside the home and 

disclosed her feelings of mistrust around others feeding her child: 

 

I feel like even though when we at functions or when we are at our family it 
will always just be me feeding her um because um I wouldn’t trust… anyone 
else to feed her because I'm scared that they can tell me that she don't 
wanna eat or that she's not hungry but to me that is you not doing it properly. 

 

Participant 3 clearly articulated apprehension around sharing the load with others who 

might be unfamiliar and unprepared with regards to the child’s unique feeding 

behaviours and challenges: 

 

I don't mind if someone else feeds him but the thing is that they don't really 
know how he eats… It's quite difficult if someone else feeds him compared 
to us that know him, how to treat him when feeding. 

 

When caregivers discussed their child’s level of dependence, the phrase ‘it’s difficult’ 

emerged repeatedly. For instance, Participant 7 conveyed the arduous task of 

positioning “because now I must like feed him on my lap and sometimes, he don’t 

wanna sit up straight, just wanna lay to the back. So it’s sometimes very difficult.” 
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Participant 7 further illustrated that the child’s delayed motor and cognitive abilities 

necessitate a reliance on intuition: 

 

I have to um use my own initiative like telling myself ‘okay now he’s now 
full’ or ‘he’s still hungry.’ So um like when I feed my other children I could 
have seen, like there was eye contact and everything but with him, it’s very 
difficult. 

 

Furthermore, Participant 5 reported with regards to positioning that “He moves. It’s a 

struggle. He removes the PEG some days. It’s very difficult.” Participant 8 noted, “It’s 

difficult. You have to wait for him to feed” because of the child’s inability to self-feed. 

 

Many of the caregivers noted that feeding their child outside the home environment 

was difficult. Participant 2 described it as “different and distracting” and that the 

interruption in the feeding routine is difficult because “… maybe we driving at the time 

when she’s supposed to eat or we at a place and then we miss her feeding period, 

and then she falls asleep. Those are difficult.” Participant 7 gave a specific example 

where she justified that it is easier and more comfortable to feed at home:  

 

…if I, like, go to a wedding, for instance, I'm gonna sit when I start feeding 
the child but I must sit on the floor or something… I can sit on a normal 
chair and feed him but it’s just more comfortable for me sitting on my bed. 

 

As the primary feeders, the mothers used the phrase “You have to be…” completed 

with several personal attributes they feel necessary to approach feeding. A particularly 

salient attribute was that of patience, as mothers felt that “…you just have to be 

patient” (Participant 2) when facing delays or challenges with feeding. Participant 6 

accepted that her child “…is slow. He takes a while to swallow since he can’t chew. 

So, I have to be patient when feeding him.” Another attribute that surfaced often 

alongside patience was consideration. Participant 1 described how families have to 

consider the child’s unique feeding needs.  

 

It affects us a lot because when we are out, we must be considerate, we 
have to consider him. If he is going to be alright in that environment or 
someone must stay at home with him.  
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Participant 8 spoke of the longer feeding duration, noting “you must be considerate 

with this one and it takes a while to feed.” Lastly, mothers mentioned that they have to 

be comfortable and at ease when feeding “because you know… this may take some 

time um so you sit in a position where you’re comfortable and you feed her” 

(Participant 2) and “You take a lot of time. You must relax. You shouldn’t rush because 

the child chokes and he can die. He chokes badly, he ends up rolling his eyes” 

(Participant 8).  

 

3.1.3 Identified support needs 

When narrating their daily experiences of feeding their child with CP and chronic FSD, 

the caregivers advocated for several supports that they believed would enable their 

capacity to provide the necessary home-based care their child requires, alleviate 

caregiver burden, and enhance their QoL. The caregivers foregrounded the desire for 

additional knowledge and guidance, regular professional contact and reassurance, 

and social support.  

 

“We need more information about how to feed our kids” (Participant 2) was a recurring 

idea proposed by participants. The caregivers felt that the reassurance and guidance 

they seek from HCPs could be acquired through the dissemination of information and 

education relating to CP and feeding-related challenges. Participants suggested 

alternative mediums of imparting information, opting for paper-based documents and 

more practical approaches through feeding training and coaching from HCPs. 

Participant 2 noted the following: 

 

Maybe they, you know, give a document to the caregiver as well, just to 
take it with and try and implement it – what you need to do… maybe 
practical and us physically doing it and making sure that we're doing it right. 

 

Together with the way information is provided, Participant 2 went on to say that clear 

and consistent information shared by professionals would be helpful: 

 

…each doctor sort of gave us like a different explanation of what [child’s 
name] condition was. So it would be helpful that they, you know, I know that 
you always see different doctors, but that they are all on the same page 
about whatever condition the child has and then just relay it over to the 
patient’s parent. 
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A “one voice - one message” approach would be constructive for caregivers in their 

interactions with HCPs. Further, improved access to professionals through regular 

professional contact and advice, either face-to-face or virtually was considered 

desirable. Participant 3 reinforced this idea, indicating the need for her child to see 

“…his doctors often. The small stuff is the main stuff that is needed for support, just to 

keep them going.” When discussing support needs further, particularly from HCPs, 

Participant 2 expressed: 

 

I think information and then um someone to reach out to if you have any 
difficulties. Um yeah, someone that you can send a message to, um you 
know, this is what's happening, what should I do? We all have Whatsapp 
you know. It's just easier, like, you know, sometimes different situations 
happening at different times and you're not always sure what to do.  

 

Participants suggested social support groups, specifically mother-to-mother support, 

as another channel for sharing knowledge and exchanging strategies. Participant 3 

pointed out that “…it’s difficult to get used to it” in reference to managing feeding 

behaviours during mealtimes and that a support group would be instructive as other 

caregivers “can share how do they do it.” For some mothers, the mere act of mingling 

with other caregivers who share a similar journey would be valuable. They envisaged 

being able to “meet mothers who have children with CP, yes. We can meet and talk, 

maybe form a support group” (Participant 8). Participant 7 also shared: 

 

I will think that (a support group) will be very good for me and at least then, 
sometimes, then it will feel that someone else will understand what I’m 
going through and how when I basically say ‘try this’ but they say ‘try that’ 
but instead I experience everything else on my own. 

 

Participants also identified inclusive education as a support need, specifically in terms 

of a school where their child is accepted and understood educationally and socially. 

Many caregivers felt that there is a scarcity of schools equipped to cope with their 

child’s needs. To illustrate this point, Participant 2 noted:  

 

…there aren’t like a lot of schools um available for chil-, for very young 
children um like [child’s name]’s age to be put in a good school that can, 
you know, that there’s caregivers that can take care of them.  
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In fact, Participant 7 appeared unaware of available schools for learners with special 

education needs and believed a school like that was an absurd proposition, suggesting 

a lack of information: “I know this is going to sound really crazy or something but if 

there was a certain school that the child is more comfortable in.” 

 

3.1.4 What helps me cope? 

By contrast, participants were also able to identify several already available intrinsic 

and extrinsic supports that had enabled their capacity to cope. A social support 

network, self-taught coping strategies, religion and spirituality, and practical support 

from the healthcare system were the most posited coping facilitators.  

 

Although participants identified a lack of mother-to-mother support, relationship-

specific support from family, friends, neighbours, HCPs, and their community was 

valued and provided relief for caregivers. For example, Participant 3 described the 

feeding-related support received from HCPs:  

 

Yeah, as in having the dietician and the speech therapist working together, 
they give me quite a bit of information. So, the dietitian will adjust his meals 
and then the speech therapist will show me how to deal with feeding him 
and all of that.  

 

Participant 4 spoke of the support received from the community: “My church members 

can support me, and my, and my landlady he [sic] can support me.” Participants 

appreciated the support from friends, family and neighbours as sources of respite. 

Participant 6 said: “For example, from friends, family and neighbours… if my mother 

is not around, they watch him for me, perhaps I must go somewhere.” Participant 8 

shared: “No, at home they love my child a lot. They support me a lot. Everyone 

supports me. No one is embarrassed. Whoever wants to go out with him they do.” 

 

Some caregivers described problem-focused strategies aimed at resolving or adapting 

to stressful feeding experiences. To manage time more effectively, caregivers said 

that “…you figure out what to do to feed faster” (Participant 8) and through adjusting 

the feeding schedule, like Participant 2:  
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…what I’m trying to do now is like, whenever she is early awake like we 
start her breakfast fairly early. So if she wants to go sleep again afterwards 
then it’s fine. 

 

Reliance on intuition and taking notes and photographs during feeding intervention 

with HCPs were strategies employed by Participant 2 to manage feeding appropriately 

in the home environment: “I take my notebook and I take notes and I take pictures with 

my phone.” 

 

It’s sometimes very difficult the way they teach you because now you are 
actually used to giving it your way… so what I do is they show me 
something then I try it out but I try to do what is most comfortable for me 
and what is the best way for me and for him… I ask my husband to make a 
video or something then I’ll just go show it to them. What do they think, is it 
a good idea or what do they think I’m not doing it right stuff like that. 
(Participant 7) 

 

Caregivers also described emotion-focused strategies that were aimed at regulating 

stressful emotions associated with feeding experiences and caring for a child with CP. 

A few participants engaged in the emotion-focused strategy of religiosity, in which 

participants drew on their religious and spiritual beliefs to cope with stressful 

experiences. For instance, Participant 2 announced:  

 

I have a lot of faith in God. Um and I trust that like even if I tried 10 million 
times like and it doesn't work um my… It's because God doesn’t want it to 
work. 

 

Seeking emotional support from health professionals to address poor mental health 

was a strategy used by the caregivers. Participant 2 shared her experience of seeking 

support:  

 

I do go see um the social worker at (institution’s name) so I reach out to her 
and um she told me that I must go on medication, and she helped me and 
whatever so um I'm also seeing a therapist now. 

 

Participant 2 also used journaling as a strategy to process challenging emotions and 

experiences. She recounted that she was “writing the whole process now because I 

just want to read it and just let go.” Some caregivers reframed their perspective by 

making social comparisons with others. A case in point was Participant 3 who shared: 
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I am on like Facebook groups where there’s mommies with cerebral palsy 
kids but if I'm like in that groups [sic] there are some of the kids that are far 
worse off than what [child’s name], you know? Then it actually makes me 
feel a bit much better because then… I know my child is not so bad off 
compared to the kids that's actually in that group with mommies that needs 
the support and kids that are just far worse off than what [child’s name] is. 

 
In tandem with coping strategies, practical support from the healthcare system was of 

service to caregivers, specifically for Participants 2 and 3. Participant 2 commended a 

healthcare professional who relays information about CP and communication on an 

online platform, for improving her accessibility to information and education: 

 

She started a Instagram page and then she started this um, a sort of online 
information um document in paeds, that you can get to help you with 
communication… I watch things and I’ve read the documents so that’s also 
one of the things that um support, that kind of support me. 

 

Participant 3 acknowledged the public healthcare system for the free provision of 

nutritional supplements and specialised seating as it brought some financial relief and 

helpful feeding support.  

 

Well, obviously, like the clinic helping me with the supply of his milk because 
before I got the supply of his milk um he was just like getting three or four 
tins a year because I could only afford so much tins a year. So obviously 
that was a huge difference compared to now. He has every month – he has 
tins so I can feed him every day of the milk. So that was quite a big change 
for me. 
 
…especially with the buggy that's also a big support that is mostly needed 
in their life because he can’t sit up by himself or walk so that is also 
something nice that he needs in his life with the feeding and everything. 
 

3.1.5 Cost of caregiving 

The ‘cost of caregiving’ describes the effort, sacrifice, and loss incurred by caregivers 

in fulfilling the role of primary caregiver and feeder. A restructuring of responsibilities 

and activities was needed – at the expense of activities previously enjoyed – because 

of the enveloping task of caregiving. The participants detailed the impact of being a 

caregiver of a child with CP and chronic FSD on their employment status, financial 

stability, physical and emotional health, social participation, and their future.  
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Many of the caregivers voiced the conflict between their career and caregiving. The 

mothers had embarked on an unexpected caregiving career path, many foregoing 

employment opportunities or occupations previously held to provide the home-based 

care their child requires. For instance, Participant 2 had to resign when a family 

member could no longer assist with caregiving duties: 

 

So, she said she won’t be able to take care of the children anymore and 
then that's when I decided, you know, like, okay, I’ll give up my job. It wasn't 
really a easy decision for me to make because I obviously still wanted to 
work and be independent. 

 

Some caregivers were disinclined to return to work and committed to the caregiving 

career for lack of certainty around others coping with their child’s unique needs. 

Participant 4 noted: “I don’t want to work because there is no one who can understand 

my child.” On the other hand, some of the caregivers who had resigned when their 

child’s diagnosis was confirmed, expressed their wishes to return to work, like 

Participant 7: “I think I would want to go back to work. I resigned when I find out what 

is wrong with him.” Participant 7 also described the accompanying financial strain 

resulting from the loss of participating in full-time employment: 

 

Yes, I miss it because I was working for 16 years and it was very difficult in 
the beginning. It’s still difficult actually, now, financially, because I was the 
only one that was working and, yeah, it’s like such a strain on me and 
pressure. Like sometimes, there’s not enough money for, you know, food, 
clothing, stuff like that. 

 

The financial burden of providing care to their child with CP who has FSD was felt by 

all participants. Caregivers unveiled the financial consequences of foregone income 

from exiting employment and the out-of-pocket expenses of caring for a child with CP 

and FSD. Several caregivers explained the financial burden of FSD, commenting on 

the costly nutritional supplements and specialist foods required. Participant 7 

instantiated that “children with these conditions is very expensive children because 

you can’t just buy them anything you want, like food-wise”. Participant 8 attempted to 

implement dietary-related advice from HCPs “but it’s expensive. I don’t have the 

money to buy it.” Similarly, Participant 3 relies on the clinic for free supply of her child’s 

nutritional supplements needed for weight gain because she “can’t afford the 

PediaSure. It’s too expensive in the shop.”  
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The strain felt by caregivers was multifaceted. The caregivers indicated that the 

demands of caregiving led to physical strain, especially as their children grow and 

develop. Participant 6 highlighted the impact of a growing child with physical 

impairments on the caregiver with, “he is heavy because I always have back pain”. 

Musculoskeletal discomfort with prolonged mealtimes and as their child became 

heavier was commonly reported. For instance, Participant 2 explained: “It does take a 

strain, like, on my back sometimes if it takes too long to feed her. She’s also getting 

like, bigger, so um it takes a strain on my back.” Participant 3 described chronic 

musculoskeletal discomfort due to the physical demands of caregiving and the nature 

of her occupation:  

 

It is quite hard because sitting in that position for such a long time cos he 
takes so long to eat as well and it can get to my arms and my back and the 
job that I'm also doing it’s also like straining on my body so I'm straining at 
home and at work. 

 

Whilst many of the caregivers described musculoskeletal symptoms associated with 

caregiving, some caregivers described physical strain in the context of physiological 

changes. For example, Participant 8 expressed: 

 

He’s not heavy but I noticed that I stress a lot… Yes, tell them that a lot. It’s 
like I’m going to have high blood pressure. My eyes are often red and they 
also noticed at [institution’s name].  

 

The financial constraints and physical demands revealed by the caregivers were not 

the only contributing factors to their perceived strain. Most of the caregivers reported 

chronic emotional strain, which had negative mental health outcomes. The caregivers 

disclosed symptoms of deteriorating mental health when discussing the emotional 

impact of caring for a child with CP who has FSD. For example, Participant 2 

disclosed, “I also, like, went into depression”, when discussing her emotional well-

being. Some mothers feel distress and guilt when they fail to know what their child 

wants, given their central role in knowing their child. This point was illustrated by 

Participant 7 who poignantly exposed the financial and emotional strain incurred over 

the course of her caregiving journey: 
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I cry a lot and that’s why… I’m actually still crying a lot... It’s so emotional 
for me financially… because financially I can’t support my children the way 
I want to support them. And then it’s emotional because sometimes he’s 
like crying and for me, I have to figure it out myself what is wrong with him… 
You have to be like 24/7 on the job for the child… You have to try figure out 
what is wrong with him and sometimes when he cries a lot then I also cry 
because… I don’t know what’s wrong with him. 

 

Like even for his daddy, when he cries and he’s like crying a lot then his 
daddy starts to panic because I think everyone expect me… I think 
everyone expects I must know what to do and I must know why he’s crying 
and sometimes that is very frustrating because I don’t have a answer for 
people. 
 

Some of the caregivers also recognised the ongoing emotional distress related to their 

child’s participation restrictions, activity limitations and dependency. For example, 

Participant 4 explained that “it’s difficult to go to the places where children play 

because it remind [sic] me a lot when I see them playing.” Participant 8 related, with:  

 

The child’s life stands still and you see his peer starting with crèche but he 
is doing nothing and there is no hope that he will. So I ended up with 
depression. I need a lot of counselling. 

 

Many of the caregivers acknowledged their need for counselling and emotional 

support to assist in alleviating emotional strain. Participant 2 justified the need for 

support to process difficult emotions and stressful situations: “I don’t know if I actually 

really dealt with um, you know, giving birth to a different child and like really spoken 

about it and you know, the process.” Some of the mothers were reluctant to receive 

counselling and some have limited emotional support networks available. Participant 

3 observed: “Everyone’s asking me if I’m going for counselling or anything. I don’t 

really go because I deal with it in my own way.” Participant 7 felt uncomfortable 

seeking emotional support and consequently bottled her emotions for fear of being 

viewed in a negative light: 

 

…especially if you don’t have no one to talk to, no one you can share your 
feelings with, because you don’t wanna say something that the next person 
will think you think your child is a burden or something. You must be careful 
choosing your words and, you see, sometimes what’s very difficult for me 
like um to tell my husband how I feel... because um I didn’t want him to think 
I’m a bad mom and I don’t want to tell my sister because I was scared they 
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gonna judge me. You see so I had to keep all this emotion in just to be 
strong for my little one. 

 

For the caregivers who receive limited support, respite from caregiving to alleviate 

strain is rare, and subsequently results in a loss of time for personal care and 

rejuvenation. Participant 8 had limited opportunity for herself “because I’m with him all 

the time. He spend most of the time with me. Nobody else.” Similarly, with the loss of 

permanent employment comes a loss of independence and time to oneself. Participant 

7 shared: “I do miss work because then it’s my time. ‘Me time’ as some people say.” 

The caregivers who received support from relatives clarified that there is occasionally 

relief from caregiving demands and responsibilities, albeit brief, and preparation is 

required, as highlighted by Participant 2: 

 

… sometimes if I do, if we do, feel like we want to do something on our own, 
which is also important, then I could ask my mother-in-law to take care of 
her um and then I make sure I’m not out for too long and I try to feed [child’s 
name] as, you know, as much as she can eat so that it doesn’t become my 
mother-in-law’s responsibility. 

 

The caregivers described a lifestyle that hinged on activities around feeding and caring 

for their child. It was made explicit that living life and making decisions were dictated 

by the child and their feeding needs. This was clearly articulated by Participant 7:  

 

It's gonna sound very harsh. It's gonna sound like my child’s a burden, but 
um yeah, sometimes I've seen a big impact on my life because um 
whatever I want to do it depends on him. 

 

I must feed him five times a day… I only have meal one time a day. You 
see and sometimes um I must wait ‘til nine o’clock at night to wash me. I 
had to cut off my hair because I didn’t have time to do my hair. You see so 
basically to plan my life because everything revolves around him. I must be 
prepared… 

 

The caregivers associated the caregiving experience with feelings of isolation and 

loneliness. The sense of loneliness and isolation stemmed from changes to their 

lifestyle and social interaction, and from a lack of social support, skilled feeders and 

respite care. “I try to manage everything on my own” (Participant 2) was a common 

thread in the caregivers’ narratives. Some caregivers were less comfortable with 

public excursions and preferred to remain within the home environment. This was the 
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experience of Participant 7 who noted: “I don’t actually feel now comfortable going to 

social places” and “…I withdraw myself, like going out or be back late or stuff like that.” 

Participant 5 braved communal religious worship but soon withdrew entirely: “I once 

went to church. He cried so much I haven’t gone again.” Participant 7 described further 

instances of social discomfort exacerbating withdrawal: 

 

Um before… the COVID because even if you wanna go to the beach it’s 
very difficult for me because at the end of the day I must sit with the child 
alone. You see? Even if I go to a wedding, it's the same thing. I must sit 
with him the whole time so he rather sits in his buggy or when he’s sleeping, 
I must keep him in my arms and stuff like that. So yeah, basically I distance 
myself from going out also. 

 

The multitude of changes the caregivers faced as a result of caring for their child with 

CP and FSD altered caregivers’ interactions and relationships with their spouse, family 

members and friends. “It’s just about him like nothing else so it do [sic] have a big 

impact on a person’s marriage and relationship with different kind [sic] of people and 

with friends and family members” (Participant 7). Participant 7 further detailed the 

effects of the caregiving experience on family relationships: 

 

You see because now I have the second one, my seven-year-old, he also 
needs my attention, and it’s also difficult for him because he sometimes 
know [sic] there’s something wrong with his brother but he can’t understand 
why can’t his brother like walk and like other three-year-olds talking. Why 
can’t his brother not feed properly? Why must his brother wear glasses? 
Now sometimes for me to answer that question to a seven-year-old/six- 
year-old, it’s very difficult. 
 
So basically, for me personally, is because a child with… these conditions 
it doesn't only have an impact on the mom but, uh, the whole family because 
what I can say to you is in the beginning, I was very distant with my 
husband. I didn't blame him for anything or whatever, it was just I felt that 
all my time and effort must go towards him and our child is unpredictable in 
a way also and I’ve got my other two children as well. 

 

3.1.6 Hopeful caregiving 

Although participants elucidated the vulnerabilities of the caregiving experience, they 

also acknowledged an optimistic future. The participants felt a deep sense of hope 

and connection as they observed positive changes, established realistic goals, and 

maintained a future-focused outlook. 
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The caregivers attributed the positive changes seen in their child and the caregiver-

child relationship to their efforts, and the additional time spent with their child. 

Participant 3 conveyed that the bonding time had resulted in “…him connecting with 

me and also in a very special way. In a special way that no one else knows and that 

also makes me feel much better.” Caregivers recognised that having more time with 

their child meant they could offer more regular input. Participant 2, who at the time of 

the study had recently forfeited employment to care for her child, mentioned that the 

incremental progress observed was “cause I’m spending more time with [the child] 

and I’m more present with her.” Participant 2 continued: “…as long as she seems 

happy, that is like most important to me and you know, like, with this one week that 

I’ve been at home, I feel that I can already see, like, a difference in her.” 

 

Caregivers found purpose in the caregiving journey by maintaining a future-focused 

perspective. Although the journey is challenging, caregivers felt that it would be worth 

the effort spent. Participant 2 observed, “I think it will be worth it in the end.” This 

participant went on to share how the caregiver also finds meaning in the endeavour to 

enhance their child’s QoL: 

 

… if we teach our children and we are persistent then maybe they can have, 
you know, a better quality of life if we just keep on trying and even if it 
doesn't work um at least we know that we've tried our best. 
 
…we have to give her the care that she needs so that she can be the best 
version of herself. Um whether it is that she remains this way and that she 
seems happy and that she seems like she does have a good quality life um 
that is that is… what is important. 
 
…So I started to give up work and then take care of her, implement all the 
therapies and all the help I can to give to make her life better and also I 
don't want to like, you know, later years be like, I should have done this or 
I should have done that and have any regrets in my life. 

 

3.1.7 Shortfalls of healthcare system and society 

‘Shortfalls of the healthcare system and society’ denotes the caregivers’ unmet 

expectations of public health outcomes and society as a whole. The participants noted 

barriers pertaining to the access and quality of healthcare services exacerbated by the 

COVID-19 pandemic, social support, infrastructure, and a lack of disability awareness.  
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The challenges faced with regards to the accessibility and quality of public healthcare 

services were brought to attention. Some of the caregivers felt a sense of 

disempowerment in their encounters with public healthcare facilities. Participant 2’s 

account validated the disregard she felt during her birth experience: 

 

It has, like, a huge, like, impact on the parent because… she gave birth to 
the baby and like what steps does the hospital even take with the parent? 
They just take the child away from you and they assess the child not 
knowing like, you know, what emotional things the parent um is going 
through. 

 

Some participants identified the inconsistency of healthcare service provision and the 

irregularities across healthcare catchment areas. The caregivers reported poor follow-

up by HCPs post implementation of feeding recommendations. For instance, 

Participant 5 relayed: “There’s a therapist that was going to call me regarding 

information about a child with a PEG after he got it but they didn’t contact me.” 

Participant 8 described the variability of healthcare facilities across provincial borders 

and how she had relocated to the Western Cape from the Eastern Cape solely for 

access to improved healthcare services for her child: 

 

…because I noticed that Eastern Cape was failing the child. They weren’t 
giving me anything as if they were saying we should wait for the day til he 
dies. So I went and searched google for a hospital that can help with CP 
and found that [institution’s name] is number one and it helps with children. 
So [institution’s name] helped a lot. They gave him a chair, medication, and 
everything.  

 

In addition, many of the mothers recognised that HCPs were prone to focusing on the 

disorder and what their child cannot do rather than celebrating what their child can do, 

which made hospital visits and interactions with HCPs unpleasant. Participant 2’s child 

made considerable feeding progress after receiving a poor oral feeding prognosis from 

an HCP: 

 

…we were actually told that she wasn't gonna eat normal and you see like 
those are not the type of things that you want to hear when it's your child, 
and the doctors know that there’s a possibility that you can teach her they 
shouldn't be telling, you know that, your child won’t eat, you know what I 
mean? 
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Participant 3 shared her experiences of hospital visits and interactions with HCPs, 

which further reinforced the negative feedback: 

 

…obviously when you go to the doctor… it’s not a jolly visit because 
obviously they giving me facts about [child’s name] so it's not always 
good… Sometimes it’s not bad but there there’s never a time that there’s 
not something bad you know, then it’s always this and his hips and his this 
and his that and his eyesight and that and that. 

 

The advent of COVID-19 further exacerbated healthcare access. The CP clinic was 

suspended during the pandemic, which resulted in cancelled appointments and 

caregivers having to administer therapies themselves. Upon resumption of the clinic, 

caregivers were restricted to one caregiver per child when attending the clinic: “Yeah, 

we used to do it together, myself and my husband, but because of COVID they only 

allowed one parent in so I’ve been taking her” (Participant 2). Participant 3 

encapsulated the impact of COVID-19 on accessing healthcare services: 

 

…it was because, like especially with his appointments and stuff, at 
[institution’s name] he doesn't see the physio much there so I have to do it 
myself. The doctors also. He had a few doctor's appointments but it was 
cancelled numerous times because the clinics are not open yet or we 
couldn't see anyone because it was just closed… It was and I can’t just take 
him to the doctor because he's also in danger of getting the COVID. Like 
last week he had the COVID and he was in hospital and it was so bad we 
actually thought he was gonna die but he was actually really strong. 

 

The COVID-19 pandemic also suppressed caregivers’ support-seeking behaviours. 

Caregivers identified the need for support, and were willing to seek available sources 

of support, but they were unable to access these because of restrictions in place. 

Participant 7 detailed her experience and hopes of seeking support during the 

pandemic: 

 
Yes, I think so because if the COVID or if the pandemic wasn’t here I think 
I would have like gone to the library or you see I would try to reach out to 
other mothers with children with the same condition as [child’s name] and I 
think it will be a big difference because now… people don’t want visitors. 
They don’t want support groups up close and stuff like that. There’s 
nowhere I can go to seek help at this moment and like the nursing that 
comes around here… they don’t come around anymore because of the 
COVID and so, yeah, it’s actually very difficult, yeah, it has a big impact... 
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A lack of infrastructure to cater for the disabled population was another factor identified 

by the caregivers, which restricted access to healthcare services. Frequent hospital 

visits for appointments, admissions, and CP clinic attendance make travel expenses 

high, especially with limited available transport for persons with disabilities. Participant 

3 preferred to use costly private transport services to avoid the challenges faced with 

public transport: 

 

So, I can’t in a taxi with him cos there’s too much noise that goes through 
the body and it irritates him, the whistling of people, people shouting, the 
hooter going off, all that kinds of stuff. So, I need to take Uber with him 
wherever I go. Uber is quite costly. 

 

The caregivers also explained that the transport costs and the expenses associated 

with having a child with CP and FSD far exceed the child support and disability grants 

received. Many of the caregivers deemed the social support and disability grants 

insufficient to provide quality care for their child and had no alternative but to pay out 

of pocket for the costs incurred. Participants 5 and 8 elaborated, respectively: 

 

Oh, no I’m not receiving support because at the hospital they wanted the 
disability grant forms but since my mother used to receive the disability 
grant it’s a struggle now to make changes. My mother is going to stay in the 
village. When we have to buy his food, we use the R400 from his child 
support grant and use my mother’s as well. (Participant 5) 
 
A lot because children need a lot of money to care for. I am not permanently 
employed. His disability grant only covers the nanny and it’s not enough to 
buy his stuff – they are expensive. I end up taking from money for my stuff, 
I am lacking. (Participant 8) 
 

The perceptions and reactions of the public were felt strongly by the caregivers and 

were interpreted as a lack of understanding and awareness regarding disability and 

FSD. Many of the participants experienced associative stigma through nonverbal 

cues, such as staring and overt discomfort from the public in social environments, 

especially during mealtimes. Participant 3 observed “… especially when I feed him 

with a tube, like people walk past and they stare and they’re like “what is this pipe 

coming out of his top here?” Often, stigmatising reactions cause participation 

restrictions for the mothers, as explained by Participant 3 who went on to share: 
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Especially when I’m at the mall, I’ll rather go to the baby changing room and 
feed him there than what I deal with people in public staring at him, coming 
to stand at the pram to watch me feed him, and asking questions and what's 
going on and I have to explain to everyone the same story over and over. 
And it feels so tiring for me because if I go to doctors or even if I see a new 
doctor with him then I have to explain to them what happened from birth up 
until now and it's such a long story. I mean five years and re-remembering 
what happened at birth as well. 

 

Many of the participants admitted to being approached and interrogated in public due 

to misunderstanding and lack of education from members of society around disability 

and FSD. Participant 3 epitomised the point through: 

 

It’s quite challenging for us as a family because especially when we go out 
and people around me never understands. Like my family too – they always 
have questions to ask me. Everywhere I go people always has questions 
to ask… It's always people questioning you “Why you doing that? Why you 
doing this? For what is that? For what is that?” They don't understand so I 
always get questioned everywhere I go with him. 

 

Educating the public about disability and FSD was encouraged by the participants to 

create more understanding and awareness to improve caregivers’ and their children’s 

QoL. Participant 2 recommended educating typically developing children “so that they 

can… when they come across it… there’s no fear of approaching um children with 

special needs.”  
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Chapter 4: Discussion 

The following chapter discusses the study findings within the context of available 

literature, presenting an in-depth understanding of the research aim. This study 

presented the perceptions of eight caregivers as they navigate the journey of caring 

for a child with CP who has FSD. The fact that all the caregivers were mothers aligns 

with previous research that has identified caregiving as a role primarily fulfilled by 

women in an African setting (Dambi et al., 2015; Hamzat & Mordi, 2007).  

 

In exploring caregivers’ perceptions of caregiver burden, QoL, and support in caring 

for a child with CP who has FSD, a broad range of themes were identified, together 

with supporting sub-themes. The main themes that emerged and harmonised with the 

study’s objective included: ‘Worry’; ‘Feeding is everything’; ‘Identified support needs’; 

‘What helps me cope?’; ‘Cost of caregiving’; ‘Hopeful caregiving’; and ‘Shortfalls of 

healthcare system and society’. Collectively, these themes suggest that caring for a 

child with CP who has FSD has a significant impact on the lives of the caregivers. The 

themes show a close connection between FSD and the lifestyle of the caregivers, as 

they must often make significant adjustments to their daily routines to provide care for 

their child. This study highlights the polarity between the needs of the child with CP 

and FSD, and the needs of the caregiver, where the well-being of the child often 

conflicts with the well-being of the caregiver (Aneshensel et al., 1995). Such findings 

highlight the importance of a necessary shift towards a family-centred approach and 

the use of robust frameworks, such as the ICF, which take into account the needs, 

concerns, and preferences of the caregiver (Abdel Malek et al., 2020). Caregivers are 

often in need of care – just as much as the children they care for (Reinhard et al., 

2008). 

 

The themes and supporting sub-themes that emerged from the data reveal a degree 

of mirroring, where one theme is reflected in another. For instance, the findings 

suggest that support from friends, family, community members, and HCPs enable 

caregivers’ capacity to cope with caregiving responsibilities. Despite this, the 

caregivers frequently feel lonely, have limited opportunities for respite, and find that 

caregiving can have a negative impact on their relationships. This indicates that there 

is a concept of duality present – relationships with others help caregivers to better 

cope with their responsibilities, but caregiving also has a negative impact on 
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caregivers’ relationships and socialization. Therefore, this study supports two separate 

assertions: one that the perceived availability of a social support network can help 

mitigate the effects of burden and improve QoL (Goldstein et al., 2004; Pousada et al., 

2013; Taylor et al., 2021), and the other, that the myriad of changes to their lifestyle 

and social interactions, and the subsequent feelings of isolation, can aggravate 

caregiver burden and diminish QoL (Davis et al., 2010; Hatzmann et al., 2008).  

 

Another example of mirroring is seen in the support from the healthcare system and 

HCPs, which had positive and negative effects on caregivers. On one hand, the receipt 

of nutritional supplements and specialised seating eased the financial and physical 

burden of providing care. On the other hand, inconsistent service provision and 

negative clinical encounters increased caregivers’ sense of burden and the challenges 

they faced. Mirroring of themes was also described by Morrow et al. (2008) in their 

study with caregivers of children with CP who underwent gastrostomy. Some 

caregivers reported positive experiences and felt that the support they received was 

helpful, while others reported feeling neglected and disrespected by HCPs. These 

unsatisfactory interactions with HCPs were found to negatively impact the caregivers’ 

QoL. This suggests that while some support from the healthcare system and HCPs 

can be beneficial, negative experiences can offset those benefits and have an adverse 

impact on caregivers.  

 

There is also overlap across the themes of the study that illustrate the multifaceted 

strain that Liu et al. (2020) identified as a component of caregiver burden. The 

caregivers in this study described the ways that caring for a child with CP who has 

FSD is emotionally, socially, physically and financially taxing on their personal 

resources. It is not just one aspect of providing care that is challenging, but rather a 

combination of multiple factors that contributes to the overall strain on the caregiver, 

highlighting the complexity of the caregiver burden construct that many academics 

have attempted to conceptualise (Liu et al., 2020; Muñoz-Marrón et al., 2013; 

Sherman et al., 2019).  

 

The ‘worry’ theme captured the emotional strain and anxiety felt by the caregivers in 

relation to feeding-related tasks and the potentially adverse consequences of FSD. 

The caregivers’ worry can be inferred as chronic, given the prolonged and persistent 
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nature of FSD (Azios et al., 2016). It is primarily related to issues surrounding feeding, 

including the risk of choking, inadequate nutritional intake and growth, and aspiration. 

Similar feeding-related complications have been identified in other studies as 

significant sources of caregiver stress and have been shown to have a negative impact 

on their QoL (Azios et al., 2016; Jones et al., 2018; Polack et al., 2018; Taylor et al., 

2021). Providing nourishment is a crucial task for caregivers in ensuring the overall 

health and well-being of their child (Hewetson & Singh, 2009). However, this study 

indicated that the presence of FSD compromised the caregivers’ ability to fulfill this 

role. Therefore, caregiver worry could be attributed to the significant burden of 

responsibility for ensuring their child’s safety and well-being, resulting in feelings of 

self-doubt as they questioned their competency to do so. This finding has been 

reflected in other studies, where the difficulty in satisfying the requirements for 

providing adequate nourishment led to negative caregiver self-perceptions (Greer et 

al., 2008; Hewetson & Singh, 2009).  

 

The theme, ‘feeding is everything’, emphasised the pervasive role of providing 

nourishment, and how feeding was viewed by the caregivers as a pivot in everyday 

life. This theme aligns with a ‘child-centred world’ described by Taylor et al. (2021), 

where most of the caregivers’ time and attention was devoted to feeding-related 

activities, leaving little opportunity for socialisation and income-generating activities. 

The present study found that time was a major aspect of the caregivers’ world, 

influencing the caregivers’ approach to feeding. The mothers spoke of the need to be 

patient, considerate of the child’s needs, and focused on ensuring their own comfort 

when feeding their child. The time-dependent burden of feeding did not differ based 

on whether the child was fed orally or via PEG tube for some caregivers, highlighting 

that the demands of caregiving can be similarly challenging regardless of a specific 

feeding method. This is an unexpected finding as one might assume that feeding via 

PEG tube would be less time-consuming given the mechanics of this method. Sleigh 

(2005) proposed factors that might explain the time-consuming nature of gastrostomy 

feeding. These include the time required for training others on the proper 

administration of gastrostomy feeds, the maintenance and care of the feeding site, 

issues with the child’s tolerance of the feeds, difficulties with the tube itself, and the 

presence of other young children requiring the caregiver’s attention. Another possible 

explanation for this finding – and why it might differ from caregivers represented in the 
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literature – could be related to contextual barriers faced by caregivers in LMICs. These 

barriers might make PEG feeding slower and more difficult. For example, there may 

be a lack of access to information and resources, such as trained HCPs and 

specialised equipment, making it difficult to implement safe and effective PEG feeding. 

Financial constraints might make it difficult to afford PEG feeding supplies or supply 

chain disruptions may make it difficult to obtain PEG feeding supplies and equipment 

in a timely manner. Additionally, poor sanitation and hygiene conditions can increase 

the risk of infection, making PEG feeding even more difficult and slow.  

 

The theme, ‘cost of caregiving’, alludes to the negative impact that the strain of caring 

for a child with CP who has FSD can have on caregivers’ well-being. Caregivers 

reported depression and anxiety as a result of their caregiving responsibilities, and 

ongoing emotional trauma related to their child’s activity limitations and participation 

restrictions. As previous studies have demonstrated, feelings of depression and 

anxiety have a negative correlation with the QoL of caregivers (Albayrak et al., 2019; 

Garip et al., 2017; Gemiköz et al., 2020; Gugała, 2021; Guillamón et al., 2013; Jemni 

et al., 2013; Lawoko & Soares, 2003; Murphy et al., 2007).  

 

Additionally, this theme elucidates the social strain that caregivers of children of CP 

with FSD endure as a result of the caregiving role (Polack et al., 2018). The identified 

need for mother-to-mother support groups implies that these caregivers may be 

experiencing a sense of isolation and loneliness, and that social support may assist in 

alleviating this burden (Zuurmond et al., 2019). This is significant because feelings of 

isolation have been shown to increase caregivers’ susceptibility to depressive 

symptoms, which in turn negatively impact QoL (Davis et al., 2010; Hatzmann et al., 

2008). The study revealed that feelings of isolation and loneliness extend beyond a 

lack of understanding from others regarding the journey of caring for a child with CP 

who has FSD. Caregivers shared experiences of having to limit their participation in 

family gatherings and social activities as a result of the time-intensive and difficult 

nature of caring for a child with CP and FSD, giving rise to feelings of isolation. This 

finding is consistent with Hewetson and Singh (2009) who found that being a mother 

of a child with chronic FSD resulted in isolation due to the many changes in their lives. 

Caregiving had consequences for mothers’ social participation, employment status 

and future plans. The isolation felt by caregivers was not only caused by the 
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demanding nature of caring for a child with CP who has FSD, but also societal 

stigmatisation that caused caregivers to avoid taking their child out and feeding in 

public. Zuurmond et al. (2019) confirm that isolation is also a result of exclusion from 

both the home and community because of traditional beliefs and societal prejudices. 

 

‘Cost of caregiving’ also highlighted the physical and financial strain endured by 

caregivers. The physical burden experienced by caregivers in this study aligns with 

previous research conducted by Sleigh (2005), which demonstrated that 

musculoskeletal pain is a common consequence of prolonged mealtimes and the 

physical support required for movement and positioning of children, particularly as 

they grow and increase in weight (Taylor et al., 2021). Alongside the physical burden 

of caregiving, caregivers also experienced significant financial burden. A consequence 

of the child’s heavy dependence on the caregiver as the primary feeder, combined 

with a lack of other skilled individuals able to fulfil this role, was that caregivers had to 

relinquish their employment to take on full-time caregiving, which resulted in increased 

financial burden. Research on caregivers has found that they often have to abandon 

or curtail their employment as a result of their additional caregiving responsibilities, 

which has been linked to negative outcomes in terms of their QoL (Chambers & 

Chambers, 2015; Davis et al., 2010; Hewetson & Singh, 2009; Saloojee et al., 2021). 

This loss of employment exacerbates social participation restrictions (Hewetson & 

Singh, 2009) and means a loss of income for these caregivers (Dambi et al., 2015; Liu 

et al., 2020). The financial burden is further intensified by the additional expense of 

specialised foods and supplements, as reported by the caregivers in this study and 

Okada et al. (2022).  

 

This study supports the findings of Liu et al. (2020) that the lack of financial resources 

caused by the added expenses and lost earning potential associated with caring for a 

child with CP and FSD, is a major factor in the burden experienced by caregivers, 

often leaving them unable to provide quality care. Financial aid, as identified by 

Pretorius and Steadman (2017), can serve as a facilitator in reducing this burden. 

However, the caregivers reported that the disability support grants they receive are 

often insufficient to cover the expenses associated with providing care for their 

children. Additionally, the lack of disability-friendly infrastructure led to expensive 

transportation costs, particularly due to frequent hospital visits for appointments and 
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admissions, adding further to their financial strain. The findings also speak to the 

context of LMICs – in the sense that the financial burden faced by these caregivers is 

likely to be even more pronounced in such settings due to limited access to financial 

assistance, healthcare infrastructure, and transportation (Dambi et al., 2015; 

Vadivelan et al., 2020; Woodgate et al., 2015). The limited resources and support 

systems in LMICs may exacerbate the financial strain faced by caregivers, making it 

even more difficult for them to provide adequate care for their children.  

 

The stigmatisation and emotional strain felt by the caregivers justifies their perceptions 

of societal shortcomings, such as lack of public awareness and understanding. These 

societal shortcomings may also have motivated their identified support need of 

inclusive education as a solution to educate other children and families about disability 

and FSD to reduce isolation and stigmatisation for caregivers and children. Inclusive 

education would also provide benefits for caregivers by offering an environment 

equipped to meet the needs of the child. Specialised facilities – like nurseries, 

childcare centres or schools – provide caregivers with respite and socializing 

opportunities. Studies, such as the one by Pretorius and Steadman (2017) in South 

Africa, have shown that these types of facilities can be highly valuable for caregivers 

as they offer increased opportunities for socialisation and can help them maintain 

employment, ultimately contributing to the overall well-being of the caregiver (Nadash 

et al., 2023) and the child.  

 

Some caregivers were not aware of the resources available to them, highlighting the 

need for early interventionists to inform caregivers of all available resources. This 

could be an effective approach to prevent negative long-term caregiver QoL outcomes 

during key transition periods (Davis et al., 2010). The provision of respite services and 

facilities can play a crucial role in supporting caregivers, especially for those who lack 

a social support network (Pretorius & Steadman, 2017). For example, the present 

study highlighted the physical burden experienced by caregivers, with respite from 

caregiving being a potential solution to alleviate this strain. In addition, respite services 

and facilities can afford caregivers the opportunity to participate in full-time 

employment (Pretorius & Steadman, 2017), which can lessen the financial strain they 

described.  
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The caregivers described emotional strain associated with FSD that likely led to their 

call for improved access to support, specific to CP and feeding. In particular, they 

sought improved access to information and education, regular professional contact 

and reassurance, and social support. This would help alleviate the burden on 

caregivers and improve their sense of self-efficacy in managing their child’s FSD. The 

caregivers in this study were essentially advocating for multicomponent psychosocial 

interventions, which have been linked to a significant reduction in caregiver burden 

(Acton & Kang, 2001; Gitlin et al., 2003). Participants identified a need for information 

and education from HCPs on how to manage their child’s FSD, in the form of paper-

based documents and practical training and coaching. This highlights the importance 

of interventions that enhance caregiver competence and confidence in providing care, 

as a means of reducing caregiver burden and increasing coping ability (Reinhard et 

al., 2008). The caregivers also reported a need for social support in the form of support 

groups and counselling. This suggests the need for psycho-educational interventions 

that make the caregiver the main recipient of support to reduce burden and improve 

QoL (Reinhard et al., 2008). These findings are significant as they indicate that while 

the burden faced by caregivers of children with FSD has been recognised in the 

literature, it has not resulted in a shift in management approaches by HCPs, who still 

mainly concentrate on the child’s health, feeding development and nutritional status 

(Azios et al., 2016; Craig, 2013; Tregay et al., 2017).  

 

The study found that the caregivers specifically emphasised the need for mother-to-

mother support groups for additional knowledge and exchanging strategies. 

Caregivers perceive specific value in connecting with other mothers who are also 

caring for children with CP and FSD because they may benefit from a unique sense 

of understanding and validation that may not be found in other forms of support. This 

finding is consistent with previous research that demonstrated the positive impact of 

forming new relationships with individuals who can offer support and understanding 

(Davis et al., 2010).  

 

The caregivers’ narratives indicate that they perceive the healthcare system to be 

inadequate in offering assistance and resources to alleviate their burden, and that the 

services provided fall short of their expectations in meeting their needs. The study 

found that caregivers’ experiences with healthcare services left them feeling 
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disempowered. This finding concurs with Hewetson and Singh (2009) who reported 

that caregivers acknowledged a decrease in their competence and confidence in 

providing care for their child after interacting with HCPs. Despite caregivers 

recognizing the value of the practical support provided by HCPs, they also 

experienced inconsistencies in service provision and inadequate follow-up by HCPs 

with regards to feeding recommendations. These shortcomings likely prompted the 

caregivers to seek out alternative sources of support, such as web-based media. 

Recent research has demonstrated that web-based interventions can be effective in 

providing support to caregivers, particularly in addressing issues related to 

accessibility and the costs associated with other types of support (Guillamón et al., 

2013; Pousada et al., 2013; Taylor et al., 2021). Taylor et al. (2021) highlight that this 

became even more important during the COVID-19 pandemic, where web-based 

communication and coaching was used to provide feeding support. However, it is 

important to note that not all caregivers will have the resources, such as access to 

data and infrastructure, to participate in online support services. The study findings 

have highlighted the participants’ expressed need for information and education 

through paper-based documents. This preference for traditional materials may be 

attributed to various factors such as familiarity, convenience, or limited access to 

technology, and speaks to socio-economic factors, digital divide, and varying levels of 

technological accessibility. Comprehensive evaluation of the transition from paper-

based documents to web-based approaches is necessary to understand the 

compatibility, challenges, and opportunities within a LMIC context. 

 

This study adds to the literature by identifying a novel finding related to the impact of 

the COVID-19 pandemic on the experiences of caregivers of children with FSD. The 

COVID-19 pandemic further exacerbated the burden faced by caregivers of children 

with CP who have FSD in terms of accessing healthcare. Specifically, caregivers 

reported that the pandemic resulted in increased responsibilities for administering 

rehabilitative therapies at home due to the suspension of non-emergency healthcare, 

restrictions on the number of caregivers permitted to attend appointments, and 

limitations on their ability to seek emotional support because of the restrictions in 

place. This underlines the need for healthcare systems to develop innovative 

strategies to mitigate these challenges, such as providing remote support and 

counselling services, and ensuring that caregivers have access to necessary 
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resources and information to safely administer rehabilitative therapies at home. The 

efficacy of telephoned-based interventions proposed by Tremont et al. (2015), and 

online educational mediums (Taylor et al., 2021) should be evaluated in LMICs as a 

possible way to mitigate access obstacles (McKinney et al., 2021; Tremont et al., 

2015).  

 

Despite these challenges, some caregivers demonstrated resilience and coping skills, 

as evidenced by their ability to proactively and intentionally minimise the effects of 

burden. This was reflected in the theme ‘what helps me cope?’ This study agrees with 

previous research that found that caregivers of children with chronic FSD use their 

own experiences to form coping strategies, as HCPs offer inadequate support (Azios 

et al., 2016; Hewetson & Singh, 2009). Folkman and Lazarus (1980) identified two 

types of coping strategies: problem-focused and emotion-focused. Problem-focused 

strategies involve taking action to address the problem (Folkman & Lazarus, 1980), 

such as seeking information and training on safe feeding techniques. Some of the 

caregivers in this study reported that they had developed expertise through 

experimentation with feeding schedules and feeding pace, trusting their own intuition 

and taking photographs and notes during feeding interventions with HCPs. Emotion-

focused coping strategies involve managing the emotional response to the problem, 

such as seeking emotional support (Folkman & Lazarus, 1980). Caregivers engaged 

with religion, journaling or emotional support-seeking to regulate the emotional 

responses associated with their situation. Some caregivers effectively used both types 

of coping strategies to mitigate the time impact of feeding and caregiving, and improve 

their mental health. The use of both problem- and emotion-focused coping strategies 

in combination has been found to be associated with a better outcome in terms of the 

impact on caregivers’ QoL (Lazarus, 2006).  

 

This study not only examined the negative feelings of burden experienced by 

caregivers of children with CP who have FSD, but also highlighted the positive aspects 

of caregiving, as demonstrated by the theme of ‘hopeful caregiving.’ This is important 

to consider when assessing and addressing caregiver burden as the concept is 

commonly viewed as negative with little attention given to the positive aspects of 

providing care (Cohen et al., 2002). Caregivers reported finding purpose in their 

efforts, a deep connection with their child, and meaning in the endeavour to enhance 
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their child’s QoL. This suggests that even though caregiving can be perceived as 

burdensome, it also has the potential to bring about positive feelings of satisfaction 

and fulfilment for caregivers. These positive aspects can contribute to optimistic 

caregiver QoL outcomes, as seen in previous studies (Bailey & Harrist, 2017; 

Chambers & Chambers, 2015; Cohen et al., 2002; Davis et al., 2010; Fekete et al., 

2017; Hewetson & Singh, 2009; Morrow et al., 2008). For example, Hewetson and 

Singh (2009) proposed that the caregiving journey can lead to personal growth for 

caregivers, manifesting as changes in self-perceptions, relationships with others, and 

outlook, including deepened perspectives on life and a re-ordering of priorities. Cohen 

et al. (2002) found that caregiving can have positive aspects, including a sense of 

fulfilment and enjoyment, as well as a sense of purpose through feelings of duty and 

obligation.  

 
Overall, this study is significant because it included the perspectives of caregivers, an 

aspect which is notably lacking in literature, particularly in low-resource settings 

(Estrem et al., 2022; Pretorius & Steadman, 2017). In addition, the study’s focus on 

caregivers of younger children is important because previous research has shown that 

caring for younger children is more demanding for caregivers (Kuo et al., 2011). The 

scarcity of research in this area makes the insights provided by the caregivers in this 

study particularly valuable. The study adds to the limited research on this topic, 

specifically in LMICs, such as South Africa. Future studies could build on this study’s 

findings to inform development of targeted support interventions and programmes for 

caregivers of children with CP who have FSD to ultimately improve the caregiving 

experience, and outcomes for caregivers and their children.  
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Chapter 5: Conclusion 

In this conclusion chapter, the main findings and contributions of the research are 

summarised and discussed. The chapter begins by providing a brief overview of the 

research aim, followed by a summary of the main findings, highlighting the key insights 

and discoveries made throughout the course of the study. Finally, the chapter 

concludes by discussing the implications and limitations of the research, and areas for 

future research. 

 

5.1 Summative statement 

The primary purpose of this study was to extend the breadth of available literature by 

describing caregivers’ perceptions of caregiver burden, QoL, and support needs in 

caring for a child with CP who has FSD within the context of the Western Cape, South 

Africa. The findings indicate that caregiver burden and QoL are intertwined rather than 

being separate and exclusive constructs, and provide comprehensive insight into the 

caregiving experience. The strain felt by the caregivers in this study was directly 

related to their own personal views and experiences, as well as the long-term, complex 

demands inherent in their experience of caring for a child with CP and FSD. The 

demands included emotional, physical, social, and financial aspects, and the burden 

felt by the caregivers was a result of these multiple demands combined with their self-

perception of the caregiving experience. This study highlights the relationship between 

caregiver burden and reduced QoL, as well as the specific unmet needs of support. 

Despite the challenges faced, the study also sheds light on the positive aspects and 

factors that aid in the caregivers’ capacity to cope with caring for a child with CP who 

has FSD. This study provides novel insight into the perceptions of these caregivers in 

the context of an LMIC, and emphasises the need for targeted, contextually relevant 

interventions and support to improve their well-being.  

 

5.2 Clinical implications 

Similar to Liu et al. (2020), the findings of this study drive necessary change in the 

direction of caregiver research that incorporates caregivers’ perspectives to 

understand the burden and impact on QoL, and to generate sustainable interventions. 

The study serves as a catalyst for introspection and a source of information for HCPs 
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in their interactions with caregivers by offering insight into the caregivers’ experiences 

of caring for children with CP who have FSD. 

 

The study focused on factors affecting caregiver burden and its impact on the 

caregivers’ QoL, urging HCPs, particularly SLTs, to implement combined interventions 

that address both the child’s feeding skills and the caregiver’s well-being. Thus, the 

findings suggest the need for a more comprehensive solution that includes 

multicomponent interventions and a more family-centred approach to address the 

issue of caregiver burden and its impact on the caregiver’s QoL. The support provided 

by SLTs and other HCPs should align with the needs and expectations of families to 

minimise additional stress. This support should include access to relevant support 

networks, information, and resources, along with culturally and linguistically 

appropriate written, photographic, or video recorded materials to aid information 

retention and facilitate carryover to the home environment.  

 

This study clarifies, to an extent, the impact of contextual factors on the perception of 

caregiver burden and QoL of caregivers caring for children with CP and FSD in LMICs. 

The socioeconomic limitations present in these contexts may impede the utilization 

and efficacy of support, necessitating collaboration between HCPs, caregivers, 

government entities, non-government organisations, and policy makers to address 

these barriers. The study emphasises the need for development of culturally 

appropriate screening tools that can be used by HCPs for routine evaluation of QoL 

and caregiver burden to facilitate appropriate referral pathways and optimise service 

delivery.  

 

Overall, this study raises awareness about the context-specific challenges faced by 

caregivers of children with CP who have FSD, and the need for further research to 

improve their QoL. It has implications for academia, policy makers, HCPs, and 

caregivers themselves, and could inform the creation of supportive policies, services 

and interventions.  
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5.3 Limitations  

While qualitative research has many strengths, it also has limitations that should be 

considered. Some of the most significant limitations included issues of generalisability, 

data analysis, and perspective. The limitations are explored in more detail to provide 

a more nuanced understanding of the study’s contributions. 

 

First, findings from the caregivers who participated in this study cannot be generalised 

to the larger population of caregivers due to the method of purposive sampling. 

However, the insights and learnings gained from the study contribute to a broader 

knowledge base, which describes the impact of FSD on caregiver burden and QoL, 

and the support requirements of caregivers.  

 

Second, as a result of COVID-19 restrictions, the data collection method was changed 

from focus groups to telephonic interviews. Telephonic interviewing as a data 

collection method has several limitations compared with focus groups, such as limited 

observation of nonverbal cues, difficulty in probing and follow-up, lower response 

rates, and difficulty in building rapport, leading to less open and honest responses. 

Focus groups, on the other hand, can generate more discussion and interaction 

among participants. Nevertheless, telephonic interviewing proved to be an effective 

and safe method of conducting research during the COVID-19 pandemic due to 

restrictions on in-person gatherings. The convenience and accessibility of telephonic 

interviews allowed for continued data collection despite the pandemic, preserving the 

integrity of the research study.  

 

Lastly, the study was limited in terms of the languages used, which reduced the 

sample size and representation of those who speak different languages. This limitation 

was due to time and funding constraints. However, the languages used in the study 

were the three most prevalent languages spoken in the Western Cape.  

 

5.4 Future research recommendations 

Future research on caregiver burden and QoL of caregivers of children with CP who 

have FSD should take a comprehensive and nuanced approach to better understand 

the experiences and needs of caregivers. A longitudinal study design would capture 
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changes over the caregiving trajectory, providing insight into how caregivers adapt, 

and the sustainability and feasibility of interventions and support services. Additionally, 

future studies using a combination of qualitative and quantitative methods would 

enhance the rigour of the methodology and provide a more comprehensive 

understanding of the constructs being explored. To specifically address the unique 

challenges and support needs of caregivers, research should examine the differences 

in perceptions between caregivers of children with CP who receive nutrition orally 

versus enterally, and between caregivers who reside in rural versus urban areas.  
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Appendices 

 

Appendix A: Telephonic interview – Introductory and informed consent script  
 

Hello, my name is (Raquel Le Roux/research assistant). I/She am/is a Speech 

Therapist and student completing a Masters in Speech-Language Therapy at the 

University of Cape Town. I/She am/is doing a research study titled: “Caregivers’ 

perceptions of caregiver burden, quality of life (QoL) and support needs in caring for 

a child with cerebral palsy (CP) who has feeding and/or swallowing difficulties.” The 

University of Cape Town’s Human Research Ethics Committee has approved this 

study and it will follow the ethical principles and guidelines set by the International 

Declaration of Helsinki and the National Department of Health’s Ethics in Health 

Research Principles, Processes and Structures.  

 

I am calling to give you information and invite you to be a part of this study. You do 

not have to take part in the study if you do not want to. Before you decide, you can 

talk to anyone you feel comfortable with about the study.  

 

There may be some words that you do not understand. Please ask me to stop as we 

go through the information and I will take time to explain. You will also have the chance 

to ask me any questions. 

 

This study is about your opinions of caring for a child who has cerebral palsy and also 

has problems with eating and/or drinking. We know that it can be difficult to care for 

children with CP who also have eating and/or drinking problems but we don’t know 

enough about what things make it difficult for caregivers, especially in South Africa. 

We would like to find out more about how caregivers feel; what stress they experience 

(for example physical stress or financial stress); and what support caregivers think 

would help them in caring for their child with CP who has eating and/or drinking 

difficulties. We hope that by finding out information directly from caregivers we will be 

able to tell speech-language therapists and the other healthcare professionals who 

care for children with CP what they can do to give better support to caregivers in the 

future. 
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We are inviting you to participate in this study because you are a caregiver of a child 

with CP who has eating and/or drinking problems in South Africa. We want to hear 

from caregivers what challenges they experience. We are inviting caregivers from Red 

Cross War Memorial Children’s Hospital CP clinic who are caring for a child with CP 

who is between 0 and 12 years old and has problems with eating and/or drinking.  

 

If you want to participate in this study, I will ask you to tell me that you want to 

participate and that you understand the information I have shared with you. I will ask 

you to tell me some information about your household income; your age; the child’s 

age; if the child eats and/or drinks by mouth or with a tube or both; if you are a male 

or female; and if you are married or single.  

 

I will ask if you when would be a good date and time to call you again to ask you some 

questions about what it is like to care for a child with CP who has eating and/or drinking 

problems. I will ask you seven questions about what everyday feeding looks like, how 

you feel it might be different to feeding another child, what worries you about feeding 

the child, how feeding impacts you and other family members, what feeding support 

you have received, what feeding support helped you and what support you think will 

help you and others in caring for a child with eating and/or drinking problems. The call 

won’t take longer than 1 hour. The call will be recorded but the information you share 

will be kept safe on a password-protected computer and will only be used by the 

researcher, researcher assistants and the researcher’s supervisor. No information will 

be linked to you and your name will not be included. When the study is finished, the 

results of the study will be shared with the CP clinic. The results may also be presented 

at a conference or through a research article. 

 

There are no direct benefits to participating in this study and you won’t be paid for your 

participation but the information that you share will help health care professionals 

better understand what it is like to care for a child with CP who has eating and/or 

drinking difficulties and how to provide better support to caregivers.  
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There is no risk of physical harm. Caregivers may become upset when talking about 

personal and emotional experiences. Support and counselling services are offered at 

the RCWMCH CP clinic if you feel upset.  

 

You are allowed to choose if you want to take part in this study or if you do not want 

to take part. If you choose to take part, you are allowed to stop taking part at any time 

and you do not have to give a reason why you do not want to take part anymore. If 

you do not agree to take part or want to stop taking part in the study, there will be no 

negative effects. 

 

The UCT FHS Human Research Ethics Committee can be contacted on 021 406 6338 

in case you have any questions regarding your rights and welfare as research subjects 

on the study. If you have any questions regarding the study, you may ask them now 

or later, even after the study has started. If you wish to ask questions later, you may 

contact me on this number. 

 

Do you agree to take part in this study? (If yes, schedule time and date for telephonic 

interview or proceed with the questions and if the caregiver has an email address 

and if they would like you to email the information; if no thank them for their time and 

end the call). 

 

 

  



 

 104 
 

Appendix B: Research protocol ethics approval 
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Appendix C: Amended research protocol ethics approval  
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Appendix D: Information and permission letter 

Dr. Anita Parbhoo  
Medical Superintendent 

Prof. Kirsty Donald 
Head of Developmental Services 

Red Cross War Memorial Children’s Hospital 
Klipfontein Road 
Rondebosch 
Cape Town 
7700 

15 June 2020 

RE: Permission to Conduct Research Study 

Dear Dr. Parbhoo and Prof. Donald 

I am writing to request permission to conduct a research study at Red Cross War Memorial 
Children’s Hospital. I am currently enrolled as a Masters student at the University of Cape Town 
and am in the process of writing my Master’s dissertation. The study is entitled: Caregivers’ 
perceptions of caregiver burden, quality of life and support needs in caring for a child with Cerebral 
Palsy with feeding and/or swallowing difficulties within the context of the Western Cape, South 
Africa. 

I hope that Red Cross War Memorial Children’s hospital will allow me to recruit 12-15 caregivers of 
children with CP receiving feeding assistance from the Speech-Language Therapist (SLT) from the 
Cerebral Palsy Clinic when out-patient and research activities resume. Initially, the proposed data 
collection method was focus groups/semi-structured interviews. However, in light of the COVID-19 
pandemic, individual telephonic interviews are considered a more appropriate data collection method 
at this stage. 

The outcomes of the study will remain confidential and anonymous. The outcomes of the study will be 
made available to the institution/Red Cross War Memorial Children’s Hospital via the CP Clinic. The 
results may also be presented at a conference or through publication of an article. No costs will be 
incurred by either the institution or the individual participants. 

Your approval to conduct this study will be greatly appreciated. I would be happy to answer any 
questions or concerns that you may have. You may contact me at my email address: 
raquel.leroux@gmail.com. 

If you agree, kindly read the attached information sheet and sign the attached consent form. 
Alternatively, kindly submit a signed letter of permission on your institution’s letterhead acknowledging 
your consent and permission for me to conduct this study at your institution. 

Sincerely, 

Raquel Le Roux 
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INFORMATION LETTER AND PERMISSION FORM 

PROJECT TITLE: Caregivers’ perceptions of caregiver burden, quality of life and support 
needs in caring for a child with Cerebral Palsy with feeding and/or swallowing difficulties 

within the context of the Western Cape, South Africa 

REFERENCE NUMBER: HREC 097/2020 

PRINCIPAL INVESTIGATOR: Vivienne Norman 

CO-INVESTIGATOR:  Raquel Le Roux 

ADDRESS: F45 Old Main Building, Groote Schuur Hospital, Main 
Road, Observatory, 7925 

CONTACT NUMBER: +27 72 917 0185

My name is Raquel Le Roux and I am a paediatric speech-language therapist and Masters student at 
the University of Cape Town Division of Communication Sciences and Disorders. Mrs. Vivienne Norman 
is my supervisor and Dr. Michal Harty is my co-supervisor. I am writing to request permission to conduct 
my Masters research study at Red Cross War Memorial Children’s Hospital. 

This study has been approved by the University of Cape Town Faculty of Health Sciences’ Human 
Research Ethics Committee and will follow the ethical guidelines and principles stipulated by the 
international Declaration of Helsinki (2013) and the National Department of Health’s Ethics in Health 
Research Principles, Processes and Structures (2015). 

Brief overview of the research study 

Research shows a high prevalence of children with cerebral palsy (CP) who experience difficulties with 
feeding and/or swallowing. Overburdened health care systems and lack of available support requires 
caregivers to fulfill roles beyond that of a typical caregiver to cope with daily challenges faced by children 
with CP. Caregivers’ quality of life (QoL) can be compromised as a result which can lead to a host of 
consequences both for the caregiver and the child. The aim of this study is to describe South African 
caregivers’ perceptions of caregiver burden, QoL and support needs in caring for a child with CP who 
has feeding and/or swallowing difficulties. In this context, we hope to contribute to a broader knowledge 
base and to assist clinicians with clinical decision-making for appropriate service delivery.  

A qualitative, case study design is proposed to achieve the study aim. The ‘case’ is a group of primary 
caregivers of children with CP (0-12 years) who have feeding and/or swallowing difficulties and 
receiving feeding assistance from the Speech-Language Therapist (SLT) at a CP clinic. They will be 
approached by the researcher with the research assistants (if necessary for interpretation purposes) 
face-to-face in the waiting area on clinic days to ask if information regarding the study’s aim and purpose 
can be provided. The researcher/research assistants will then provide them with the information about 
the study verbally and distribute the written information sheets. Information provided verbally and in 
written form will be provided in the language of preference (English, Afrikaans or isiXhosa). Those who 
choose to participate will sign the consent form at which point it can be discussed whether they will 
participate on the day (after their clinic appointment) or another day that is convenient.  

The study will take place at Red Cross War Memorial Children’s Hospital and interviews will be 
conducted in a venue that will be private and separate from the clinic venue, as decided by the Head 
of the CP Clinic and Speech-Language Therapy Department. The interviews will be conducted using 
an interview guide by the researcher, isiXhosa research assistant or the Afrikaans research assistant 
depending on the preferred language of the participant.  

Given that research-related activities and RCWMCH out-patient departments are temporarily 
suspended due to the COVID-19 pandemic, individual telephonic interviews are proposed as a 
temporary data collection method. After permission has been granted by RCWMCH, the Head of 
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Developmental Services and the resident SLTs will be asked to provide a contact list of caregivers who 
attend the CP Clinic. Potential participants who meet the inclusion criteria will be contacted by the 
researcher/research assistants to provide information regarding the study’s aim and purpose. 
Thereafter, they will be able to ask questions and decide whether they would like to take part in the 
study. They will give verbal consent should they wish to participate in the study and a date and time will 
be set when most convenient for the participant.  
 
There are no direct risks to participants. However, given the nature of the aim and the data collection 
method, there is a potential emotional risk associated with sharing personal accounts. Participants will 
be informed of the available support and counselling services offered at the RCWMCH CP Clinic and 
referrals will be made by the researcher if necessary. There are no direct benefits, however, participants 
may feel empowered by contributing to current research for societal benefits and may find the sharing 
of personal accounts therapeutic.  
 
Right of withdrawal at any time without giving a reason and without consequences will be emphasized 
throughout. All personal identifying information will be protected throughout and will not be included in 
the dissertation as participants will be assigned a study identification number. Data obtained will only 
be accessed by research team which includes the researcher, research assistants and the research 
supervisor. Documents will be safely stored in a locked cupboard and electronic information will be 
safely stored on a password-secured laptop/computer. All research-related material such as contact 
lists, written records or other confidential information will be destroyed when no longer required for 
research.  
 
The study will not affect the staff or services available. The outcomes of the study will be made available 
to the institution via the CP Clinic. The results may also be presented at a conference or through 
publication of an article. The institution’s name will only be mentioned in publications if permission is 
granted. No costs will be incurred by either the institution or the individual participants. 
 
Please feel free to contact the following individuals if you have any questions or concerns related to this 
research study: 
 

- Raquel Le Roux (Student Researcher) 
raquel.leroux@gmail.com | +27 72 917 0185 

- Vivienne Norman (Research Supervisor) 
vivienne.norman@uct.ac.za 
Senior Lecturer: Division of Communication Sciences and Disorders Faculty of Health Sciences 
University of Cape Town 

- Dr. Michal Harty (Research Co-Supervisor) 
michal.harty@uct.ac.za 
Senior Lecturer: Division of Communication Sciences and Disorders Faculty of Health Sciences 
University of Cape Town 

- Professor Marc Blockman (Chair of Human Research Ethics Committee) 
021 406 6338 

 
Declaration by Medical Superintendent 
By signing below, I ……………………………….…………. grant permission for the research study 
entitled “Caregivers’ perceptions of caregiver burden, quality of life and support needs in caring for a 
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Appendix E: Interview guide 
All questions relate to the child with CP who has feeding difficulties. 

 

Opening Question: 

1. What does feeding the child with CP entail on a daily basis? 

Probes: 

• Who feeds the child? 

• Do you need to prepare food for the child? 

• Where do you feed the child? 

• How many times a day do you feed the child? 

• What do you feed the child? 

• Do you and your family eat at the same time as the child? 

• Does the child finish their meal? 

 

Introduction Question: 

2. How do you think feeding the child with CP who has feeding difficulties might be 

different from feeding another child? 

Probes:  

• Does the child take longer to eat and drink? 

• What is the child’s position like when eating/drinking? 

• Does the child use adapted utensils? 

• How do you prepare the child’s food? 

• How long does it take to prepare the child’s food? 

• Can others also feed him/her? 

 

Transition Question: 

3. What concerns you about feeding the child? 

Probes: 

• Do you feel worried about the child’s safety when drinking/eating? 

• Are you concerned about the child’s growth/weight? 

• Do you feel skilled enough to feed the child? 

• What are your worries about the future? 

• Other? 
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Key Questions: 

4. Describe how feeding impacts on your life and the rest of your family.

Probes: 

• Social Impact: Developing and maintaining friendships/relationships;

participating in your community or being able to attend social events (e.g.

church, gatherings, celebrations etc.)

• Physical Impact: The physical act of feeding the child or the activities related to

feeding such as positioning, your physical health and well-being and being able

to maintain fitness or healthy habits

• Financial Impact: The financial pressure/aspects of caring for a child who has

feeding and/or swallowing difficulties

• Emotional Impact: What kind of emotional support do you receive?

• Time

5. What support have you received in managing the child’s feeding difficulties?

Probes: 

• Information

• Feeding techniques/SLT

• Positioning

• Nutritional support

• Tube feeding

• Therapy

• Training

• Relationships/Support groups

6. What support did you find helpful?

7. What support do you think would help you and other caregivers in caring for a child

with feeding difficulties? 

Probes: 

• Information

• Hands-on training
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• Support group
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Appendix G: Research at RCWMCH approval 
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