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Abstract 

Dementia affects an estimated 55 million people globally. The dearth of dementia care facilities 

and the costs associated with them mean more families are having to shoulder the 

responsibilities of caring for family members with dementia at home, thus adversely affecting 

carers’ quality of life.  Using a phenomenological approach, this study aimed to explore how 

family caregivers develop the coping skills necessary to foster the resilience required to care 

for a family member with dementia. Purposive sampling was employed to recruit eight 

participants with whom semi-structured interviews were conducted. The analysis revealed five 

themes that highlighted coping strategies employed by participants that foster resilience, 

namely (1) positive personality characteristics, (2) an experiential understanding of caregiving, 

(3) the impact of information, (4) accessing external resources as a key factor, and (5) coping 

with the impact of caregiving. This study contributes to a better understanding of the 

experiences of familial dementia caregivers. 

 

Key terms: dementia, activities of daily living, resilience, coping strategies, cognitive 

deterioration, phenomenology, interpretative phenomenological analysis, family caregiver, 

family member with dementia, adversity, hardiness, thriving 
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Chapter 1 

 

A phenomenological investigation was conducted to discover how individuals - tasked 

with the care of a family member with dementia cope with the demands of caregiving and 

how these strategies build resilience. A dearth of information exists with regard to individuals 

tasked with the care of a family member with dementia, although such data is crucial to the 

health profession, as mental illness is not prioritised in South Africa. Booysen, et al., (2021) 

and the World Health Organization [WHO] (2012) agreed that the mental healthcare system, 

concerned with mental illness in South Africa, is in a precarious state and must be prioritised. 

Family caregivers often face the care of a dementia sufferer in the absence of prior 

knowledge of or training related to care. These individuals generally experience extreme 

emotional, psychological, financial and physical stressors. For example, dementia caregivers 

reported higher levels of stress, depression and anxiety, than non-caregivers (Sörensen & 

Conwell, 2011). Chapter 1 discusses the study's overview, rationale, problem statement, 

research question and significance. 

 

Rationale of the Study 

Dementia is a chronic degenerative syndrome, classified by the Diagnostic and Statistical 

Manual of Mental Disorders, 5th ed. (American Psychiatric Association [APA], 2013), as a 

mild or major neurocognitive disorder. The symptoms manifest as multiple forms of cognitive, 

social and physical deterioration, therefore, warranting the classification of dementia as a 

syndrome. According to new research, Alzheimer’s disease is the most common form of 

dementia, accounting for 60-70% of dementia cases (WHO, 2022). The trajectory of dementia 

involves a gradual and irreversible deterioration of cognitive abilities, to the extent where it 

interferes with daily life (Bunn et al., 2012; Harding et al., 2007). Individuals suffering with 
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dementia need assistance with activities of daily living. The cognitive decline brought about 

by the disease causes an increase in dependence on the caregiver of the dementia sufferer. 

The WHO (2022) estimated that, globally, 55 million individuals have dementia, with 60% 

living in low and middle-income countries. This number is expected to increase to 78 million 

by 2030 (Nebehay, 2021). This increase in incidence warrants the need for dementia to be 

considered a global priority (Ashrafizadeh et al., 2021). De Jager et al., (2015) asserted that the 

number of people affected with dementia in South Africa is much higher than reported, owing 

to the lack of research on its prevalence, and as the incidence of dementia increases, the need 

for care will, concomitantly, also increase. 

Furthermore, 80% of dementia patients are cared for by their family members, resulting in 

the healthcare system's dependence on the support of family caregivers for the care of dementia 

patients (White et al., 2018). In this context, family caregivers are the main providers of care 

to dementia patients. In addition, in a study conducted by Mahomed and Pretorius (2022), it 

was found that caregivers of dementia patients did not receive any additional support with the 

activities of daily living. On account of the shortage of frail care facilities, as well as 

professional training, family members manage the care of the patients with limited resources 

and knowledge (De Jager et al., 2015; Van Wyk et al., 2016). 

Dementia adversely affects the quality of life of both the family members caring for the 

dementia patient and the patient themselves (Thomas et al., 2006). The stress and burden 

associated with caregiving compound the negative effects of caring for a dementia patient and 

are the main contributors to illness in family members living with a dementia patient (Schulz 

& Sherwood, 2008). Research found that visits to physicians were 45% more prevalent in 

family-caregivers of dementia patients, compared to caregivers of patients with other illnesses 

(Potocnik, 2013). Additionally, these family members consume 70% more prescription 

medications than the average person (Potocnik, 2013). The challenges of caring for a dementia 
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sufferer are numerous, resulting in these family caregivers becoming the invisible secondary 

patients (Brodaty & Donkin, 2009). Nonetheless, a number of caregivers reported positive 

outcomes of caregiving, such as a sense of purpose, personal growth, satisfaction, acquisition 

of skills and improved quality of the care rendered. 

The literature on the lived experiences of caregivers of dementia patients, while informative, 

does not address how caregivers cope with and develop resilience in caring for a family 

member with dementia. There is a critical need to close this information gap, both worldwide 

and in South Africa, and to establish a foundation for further study of the lived experiences of 

families caring for a dementia patient. 

In South Africa, advocacy of dementia and mediation of support structures and training 

regarding coping strategies for dementia caregivers - usually family members - are lacking 

(Gurayah, 2015). Several researchers concur with Van der Poel and Pretorius (2009), that a 

lack of education exists concerning the identification of the disease and care for dementia 

patients. Dementia is severely underdiagnosed in South Africa since the symptoms of dementia 

are often mistaken for normal ageing. This is ascribed to a lack of education on the illness. This 

concern is magnified by the fact that people show reluctance in seeking diagnoses, especially 

when related to a mental illness (Steyn, 2010). Hence, it is essential for families caring for 

people with dementia, to be educated (Gurayah, 2015). South Africans caring for dementia 

patients need training in all aspects of dementia, to ensure the quality of caregiving practices 

and that of the life of the dementia patient (Gurayah, 2015). 

A scarcity of information related to resource centres, information, and care options available 

to the public, may explain the deterioration in the health of familial patient caregivers (Rodrigo 

et al., 2013). By empowering family members of dementia patients, the health of these informal 

caregivers, in general, will be positively affected. Thus, this study aimed to understand the 
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lived experiences related to the coping skills that build resilience in individuals tasked with the 

care of a family member with dementia. 

 

Problem Statement 

The WHO reported that life expectancy increased by more than 6 years, between 2000 and 

2019 (WHO, 2022). Tom et al. (2015) posited that, as life expectancy increases, the number of 

people diagnosed with dementia also increases. Likewise, the number of family members 

tasked with the care of dementia patients will thus increase. Steyn (2010) posited that, whilst a 

plethora of studies based on the experiences of dementia patients at the onset of the disease 

exists, the lived experiences of individuals taking care of a dementia sufferer are not well 

understood. These individuals are ill prepared for such care duties. There is also a lack of 

knowledge, support, respite programmes and frail care centres. 

Understanding the adversities faced by caregivers of dementia patients can contribute 

greatly to the knowledge regarding this illness can and also inform health authorities about the 

needs of these individuals. The general challenge is that no or limited formal training is 

conducted. 

Furthermore, an in-depth understanding of the lived experiences of family members of 

dementia patients is a meaningful focal point for changing how dementia is viewed and treated 

by society (Laranjeira, 2015).  

The purpose of this phenomenological study was to provide an understanding of how 

individuals tasked with the care of a family member with dementia cope with the caregiving 

task, and how they develop resilience. The study included individuals who were residing, or 

had resided in the past, in the same residence as the dementia patient, and who were regularly 

involved, or had been regularly involved in the past, with the day-to-day care of a family 
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member with dementia. Interviewing these individuals provided insight into how they coped 

and developed resilience, whilst caring for a dementia patient. 

 

Theoretical Framework 

Axelrod (2018, para. 4) stated that “As long as there is life, there is hope. As long as there 

is hope, there is life.” Adversities are an inevitable part of human encounters in life. Individuals 

shape the course of their lives by the decisions they make (Lopez, 2008). 

Resilience is the ability to rebound or bounce back from adversity, utilising various coping 

strategies (Miller et al., 2016). Resilience is a dynamic process. In order to develop resilience, 

the individual must face an adversity and adapt positively to the adversity (Fletcher & Sarkar, 

2013, p. 13). Several resiliency theories are described in detail, in Chapter 2. Richardson's 

(2002) model of resilience posited that a disturbance in the comfort zone or biopsychospiritual 

homeostasis can ignite resilience. The model indicates that a disturbance can be any factor, 

such as a diagnosis of dementia, that causes the person to move out of their comfort zone into 

unfamiliar territory. The individual will employ coping strategies or protective factors to deal 

with the disturbance (Fletcher & Sarkar, 2013). However, the outcome differs from one person 

to another, depending on how the adversity is dealt with (Fletcher & Sarkar, 2013). 

This study employed the Worsley resilience doughnut. This model is a framework that 

combines research on the interaction of internal and external resources required to develop 

resilience when faced with adversity. The resilience doughnut model is illustrated using a 

diagram of two circles. The outer circle symbolises seven external variables that may contribute 

to developing personal skills, while the inner circle reflects an individual's internal qualities. 

The inner circle within the outer circle visually represents the interactions between a person's 

internal and exterior worlds. The model considers different strategies to build resilience. A 

detailed discussion is presented in Chapter 2. 
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Methodology 

The intent was to study the subjective experiences of family members tasked with the care 

of a family member with dementia. A qualitative research design was employed for this study. 

Furthermore, a phenomenological approach was employed to aid in understanding the lived 

experiences of individuals tasked with the care of family members with dementia. The 

phenomenological approach allowed the researcher to gain a comprehensive and holistic 

understanding of the core meaning participants attached to their experiences, and to discover 

the essence of this phenomenon. A fundamental advantage of employing a qualitative design 

is the depth of data obtained, resulting from the use of interviews that explore lived experiences 

(Creswell, 2009). A qualitative approach allowed the researcher to interact with participants in 

an attempt to fully understand their subjective experiences. 

As described by Merriam (2009) and Van Rensburg et al. (2013), the purposive sampling 

technique best suited the recruitment of participants. The sample was drawn from eight home-

based family-caregivers of dementia patients residing in South Africa, with the aid of 

Alzheimer’s S.A. 

Data were collected by interviewing the participants, using open-ended, semi-structured 

interviews. Descriptions of participants’ daily experiences of caring for a family member with 

dementia were utilised to obtain information and gain sincere insight. 

The study employed, using a descriptive data analysis methodology to uncover participants’ 

lived experiences. The data were transcribed verbatim, coded and, utilising inductive analysis, 

organised into emerging themes. The lifeworld terminologies (the language used to describe 

experiences) were transformed into psychological meanings to emphasise the lived experiences 

of the participants. Details concerning the specific design are provided in Chapter 3. 
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Research Question 

The objective of a phenomenological approach is to understand the experiences, 

understanding and meaning individuals attribute to a phenomenon (DeCarlo, 2018). Such an 

approach enabled this study to explore the lived experiences of individuals tasked with the care 

of a family member with dementia. Hence, the research question addressed by the study was: 

How do familial caregivers develop coping skills that foster the resilience required to 

successfully manage the challenges of caring for a dementia patient? 

Descriptions of participants’ daily experiences of caring for a family member with dementia 

were utilised to obtain information and gain sincere insight. In order to answer the research 

question, this study explored the psychological, social, financial and emotional effects of caring 

for family members diagnosed with dementia. The central questions posed to participants 

included: 

• Tell me about your experience of caring for a dementia patient/family member? 

• How does the role of caregiver affect your everyday life relating to work, interests and 

relationships? 

• Are there any kinds of support that makes caring for a family member diagnosed with 

dementia better, such as support from family, friends, or others? 

• Tell me about your relationship with significant others (family). How do they assist 

with the process of caring? 

• Does your relationship with your partner help you cope with the challenges/emotions 

of caring? How? 

• In your own words, which characteristics helped you adapt to caring for a family 

member who is diagnosed with dementia? 

• How do you feel about caring for a family member diagnosed with dementia? 
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• How do you deal with the uncertainties and continuous changes of caring for a dementia 

patient? 

• What, according to your opinion, would make the caregiving task easier and effective? 

• Is there anything else you would like to add about your experience of being a primary 

caregiver? 

• Is there anything positive that you gain from caring for a dementia patient? Please give 

me examples of these gains. 

• Is there anything else you would like to add about your experience of being a primary 

caregiver? 

These questions were utilised to gain insight into the experiences of caregivers, how they 

cope with the situation and what they have gained from this experience. 

 

Significance of the Study 

Home-based care for dementia sufferers is critical to the health system as a shortage of frail 

care facilities is reported. De Jager et al. (2015) posited that South Africa had less than ten 

geriatricians and only five specialists in old-age psychiatry available. As indicated by the 

WHO, dementia was the seventh leading cause of death, amongst other diseases (WHO, 2022). 

The disease causes mental disability and results in dependency on others. This research study 

can inform the major role players, such as the Department of Health, the Department of 

Education and the Department of Social Development, providing invaluable information 

regarding the daily challenges faced by caregivers. 

Findings from this research contribute to the body of knowledge regarding the challenges 

family members confront as well as highlighting the lack of support that exists regarding caring 

for dementia patients. In addition, the findings indicate how education related to home-based 

caring for dementia patients and their family members can positively impact caregiving as well 
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as the quality of life of the family-caregiver. Similarly, Prorok et al., (2013) stated that the 

experiences of individuals tasked with the care of a family member with a dementia can provide 

valuable information concerning their needs and preferences with regard to services and service 

delivery. These services can alleviate many of the challenges experienced by family members 

(Harding et al., 2007). 

 

Summary 

The objective of the study was to understand how individuals tasked with the care of a 

family member with dementia cope and develop resilience. Chapter 1 rendered a general 

overview of the study. Chapter 2 presents a comprehensive review of the literature on dementia 

and resilience. A description of the research method is provided in Chapter 3. Chapter 4 focuses 

on the data collected via the interviews. Chapter 5 provides interpretations and 

recommendations based on the findings. 
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Chapter 2 

 

Literature Review 

This study focused on the development of resilience in individuals tasked with the care of 

family members living with dementia. Specifically, the research aimed to explore the impact 

of caring for a family member with dementia on the physical, psychological, emotional, social 

and economic wellbeing of family members. This included exploring the challenges associated 

with caring for dementia patients and the coping mechanisms employed to manage these 

challenges, in an attempt to understand how family members develop the resilience required to 

care for a family member with dementia. 

In order to understand how an individual develops resilience, whilst tasked with the care of 

a family member living with dementia, Chapter 2 explores the nature, prevalence, symptoms 

and needs of dementia patients. Following this, the impact of caregiving on carers and family 

members, as well as the respite services available to family members, are considered. Finally, 

the discussion turns to the theoretical framework employed by this study in order to 

conceptualise the experiences of family members, namely resilience theory. 

Explication of Dementia 

Dementia is a syndrome of disorders, classified by the Diagnostic and Statistical Manual of 

Mental Disorders, 5th
 edition (APA, 2013), as a mild or major neurocognitive disorder. The 

classification of a mild or major neurocognitive disorder is determined by the severity of the 

impact on the patient’s capability to function autonomously in their normal routine activities 

(APA, 2013). Furthermore, it is not a singular disorder but manifests as multiple forms of 

cognitive, social and physical deterioration, therefore, warranting the classification of dementia 

as a syndrome. 

Dementia is, thus, an umbrella term used for a collection of related, but heterogeneous 

conditions affecting the brain, and is marked by cognitive decline (Johnson, 2016). Dementia 
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is ordinarily related to old age, however, it can also be brought about by HIV infection and 

hereditary factors. Dementia results from damage to the cerebral cortex of the brain (Greenblat, 

2017). It is a degenerative, acquired or age-related disease that prohibits patients from 

functioning at a former level (APA, 2013). 

The DSM-5 identified six cognitive areas affected by the neurocognitive disease. The six 

cognitive domains are complex attention, executive function, learning and memory, language, 

perceptual-motor, and social cognition activities (APA, 2013). The impaired functioning of 

some or all of the cognitive domains is used as criteria to diagnose dementia. The six domains 

are characteristically affected by the disease, resulting in reliance of the patient on family 

members to assist with their normal daily activities. The different types of dementia include 

Alzheimer’s dementia, vascular dementia, dementia with Lewy bodies, frontotemporal 

dementia, dementia from Parkinson's disease and similar disorders, and Creutzfeldt-Jakob disease 

(APA, 2013). De Jager et al. (2015) asserted that Alzheimer’s disease, the most common form 

of the syndrome, accounts for 60-70% of dementia in patients. 

A rudimentary definition of dementia is the demise of cognitive functions, of sufficient 

severity that prohibits a person’s normal functioning on a daily basis (Harding et al., 2007). 

According to Bunn et al. (2012) dementia is a gradual, irreversible disintegration or decline of 

cognitive abilities, conscious reasoning, and physical and social functions, that results in 

confusion, and thereby prohibiting patients from continuing with their normal daily routine or 

life. Moreover, a gradual loss of memory and a confused state of thinking, is characteristic of 

the cognitive decline. Consequently, it affects a person’s spatial orientation, concentration, 

temperament, attention, problem solving skills, as well as language skills, and often imitates 

other old age-related problems (Greenblat, 2017). It has been reported that the consciousness 

of a person is, however, not affected in a dementia patient (Greenblat, 2017). 



12 

 

According to the Alzheimer’s Association, the Reisberg scale or Global Deterioration Scale 

indicates that the progression of dementia is informed by the cognitive decline of the patient 

and can be divided into seven stages (Reisberg et al., 1982). Stages one to three are regarded 

as no-dementia stages, as the patient does not exhibit enough or obvious symptoms warranting 

a diagnosis of dementia. Subsequently, early dementia sets in at stage four, and progresses to 

mid-dementia in stages five and six. Late dementia eventually occurs in stage seven, as the 

patient’s cognitive ability declines and the condition worsens. 

Prevalence of Dementia 

The prevalence and burden of dementia in South Africa cannot be ignored. Harding et al. 

(2007) maintained that the footprint of dementia on society demands deliberation amongst all 

generations of society. Dementia is a growing public health concern, worldwide. Research has 

shown a rise in the number of patients diagnosed with dementia. This rise is attributed to an 

increase in urbanisation and the expected life span of a great number of South Africans who 

face dementia related issues, daily (Van der Poel & Pretorius, 2009). Furthermore, Greenblat 

(2017) estimated that, globally, 50 million people have been diagnosed with dementia, and 10 

million new cases are reported, annually. Their study, moreover, reported that for every 100 

people aged 60 and older, five to eight people suffer from dementia. 

Globally, new dementia cases are diagnosed every three seconds, as per statistics rendered 

by the WHO (Prince et al., 2013). Research conducted by Bunn et al. (2012) found that the 

statistics in respect of the diagnoses of dementia indicates that, worldwide, one in five people 

over the age of 80 are affected by dementia, and one in 20 over the age of 60. Consequently, 

predictions indicated that the number of people affected by dementia is set to increase and 

virtually double every 20 years, to more than 65,7 million in 2030, with an estimated rise of 

7,7 million, annually (Mavrodaris et al., 2013; Prince et al., 2013). Additionally, Brodaty and 
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Donkin (2009) reported that more than 60% of people with dementia reside in third world 

countries. 

The number of people diagnosed with dementia in Africa is approximated to be 818 106 

annually, bringing the total number of people living with the disease in Africa to more than 

four million, in 2016 (Meyer et al., 2016).  Moreover, the World Alzheimer Report claimed 

that the number of people living with dementia in South Africa is estimated to be 186 000 

(Meyer et al., 2016). Additionally, a considerable number of dementia patients are cared for at 

home (Iavarone et al., 2014). 

In South Africa, however, where there is a paucity of research investigating prevalence rates, 

the number of people suffering with dementia is believed to be much higher than the number 

reported (De Jager et al., 2015). De Jager et al. (2015) and Meyer et al. (2016) maintained that 

the occurrence of dementia in South Africa is severely under-reported, veiled and 

misunderstood. A local study undertaken by Steyn (2010), in respect of the metropolitan black 

population, suggested the prevalence to be nearly three times higher than initially projected. 

Furthermore, De Jager et al. (2015) argued that owing to the lack of epidemiological studies in 

Africa, there is inadequacy in terms of statistics of people living with dementia in low and 

middle-income countries. 

Brooks et al., (2015) reported that 200 000 Australians are currently providing informal care 

to dementia patients. This number represents close to 91% of dementia patients who are cared 

for at home. However, similar statistics in respect of South Africa, regarding the home-based 

care of dementia patients, are not available (Potocnik, 2013). De Jager et al. (2015), therefore, 

proposed that additional research is needed regarding the statistics in respect of home-based 

care for South African dementia patients. De Jager et al. (2015) further proposed that additional 

research regarding the pervasiveness of dementia is needed, in order to evaluate the community 

health burden. 
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Symptoms and Stages of Dementia 

The different types of dementia may manifest differently and, therefore, complicate early 

identification. Early symptoms of dementia can commonly be mistaken for other old age-

related problems, as it tends to be vague and subtle (De Jager et al., 2015). In an Alzheimer’s 

disease international global survey (Lynch, 2020), 62% of the healthcare providers perceived 

dementia as a normal part of aging. Accordingly, failure to identify symptoms often occurs 

(Harding et al., 2007) and the disease may remain undetected or undiagnosed for a considerable 

period of time (Greenblat, 2017). Dementia South Africa stipulated, as an added challenge, the 

fact that dementia symptoms also imitate symptoms similar to those of many other illnesses, 

such as stroke, depression, excessive long-term alcohol consumption, infections, hormonal 

disorders, nutritional deficiencies, and brain tumours (Dementia SA, 2020). 

Symptoms of dementia vary according to the part of the brain that is damaged. Dementia is 

separated into two categories, namely cortical and subcortical dementia. Cortical dementia 

presents when the cerebral cortex of the brain is affected or damaged, whilst subcortical 

dementia affects the areas of the brain beneath the cortex. Cortical dementia will affect the 

patient’s memory and linguistic ability, and subcortical dementia will affect the speed of 

thinking and the ability to start activities. Patients diagnosed with subcortical dementia may 

not experience problems with memory loss or forgetfulness. It must however be emphasised 

that some types of dementia can affect both parts of the brain (Huber et al., 1986). 

Greenblat (2017) identified three stages of dementia, namely early, mid and late-stage 

dementia. During the early or mild stage of dementia, the symptoms are often disregarded or 

might only be apparent in retrospect (Greenblat, 2017; Meyer et al., 2016). Early symptoms of 

dementia include, inter alia, memory loss, confusion over the correct change when shopping, 

forgetfulness, getting lost in familiar places, struggling to follow a conversation or find the 

appropriate word, confusion concerning time and place, reduced concentration, personality or 
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behavioural changes, apathy, withdrawal or depression, and difficulties with routine tasks 

(Greenblat, 2017). As the condition of the patient deteriorates, the moderate middle or mid-

stage of dementia commences. 

During the moderate middle stage, the challenges experienced by the dementia patient 

become more overwhelming, further limiting and incapacitating the patient. At this time, the 

manifestation of the disease becomes more apparent to the family members (Greenblat, 2017). 

This stage is marked by changes in behaviour, and difficulties with activities of daily living 

and cognition. Moreover, some of the signs that patients may exhibit include the inability to 

recall recent events and people's names, losing their way in the home, increased communication 

difficulty, inability to manage personal care, and changes in behaviour, such as repeated 

questioning or wandering. 

In the more advanced stage, namely the late or severe stage, the symptoms of the dementia 

patient present as difficulties concerning appetite, weight and mobility, and bladder and bowel 

incontinence. The dementia patient becomes more dependent on others, experiences increased 

disability relating to physical tasks, and requires a great deal of aid, sometimes even becoming 

totally dependent on others. Dominant features of this stage include the inability to recognise 

family and friends, no cognition of time and place, a greater need for support and assistance, 

difficulty walking, and mood changes - which may include aggression. 

According to the Reisberg Scale, the warning signs and symptoms related to the seven stages 

of dementia are summarised as follows (Reisberg et al., 1982): 

Stage 1: No Dementia. During this stage, there is no cognitive decline or impairment. 

There is no evidence of memory loss or abnormal functioning, and the person displays a 

healthy mental state. Although symptoms may not be evident at this stage, medical tests may 

indicate a problem (Dementia Care Central, 2020). 
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Stage 2: No Dementia. Evidence of very mild cognitive decline is characteristic of this 

stage. The symptoms, such as forgetfulness, may be ascribed to the normal course of aging. 

The person may be unable to recall the names of certain people and where they have placed 

certain items. During this stage, dementia symptoms are concealed from both the family 

members and the physician. Minor changes in behaviour may be noticed. The patient is still 

able to function independently, and the changes may only be recognised retrospectively 

(Dementia Care Central, 2020). 

Stage 3: No Dementia. The signs and symptoms described in Stage 2 become more 

apparent during Stage 3, as the disease progresses to mild cognitive decline. The patient 

displays increased forgetfulness and moderately challenged concentration. Spatial confusion, 

becoming disorientated in familiar places and the inability to verbalise the correct word, 

become more frequent (Greenblat, 2017). The patient may encounter challenges with the 

recollection of recent events, commit repetitive speaking, and need to plan in advance to 

compensate for changes in thinking and reasoning. Family members may start to notice a 

decline in cognition (Dementia Care Central, 2020). 

Stage 4: Early Stage: This stage is marked by a moderate cognitive decline. Patients will 

experience challenges related to concentration, short term memory-recalling of recent events, 

managing finances, or challenges related to planning and traveling by themselves (Greenblat, 

2017). Complex tasks will pose a challenge for the dementia patient. A change in personality 

may be marked, where patients exhibit withdrawal from others. The physician may be able to 

detect a decline in cognition in Stage 4, during a consultation with the patient (Harding et al., 

2007). 

Stage 5: Mid Stage. In stage 5 there is a moderate to severe cognitive decline. Memory is 

seriously affected, and patients experience great difficulty completing daily activities, thus, 

requiring assistance with a number of basic day-to-day functions, such as personal hygiene 
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activities, deciding what to wear, and preparing meals. The memory loss is more noticeable and 

may include the inability to recall key aspects of current events. For example, patients may 

not be able to recall names of people or remember their home address or phone number. They 

may also be disorientated regarding the days of the week or the time (Dementia Care Central, 

2020). 

Stage 6: Mid Stage. Severe cognitive decline presents during this stage, rendering the 

patient unable to perform activities of daily living independently. In addition, memory loss 

progresses to an extent where the patient may have very little or no memory of recent events, 

and the names of close family members - including spouses and children - are forgotten. 

Memory is usually restricted to earlier life events. The patient is unable to concentrate for 

long periods of time and often does not finish the task that was started. Physical deterioration 

is also observed at this stage. Patients will be more dependent on others for assistance with 

basic, daily activities such as using the toilet, as bladder and bowel incontinence develops 

(Harding et al., 2007). The changes in personality and emotions are evident, as the patient 

becomes delusional, compulsive, agitated and/or anxious (Dementia Care Central, 2020). 

Stage 7: Late Stage. The late stage of dementia occurs when the patient displays 

extremely severe cognitive decline. The ability to communicate via speech ultimately 

disintegrates (Greenblat, 2017). The patient cannot perform activities of daily living and is 

totally dependent on others for assistance (Zwaanswijk et al., 2013). Psychomotor skills are 

lost, including the ability to walk, and patients are bedridden most of the time. Loss of 

appetite resulting in weight loss also manifests in the late stage (Dementia Care Central, 2020). 

The trajectory of the disease varies amongst patients. Dementia Central Care declared that 

the type of dementia plays a pivotal role in the signs and symptoms experienced by each person 

(Dementia Care Central, 2020). For instance, persons diagnosed with frontotemporal dementia 

do not exhibit symptoms of memory loss, whilst memory loss is a core characteristic of 
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Alzheimer’s dementia (Dementia Care Central, 2020). Azermai (2015) indicated that the 

symptoms are likely to occur in clusters, depending on the type and severity. Harding et al. 

(2007) emphasised the importance of educating society regarding the identification of 

symptoms of dementia, in order to seek treatment at an early stage and delay the progression 

of the disease. 

Needs of Dementia Patients 

Dementia, also known as “the disease of the family”, is an ailment that affects the entire 

family, as dementia patients are dependent on others to assist them with their normal, daily 

routines and activities (Deist, 2013, p. 1). Dementia is one of the leading causes of disablement 

in patients amongst the elderly, that results in dependence on others (Greenblat, 2017). The 

majority of these patients are cared for by family members. Statistics reported by Iavarone et 

al. (2014) indicated that 80% of patients diagnosed with dementia are cared for at home. The 

overwhelming responsibilities of administering care to dementia patients are not only 

physically exhausting but also psychologically distressing, to the caregiver (Farina et al., 2017). 

Being tasked with the care of family members living with dementia can be difficult, 

overpowering and taxing, for both the patient and their family members. 

The needs of dementia patients are categorized as frail care needs, implying that dementia 

patients need help and care to perform routine activities, such as eating, personal hygiene 

activities, and even physical movement. Brooks et al. (2015) reported that, on average, 

caregiving rendered by family members comprised 24 hours per day. Dementia patients can 

sometimes refuse to cooperate and may display defiant behaviour, thus, rendering caregiving 

even more challenging, and increasing the burden on family members (Cheng, 2017). Patients 

require assistance with various daily activities, including preparation and eating of meals, 

taking care of their finances, taking medication, bathing, dressing, shopping, and exercising. 

They may also experience feelings of isolation and need some form of social interaction. As 
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the neurodegenerative process advances, the aid needed by dementia patients increases and 

they become more dependent on family members to assist them with fundamental activities 

that involve intensive care, such as helping the patient out of bed, and feeding and toileting the 

patient (Brooks et al., 2015). 

State frail care facilities are insufficient, resulting in the bulk of the care becoming the 

responsibility of the family members. Gurayah (2015) reported that 80% of informal caregivers 

reported a willingness to care for their loved ones at home for as long as possible, rather than 

admitting them to a care facility. 

Formal Care Services and Respite Programmes 

Family members of patients with dementia often do not have information regarding where 

to find support about how to care for the patient (Zwaanswijk et al., 2013). To exacerbate this 

challenge, Stroebel (2014) posited that South Africa holds no formal support structures for 

these family members. Furthermore, Gurayah (2015), concluded that health care professionals 

are needed to train and support individuals tasked with the care and management of family 

members living with dementia. Family members must acquire knowledge concerning where to 

find the necessary support, the evolution of the disease, as well as the coping skills that are 

required to care for a dementia patient (Sousa et al., 2017). Sousa et al. (2017) posited that 

family members need this support, since institutionalisation of the patient is often delayed when 

family members take on the role of caregivers, during the early and moderate stages of the 

disease. Research has indicated that the support available to family members lags far behind 

that which is available to the dementia sufferer (Reinhard et al., 2008). 

Raising awareness about dementia, was a campaign undertaken by Dementia South Africa 

to raise the awareness of the general public concerning dementia (D. G. Murray Trust, 2014). 

The research conducted by this organisation showed that there is a shortage of state-subsidised 

care homes in South Africa. De Jager et al. (2015) emphasized this statement by stating that 
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only 2% of patients requiring 24-hour frail nursing care in South Africa, are catered for. South 

Africa has less than ten geriatricians and less than five specialists of old-age psychiatry, to 

service a population of 3.8 million persons aged 60 years and older (De Jager et al., 2015). This 

further contributes to the daily stress, demands and frustrations experienced by the family 

members. Van der Poel and Pretorius (2009) contended that the shortage of frail care facilities 

could be attributed to government’s prioritisation of primary health care, rather than secondary 

health care. An added challenge is the cost of frail care, that is estimated to range between R13 

000 and R25 000 per month (Du Preez, 2018). Family members, at times, are presented with 

no alternative but to shoulder the responsibility of nursing their loved ones. 

The experiences of individuals living with and tasked with the care of family members living 

with dementia, may provide valuable information regarding preferences relating to services 

and service delivery (Prorok et al., 2013). Dementia training could also assist in alleviating the 

financial burden of having to institutionalise the dementia patient in a frail care facility. 

Alzheimer’s South Africa and Dementia South Africa have undertaken to collectively raise 

awareness by initiating development within communities, hosting informal workshops, 

developing support groups and rendering counselling services to the broader population 

(Dementia SA, 2020; Hugo & Van Wyk, 2007). A national telephone helpline has also been 

made available. However, since dementia advocacy is neglected in South Africa, many families 

are not aware of the disease and, thus, do not seek help or fail to benefit from these activities 

(De Jager et al., 2015). The campaign by the WHO (2012), maintained that the onus is on 

society to raise awareness and encourage the government to ensure dementia is declared a 

national health priority. This statement is substantiated by the fact that more than 50% of 

affected family members are at risk of clinical depression (Potocnik, 2013). 
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Impact of Caregiving 

Grief and loss are inevitably connected to human existence. Every person will likely suffer 

some type of meaningful loss during their lifetime, and the experience thereof is stressful and 

exhausting (Psycom, 2022). Meuser and Marwit (2001) declared that when a loss is suffered, 

grief is initiated. Grief can be defined as a mental reaction to a noteworthy disruption via death 

or loss, and can be characterised as types of grief and losses, namely compounded serial losses, 

ambiguous losses and anticipatory grief (Blandin & Pepin, 2017). The grief associated with 

dementia is characterised as a type of anticipatory grief, owing to the experience of 

compounded serial losses suffered as the disorder progresses. Compounded serial loss is a 

build-up of irresolvable losses the family members experience, as the patient’s condition 

progressively deteriorates. As the patient’s abilities decline, losses of functionalities such as 

independence, physical health, and the ability to bath, groom or perform normal daily tasks, 

become the responsibility of the family members. These losses are recurring and plentiful, and 

are, thus, regarded as compound serial losses (Blandin & Pepin, 2017). These compounded 

serial losses are dominated by ambiguity and uncertainty (Blandin & Pepin, 2017). Family 

members experience losses themselves, as the disease progresses. The relationship between the 

family member and the dementia patient changes as separation takes place - familiarity and 

emotional connections formed prior to the onset of the disease, change. The family members 

also feel a loss of affection as well as a loss of a confidant (Schulz & Sherwood, 2008). 

Ambiguous losses and grief are related to experiences where the dementia patient is 

physically present with the family members, but psychologically or emotionally absent. 

Ambiguous loss refers to a situation where the person has not physically died, but there is no 

hope that the patient will recover to become the person they were before the disease (Boss, 

2006). The person may not be able to participate in conversations like they did before. As the 

patient’s cognitive, social and physical functioning deteriorates, anticipatory grief is 

https://www.ncbi.nlm.nih.gov/pubmed/?term=Blandin%20K%5BAuthor%5D&cauthor=true&cauthor_uid=25883036
https://www.ncbi.nlm.nih.gov/pubmed/?term=Blandin%20K%5BAuthor%5D&cauthor=true&cauthor_uid=25883036
https://www.ncbi.nlm.nih.gov/pubmed/?term=Pepin%20R%5BAuthor%5D&cauthor=true&cauthor_uid=25883036
https://www.ncbi.nlm.nih.gov/pubmed/?term=Blandin%20K%5BAuthor%5D&cauthor=true&cauthor_uid=25883036
https://www.ncbi.nlm.nih.gov/pubmed/?term=Pepin%20R%5BAuthor%5D&cauthor=true&cauthor_uid=25883036
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experienced - the family members anticipate the imminent death of the patient. Hall (2011) 

delineated grief as a response to a loss in all of its totality, and this response impacts both the 

mind and body. The response to grief can be seen in physical, emotional, cognitive, behavioural 

and spiritual manifestations. 

Dementia Care Central reported that dementia primarily affects the patient, but secondarily 

impacts the family and community (Dementia Care Central, 2020). The findings by Rodrigo et 

al. (2013) suggested that family members rarely choose to become informal caregivers. The 

choice is hardly a conscious one, as they are often compelled to become informal caregivers 

owing to the patient’s abrupt illness or disability, or as a result of an accident. Family members 

may therefore experience a sense of obligation to take on the responsibility of attending to the 

health and care of a loved one. 

Schulz and Sherwood (2008) stated that individuals tasked with the care of family members 

living with dementia suffer more negative health effects, compared to caregivers of patients 

with other types of diseases. They reported that taking care of a dementia patient often requires 

more time, than attending to patients with other diseases. Furthermore, these patients do not 

express appreciation or gratitude, and usually become depressed or violent (Rodrigo et al., 

2013). Zwaanswijk et al. (2013) noted that a lack of support, knowledge, formal services and 

preparedness to look after a dementia patient, increase the physical, psychological and 

emotional challenges faced by the family members, more so than is the case with other diseases. 

Family members often have little or no knowledge of how adequate support should be rendered 

to distraught patients on a day-to-day basis (Van Wyk et al., 2016). 

The deleterious physical, psychological and emotional challenges that family members face, 

include feelings of guilt, psychological morbidity, depression, anxiety, poor mental health, 

poor physical health, high levels of stress, emotional distress, burn out, lack of motivation, and 

hypertension (Brodaty & Donkin, 2009; Greenblat, 2017; Gurayah, 2015; Iavarone et al., 2014; 
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Kimura et al., 2015). Schulz and Sherwood (2008, p. 24) concluded that the stress of looking 

after a dementia patient may result in incapacitated wellbeing-conduct and mental stress, that 

encourage biological reaction leading to infirmity and death. 

Family members attending to the care of a dementia patient often develop physical ailments, 

owing to the demanding stressors. These family members are at a greater risk of developing 

chronic diseases, such as cardiovascular disease and impaired kidney functioning, as well as 

other ailments, such as reduced immunity, slow wound healing, hypertension, and high levels 

of the stress hormone (Brooks et al., 2015). Sleep disturbances are also a common occurrence, 

when tending to the care of a dementia patient (Sarkar, 2015). These chronic conditions, in 

turn, increase the mortality rates of both the family members and the dementia patients, alike 

(Brooks et al., 2015). 

The negative impact on individuals tasked with the care of family members living with 

dementia, may also include psychological illnesses (McCabe et al., 2016). Sarkar (2015) stated 

that caregiving for a dementia patient is taxing and time-consuming, and could result in high 

levels of depression, stress and anxiety. The support needed by a dementia patient often 

becomes overwhelming and burdensome, for both the patient and family members (Greenblat, 

2017). Potocnik (2013) maintained that caregiving often results in intense psychological 

changes and effects, including substance abuse, and also results in increased rates of 

hospitalisation. Family members may experience feelings of frustration, fatigue, annoyance, 

resentment, sadness, guilt, being “robbed of a future” and, sometimes, destitution (Kimura et 

al., 2015, p. 215). This may lead to a form of chronic stress, thereby increasing the possibility 

of developing mental and physical pathologies (Manzini et al., 2016). 

As a consequence of the increased levels of supervision required in respect of dementia 

patients, as the diseases progresses, family members are at risk of becoming socially isolated, 

confined or imprisoned in their role as caregiver, and must sacrifice leisure time, such as family 
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vacations and interaction with friends (Brodaty & Donkin, 2009). Family members may 

inadvertently become dependent on others, owing to the high demands of looking after a 

dementia patient (Kimura et al., 2015). Emotional distress may also manifest, resulting from 

the loss of the family member’s previous relationship with the dementia patient, as the patient 

declines cognitively (Brooks et al., 2015). 

An added challenge of caring for dementia patients relates to the financial burden or strain 

suffered by the family members. The cost of care is monetary, i.e., family members are obliged 

to assume the financial responsibilities of the patient or they could face a complete loss of 

income when full time care is required, and also includes other sacrifices, such as time to 

provide aid and to travel to medical appointments. Rodrigo et al. (2013) postulated that the 

diagnosis of dementia may negatively impact the family when the caregiver or dementia patient 

is, or was, the sole breadwinner in the family. Findings from a study conducted by Faronbi et 

al., (2019) revealed that family members are likely to experience financial difficulties owing 

to the needs of the dementia patient. Gurayah (2015) explained that the increased cost of 

medication, food and transport of the dementia patient, contributes to the financial stress of the 

caregiver. Statistics reported by Dementia Australia reported that 54% of family members were 

of working age (Brooks et al., 2015) and that, moreover, 74% of the family members had to 

stop working since there were no other alternative care arrangements available, therefore, 

increasing the financial burden they experienced. 

The challenges experienced by family members of dementia patients are classified into two 

categories, namely subjective and objective burden (Brodaty & Donkin, 2009). Objective 

burden refers to the level to which the dementia patient is dependent on the family members, 

regarding day-to-day activities. It relates to the physical impact the caregiving has on family 

members, such as not being able to work or socialise. The subjective burden, however, relates 

to how the objective burden is perceived by the family members and the influence it has on 



25 

 

them. The emotional wellbeing of the family members and their attitude towards caring for a 

family member with dementia influence their perception of their subjective burden. Brodaty 

and Donkin (2009) classified the subjective burdens family members encounter as, inter alia, 

psychological morbidity, social isolation and financial strain. 

Harding et al. (2007) asserted that a better understanding of dementia can alleviate many of 

the stressors faced by family members. Early psychosocial intervention may lessen or address 

the stressors experienced by the family members living with a dementia patient (Galvin, 2013). 

Conversely, Brooks et al. (2015) reported that taking care of a dementia patient can also 

have a positive impact on the caregiver, as it can increase the familial bond and encourage 

personal growth through the development of resilience. Brodaty and Donkin (2009) added that 

tending to the needs of a dementia patient can encourage spiritual growth, as well as instilling 

a sense of accomplishment and mastery. Nevertheless, a World Alzheimer Report in 2019 

(Lynch, 2020) reported that 50% of family members worldwide claimed that their wellbeing 

had deteriorated as a result of their caregiving duties, despite their positive perception of their 

role as caregiver. 

Resilience 

Conceptual Framework 

The word ’resilience’ originates from the Latin word ‘resilere’ and ‘resiliens’ meaning to 

leap back or to be able to resist or rebound from a challenging situation, thus, resulting in a 

positive outcome (Ledesma, 2014). Adversities are a part of human encounters in life, and the 

majority of people will experience a “potentially traumatic event” at least once in their lifetime 

(Fletcher & Sarkar, 2013, p. 12). Such events are referred to as ‘potentially’ traumatic, as the 

individual’s characteristics and life experiences influence the way they respond or adapt to 

these adversities or challenges, and trauma may be a result (Southwick et al., 2014). 
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‘Psychological resilience’ is a developmental, psychosocial process where individuals 

positively adapt after being subjected to adversity (Graber et al., 2015; Jackson et al., 2007). 

There are three tenets of resilience theory - firstly, it is a developmental process; secondly, 

it is a process that unfolds over time; and thirdly, it is influenced by the circumstances of the 

individual (Graber et al., 2015). Resilience is a developmental process, in the sense that 

individuals lay foundations for dealing with adversities, from childhood experiences (Graber 

et al., 2015). It is a personal ability and a dynamic process, that is influenced by external 

resources and the individual’s response to the adversity. It, therefore, refers to the individual 

process of personal growth that occurs whilst navigating and negotiating adversities 

(Liebenberg et al., 2017; Rutter, 2012; Worsley, 2015). Hence, resilience is not an outcome, 

rather, it is an innate, self-righting mechanism, and an incessant process of positive growth and 

meaning making (Graber et al., 2015; Windle, 2010). 

Qualities such as a positive self- esteem, optimism, cognitive flexibility, coping skills, a 

moral compass, personal well-being, and how we partake in the world and a supportive 

environment, positively affect how we respond to challenges, and the way we employ our 

coping strategies and build resilience (American Psychological Association, 2012; Nugent et 

al., 2014; Van den Hoonaard & Van den Hoonaard, 2008). Moreover, Worsley (2015) declared 

that developing a resilient attitude and behaviour help maintain mental health and assist people 

to transition through several life stages. Joling et al. (2016) added that resilience directs 

attention to an individual’s strengths rather than their weaknesses. 

Resilience theory posits that individuals are embedded in the world of personal relationships 

and society (Graber et al., 2015). According to Liersch-Sumskis (2013), resilience is an 

interactive concept, indicating that resilience develops through the interaction of the individual 

and their unique characteristics with the social environment. Resilience is considered 

interactive in that its existence must be independently derived from different end results amidst 
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those who were exposed to considerable hardship or substantial mental strain (Rutter, 2012, p. 

336). Luthar et al., (2000) identified two core conditions necessary for an individual to build 

resilience, namely exposure to a risk or threat, and the individual’s successful adaptation to the 

threat. Shean (2015) agreed, positing that, despite the adverse experiences, resilience is 

concerned with the combination of severe risk experiences and a fairly positive psychological 

outcome. Resilience is, therefore, initiated when a person encounters a difficult situation and 

must employ a certain set of skills – i.e., thoughts, feelings and behaviours - to overcome the 

challenge (Jackson et al., 2007). Resilience and adversity are, therefore, interdependent. It 

captures how individuals, in the face of adversities, not only survive a range of challenges, but 

also thrive in the face of these challenges (Graber et al. 2015). 

The majority of theories on resilience propose that the development of resilience is a 

dynamic process (Fletcher & Sarkar, 2013) and comprises ability, adjustment and compromise 

(Graber et al., 2015). This suggests an improved state, after an adversity has been overcome 

and coping mechanisms have successfully been employed. Researchers agree that resilience 

cannot be bound to only one psychosocial construct. Several factors, that are related to 

resilience, play a pivotal role in the development of resilience, namely thriving, hardiness and 

coping (Ledesma, 2014). 

Thriving 

Psychological thriving is related to resilience, and is defined as the increase of abilities, 

understanding and self-assurance, or the sensation of safety in relation to individual bonds 

(Ledesma, 2014, p. 3). Liersch-Sumskis (2013) indicated that the outcome of adversity is 

dependent on the level of disruption caused, as well as the availability and employment of 

protective and risk factors. According to Ledesma (2014) and Liersch-Sumskis (2013), 

individuals respond to adversity with resilience, and the outcome of that response is survival, 

recovery or thriving. Similarly, Worsley (2015) noted three outcomes, namely recovery, 
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sustainability and personal growth. Following the experience of an adversity, the individual 

may function at a lower level, at a previous level, or at an improved level. 

A survival response occurs when a person survives an adversity by responding well to the 

challenges encountered, but functions at an impaired state or lower level following the 

adversity (Ledesma, 2014). Carver (1998) expanded on four different outcomes to an adversity. 

The first probable outcome is one where the individual may respond by functioning at a lower, 

more dysfunctional level, than they did prior to the adversity. Richardson (2002) labelled this 

response as dysfunctional reintegration. This response involves resorting to detrimental and/or 

destructive behaviours, such as substance abuse, in an attempt to lessen the distress caused by 

the disruption (Fletcher & Sarkar, 2013; Liersch-Sumskis, 2013). The second outcome, 

identified by Carver (1998), is where the individual survives the adversity, but is weakened or 

impaired in some respect, with some loss of function. Richardson (2002) termed this outcome 

reintegration with loss. This outcome involves a lower level of functioning and/or a loss of 

protective factors, resulting in negative attitudes, such as pessimism, a decrease in motivation 

to address the problem, and a loss of hope for a better future (Liersch-Sumskis, 2013). Ledesma 

(2014) and Worsley’s (2015) definition of a survival response comprises both the outcomes of 

dysfunctional reintegration and reintegration with loss. Recovery involves returning to the 

same level of functioning that was present prior to encountering the adversity, and corresponds 

with the third possible outcome identified by Carver (1998), namely a return to the pre-

adversity level of functioning. The return can be rapid, or more gradual. Richardson (2002) 

termed this outcome homeostatic reintegration and defined it as a response to adversity that 

does not involve any change, but a return to the individual’s initial biopsychospiritual state or 

comfort zone (Liersch-Sumskis, 2013). Worsley (2015) stated that individuals may recover in 

a short period of time when faced with an adversity, but that recovery time differs from one 

person to the next. Individuals with strong family and community bonds can draw on existing 
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relationships to recover from the adversity. Whilst some individuals recover from an adversity, 

others may evolve beyond recovering from the adversity. These individuals may sustain their 

lifestyle and their high level of functionality in the midst of an adversity. The stress caused by 

the adversity does not affect their relationships with others. These individuals sustain clarity in 

respect of the import and objective of their actions, by maintaining their personal wellbeing 

and pursuing their goals (Worsley, 2015). Connections with significant others are reinforced, 

especially when a common goal is shared. Some individuals, however, surpass the 

sustainability response by experiencing personal growth or thriving as an outcome of the 

adversity. This corresponds to the fourth and final possible outcome identified by Carver 

(1998). This outcome involves one in which the individual functions at a higher level than the 

level before the adversity was encountered (Carver, 1998). Richardson (2002) termed this 

outcome resilient reintegration or improved function, whilst Ledesma (2014) termed it thriving 

and Worsley (2015) termed it personal growth. This outcome is marked by the development of 

improved or new protective factors, resulting in the attainment of a higher level of functioning 

or homeostasis. 

Thriving, therefore, refers to the experience of personal growth, enhanced resourcefulness 

and flourishing by the individual, after facing an adversity (Liersch-Sumskis, 2013). Thriving 

manifests when an individual move beyond their original level of functioning prior to the 

experience of the adversity (Ledesma, 2014). Psychological growth and emotional growth are 

central to the concept of thriving (Fleming & Ledogar, 2008). This implies a positive 

transformation, a stronger sense of self, refocused priorities, and a cognitive shift relating to 

the adversity. Personal qualities that characterise resilience and thriving, as postulated by 

Ledesma (2014), include significant forbearance of instability, a favourable self-image, 

dedication, fortitude, resolve, robust internal resources, rationality, conviction, a diminished 

anticipation of unsuccessful outcomes, hopefulness, courageousness, dependable social 
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resources, and adaptability. Thriving, thus, refers to positive growth and positive social 

outcomes as a result of facing adversities, risk or threats. Personal growth, wisdom, and 

positive personality changes, underpin the concept of thriving and are based on an individual’s 

resilience capacity (Liersch-Sumskis, 2013). Growth occurs when the individual’s positive 

emotions are enhanced or amplified through the experience of the adversity, thus, experiencing 

positive, personal growth. Liersch-Sumskis (2013) stated that resilience is the result of 

reintegration, accompanied by an improvement in functioning. According to Fleming and 

Ledogar (2008), resilient integration can be defined as the experience of growth or the 

development of deeper insight. Thriving is, therefore, reinforced hardiness resulting from 

having braved severe adversity (Ledesma, 2014). 

Hardiness 

Resilience is the potential to adapt to adverse situations, whilst hardiness refers to stable 

personality traits together with a person’s ability to handle and respond to stressful situations 

(Fleming & Ledogar, 2008; Windle, 2010). In psychological terms, hardiness is a combination 

of personal attitudes that an individual utilises when faced with a stressful life event (Ledesma, 

2014). It is a measure of the individual’s ability to withstand stressful situations, whilst 

preserving an internal balance (Bartone, n.d.; Nikolaeva & Elnikova, 2015). It refers to the 

internal strength, inner resource and durability of an individual (Bartone, n.d.; Brown-Baatjies 

et al., 2008; Ledesma, 2014; Luthar et al., 2000; Mosley & Laborde, 2016; Walsh 1996; 

Worsley, 2015). These internal strengths, that include flexibility, control, confidence and 

commitment, form a path for resilience-building (Eroz & Onat, 2018; Ledesma, 2014). 

Moreover, hardiness is a function of life-approaches comprising self-conviction, faith in people 

and in cosmic interaction, that an individual utilises to learn from negative experiences 

(Nikolaeva & Elnikova, 2015, p. 219). 

https://www.ncbi.nlm.nih.gov/pubmed/?term=Luthar%20SS%5BAuthor%5D&cauthor=true&cauthor_uid=10953923
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Hardiness is the ability to adjust to unanticipated changes, and is founded in a sense of 

purpose and control over the happenings in one’s life (Ledesma, 2014; Mosley & Laborde, 

2016). It emerges as a positive attitude of development, towards a stressful event (Eroz & Onat, 

2018). These dispositions or attitudes comprise a combination of three components, namely 

commitment, control, and challenge (Bartone, n.d.; Brown-Baatjies et al., 2008; Eroz & Onat, 

2018; Jackson et al, 2007; Kardum et al., 2012; Ledesma, 2014; Nikolaeva & Elnikova, 2015). 

Theorists explicated the three dimensions as a) a belief that there is a meaningful purpose in 

life and a commitment to finding the purpose; b) a belief that external resources can be 

influenced and controlled by the individual; and c) a belief that personal growth will result 

from the challenges faced, by minimising their appraisal of the stressfulness of the situation, 

resulting in effective coping, learning and growth (Bartone, n.d.; Eroz & Onat, 2018; Jackson 

et al., 2007; Ledesma, 2014; Mosley & Laborde, 2016; Nikolaeva & Elnikova, 2015). 

Commitment refers to the attitude that, irrespective of the intensity of the stressful event, it is 

imperative to remain involved with people and events. It, therefore, provides a sense of internal 

balance where the individual displays a genuine interest and curiosity with regard to activities, 

events and others (Eroz & Onat, 2018; Kardum et al., 2012). Control is an attitude of perceiving 

the stressful event as an opportunity for growth, that results in increased adaptability. The 

individual believes that they must attempt to control and influence the outcomes of a stressful 

situation, that will lead to a more meaningful outcome (Eroz & Onat, 2018; Kardum et al., 

2012). The challenge attitude is an acceptance of the stressors of life as growth and 

development opportunities (Eroz & Onat, 2018; Kardum et al., 2012). These characteristics of 

hardiness allow an individual to overcome physical and psychological stress, whilst remaining 

physically healthy (Bartone, n.d.; Kardum et al., 2012; Walsh, 1996). Hardiness is, thus 

associated with coping strategies and the employment thereof (Mosley & Laborde, 2016; 

Nikolaeva & Elnikova, 2015). It can lessen the effects of stressors and act as a protective factor 
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against adversities by reducing the cognitive appraisal of a threat, resulting in an increased 

expectation of effective coping (Jackson et al., 2007; Kardum et al., 2012; Ledesma, 2014; 

Mosley & Laborde, 2016; Walsh, 1996). 

Coping 

Manzini et al. (2016) explicated the concept of ‘coping’ as a response a moment that 

provides a resolution to that specific situation. They declared that resilience, however, is the 

reaction to the circumstances, in its entirety. According to these scholars, the core characteristic 

of coping strategies is that they are conscious and intentional. The adversity is therefore 

consciously perceived and analysed. Manzini et al. (2016) noted that coping behaviour requires 

continuous cognitive and behavioural adaptations, in order to address the internal and external 

demands posed by the adversity. The conscious nature of coping implies that it is viewed as a 

tactic rather than a personality trait. 

Iavarone et al. (2014) agreed and defined coping as a means of positively adjusting to 

disturbances or stressors. Cognitive and behavioural resources are used as a response to the 

adversity. In addition, coping strategies are primarily developed consciously and purposefully. 

The person intentionally evaluates the disturbance to their state of homeostasis (Manzini et al., 

2016). Each person will, thus, develop their own coping mechanism in order to cope with the 

disturbance - these mechanisms are, therefore, personal and not universal to all (Nikos et al., 

2009). However, as argued by Manzini et al. (2016), the employment of coping strategies does 

not necessarily warrant the achievement of resilience. A change in the individual’s behaviour 

and cognition are required, to manage stressful events. These changes are regarded as coping 

strategies that positively contribute to building resilience. Iavarone et al. (2014) established the 

three types of coping mechanisms generally employed as strategies that are task-focused, 

emotion-focused and avoidance-focused. Firstly, task-focused coping mechanisms aim to 

decrease stress by seeking a solution. The activities of task-focused coping are performed in an 
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attempt to eliminate the problem or render the problem less stressful (Iavarone et al., 2014). 

An emotion-focused strategy, on the other hand, is a mechanism used to control one’s 

emotions, by means of reflection. It constitutes an attempt to control the stressful or disturbing 

emotions, such as imagining beautiful and relaxing sceneries, and is employed to lessen the 

effect of the stress. Studies in respect of ‘coping’ found that neither emotion-focused- nor task-

focused coping strategies are superior to the other, with regard to dealing with stress 

(Worthington & Scherer, 2004). Avoidance-focused strategies, on the contrary, involve 

avoiding or evading the problem or adversity. Iavarone et al. (2014) regarded this strategy as 

dysfunctional, based on the premise that no attempt is made to understand or manage the 

problem. 

Liebenberg et al. (2017) and Shean (2015) identified various cognitive and emotional factors 

that affect how an individual copes. These include effective self-control, self-reflection, self-

efficacy, positive self-concept, self-esteem, a sense of agency, self-confidence, determination, 

the ability to plan, optimism, cognitive abilities, being inspired, maintaining attention, problem 

solving capacities, creative thinking, positive personality traits, executive functioning, an easy 

temperament, a positive outlook, positive affect, a sense of humour, adaptability, competence, 

faith, and spirituality. These cognitive and emotional factors play a vital role in the 

development of resilience. 

In summation, theorists define resilience as the ability to overcome adversity using 

protective factors to address the risk. The individual employs their set of skills to navigate and 

negotiate the traumatic event, by positively adapting to the risk. The outcome of this adaptation 

is resilience and may result in personal growth, improved coping skills and thriving. This is 

marked by an improved or higher state of functioning, following an adversity that has been 

faced. The facilitating factors in developing resilience are based on the interaction of both 

internal factors (personality traits) and external factors (family and external resources). 



34 

 

Resilience is, therefore, a dynamic process, and is motivated by hardiness and the utilisation of 

coping strategies. 

Risk and Protective Factors for the Development of Resilience 

To successfully build resilience, the individual must draw on their individual assets and 

external resources in order to positively cope with the presented phenomenon. It is an ever-

changing process of adaptation that draws on the inherent strength and hardiness of the person 

(Walsh, 1996). Resilience is the result of effectively adapting to disturbances through cognitive 

and social flexibility and modification, that can be refined or learnt (American Psychological 

Association, 2012; Van den Hoonaard & Van den Hoonaard, 2008). Joling et al. (2016) defined 

resilience as the successful and positive outcome following an individual’s experience of a risk, 

challenge or adversity. Risk factors are stressful life events that cause disruption to the life of 

an individual. Moreover, these stressful events are elements that threaten the homeostasis and 

mental health of the person (Shean, 2015). Zauszniewski et al. (2009) reported that stigma, 

isolation, employment restrictions, or appraising a situation as burdensome, are examples of 

risk factors. Theorists agree that cumulative risks, that are also defined as multiple risks, affect 

an individual to a greater extent than the occurrence of a single risk (Shean, 2015). Rutter, 

Garmezy and Masten (as cited in Shean, 2015) also indicated that cumulative risks increase the 

chance of the individual developing a psychiatric disorder. However, not all risks are 

necessarily negative, and the avoidance of risk is not the best resolution (Shean, 2015). 

Low-level risks and controllable risks are likened to an inoculation against a disease, or to 

a steeling event or strengthening effect (Rutter, 2012). Rutter (2012, p. 341) defined “steeling 

events” as the occasional subjection to benign, succinct, stressful intervals that improves the 

ability to withstand subsequent strains. Exposure to various stressors may desensitise or lower 

the individual’s vulnerability to certain stressors, resulting in an increased resistance (Rutter, 

2012). Walsh (1996, p. 3), moreover, stated that “inoculation”, in psychological terms, refers 
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to deterrent social and psychological engagements, that positively affects hardiness and 

resistance to threats and adversities. Luthar et al. (2015) posited that uncontrollable risks - 

stressors that the individual is unable to control – often do not result in a positive outcome. 

These are defined as high-level risks. Shaboltas and Zhukov (2011, p. 327) defined an 

uncontrollable risk as a challenging impact that is unforeseeable, unyielding or inevitable. 

Additionally, Fleming and Ledogar (2008, p. 5) defined a “high-risk condition” as a 

circumstance that is vastly predisposed to mental ill-health. Uncontrollable stress is detrimental 

to the health of an individual and may negatively affect their personality, resulting in a general 

state of helplessness, that may lead to the development of depressive disorders (Shaboltas & 

Zhukov, 2011). Furthermore, cumulative risks are viewed as precursors to high-level risks 

(Trentacosta et al., 2008). 

Rutter (as cited in Fletcher & Sarkar, 2013, p. 13) defined “protective factors” as 

determinants that alter, adjust or improve an individual’s reaction to particular contextual risks, 

that would generally render a person susceptible to a dysfunctional result. Protective factors 

positively alter the effects of a risk or disturbance and assist the individual in achieving a 

positive outcome, irrespective of the risk (Jackson et al., 2007; Luthar et al., 2000). Positive 

thoughts and insights fundamentally foster protective factors that activate and facilitate 

resilience (Deist & Greeff, 2014). 

According to Garmezy et al., (1984), protective factors refer to ecological (environmental) 

factors, familial factors and factors external to the family, that significantly contribute to 

resilience and reduce stress in the individual. Garmezy et al. (1984) further posited three 

aspects that influence protective factors, namely aspects relating to the individual, family, and 

community. Individual factors refer to personal attributes, including the way in which new 

challenges are characteristically faced. Walsh (1996, p. 3) identified “familial factors” as the 

degree of cohesion present in the family system, as well as a positive emotional climate that 
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include unambiguous, fair boundaries and networks, as well as compassion, devotion and 

psychological reassurance. Community (support) factors are regarded as any support external 

to the family, such as relational and kinship infrastructures that provide fiscal care, community 

aid, functional help and a feeling of fundamental bondedness (Walsh, 1996). Similarly, 

Liebenberg et al. (2017) noted that the facilitating components of resilience are dependent on 

three factors, namely individual assets, availability of resources, and the individual’s skill in 

utilising the available resources. Individual assets are related to individual protective factors 

and are regarded as internal resilience processes. Examples of individual assets are skill, wit 

and conviction (Liebenberg et al., 2017). Individual assets furthermore include “agency” and 

life-world approaches, operational management, analytical abilities and proficiency 

(Liebenberg et al., 2017, p. 5). In this context, agency is central to the development of resilience 

and refers to individual capability (Liebenberg et al., 2017), including the individual’s 

framework of meaning-making, as well as the process of making meaning. The meaning-

making framework starts developing from a young age and provides the individual with a set 

of methods to help make sense of, understand and interpret the adversity (Liebenberg et al., 

2017). Liebenberg et al. (2017) defined the meaning-making process as the manner in which 

individuals make sense of their experiences by using personal agency and resources, that 

influence how adversities are managed. Interactions with others play a key role in shaping 

individual assets. As the assets develop and grow, the individual’s ability to overcome 

adversities increases. 

Theories of Resilience 

Based on their research, theorists emphasise different factors that affect the development of 

resilience. Consequently, a plethora of definitions and explanations for the development of 

resilience have emerged. This section aims to provide an explication of resilience-indicators 
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that promote individuals’ capacity to overcome adversities. A synopsis of the major 

contributors to resilience theories, follows. 

Michael Rutter 

Michael Rutter, regarded as one of the pioneers of the resilience theory, proposed an 

ecological view of resilience. An ecological view infers that individuals encounter various 

environments throughout their lives that influence their behaviour or response to adversity. The 

emphasis is, therefore, on the environment as a catalyst for resilience, rather than on the 

individual (Shean, 2015). According to Rutter (2013) the environment and familial structures 

determine whether an individual will show or lack resilience, when facing an adversity. This 

notion implies that resilience alters when circumstances change (Fletcher & Sarkar, 2013). 

Rather than conceive resilience as a psychological trait, Rutter regarded resilience as a 

normal adaptation to a risk, given the availability of positive, supportive resources or 

environmental and genetic influences, or biological functioning (Liersch-Sumskis, 2013; 

Rutter, 2006). According to Rutter, resilience refers to a diminished susceptibility to adverse 

contextual exposure, that results in a relatively positive outcome (Rutter, 2012, p. 336). 

Rutter (2006) noted seven features/factors associated with the development of resilience. 

The presence or display of resilience suggests one of seven features/factors: 1) the employment 

of psychological or physiological coping, rather than protective factors; 2) brief exposure to 

low level risks; 3) social competence or positive mental health; 4) turning point experiences; 

5) biological and genetic factors; 6) social relationships; and 7) the fact that protective factors 

are of equal value. 

Firstly, according to Rutter (2006), resistance to challenges may develop from physiological 

or psychological coping and not essentially from the utilisation of protective factors. Rutter 

(2013, p. 477) posited that resilience may emanate from negative aspects, separate from 

contextual hazards, that may result in a balanced or, more so, hazardous outcome. Resilience 
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may originate from characteristics or situations that have little impact when there are no risks 

(Rutter, 2006). 

Secondly, brief exposure to controllable or low-level risks and challenges plays a pivotal 

role in the normal development of an individual, as it may lead to improved coping strategies 

and increased resistance for future adversities (Rutter, 2006). Exposure to these repeated low-

level risks, rather than avoidance thereof, can facilitate coping skills (Rutter, 2013). Rutter 

(1999, p. 125) termed these experiences of low-level risks as “steeling effects”. Steeling effects 

or low-level risks may strengthen resistance to later stress. 

Thirdly, resilience concerns an individual's social competence or positive mental health, in 

relation to a serious risk (Rutter, 2013). According to Rutter (2006), individual differences 

determine how a person will respond to risk and protective factors. Since individual traits and 

mental features differ, risk and protective factors may have different consequences in different 

individuals (Shean, 2015). Rutter (2013) described the mental features necessary to overcome 

an adversity and build resilience as the ability of an individual to plan; exercise self-control; 

do self-reflection; possess a positive sense of self agency and confidence; and their 

determination. Furthermore, Rutter (2013) posited that individuals who possess these mental 

features can successfully control the changing events. 

Fourthly, a turning point experience refers to a constructive change that takes place during 

adulthood. A turning point experience occurs when the individual removes detrimental past 

experiences and replaces them with new, constructive options - a delayed recovery may, thus, 

be derived (Rutter, 2006). 

In the fifth instance, biological and genetic factors play a major role in how risk is addressed 

and how resilience develops (Liersch-Sumskis, 2013; Rutter, 2006; Shean, 2015). 

Environmental factors may, however, alter genes and biological functioning, i.e., the 

detrimental effects of stress on neural structures (Liersch-Sumskis, 2013; Shean, 2015). 



39 

 

Biological programming or the damaging impact of stress or adversity on neural structures can 

constrain resilience (Rutter, 2006). 

Sixth, Rutter (2013) emphasised that social relationships, such as a positive family 

atmosphere, act as protective factors against behavioural and emotional disturbances. Rutter 

(2006) posited that the employment of protective factors is dependent on the social context of 

the individual. For instance, when individuals receive more family support, they are likely to 

experience increased family stability via the social experiences they have encountered (Shean, 

2015). Positive and healthy social relationships foster resilience. 

Finally, Rutter claimed that all protective factors are of equal value, with none taking 

precedence over the other, and that cumulative risks are linked to poorer outcomes (Rutter as 

cited in Shean, 2015). 

Norman Garmezy 

Garmezy (1991) focused on the identification of the characteristics of individuals who 

thrived and showed resilience, whilst living in difficult circumstances. The focus of their 

research was on the prevention of mental illness by employing protective factors such as 

cognitive skills, motivation, social change and personal voice. Garmezy (1987) referred to 

protective factors as stress-resistant factors and considered resilience (Garmezy, 1991) to be 

the effective functioning of an individual during a stressful period. For Garmezy, resilience 

does not necessarily signify being impervious to stress, but it rather reflects the ability to 

recover from an adversity and maintain competent, adapted behaviour. 

Garmezy (1993) identified three protective factors that promote resilience, namely 

dispositional factors of the individual, family bonds and cohesion, and external support 

systems. “Dispositional factors” refer to the temperament of the individual and include 

(Garmezy, 1991, p. 464). Familial factors promoting resilience include warmth, family 

cohesion, a stable family structure, and a concerned parent or caring adult, such as a supportive 
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grandparent (Garmezy, 1987). Garmezy (1991) posited that the societal factors refer to support 

external to the family, such as a concerned teacher or social worker, and community 

relationships. This triadic model of resilience highlights the fact that resilience is a process in 

which an individual can shape their environment and vice versa. Garmezy (1991), furthermore, 

posited that genetics, as well as the environment, play a pivotal role in the development of 

resilience. 

Suniya Luthar 

Luthar et al. (2000, p. 5) advocated that the term resilience be applied with reference to 

“competence despite adversity”. Resilience is seen as multidimensional, where the individual 

may portray competence in some - but not necessarily all - areas of functioning. Luthar et al. 

(2000), furthermore, posited that resilience is not a personality trait, but an outcome of the 

interaction between the individual and the environment. Similar to the definitions of resilience 

presented earlier in this chapter, these scholars perceived resilience to infer two critical 

conditions, namely the experience of an adversity and a positive adjustment outcome (Luthar 

& Cicchetti, 2000; Luthar et al. 2000; Shean, 2015). 

The adversity or risk is a negative experience that requires a positive adjustment or 

adaptation. The positive adaptation is defined in terms of the social competence demonstrated 

by the individual. However, Luthar and Cicchetti (2000) suggested that high social competence 

is not the only measurement of resilience, and that the absence of a behavioural or emotional 

maladjustment can also serve as an indication of the development of resilience. Moreover, the 

development of resilience is influenced by vulnerability and protective factors. Vulnerability 

and protective factors are regarded as negative and positive risk modifiers, respectively. Luthar 

et al. (2015) and Luthar and Cicchetti (2000) defined vulnerability factors as indices that 

worsen or aggravate the negative effects of stress in individuals. These factors were identified 

as poverty, parental mental illness, isolation from peers, family conflict, and modelling of 
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ineffective coping mechanisms (Luthar et al. 2015). It was concluded that low intelligence and 

being male can also be viewed as vulnerability factors, as individuals with low intelligence do 

not adjust easily to adversities and boys are more reactive to the environment than girls (Luthar 

& Cicchetti, 2000). Luthar agreed with Rutter and Garmezy, in perceiving protective factors 

or forces as those that regulate the effects of an adversity and steer it in a positive direction 

(Luthar & Cicchetti, 2000; Luthar et al., 2015). These factors include a strong value system, 

supportive relationships, an internal locus of control, social competence, and enriched coping 

skills (Luthar & Cicchetti, 2000; Luthar et al., 2015). High intelligence, previously regarded as 

a protective factor, was identified as a vulnerability factor, founded on the belief that these 

individuals are more sensitive to environmental issues than people of moderate/average 

intelligence (Shean, 2015). Luthar (1993) argued in favour of the introduction of superlative 

distinct labels to mark salient processes, in order to minimise the ambiguity in connotations of 

core terms in resilience studies. Luthar categorised protective factors as those factors that are 

protective-stabilising, protective-enhancing, and protective but reactive (Luthar et al., 2000). 

Luthar and Cicchetti (2000) explained that individuals with protective-stabilising traits 

demonstrate positive adjustment, despite the increasing risk. They exposited that the 

protective-enhancing trait allows individuals to engage with a stressful event in a such a manner 

that their competence is strengthened with increasing risk (Luthar et al, 2000). The final trait 

proposed by Luthar is protective but reactive. This trait usually offers advantages, but less so 

when stress levels are high rather than low (Luthar et al, 2000). Vulnerability and protective 

factors are influenced on multiple levels involving the individual, the family, and the 

community (Luthar et al., 2015). Luthar and Cicchetti (2000) identified poor impulse control 

and low intelligence as individual attributes that can negatively affect the vulnerability of an 

individual. Protective factors include a positive sense of self-efficacy, malleability, an internal 

locus of control, and an easy-going disposition (Luthar et al., 2015). Vulnerability factors are 
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exacerbated in families where factors, such as inconsistent discipline and maltreatment, are 

evident. Protective family forces include a sense of belonging, nurturance, and parental support 

in the form of clear discipline guidelines, warmth and appropriate control (Luthar et al., 2015). 

The protective processes within communities relate to early intervention, attachment-based 

interventions, and positive peer and social networks, whereas vulnerability factors at the 

community level include exposure to and the effects of violence. 

Ann Masten  

Citing the “ordinariness of resilience”, Masten (2001, p. 227) concluded that resilience is 

the ordinary result of a normal developmental process. They explained that the development 

of resilience forms part of normal human functions or competencies, and that adaptation in the 

face of a threat is not an extraordinary process (Masten, 2001). This perspective accommodates 

a more positive outlook on human development, shifting the focus from a deficit model to a 

positivist perspective. 

According to Masten and Coatsworth (1998) resilience refers to manifested competence 

when an adversity is encountered. They posited that competence implies a healthy adaptation, 

where the individual is able to perform optimally in future (Masten & Coatsworth, 1998). This 

result stems from the interaction between the individual and the environment. Masten’s 

research highlighted the connections between individual and contextual resources in the 

development of resilience - demonstrating the non-linear characteristics of resilience 

(Liebenberg et al., 2017). This non-linearity implies that competence can develop in a 

favourable or unfavourable environment, depending on the capabilities of an individual and 

the context in which they live (Masten, 2001). 

According to Masten (2001), a threat is any occurrence that compromises the protective 

factors by negatively affecting developmental and adaptive processes, such as cognitive 

development, self-regulation, motivation for learning, and interacting with the environment. 
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Masten and Coatsworth (1998) identified the protective system and factors in the individual’s 

life as a prerequisite for the development of competence. These protective factors exist on three 

levels, namely the individual, family and community levels. At an individual level, protective 

factors refer to intelligence, a sociable and positive disposition, self-efficacy, self-regulation of 

emotion, behaviour and attention, self-confidence, high self-esteem, talents, and faith. At the 

family level, protective factors include authoritative parenting, competent adults, close 

relationships with caring parental figures, warmth, structure, high expectations, and supportive 

relationships with extended family. At the extra-familial level, protective factors include 

supportive relationships with prosocial adults or organisations outside the family, as well as 

attending an effective school (Masten, 2001; Masten & Coatsworth, 1998). 

Michael Ungar 

One of the most influential accounts on the social ecological perspective of resilience, 

emanated from Michael Ungar. The development of resilience is not bound solely to the 

individual’s set of characteristics (Shean, 2015). Ungar (2008) posited that the interaction 

between the individual, the environment and culture, influences the development of resilience 

when there is exposure to a significant adversity. Ungar (2011, p. 1) proposed that the emphasis 

should be on the role of “social and physical ecologies” when considering resilience, and that 

both the person and their environment influence resilience. 

Ungar (2008) theorised that resilience is the ability to navigate and negotiate the social 

environment and health resources, using individual, family, community and cultural assets. 

Navigation relates to the ability of the individual to employ personal agency to seek help, as 

well as the accessibility and availability of the required assistance. Navigation can only take 

place if the resources are accessible and available (Ungar, 2008). Negotiation occurs when 

resources are culturally meaningful to the individual, that is, when the resources provided can 

positively contribute to the needs of the individual. According to Ungar (2012), resilience is 
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both a process of the individual’s ability to navigate towards, and the individual’s potential to 

negotiate for, health resources. Shean (2015) posited that individual traits such as motivation, 

personal agency, disposition, personality variables, and genetic predispositions, are facilitated 

by the environment. The environmental resources - or lack thereof - will positively or 

negatively influence the choices an individual will make (Shean, 2015). 

Ungar (2008) identified seven tensions of resilience in cultures, namely access to material 

resources; positive relationships with significant others; a positive sense of identity; power and 

control to access health resources; the experience of social justice; adherence to cultural beliefs, 

practices and values; and cohesion relating to balancing personal, social and spiritual interests. 

According to Ungar (2008), a resolution of tensions is necessary for the development of 

resilience. 

In summation, across these different theorists’ conceptions of resilience, several 

commonalities exist. Firstly, two core ideas are evident in each of the theoretic definitions of 

resilience, namely that the individual experiences an adversity, and shows a positive adaptation. 

Resilience is regarded as a normal adaptation to the experience of a risk or adversity. Luthar 

(1993) added that resilience is less about the absence of psychopathy but is rather more 

concerned with the positive adaptation and development of an individual. 

Secondly, they all concurred that resilience is not an innate attribute possessed by some 

individuals, but rather an outcome of the positive interaction between the individual and the 

environment in which the individual is embedded. Contrary to this stance, Luthar (1993) 

indicated that resilience can occur in both a favourable and unfavourable environment. 

Thirdly, considering resilience is not only an ever-present personality trait, each of the 

theories posited that it is a dynamic and ongoing process. Resilience is not static, but rather 

develops over time, in the context of individual-environment interactions. This process is 

influenced by risk and protective factors. Furthermore, Rutter (2013), Ungar (2011) and Luthar 
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(1993) agreed that risk and protective factors are not bipolar, that is, they are not at opposite 

ends of the spectrum. For example, Rutter (2013) stated that a risk in one situation may 

constitute a protective factor in another. Contrary to this perspective, Masten (2001) regarded 

risk and protective factors as bipolar. 

In the fourth instance, theorists agreed that cumulative risks are worse than individual risks. 

However, not all risks are detrimental, as argued by Rutter (2013), Luthar (1993) and Ungar 

(2011). Some risks may act as steeling events and, as such, the avoidance of risks may not 

always be the best response. 

In the fifth place, the resilience conceptualisation process acknowledges the effects of 

protective factors. The theorists agreed that protective factors are conceptualised and interact 

on three levels, namely that of the individual, the family, and the society or community. These 

positive individual traits, family bonds, and social relationships, are pivotal to the development 

of resilience. However, Ungar (2011) adds another level of protective factor interaction, 

namely culture. 

Sixth, Rutter (2006) advocated the importance of turning points. This implies that past risk 

experiences can have a positive effect on later adaptation, where negative experiences from the 

past are replaced with new constructive options. Similarly, Ungar (2011) suggested that a 

healthy adaptation takes place in a positive environment. Masten (2001) agreed by stating that 

competence implies a healthy adaptation, where the individual is able to perform optimally in 

future. 

Lastly, Rutter (2006) and Ungar (2011) agreed that resilience is influenced by genetic 

factors. Both theorists asserted that biological functioning plays a pivotal role in the 

development of resilience. Luthar stated that low intelligence can negatively influence the 

development of resilience. 
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Rutter noted, however, that coping processes are more important than external risk or 

protective factors, whereas Luthar (1993) considered vulnerability and protective factors to 

contribute more significantly to the development of resilience. Garmezy (1991) focused on the 

capacity of the individual to recover under stressful conditions, as well as the factors that 

influence the development of resilience. In order to develop competence, Masten (2001) 

stressed the importance of protective factors as a prerequisite for the development of resilience. 

Masten, furthermore, highlighted the ordinariness of resilience development (Masten & 

Powell, 2003). Ungar, however, advocated that greater emphasis should be placed on the 

physical and social ecology of the individual (Ungar, 2011). 

The Resilience Doughnut Model 

Numerous models of resilience have been developed to conceptualise the interaction 

between risk and protective factors (Worsley, 2015). The resilience doughnut model, 

developed by Worsley in 2006, is an ecological model, founded on Bronfenbrenner’s 

ecological systems theory (Basch, 2019; Miller et al., 2016). Ecological systems theory focuses 

on the quality of the individual’s relationship with society (Paquette & Ryan, 2001). Basch 

(2019) noted that the resilience doughnut model is a solution-focused and strengths- based 

approach. In a solution-focused approach, individuals focus on their goals and then identify 

their strengths. A strength-based approach focuses on both the individual and their 

environment. 

Implicit, concerning this model, are three interacting tenets. Firstly, resilience is a process 

of continual development; secondly, individuals negotiate and navigate available resources; 

and thirdly, these processes occur when adversities are present. Furthermore, the resilience 

doughnut model focuses on both the personal characteristics that enable a person to recover 

from adversity, and the interaction between the individual’s internal characteristics and the 

available external resources. These external factors can positively or negatively influence the 
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response of the individual, when faced with an adversity. The ability of the individual (internal 

strengths) and availability of supportive environmental factors (external resources) are central 

to the model. The model highlights the dynamic interaction and combination of external and 

internal factors, as well as multiple pathways towards developing and strengthening resilience. 

Research indicated that individuals exhibit improved coping skills in adverse situations, when 

they combine their internal assets with external resources (Basch, 2019; Worsley, 2015). The 

resilience doughnut model explicates how resilience is developed and how an individual may 

ultimately thrive in the face of an adversity (Basch, 2019). 

Worsley (2015) defined internal assets and strengths as protective and promotive factors, 

vital to the individual. These internal assets include ability, internal resources, analytical 

competencies, independence, application, character disposition, and expectation alignment 

(Basch, 2019). Internal strengths play a pivotal role in the interpretation of adversity and how 

people make sense of adversity or derive meaning from dealing with adversity. The resilience 

doughnut emphasises that positive changes within an individual are the result of the 

individual’s strengths or are drawn from supportive, positive and intentional relationships. 

Worsley (2010) agreed with Masten’s (2001) theory that the development of resilience is an 

everyday, ordinary process, and part of normative human resources found in the cognition of 

individuals, in their families, and in their social relationships. Resilient individuals sort, 

prioritise and order their resources, as a strategy to activate recovery from the adversity and 

sustain the growth experienced, thus, rendering their approach solution-focused and strengths- 

based. 

A prerequisite to building resilience is that the internal assets of the individual operate in 

tandem with external resources, thus, implying that the external resources must feed into the 

internal strengths of the individual (Miller et al., 2016). The resilience doughnut model consists 
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of two connecting circles (Basch, 2019). Figure 1 illustrates how the interaction of the internal 

and external factors is highlighted by the inner circle situated within the outer circle. 

 

 

 

 

Figure 1 

The Resilience Doughnut 

 

 

 

 

 

 

 

 

(Worsley, 2015, p. 76) 

 

The internal structure (inner circle) of the resilience model represents the personal agency 

or internal characteristics of the individual. Concepts such as self-efficacy, self-esteem, and an 

awareness of resources available to them, form the core of the structure. Worsley (2015) 

theorised that the individual’s internal strengths or characteristics related to how they view 

themselves in the world, are divided into three categories, namely I have, I am, and I can. Rutter 

(2012) identified similar categories for promoting resilience, namely coping mechanisms (I 

have), mental sets (I can) and personal agency (I am). Ledesma (2014), likewise, identified the 
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internal variables in resilience as self-factors (I can), personality factors (I am), or individual 

resources (I have). 

“I have” relates to the cognisance of sustainable and supportive social resources available 

to the individual (Miller et al., 2016). Resilient individuals hold the ability to navigate and 

negotiate their external resources, when required to do so (Worsley, 2015). “I have” is an 

awareness of resources that can be utilised to promote resilience in the face of adversity, such 

as “I have a trusting relationship” and “I have others who help me to become independent” 

(Miller et al., 2016, p. 3; Worsley, 2010). 

“I am” is defined as the secure sense of self and personal strengths held by the individual. It 

refers to the self-concept or self-esteem of the individual, such as “I am lovable” and “I am 

willing to take responsibility for my actions” (Miller et al., 2016, p. 3) that develops via 

interaction with parents, peers, family and the community. Resilient adults can adapt their 

behaviours when faced with different challenges, owing to their secure sense of self (Worsley, 

2015). 

“I can” refers to the interpersonal and social skills that render the individual self-efficient. 

It relates to the self-efficacy of the individual, such as “I can communicate”, “I can solve 

problems”, and “I can exercise self-control” (Miller et al., 2016, p. 3; Worsley, 2010). A 

resilient adult will utilise their skills related to problem solving, sense of purpose, social 

competence, and autonomy, to alter their circumstances (Miller et al., 2016). Worsley (2015) 

reported that when a common purpose unites the internal characteristics of an individual, it 

appears to have a positive outcome in respect of sustainability, recovery and personal growth. 

The internal factors interact with the external contexts, to build resilience. Basch (2019) 

posited that individuals cannot successfully develop resilience by drawing purely from their 

internal factors - external resources play an integral role in the process. The external layer of 

the resilience doughnut is representative of the external factors or relationships that contribute 
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to building the individual’s internal strengths (Worsley, 2015). Rutter (2012) and Ledesma 

(2014) agreed that the external variables involve relationships and the social support in an 

individual’s life. 

Worsley (2015) identified seven external resources or protective factors that may enhance 

the building of resilience. These are the partner factor, the skill factor, the family factor, the 

education factor, the friend factor, the community factor, and the work and money management 

factor. 

The partner factor concerns a positive relationship with a significant other/others based on 

love, affection and thoughtfulness. Decisions are made in consultation with the partner, to 

enhance a feeling of security as well as predictability. A strong partner factor supports optimal 

functioning (Worsley, 2015). 

To acquire a strong skill factor, the individual must possess hardiness, optimistic thinking 

patterns, problem solving skills, feelings of success and successful achievements, recognition 

of skill, the willingness to try new experiences, and self-confidence (Worsley, 2010; Worsley, 

2015). Being recognised for one’s skills creates a sense of contentment and a sense of 

achievement with regard to one’s skills. 

Worsley (2015) described the family factor as strong relationships with immediate or 

extended family members. A strong family factor is related to the intense feeling of belonging 

to a group, that is of significant importance to the individual when identity formation develops. 

A sense of connectedness, closeness, family traditions, mutual respect, family identity, family 

expectations, shared spiritual values, and responsibility, positively contributes to the 

development of resilience (Walsh, 1996; Worsley, 2010). Worsley (2015) explained that strong 

families have often faced adversities together. Walsh (1996) theorised that resilience is 

strengthened when a family has community resources available to them. However, conflict 
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within a family structure can exacerbate chronic stress within the individual (Hepburn et al., 

2018). 

The education factor denotes that the enjoyment of and participation in learning and 

understanding play a pivotal role when faced with a risk (Worsley, 2015). Resilient individuals 

are involved in a life-long, continual learning process, in order to empower themselves by 

doing research and reading persistently. The education factor instils a sense of belonging, 

engagement and acceptance within the individual. DuMont et al. (1996) posited that the level 

of education influences the capacity of an individual to acquire information and resources 

relating to the adversity. 

The friend or friendships factor relates to a sense of belonging, common interest, 

improvement in social skills, and acceptance and understanding of differences (between friends 

or in close relationships) and plays a dominant role in the moral development of the individual. 

A strong friend factor requires a supportive group of friends, sharing a common interest. 

Friendships are strengthened if friends have experienced difficulties together, and hold a sense 

of belonging, cooperation, sharing, closeness, group identity, cohesion, support, conformity, 

loyalty, self-regulation and social awareness (Worsley, 2010). 

The community factor relates to being part of, and having ties with, a community structure, 

such as a society, support group, church or sporting team. It serves as a positive basis to enhance 

a sense of belonging and a shared purpose (Worsley, 2010). Being part of a local community 

or support group, or sharing a common purpose, contributes positively to building resilience 

(Worsley, 2015). 

The work and money management factor refers to the presence of a strong work ethic, work 

values and accountability, as well as economic stability with regard to basic needs and security 

(Worsley, 2015). An individual with a strong work factor harbours a positive sense of 

responsibility and accountability for their work and feels valued for the work they perform. 
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Effective management of finances enhances the work factor. Resilient individuals hold a sense 

of control over earning and spending money, an understanding of the value of money, and 

exhibit self-discipline and self-efficacy in relation to money. 

Worsley (2015) noted that not all the external factors in the model need to be present or 

strong, to allow resilience to develop. Only three of the seven external factors, interacting and 

connecting with the internal factors, need to be robustly present for an individual to build 

resilience when encountering adversities (Basch, 2019; Miller et al. 2016; Worsley, 2014). 

According to Worsley (2015), past experiences shape personality traits, social skills, and 

behaviour when seeking help. This may serve as a buffer when future adversities are faced, as 

individuals are able to identify available resources and patterns of how to interact with these 

resources and, thus, harbour a well-developed sense of self. 

Research showed that strong and healthy relationships with significant others, shared 

meaning, the interaction of strong internal and external resources, use of available resources, 

past experiences, patterns of interactions, and positive emotional experiences, aid in the 

development of resilience (Worsley, 2015). 

The resilience doughnut model provides a comprehensive framework to explore how 

individuals, tasked with the care of family members living with dementia, activate resilience, 

employ coping skills and, ultimately, may thrive. It accounts for the external resources 

available to an individual, as well as how family members combine their internal assets and 

strengths with the external resources available to them. The model, thus, proposes change in 

the manner that individuals deal with adversity, given the presence or absence of various 

contextual factors (Worsley, 2010). The model accounts for multiple pathways towards 

developing resilience. 
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Conclusion 

Dementia is an acquired, comprehensive impairment of a person’s cognitive ability, that is 

sufficiently severe to interfere with their normal daily activities. It is one of the more serious 

age-related illnesses owing to its social, economic, physical and psychological impact on both 

the patient and the caregiver. Recent statistics indicated an upsurge in the diagnosis of dementia 

and researchers have forecast an even greater increase in the next 20 years, owing to the 

increase in expected lifespan. The WHO (2012) reported that a new dementia case is diagnosed 

every three seconds, globally. Statistics concerning the total number of dementia patients in 

South Africa, however, are difficult to establish, in view of the lack of such research. 

The increase in the number of patients diagnosed with dementia, directly impacts the 

number of family members and health care facilities required to render aid to the patients. 

Considering that dementia is not classified as a primary healthcare need in South Africa, 

scarcity of dementia health care facilities is apparent. Family members are, therefore, often 

tasked with taking care of the dementia patient. Research indicated that the key challenges 

experienced by the family members are related to a lack of education, social support, and 

information concerning available resources to assist family members (Van der Poel & 

Pretorius, 2009). This results in family members experiencing higher levels of stress, 

depression and social isolation, compared to family members of patients with other disorders 

(Gurayah, 2015). 

This chapter outlined the nature and prevalence of dementia, as well as the impact of 

dementia on the family members. There is a paucity of research as to how these family members 

cope with the challenges of managing the care needs of the dementia patient and how they may 

build resilience, or even thrive, in the midst of the adversity. 
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The conceptual and theoretical framework outlined in the chapter, revealed different 

theorists’ conception of resilience, founded on the interaction of internal and external factors 

that an individual employs towards the development of resilience. 

Understanding the lived experiences of individuals tasked with the care of a family member 

living with dementia, can potentially render insight into how they develop resilience in the 

process. The aim of the study is, therefore, to explore and understand how resilience is 

developed by individuals tasked with the care of a family member living with dementia, in the 

South African context. 

In order to address the aims of this study, the resilience doughnut model serves as a 

theoretical framework to understand how family members develop resilience whilst tending to 

the requirements of a dementia patient and is therefore best suited to the study. 
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Chapter 3 

 

Methodology 

 

Research Problem 

Numerous studies have indicated an increase in life expectancy in the general population 

(Cheng, 2017; De Jager et al., 2015; Greenwood et al., 2017; Gurayah, 2015; Iavarone et al., 

2014; Prorok et al., 2013). Furthermore, statistics confirm that, in recent years, the number of 

people living with dementia has escalated significantly, resulting in scores of families tasked 

with the care of family members living with dementia. The care of a family member afflicted 

with dementia is demanding, negatively impacting the caregiver and resulting in a decline in 

psychological, emotional, and physical health, as well as financial concerns (Iavarone et al., 

2014) and social isolation (Greenwood et al., 2017). Caregivers may be prevented from 

attending to family matters, experience frustration with themselves or the patient, become 

depressed or inadvertently lose their jobs (Rodrigo et al., 2013). The lack of any formal training 

or knowledge on how and where to access respite programs, furthermore, adversely affects the 

quality of life of the family member tasked with the care of a patient with dementia (Thomas, 

2010). 

The body of literature concerning the lived experiences of caregivers of patients with 

dementia, although informative, does not address the question of how caregivers develop 

resilience and manage caring for a patient with dementia. There is an urgent need to address 

this gap in the knowledge base both internationally and in South Africa, thus providing a 

rationale for exploring the lived experiences of family members living with patients with 

dementia. Providing support for patients with dementia is particularly traumatic, resulting in 

the increased incidence of psychological illness, physical ailments, social isolation, and 
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hospitalisation (Brooks et al., 2015). It is therefore imperative to understand the challenges 

associated with dementia caregiving and how caregivers develop the resilience necessary for 

managing and dealing with the caregiving process. 

Research Purpose 

The purpose of this study was to explore the subjective experiences of family members 

tasked with the care of a dementia patient, in order to understand how they develop and employ 

resilience to manage the demands of caregiving. The specific objectives of this research include 

exploring the impact that caring for a family member with dementia has on the carers’ physical, 

psychological, emotional, social, and economic well-being. This included exploring the 

challenges associated with caring for a family member with dementia and the coping strategies 

employed to manage these challenges. The research findings will emphasise how family 

members develop the resilience necessary to effectively deal with the challenges of dementia 

patient care. Furthermore, this study may potentially contribute to the body of knowledge 

regarding the challenges familial caregivers face when caring for a family member living with 

dementia. The study findings may be useful to policymakers and healthcare authorities in 

formulating strategies to educate and render assistance to home-based caregivers, in order to 

mitigate the demands of caregiving, and to develop and employ the coping skills necessary to 

develop resilience. 

Research Questions 

In order to address the research objective, the core research question posed by this study is 

related to the lived experiences of family members tasked with the care of dementia patients 

i.e., how do familial caregivers develop coping skills that foster the resilience required to 

successfully manage the challenges of caring for a dementia patient?  
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Research Design 

A research design is a blueprint, logical or master plan detailing how the study will unfold. 

It provides particular information concerning the process and procedures of the research 

employed to address the phenomena under investigation (Creswell, 2009). The research design 

for this study served as a guide for the collection and analysis of the data as well as the 

interpretation of the findings and the write-up of the results. 

The researcher employed a qualitative design towards the collection, analysis and 

interpretation of the data. The underlying philosophical assumptions of Interpretative 

Phenomenological Analysis (IPA) informed the analysis of the data and the write-up of the 

findings. IPA was deemed a suitable approach to explore the essence of participants’ lived 

experiences related to the care of a patient with dementia, and the resilience required to manage 

with the caregiving process. 

Qualitative Research 

The study employed a qualitative research design to facilitate insight into and an 

understanding of how the participants make sense of their perceptions and create meaning 

(Biggerstaff, 2012; Merriam, 2009). A key strength of a qualitative research design pertains to 

the extent of the perspectives offered by the participants, emanating from the application of 

specific data collection methods that explore their subjective experiences (Creswell, 2009). 

This approach utilises interviews, observations, fieldwork, questionnaires, documents, and 

texts, to analyse and explore crucial attributes of the phenomenon (Merriam, 2009). 

Creswell (2009) and Merriam (2009) posited that the foundations of qualitative research 

involve several key elements, namely that 1) the research is conducted in a natural setting (in 

situ); 2) the researcher is the primary instrument for data collection and analysis; 3) the process 

is emergent, flexible and inductive; and 4) it seeks to elicit rich, elaborate descriptions of the 
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participant’s experience of and meaning related to the phenomenon, in order to render a holistic 

view of the phenomenon. 

In this study, the researcher gathered data by conducting virtual, semi-structured interviews 

via the MS Teams online platform, observing Coronavirus Disease 2019 (COVID-19) 

protocols, guidelines, and regulations. The researcher, therefore, devoted a considerable 

amount of time during the virtual interaction to affording participants the opportunity to make 

sense of their experiences (Featherston, 2008; Merriam, 2009). 

Another key element of qualitative research is that the researcher is the principal instrument 

in the collection and analysis of data. The purpose of this study was to understand the human 

experience in caring for a dementia patient. The researcher developed an empathic relationship 

with the participants that encouraged them to speak honestly and openly. Polkinghorne (2010) 

asserted that an individual’s inner psychological state cannot be directly observed and that the 

goal of a qualitative researcher is, thus, to uncover this submerged inner state. The qualitative 

researcher is, therefore, considered to be the ideal data collection instrument (Featherston, 

2008). 

The third key element of a qualitative approach is the flexible and emergent nature of such 

a design (Merriam, 2009). The study adopted the concept of flexibility by employing semi-

structured interview questions that afforded participants the freedom to table and discuss 

various issues relating to the research focus, without necessarily restricting the conversation to 

the interview schedule. The participants responded freely, utilising their own conceptions to 

describe their experiences. In addition, the flexibility of the semi-structured interviews allowed 

the researcher to probe the participants’ initial responses for further clarification. Furthermore, 

Mack et al., (2005) advocated that the qualitative approach allows for greater freedom 

(flexibility) and adaptation (emergent design) during the interaction between the participant 

and researcher. Featherston (2008), moreover, claimed that the design of the study may change 
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as the researcher commences collecting data, in response to changing conditions (emergent 

design). 

Participants conveyed their real-life experiences in as much detail as they preferred, with no 

time restrictions to the interviews. In addition, verbal and non-verbal communication by the 

participants rendered deeper insights into their experiences of the phenomenon under study, 

providing an elaborate description of their experiences - the fourth key element of qualitative 

research identified by Merriam (2009). 

The study focused on meaning and understanding attributed to the phenomenon, yet another 

characteristic of a qualitative approach. The significance of the meaning that participants 

attributed to their experiences, was of interest to the researcher. The aim was therefore to 

achieve an understanding of how participants interpret and construct meaning in and through 

their experiences (Merriam, 2009). Humans are “conversational creatures” and language is 

employed to explain their experiences, which is the purpose of this approach (Brinkmann, 

2013, p. 2). Ultimately, this study aimed to elicit and extract information regarding the family 

members’ experiences in employing coping strategies to promote resilience (Maree, 2007). The 

analysis aimed to establish meaningful themes and examine the relationships amongst the 

themes emanating from the text. The inductive nature of this process implies that the researcher 

utilises the findings from the data to construct patterns, identify categories, and derive themes 

concerning the phenomenon under investigation (Creswell, 2009). This process entails 

revisiting themes in order to create a comprehensive set of themes. 

Creswell (2013) emphasised five qualitative approaches, namely, narrative enquiry, 

grounded theory, ethnography, case studies, and phenomenological research (Creswell, 2013). 

This study employed phenomenological research, as it was best suited to the type of exploration 

desired. Phenomenology focuses on the study of the perception of an individual within the 

world (Creswell, 2013). Hermeneutics is a methodology of phenomenological interpretation. 
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The study was orientated towards the lived experiences of individuals (phenomenology) and 

the interpretation of these experience (hermeneutics). 

Phenomenological Approach 

The study applied a phenomenological approach, allowing for a comprehensive, interpretive 

and naturalistic investigation relating to the understanding of the phenomenon. This approach 

enabled the researcher to render a pure, accurate, and truthful account (Polkinghorne, 2010) of 

the lived experiences of family members living with and tasked with the care of a dementia 

patient, specifically concerning the coping strategies employed whilst developing resilience to 

the contextual challenges, in the process. Polkinghorne (2010) defined the study of phenomena 

as phenomenology. Phenomenology is a detailed examination of the lived experiences of 

individuals, and how they assign meaning to phenomena and make sense of their experiences 

(Smith, 2018). 

Edmund Husserl (1859–1938), recognised as the founder of phenomenological research, 

essentially developed the approach to improve upon the study of the lived experiences or 

‘erlebnis’ of individuals. The phenomenological approach, employed by this study, enabled 

the researcher to focus on the world or reality as uniquely experienced and interpreted by the 

participants - a world that is not separated from the person (Eatough & Smith, 2010; Laverty, 

2003). The strategy of enquiry intended to discover accurate meanings of the lived experiences 

of family members involved with the care of a dementia patient, by probing deeper into the 

participants’ reality, thus exploring the individual’s lifeworld or ‘lebenswelt’ (Laverty, 2003; 

Smith, 2018). Phenomenology “thematizes [sic] consciousness and its functions” (Giorgi et al., 

2017, p. 177) and addresses the ‘noema’ of a person, i.e., what is perceived, thought, 

remembered, imagined, and felt by the individual regarding an object or event (Moustakas, 

2010). To fully understand the ‘noema’ of a person, the focus of phenomenology is on 

intentionality, eidetic reduction and constitution of meaning (Adams & Van Manen, 2008). 
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Intentionality, the central focus of this approach, is a function of the person who perceives 

the phenomena via their consciousness (Laverty, 2003). Intentionality assumes that 

consciousness, that is non-sensorial, is a medium via which we become consciously aware of 

the phenomenon (Giorgi, 2014). The concept of intentionality, furthermore, signifies that 

conscious activities are directed toward an object and it refers to how meaning is attached to 

an object (Sages, 2014). It is the process that knowingly and intentionally transpires in relation 

to the focal object, reality, or event (Creswell, 2009; Laverty, 2003). Intentionality is, thus, “the 

experience of perception, thought, memory, imagination, and emotion” of an individual 

concerning a phenomenon (Reiners, 2012, p. 1). 

In phenomenological research, the researcher must employ eidetic reduction to fully explore 

and understand the reality of the participant. Adams and Van Manen (2008) declared that 

eidetic reduction is a technical term employed to describe the phenomenological mechanism 

of bracketing, applied by the researcher. Bracketing is a strategy that allows the researcher to 

revoke all biases, preconceived ideas, prejudice, and subjectivity, in order to explore the 

lifeworld of participants. Bracketing aims to fully explore and understand the experiences as 

perceived by the participants, that is, to see the phenomenon as it exists, to “make the invisible 

visible”, and to allow the phenomenon to speak for itself (Laverty, 2003, p. 28). This is referred 

to as ‘epoché’, a Greek term, meaning to refrain or stay away from judgement and prejudice 

(Groenewald, 2004, p. 47). This eidetic method involves exploring the experience and 

interpretation of a phenomenon from the participant’s perspective (Pietkiewicz & Smith, 

2014). Ortlipp (2008) explained that the researcher employs a reflexive journal to facilitate 

self-reflexivity and bracketing, as a strategy for examining their assumptions, beliefs, and 

subjectivity. 

Eidetic reduction was accomplished by bracketing all biases related to the phenomenon of 

interest, employing a reflexive journal during the various phases of the study. The researcher 
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chronicled all biases and preconceived ideas in the reflexive journal. The preconceptions held 

by the researcher prior to the inception of the study included the assumption that the care of a 

family member with dementia is experienced as stressful, exhausting and frustrating, and that 

the familial caregivers’ situation is akin to imprisonment as they are prevented from social 

participation in any activities other than those involving the patient. Eidetic reduction enabled 

the researcher to understand the constitution of the meaning attributed to the phenomenon by 

the participants. 

As recommended by Van Rensburg et al. (2013), the multiple realities of the participants’ 

experiences were considered, and a commitment to the understanding of the phenomenon from 

the participants’ viewpoint was the focal point of the study. The researcher sought to recreate 

the meanings participants ascribed to their experiences - fully comprehending what the 

participants experienced by remaining committed to each case. Furthermore, the multiple 

realities of the participants’ life worlds informed the meanings attributed to the caregiving 

activities, coping, and the development of resilience. Vosloo (2014) reported that individuals 

consciously direct constitution of meaning and their understanding of the social world towards 

an object. The mind constructs meaning by interpreting experiences and events - reality is, 

therefore, the interpreted connotations people attribute to their experiences that can only be 

uncovered by understanding the individual’s reality (Vosloo, 2014). In phenomenological 

research, each experience is regarded as unique (idiographic) owing to the complexity of 

human nature. 

Hermeneutics 

The object of the study was to discover and interpret the latent or hidden meanings in the 

descriptions of the participants’ experiences (Adams & Van Manen, 2008). Pringle et al., 

(2011) affirmed that phenomenology uncovers meanings attributed to a phenomenon whilst 

hermeneutics interprets the meaning. The central tenet of the study related to the personal 
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experiences of the lifeworld of the participants (Laverty, 2003; Pringle et al., 2011). The 

researcher applied the perspective that each participant experienced living with and caring for 

a dementia patient uniquely, as was also the case with the development of resilience. The 

participants’ experiences informed the interpretation of the phenomenon, as the researcher 

attempted to gain an insider’s perspective. The researcher employed the data corpus obtained 

from the participants to understand, interpret and give meaning to their experiences and the 

development of resilience in caring for a dementia patient. 

Martin Heidegger and Hans-Georg Gadamer expanded on Husserl’s phenomenological 

approach. Whereas Husserl focused on perception, awareness and consciousness, Heidegger 

primarily focused on the ontological question of ‘being’ - the individual’s existence itself 

(Laverty, 2003). Heidegger’s work is referred to as interpretative phenomenology. The central 

question posed by Heidegger related to “how the being of beings shows itself as a revealing of 

being [sic] itself” (Adams & Van Manen, 2008, p. 2). The essential principle of hermeneutics 

concerns our contextual relation to the phenomena. Heidegger perceived the individual as 

submerged in the world and concluded that the world consists of contextual relationships, 

social structures, and objects. He termed being-in-the-world as ‘dasein’ (Groenewald, 2004; 

Laverty, 2003). Heidegger posited that human understanding is founded on descriptions that 

are essentially the researcher’s interpretation of the phenomenon. 

The participants relayed their experiences via the medium of language during the interviews. 

The researcher and the object of study were, thus, merged through language. Hermeneutics is 

founded upon the premise that people experience their world by employing language (Eatough 

& Smith, 2010). Gadamer agreed with Heidegger’s perspective that language and 

understanding cannot be separated from the individual’s being-in-the-world (Laverty, 2003). 

His philosophy is termed hermeneutic phenomenology. Groenewald (2004) and Laverty (2003) 

explicated that hermeneutic phenomenology stipulates that language is the medium employed 
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by the researcher to examine how people understand, interpret and attribute meaning to their 

experience in the world. 

The ultimate purpose of hermeneutics is to clarify the phenomenon in its entirety, regardless 

of the individual experiences (Shinebourne, 2011). All the sections of meaning must be seen 

as part of a whole and the researcher must, therefore, rotate between considering the 

interdependent meanings constructed by the participants and the concept as a whole. This 

circular relationship aids in the understanding of the participants in their contexts. 

Interpretative Phenomenological Analysis (IPA) 

The premise of IPA is how the entire experience of the phenomenon is important and 

meaningful in the context of the individual’s life (Eatough & Smith, 2010). This study was 

positioned in the interpretative phenomenological paradigm, deemed best suited to the 

investigation. The research explored, in detail, the perceptions of the participants, in order to 

understand how they make sense of their personal and social worlds (Smith & Osborn, 2008). 

The objective of IPA is to assist truthful understanding of the participants’ experiences and to 

“uncover” the essence of the phenomena, and how participants make meaning of their life 

experiences (Merriam, 2009, p. 5). The notion that humans are interpretive beings is 

fundamental to this approach. 

Creswell (2009) defined a paradigm as a set of beliefs from which a worldview is derived. 

The term ‘paradigm’ in research refers to the representation of a conceptual framework utilised 

to conduct data analysis. It is a lens through which we view the world (ontology) and defines 

the research relationship between the knower and what can be known (epistemology). It 

furthermore employs certain strategies of enquiry and analysis (methodology). The ontological 

perspective of interpretivist phenomenology is that of multiple realities. The researcher 

explored these realities by conducting interviews to discover how participants interpret and 

make sense of their lifeworld in their natural setting. The manner in which participants 
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constructed their experiences of living with a dementia patient and how they displayed 

resilience, informed the study’s findings. Ontology, as defined by Creswell (2009), is the study 

of the theory of knowledge. The ontological assumption of IPA is that reality resides in the 

meaning we attach to it, via our experiences and language. It focuses on how people mentally 

construct events, ideas or objects, in the external world, and assumes that the world is already 

in existence and that the individual experiences it uniquely. The lifeworld is the concrete and 

immediate experience of an individual in the here and now (Laverty, 2003). 

In IPA, the epistemological standpoint is that data is contained within the idiosyncratic 

perspective of an individual (Reid et al., 2005). Epistemology refers to the stance or orientation 

of the researcher with regard to the question of the inquiry and what can be known (ontology). 

Epistemology relates to how phenomena can be discovered, disclosed and known, and which 

assumption can be made about that which can be known. The researcher can only know what 

can be known by immersing themselves in the world of the participants. This implies that the 

phenomena of interest in this study were interpreted and understood via conscious mental 

processes in interaction with the social context. This allowed the researcher to gain a 

comprehensive and holistic understanding (a phenomenon in totality) of the core meaning that 

participants attributed to their experiences. 

The themes and patterns in the data were derived from the knowledge that emerged from 

the participants’ context. Emergent themes were uncovered cyclically and assisted the 

researcher’s comprehension of the participants’ experiences. The researcher continually 

reviewed and analysed portions of the text, as well as the text as a whole, during the interpretive 

process (Laverty, 2003; Reiners, 2012). Pietkiewicz and Smith (2014) claimed that IPA 

promotes an inductive approach to data analysis. Smith and Osborn (2008) asserted that IPA 

employs double hermeneutics during the analytic process. Double hermeneutics, also referred 

to as a dual interpretation process, is applied when the researcher “attempts to interpret how 
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participants make sense of their experience” (Pringle et al., 2011, p. 20). The participants first 

have to make sense and meaning of their experiences, followed by the researcher’s decoding 

of that meaning to make sense of the participant’s meaning-making process. The researcher, 

therefore, has to understand the phenomenon from the participant’s perspective to interpret the 

essence of their experience. This approach’s theoretical orientation depends on idiography, 

meaning that the researcher focuses on the particular rather than the universal (Smith, 2018). 

Population and Sampling 

The study employed purposive sampling - a non-probability sampling technique. As posited 

by Groenewald (2004) and Merriam (2009), purposive sampling techniques are employed to 

ensure that the research participants will be able to provide information relevant to the research 

phenomenon under investigation. Merriam (2009) stipulated that the population parameters 

need to specify the units of analyses, the unique characteristics of interest of the population to 

be studied, the geographical area where the sample can be accessed, as well as timeline 

considerations. 

The population sample was drawn from eight home-based familial caregivers of dementia 

patients, residing in the greater Johannesburg area of the Gauteng province, in South Africa. 

The success of the study depends on the employment of an appropriate sampling technique. 

Purposive or purposeful sampling is a technique where the researcher intentionally selects a 

sample of participants with the desired characteristics, to ensure that the study gathers 

appropriate, detailed information (Merriam, 2009). 

The unit of analysis was family members who are caregivers, currently living with and 

caring for - or who have lived with and cared for a family member afflicted with dementia. 

This sample was ideally suited to the study, considering their lived experiences with a dementia 

patient. The participants were sourced from Dementia South Africa. 
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Pietkiewicz and Smith (2014) posited that the purpose of an IPA study is precisely to 

provide an in-depth account of each case. They elaborated that a large sample size will be 

inappropriate for IPA, as the objective is to obtain a full understanding of the experiences 

communicated by the participants. As recommended by Van Rensburg et al. (2013), additional 

factors considered upon selection of an appropriate sampling technique were the size of the 

population, the type and nature of the research, the method of data analysis, and the method of 

data collection. 

The primary criterion for purposive sampling is eligibility (Merriam, 2009). Participants 

were selected according to their exposure status. To ensure sample homogeneity, participants 

were considered eligible for inclusion in the research if they met the following criteria: 

▪ Family members presently residing, or having resided in the past, in the same residence 

as the dementia patient. 

▪ Family members presently regularly involved, or having been regularly involved in the 

past, with the day-to-day care of the dementia patient (for example, bathing, dressing, 

feeding and toileting). 

▪ Such family members had to be at least 18 years of age. 

The study excluded those potential participants failing to meet the inclusion criteria, and/or 

whose English language skills were inadequate to enable meaningful participation in 

interviews. 

Data Collection 

Data Collection and Research Instrument 

This study employed virtual one-on-one interviews as the data gathering technique and 

instrument (Eatough & Smith, 2010). As advocated by Merriam (2009), the researcher posed 

semi-structured questions to participants, informed by the objective of the study. This data 
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collection method brought to the fore an understanding of experiences of family members 

living with a dementia patient and how resilience was fostered. 

According to Eatough and Smith (2010) and Featherston (2008), the role of the researcher 

in a qualitative interview is to conduct the interview, observe, and document field notes. 

Furthermore, the researcher’s role during interviews entails attentive, empathic, and active 

listening, posing of questions and prompts, dealing with silences, noting voice intonations, and 

taking note of the non-verbal communication, whilst being self-reflexive. In this study, the 

researcher generated a warm, positive and caring relationship with the participant, as such was 

imperative to the exploration (Laverty, 2003). The role of the researcher, as a concerned 

listener, enabled exploration of the phenomenon. A good researcher is neutral, reflexive, and 

critically aware (Biggerstaff, 2012). Furthermore, Eatough and Smith (2010) identified the 

qualities of a good researcher as those of being open, sensitive, empathic, and an active listener. 

The researcher is an integral part of the process and becomes a “coproducer” of the data 

(Biggerstaff, 2012, p. 179). The researcher, therefore, focused on establishing a warm, 

empathic relationship with the participant at the inception of the interview, maintained 

throughout to ensure a successful interviewing process. Laverty (2003) posited that the 

relationship between the researcher and the participants should be grounded in safety and 

mutual trust. The researcher acted as non-directive as possible during the interviews. 

The researcher consciously set aside all presuppositions prior to commencing with the 

interviews, and adhered to all ethical principles (Laverty, 2003). The researcher applied a 

phenomenological reduction or ‘epoché’, as a strategy to enhance the validity of the study and 

ensure that the study aptly reflected participants’ experiences. The researcher was mindful and 

aware of their thoughts, emotions, beliefs and expectations, whilst conducting the interviews 

as well as during the process of data analysis, as advised by Fusch and Ness (2015). This 

strategy was employed by utilising a reflective diary. The use of field notes as a data collection 
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method entails transcription of all occurrences during the interview. The researcher 

documented details of their opinions concerning the care of a patient with dementia, as well as 

their thoughts on the development of resilience during the process. The researcher, furthermore, 

applied phenomenological reduction and bracketing, in order to remain true to the realities and 

descriptions of the participants’ experiences. Bevan (2014, p. 139) stated that “critical self-

questioning is a reflective process that remains self-conscious”. Eatough and Smith (2010) 

reiterated that a researcher must be aware of their knowledge, deliberate naiveté and bias. The 

researcher employed the aforementioned in order to remain faithful to the participants’ 

descriptions. 

Face-to-face interviews were videotaped via the MS Teams Online platform. At the time of 

the interviews, South Africa was under lockdown due to the Covid 19 pandemic. Data 

collections procedures had to be amended to comply with the restrictions and it was thus 

decided to conduct the interviews via the MS Teams electronic platform. The duration of the 

interviews ranged from 45 minutes to 1 hour 30 minutes, depending on the particular 

participant. The open-ended nature of the questions allowed for follow-up questions, in order 

to ensure that the interview process explored participants’ experiences as closely as possible 

(Merriam, 2009). The interview schedule and questions were initially developed based on the 

theoretical inquiry into the development of resilience outlined in the literature review (Chapter 

2) that aimed to elicit information about participants' experiences of caring for a family member 

living with dementia. In specific, the questions focused on the elements of resilience as 

identified in Worsley's donut model. Although this served as the guiding framework for the 

development of the interview schedule, the semi-structured nature of the interview allowed 

participants to voice their own ideas and opinions and to introduce any additional information 

and experiences related to how they developed resilience in the process of caregiving. This 

iterative process meant that the interview schedule served as an agenda to guide the interviews 
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whilst at the same time allowing the interview to probe any additional information offered by 

participants using prompts to interrogate new information not included in the original schedule. 

As advised by Laverty (2003), the researcher documented non-verbal cues, such as silence and 

uncertainty, as field notes in the reflexive journal, throughout the interview. The questions and 

prompts underpinned the information required by the theoretical orientation of the study. As 

such, the interviews were focused conversations (Merriam, 2009). Specifically, the questions 

garnered information from participants concerning their partner, skills, family, education, 

friends, community, and financial factors. Participants expressed their perceptions, thoughts, 

emotions, desires, images, sensations, and memories – i.e., their stream of consciousness 

(Waters, 2017). To eliminate misinterpretation during the interview, the researcher 

immediately clarified information, in order to interpret it in a manner that is true, appropriate 

and factual - an advantage of face-to-face interviews (Merriam, 2009). 

The researcher noted incidences and similarities following data redundancy, when a clear 

understanding of the participant’s experience had been obtained. An adequate degree of data 

saturation and understanding of the participant’s perspectives were achieved following 

completion of eight interviews, thus, no additional interviews were conducted (Saunders et al., 

2018). 

A vital requirement of successful research is that interviews must proceed until saturation 

is attained. Saturation is defined as a criterion for discontinuing data collection. Saunders et al. 

(2018) postulated that data saturation is obtained when the same data is repeated and no new 

analytical information is arising. This indicates that the data elicited is levelling off, with no 

new perspectives or explanations concerning the research questions emerging from the data. 

The study reached saturation or redundancy when it became evident that additional interviews 

would not add new information. Additional data would only serve to confirm a developing 

understanding of the phenomenon. 
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Data Management 

All interviews were video recorded. The researcher documented field notes as “back-up 

insurance”, in the event of unforeseen challenges such as a failure to record owing to faulty 

instruments (Biggerstaff, 2012, p. 196). The researcher assigned a pseudonym to each 

participant, in order to ensure their anonymity and the confidentiality of the study. The copies 

of the signed informed-consent forms, field notes, data analysis notes, the reflexive diary, 

transcriptions and any additional information, were properly filed. This file is preserved in a 

password-protected folder and will be available for perusal for two years following publication 

of the research paper, as per the Health Professions Council of South Africa's [HPCSA] 

requirements (HPCSA, 2016). The recordings of interviews and other electronic copies of the 

study are stored in a password-protected account. 

Procedure 

The Alzheimer’s society for South Africa, i.e., Alzheimer's SA, was the first point of contact 

for the recruitment of the sample. The researcher informed the organisation about the nature 

and purposes of the study. A request was made that the organisation identify and inform 

potential participants of the study (refer to Annexure A). The study's sample criteria were 

explained to the social worker, who proceeded to recruit potential volunteers. 

Prospective participants who consented to participation in the interview were contacted 

telephonically and provided with an explanation of the study's rationale and process. An 

information session, presented to the interested family members, outlined the nature, aims, 

risks, benefits and voluntary nature of the research. Participants were advised that they were at 

liberty to pose questions concerning the research. 

Data Analysis 

Within the framework of the qualitative design, the data analysis process occurred in 

accordance with the methodology associated with an interpretative data analysis. Data analysis 
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and data collection occurred concurrently (Vosloo, 2014). In order to render a holistic account 

of the lived experiences of familial caregivers involved with the care of a dementia patient, the 

data analysis focused on an analysis of the subjective experiences of the participants and the 

meanings they attributed to their experiences. The interpretative data analysis strategy 

informed the techniques employed to facilitate the analysis of data. 

The central characteristic of interpretative data analysis is to utilise a nascent or emerging 

strategy (Waters, 2017). The study employed an emergent strategy, where the researcher 

allowed the data and themes to emerge from an understanding of the essence of the experiences 

conveyed by participants. The researcher employed inductive analysis, by attempting to make 

sense of the data, allowing for the emergence of themes and categories (Suter, 2012). The 

advantage of inductive analysis is that it offers a comprehensive and in-depth knowledge of the 

phenomenon, that is compatible with the objectives of a qualitative approach (Waters, 2017). 

The disadvantage, however, is that it is time consuming. 

The principles of interpretative data analysis imply that a phenomenon is context-bound, as 

the phenomenon can only be understood within its own context (Groenewald, 2004). The 

researcher interchanged between analysis of the information and the social context, in an 

attempt to reconcile the data and as a strategy to employ dual interpretation. As posited by 

Merriam (2009), dual interpretation or a double hermeneutic process occur during the 

analytical process of IPA. The IPA approach dictates two stages in the interpretation process. 

Vosloo (2014) clarified that the first hermeneutic (stage) refers to the meaning created by 

participants in their accounts. The second hermeneutic (stage) involved the researcher’s 

interpretation of the participants’ explanations of their accounts, resulting in the researcher 

uncovering the meaning of participants’ accounts. The study applied these stages throughout 

the process of analysis. As encouraged by Creswell (2009), the researcher sought to provide an 

accurate account of the information and its interpretation. 
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The data analysis process was continuous and iterative, as the researcher continuously 

gathered data and reflected on the data obtained (Laverty, 2003; Maree, 2007). The iterative 

technique applied to the analysis of the data was employed as a guide to and basis of subsequent 

interviews (Van den Hoonaard & Van den Hoonaard, 2008) thus directing the subsequent 

collection and analysis of data, whilst utilising an idiographic approach (Achari, 2014; Smith 

& Osborn, 2008). Each stage built on the preceding stage of the analytic process, in the manner 

discussed by Suter (2012). Vosloo (2014) explained that with reference to IPA, an iterative 

process requires interchanging focus between emic and etic perspectives. An emic or insider’s 

perspective refers to understanding the phenomenon from the participant’s point of view, 

whilst an etic perspective is defined as the researcher’s or outsider’s point of view (Merriam, 

2009, p. 14). The cyclical nature of IPA required the researcher to continuously transfer focus 

between the emic and etic perspectives, in order to fully comprehend what had been 

communicated and to interpret it accordingly. The researcher explored the emic perspective of 

participants by considering the thoughts, wishes and emotions of the participant (Eatough & 

Smith, 2010). 

The researcher recorded all their thoughts and feelings (throughout the process) in the 

reflexive diary, as a technique to enforce bracketing (Van den Hoonaard & Van den Hoonaard, 

2008). Speculation concerning developments, questions raised by the data, and theoretical 

links, were also transcribed in the diary. An audit trail was employed to document the process 

and to trace the researcher’s ‘thinking trai’l (Suter, 2012). An analysis of how the researcher 

made sense of the data was also performed. The researcher had to be fully aware of their biases 

prior to attempting to make sense of and attribute themes to the data. Biases concerning the 

phenomena were curbed by the employment of bracketing, reflexivity and reduction. 

Bracketing occurred via a process of reflection, where the researcher’s personal experiences 

and thoughts relating to dementia were scrutinised in respect of any assumptions, 
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presuppositions, prejudice, or biases the researcher might hold, regarding dementia and the 

experiences of family members involved with the care of a dementia patient. As claimed by 

Merriam (2009), to ensure the validity of the findings, the researcher first was required to 

recognise their positionality or stance regarding the phenomenon of family members looking 

after a dementia patient. Laverty (2003) emphasised that the researcher’s insights play a pivotal 

role in the understanding, analysis and synthesis of the data corpus. 

Data were analysed until saturation was reached (Fusch & Ness, 2015). To gauge data 

saturation, the study employed an iterative approach throughout the process of data analysis. 

The study employed data, inductive and thematic saturation. Saunders et al. (2018) defined 

data saturation as the identification of redundancy with reference to the data. Data saturation 

occurs at the point where the data reveals no new information, owing to recurring codes and 

patterns. Ando, Cousins, and Young, (2014) and Saunders et al. (2018) defined theoretical 

saturation as a stage where no additional themes relating to the study were found, and the 

researcher could render no further analyses of the study phenomenon. Similarly, inductive 

thematic saturation focused on the identification of new codes or themes and was not bound to 

the level of analysis (Saunders et al., 2018). 

The first step in the process was to transcribe the data verbatim from the video recordings 

(Vosloo, 2014) using the MS Teams online platform. The next step was to implement Braun 

and Clarke’s six-phase guide. This guide served as a practical framework for conducting 

thematic analysis (Maguire & Delahunt, 2017, p. 3354). The phases were applied as follows: 

Phase 1 

The first phase of Braun and Clarke’s data analysis framework requires the researcher to 

become familiar with the data corpus. The researcher executed the cyclical process of 

repeatedly listening to the first interview, whilst referring to the field notes. The study applied 

this strategy to obtain an overall, comprehensive sense of the participant’s account and then to 
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reflect on the meaning attributed to the experience by the participant (Creswell, 2009; Maguire 

& Delahunt, 2017). Pietkiewicz and Smith (2014) recommended that researchers immerse 

themselves in the data by endeavouring to step into the participants’ shoes, as far as possible. 

After reading the transcription several times, the researcher noted their comments in respect 

of similarities, differences, reverberations, emphases and inconsistencies, of each participant’s 

narrative, in the right-hand margin of the transcription. The researcher utilised the left-hand 

margin to write a comprehensive line-by-line description of each participant's experience, in 

order to fully understand that which has been conveyed (Larkin et al., 2006). Horizontalization 

was also implemented, where the data were deemed to be of “equal weight” (Merriam, 2009, 

p. 26). These strategies ensured that valuable information was not lost in the process. The 

researcher was fully immersed in the information collected, prior to commencement of the 

coding process. The process continued in respect of the entire first transcription. Upon 

becoming familiar with the content, the researcher embarked on the next phase of the process, 

namely, identifying overt patterns via coding. 

Phase 2 

Codes were generated during the second phase of the process. The cyclical coding process 

commenced by attaching labels to the transcribed text, in order to formulate groups based on 

similarities. Saldaña (2013) proposed that the researcher start with coding as soon as the 

collected data is available, that is, whilst writing field notes and transcribing recorded data. 

Saldaña (2013), moreover, differentiated between manifest coding, where the content is clear, 

and latent coding, where the content is hidden. In phase 2 of the process, the researcher assigned 

labels to the initial codes. The notes recorded in the reflexive diary served as a reference and 

also to identify emerging codes from the initial impressions. The researcher was mindful of 

both manifest and latent codes. The objective of this was to ensure that the information gleaned 

was completely understood and absorbed. The textual content informed the analysis. Codes 
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were identified and captured. The researcher “systematically combed” through the textual 

content to render the large amount of content more “manageable and analyzable [sic]” (Roller 

& Lavrakas, 2015, p. 236). Recurrent words, phrases and comments were emphasised. The 

coding scheme employed was named or labelled and allocated a descriptive definition, with 

verbatim examples of each. Subsequently, the data and concepts were systemically arranged, 

in a codebook. Benaquisto (2008) defined a codebook as a written document comprised of 

concepts. The information contained in the book consisted of the name of the code and a 

detailed description thereof, as well as the criteria for including and excluding text under a 

particular code. A codebook was employed throughout the data analysis process. 

Phase 3 

The next phase in the framework involved the searching for themes. Saldaña (2013) 

described a theme as an abstract entity, an outcome, trend, concept or pattern of coding. The 

researcher searched for patterns in the data and generated codes by applying various coding 

strategies to develop an all-inclusive, expansive set of themes that emerged across the 

interviews. All connections and patterns were highlighted during phase 3, in order to identify 

significant, over-arching- and central themes. The researcher noted down emerging themes in 

another margin. The identification of themes continued up to the non-emergence of new codes 

or themes, that is, until inductive saturation was evident (Saunders et al., 2018). 

A table of analysis was generated to orient the analysis of the subsequent texts. The literal 

content, similarity, difference, frequency and correspondence, informed the characteristics of 

the identified pattern or theme (Giorgi et al., 2017; Saldaña, 2013). The final process, of 

constructing “superordinate” themes, was implemented upon completion of the analysis of 

each participant’s text (Smith & Osborn, 2008, p. 70). 

Phase 4 
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The fourth phase in the analytic process involved reviewing and evaluating the relevance of 

each identified theme. The generated themes were verified against the codes, to ensure that the 

identification of themes was linked to the codes. Connections and interrelations across all 

categories of themes were derived and noted. The themes were listed according to the 

categories related to the theoretical framework of the study, and interpretations and 

implications were drawn and verified from the data (Roller & Lavrakas, 2015). Data relating 

to each theme was colour-coded as advised by Maguire and Delahunt (2017). Quotations 

exemplifying each theme were also captured and explained. The process of reviewing themes 

facilitated an understanding of the themes and the way in which they could be tied to each 

other. 

Phase 5 

Phase 5 entails defining the themes. The themes emerging from the categories were 

transformed into the qualitative narrative as a method of reconstructing the “inner world” of 

participants (Groenewald, 2004, p. 51). The researcher transformed participants’ everyday 

expressions into psychological meanings, to emphasise the lived experiences of the 

participants. This was employed to derive and express the psychological structures of the 

experiences in developing resilience. These structures were informed by the interconnecting 

and interrelated, interpreted themes and descriptions. The notes were transformed into succinct 

psychological phrases to capture the vital qualities of the text and create links with theoretical 

connections. This transformation process continued throughout the entire transcript. 

 

Phase 6 

Phase 6 concluded the process, with the writing-up of the research. The researcher 

maintained rigour by staying true to the text derived from the interviews, field notes and 

reflexive diary. During this stage, the researcher captured the essence of the data. The focus of 
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this stage related to the question of what had been learnt. Van den Hoonaard and Van den 

Hoonaard (2008) advocated that engaging in the writing up of data as soon as possible, may 

produce a more profound analysis. 

 

Ethical Considerations 

The UNISA College of Human Sciences Research Ethics Review Committee granted ethical 

clearance to conduct the research (refer to Annexure B). Ethical considerations and COVID-

19 protocol, guidelines and restrictions, were strictly observed and adhered to. Creswell (2009) 

declared that the rights, needs, values, and desires of participants must be respected. 

Merriam (2009) proposed that an ethical researcher must observe and consider the principles 

of explaining the purpose and method of the study; promises and reciprocity; risk assessment; 

confidentiality; informed consent; data access and ownership; researcher mental health; advice; 

data collection boundaries; and ethical conduct versus legal conduct. To illustrate that the 

research was executed ethically, a discussion of the adherence to these principles follows. 

The researcher clarified the purpose, method, data collection strategies and boundaries of 

the study during the initial contact session with all participants. Polkinghorne (2010) stated that 

the research must not be intrusive or threaten the belief system of the participants and, 

therefore, the researcher was careful to avoid psychological harm to participants by allowing 

them to refuse to answer questions that may cause distress. The principles of harm, risk, 

promises and reciprocity were considered since this was, potentially, a high-risk population. 

The researcher managed the risk of emotional distress via the referral to appropriate counselling 

services provided by Alzheimer’s SA. None of the participants were harmed as a result of the 

study. Furthermore, the principle of beneficence was upheld by arranging a feedback session 

with participants who wished to be informed of the results of the study. A copy of the 
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dissertation was made available to participants if they so wished, and a copy was also provided 

to Dementia SA. 

In keeping with the requirements of an ethical study, each participant’s integrity, privacy, 

confidentiality, anonymity, and rights, were upheld (Republic of South Africa [RSA], 2013). 

Privacy concerns the participants, whilst confidentiality refers to the data (Merriam, 2009). The 

study ensured the privacy of participants by applying the research method of interacting with 

the participant on an individual, face-to-face basis. This method allowed the participant to 

speak freely, without the fear of judgement by others. Another ethical consideration was the 

confidentiality of information, in order to protect the interests of the research participants. 

A research agreement was provided by the researcher, to not divulge or publicise any data 

where participants may be identified. The participants’ responses were not publicly linked to 

them, as personal identifying characteristics were removed. The ethical issues observed were 

explained to the participants prior to obtaining their agreement to participate in the study. The 

researcher assigned pseudonyms to each participant in compliance with the Protection of 

Personal Information Act (POPIA) 4 of 2013 (RSA, 2013), to ensure anonymity. These 

pseudonyms were utilised in the coding process to analyse the data. 

The researcher emailed and explained the consent forms to the participants, prior to the 

interviews (refer to Annexure C). The content of the consent form was elucidated. Participants 

were well informed about the nature of the research, and they indicated their awareness that 

participation was voluntary and not binding. The researcher obtained written, informed consent 

via email prior to commencement of the interviews. No person was coerced or induced to 

participate in the research and the decision to participate was autonomous. The researcher 

requested permission to record the interview prior to conducting the interviews. Furthermore, 

the participants were alerted as to when the actual recording commenced. Participants were 
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requested not to divulge any personal information or mention any names that could lead to 

possible identification. 

The principles of data collection and boundaries were clearly stated. Participants were 

informed about the process and assured that they had the right to withdraw from the research 

at any given time, without any consequences. Participants were also informed with regard to 

the potential contribution of the research and that they would not be exploited in any way. The 

sole purpose of the study was to obtain research information and the study adhered to the 

principle of non-maleficence. The collected and analysed data obtained from participants’ 

narratives were anonymously reported. This strategy was applied as a means of safeguarding 

the anonymity of participants, in order to eliminate possible identification of the participants. 

Reporting was executed utilising the pseudonym allocated to each participant. 

The study upheld the principles of data access, ownership and ethical conduct. Participants 

were informed that the UNISA Policy on Research Ethics was available on request and were 

afforded access to the research findings, if so requested. 

Validity and Reliability 

Brink (1993) identified various strategies to increase validity in research. The researcher 

adhered to the following strategies in order to increase the validity of the study, namely, 

ensuring participants were well informed concerning the nature of the study; building a 

relationship of mutual trust; interviewing participants more than once, when deemed necessary; 

and comparing the data to the field notes. In addition, accurate and detailed field notes were 

recorded. Bevan (2014), Merriam (2009) and Yüksel and Yildirim (2015), moreover, identified 

the clarification of the researcher’s bias and bracketing as strategies to enhance the internal 

validity of a study. 

The results of the study must correlate with the data, to ensure reliability (Merriam, 2009). 

The researcher utilised an “audit trail”, i.e., a documented account cross referenced to evidence 
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of how findings were arrived at, to ensure that the aforementioned was attained (Merriam, 

2009, p 223). In addition to the abovementioned strategies, Merriam (2009) claimed that the 

conduct of an investigation in an ethical manner ensures validity and reliability. The study 

adhered to all the ethical requirements. 

Research Evaluation: Trustworthiness of the Study 

Trustworthiness is the standard for ensuring the external validity of a study (Merriam, 2009). 

This poses a challenge to qualitative research, as human behaviour is dynamic and ever-

changing. Nevertheless, it is not the goal of qualitative research to establish universal laws or 

causality. Merriam (2009, p. 77) postulated that the sample size in qualitative research is 

usually small, as “generalization [sic] in a statistical sense” is not the main objective of 

qualitative studies. The aim is rather to render detailed descriptions and explanations of the 

participants’ experiences. 

As asserted by Polkinghorne (2010), the trustworthiness of a study refers to the quality of 

the research, in other words, the truth value it holds, and is determined by how trustworthy and 

believable the data and findings are. The quality criteria for trustworthiness in qualitative 

research are determined by how credible, transferable, confirmable and dependable the 

findings are. The design must be cognisant of how the information is obtained, analysed and 

presented, to ensure that the results are credible, reliable, dependable and confirmable 

(Merriam, 2009). Rigorous research must be conducted ethically to ensure credibility, 

reliability, transferability and dependability (Laverty, 2003). 

Credibility 

Credibility is determined by the extent to which the research findings correlate with reality 

and the truth (Polkinghorne, 2010), in other words, how credible the findings are (Featherston, 

2008). Credibility relates to how believable the presented findings are and whether the findings 

represent plausible information based on the original data. Credibility, additionally, refers to 
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the correct interpretation of the participant’s perspective. Strategies employed to increase the 

credibility of this study were those of prolonged engagement and persistent observation. 

Relating to prolonged engagement, specific questions were posed to participants based on 

the interview guide. Participants were requested to support their answers with examples and 

follow-up questions assisted to ensure that the phenomenon under study was appropriately 

addressed. No time-limit was set for the interviews, instead, the researcher engaged with the 

participants for as long as was needed to capture the essence of their experiences related to the 

care of a family member afflicted with dementia. The data were thoroughly studied until the 

researcher could identify the emerging themes based on the data. Adequate engagement was 

exercised relating to the collection of data, that is, until the data became saturated (Merriam, 

2009). Elaborate, in-depth and authentic descriptions of participants’ experiences contributed 

to the study’s credibility and served as an indication that the inquiry was conducted in a truthful 

manner (Laverty, 2003). The researcher executed continuous analysis  reading, re-reading and 

analysing the transcribed interviews to identify the codes, categories and themes. The data were 

studied until the intended depth of insight could be achieved (Korstjens & Moser, 2018). 

Transferability 

Merriam (2009) defined transferability as the extent to which the research findings apply to 

other situations and is, thus, tantamount to external validity. Korstjens and Moser (2018), 

furthermore, described transferability as the question of whether the research findings can be 

transferred or generalised within another, similar context or setting, with different participants. 

This is referred to as the “transferability judgement” (Korstjens & Moser, 2018, p. 122). By 

detailing the methods employed during the research process, transferability was facilitated. A 

thorough and detailed account of the sample size, sampling method, demographics, inclusion 

and exclusion criteria, interview procedure and questions, were discussed by the researcher, in 

order to contextualise the study (Featherstone, 2008). The researcher also provided elaborate 
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descriptions of the lived experiences of family members living with a dementia patient and 

how resilience was developed, as a strategy to facilitate dependability (Merriam, 2009). 

Confirmability 

Polkinghorne (2010) indicated that confirmability is analogous to objectivity and neutrality 

- it is the extent to which the research can be corroborated or validated by others. The findings 

must be solely based on data obtained from the participants. By use of an audit trail, a 

methodological self-critical account of the researcher’s biases was documented, in order to 

provide a rationale for the research decisions (Korstjens & Moser, 2018). A reflexive journal 

and audit trail was employed to document the process, in order to warrant confirmability. The 

researcher first employed bracketing and phenomenological reduction, prior to commencement 

of the interviewing process and data analysis. The reflexive diary was employed as a reflective 

journal during and following the data collecting process, to assist with reduction and bracketing 

(Van den Hoonaard & Van den Hoonaard, 2008). Critical self-reflection concerning the 

researcher’s relationship to the phenomenon, the research question, codes, categories and 

theme choices, emergent themes concerning the proposed theory, and challenges and 

dilemmas, were recorded. A reflexive diary was utilised to identify possible themes, although 

no inferences were drawn. In the reflexive diary, a left-hand margin was utilised for the written 

recording of notes and thoughts. The researcher’s experiences, biases and presuppositions were 

also noted and reviewed in the diary, as the reflexive and analytical process unfolded. 

Dependability 

According to Korstjens and Moser (2018, p. 121), dependability is the “stability of findings 

over time” or the consistency in findings. Merriam (2009) stated that dependability relates to 

how accurately the research and its findings can be replicated should the research be repeated 

under similar conditions. The concept of dependability, therefore, poses the question of 

whether the same research can be repeated and whether the same results will be obtained. 
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Should the outcomes be consistent with the data obtained, the dependability of the findings is 

strengthened (Merriam, 2009). The results must correlate to the data, to ensure dependability. 

The researcher utilised an audit trail or a documented trail of research, detailing how findings 

were arrived at, to ensure the aforementioned was attained (Merriam, 2009). 

Triangulation 

Triangulation in qualitative analysis increases the validity of the study (Carter et al., 2014). 

The researcher employed triangulation in this study to account for the validity of the research. 

When applying a qualitative, analytical approach, Suter (2012) asserted that utilising other 

sources can supplement and corroborate triangulation. Carter et al. (2014) explained that 

employment of other sources, such as interviews, observations and field notes - related to a 

specific phenomenon - is regarded as a type of triangulation known as multiple methods of data 

collection, when applying a qualitative approach to analysis. The researcher achieved data 

triangulation by utilising different data sets to identify themes, categories and codes. The 

researcher employed three methodological observations when analysing data, namely, the 

comparison of data via an iterative process; combining the data, in order to obtain a clear 

understanding of the phenomenon studied; and the “convergence” of data, to strengthen 

trustworthiness (Carter et al., 2014, p. 546). Triangulation was utilised to ensure the 

“completeness” of the data obtained (Bekhet & Zauszniewski, 2012, p. 6). 

 

Summary of Chapter 

Chapter 3 chartered the methodology of the research. It addressed the ontology, 

epistemology, research paradigm, research method, design and strategies, employed in the 

study. The chapter outlined the procedures followed with respect to sampling and data 

collection. The techniques employed in the analysis of the data were discussed, and the issues 

of ethics, and internal and external validity of the study, were substantiated.  
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Chapter 4 

 

Results 

This study focused on the development of resilience in individuals tasked with the care of a 

family member with dementia. This chapter provides a phenomenological interpretation of the 

emergent themes following the analysis of the participants’ transcripts. The discussion of the 

analytic results details themes and subthemes elicited from the participants’ texts, rendering an 

interpretative account of the experiences of the individuals tasked with the care of a dementia 

sufferer. The objective was to capture the challenges experienced and how these were 

overcome, resulting in the development of resilience. 

Theme 1 highlights the positive, intrinsic, or acquired personality characteristics employed 

by the participants to cope with the confusing and unpredictable experience of the caregiving 

process. Theme 2 focuses on the experiential understanding of caregiving the participants 

gained from the caregiving process itself as well as how this understanding was employed to 

improve the care provided. With regards to theme 3, the impact of the information obtained 

about the disease was emphasized when providing care. In addition, there was a call to advocate 

for awareness of the signs, symptoms, and care of dementia patients. In some cases, a lack of 

knowledge about the disease led to a lack of support. The fourth theme outlines how individuals 

navigated and negotiated external support systems that were available to them to render better 

care. The last theme, theme five, pertains to how individuals caring for a family member with 

dementia coped with the impact caregiving. A discussion of coping strategies employed to 

assist in dealing with their experiences, is the core of the theme.  

Sociodemographic Variables 

All the caregivers were related to the family member with dementia. All participants were 

females with ages ranging from 49 to 81 years old.  Six of the eight participants were of 

working age and were employed or self-employed and two participants were retired. All 
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participants provided care for a family member with dementia for at least one year. Figure 2 

below illustrates the sociodemographic characteristics of the participants in the study. 

 

Figure 2 

Sociodemographic Details of the Study Participants 

 

 Age of 

caregiver 

Gender Care provided for: Employment Status 

Participant 1  51 Female Grandmother  Employed – Full-time 

Participant 2  50 Female Uncle Employed – Full-time 

Participant 3   57 Female Father Employed – Full-time 

Participant 4   67 Female Spouse Retired 

Participant 5  56 Female Sibling, and spouse Employed – Part-time 

Participant 6  40 Female Mother Employed – Full-time 

Participant 7  81 Female Spouse Retired 

Participant 8   49 Female Mother Self-employed 

(Source: Own) 

Explication of Data 

The study aimed to answer the following question: How do familial caregivers develop 

coping skills that foster the resilience required to successfully manage the challenges of caring 

for a dementia patient?  

Employing the Braun and Clarke coding guide (Maguire & Delahunt, 2017) five themes 

emerged from the data corpus. Themes often overlapped, as complete separation of a specific 

theme was not always possible and necessitated cross referencing, owing to the complexities 

of participant experiences. 
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Explication of Themes and Subthemes  

The analysis generated five themes emerging from 20 subthemes. The following themes 

emerged from the analysis of caregivers’ experiences: (1) positive personality characteristics; 

(2) an experiential understanding of caregiving; (3) the impact of information; (4) accessing 

external resources as a key factor; and (5) coping with the effects of caregiving. 

The themes and subthemes emerged from the codes utilised during the data analysis. Figure 

3 illustrates the themes and sub-themes that emerged from the analysis of data.  
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Figure 3 

Themes and Subthemes 

  
THEME SUBTHEMES 

Theme 1: Positive personality characteristics  

 

 

Patience 

Calm and tranquillity 

Tolerance  

Perspective 

Theme 2: An experiential understanding of 

caregiving 

 

Insights through observations 

Adaptation and acceptance 

Personal gains and growth  

Theme 3: The impact of information The importance of continuously gathering information 

Educating oneself 

Educating others 

Theme 4: Accessing external resources as a key 

factor  

 

 

 

 

Partner support  

Community support 

Friends/colleagues support 

Familial support  

Medical practitioners  

Support groups  

Theme 5: Coping with the impact of caregiving 

 

Coping with activities of daily living 

Coping with the absence of personal time 

Impact on employment 

Impact on finances 

(Source: Own) 

 

Theme 1: Positive Personality Characteristics 

 

A person's individual cognitive process, as well as their feelings, moods, attitudes, 

perspectives and behaviours, represent personality characteristics. These characteristics 

encompass both innate and acquired behavioural qualities, that distinguish one person 
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from another, and can be observed in people's interactions with their environment and 

their social groupings (Diener et al., 2019). All participants revealed how their innate or 

acquired personality characteristics assisted them to manage the challenges of caregiving. 

Participants’ characteristics, emotions, thoughts and behaviours, will be highlighted in 

the discussion related to positive personality characteristics, being attributes utilised 

and/or acquired by them to cope with the difficulties associated with caregiving. 

Participants emphasised patience, calm and tranquillity, tolerance, and perspective, as 

positive personality characteristics that facilitated and enhanced the task of caregiving. 

Patience. Patience refers to the ability to accept the challenges of rendering care to a 

family member with dementia, without becoming annoyed. Six of the eight participants 

reported the necessity of exercising patience, when tasked with the care of family members 

living with dementia. As indicated by the extracts below, the participants demonstrated 

patience, by displaying calm and forbearance when dealing with the uncertainties of the 

situation, that assisted them when confronting the strains of caregiving. 

According to Participant 4, dementia is one of the most detrimental conditions that 

can affect a person with respect to cognitive decline, and the care of its sufferers requires 

a considerable amount of patience: “You, you must have patience… it's the worst that 

can happen to anybody…so, if you're dealing with that, with Alzheimer's and dementia, 

good luck to you. That's all I can say, [because] you need patience.” 

The acquisition of patience, as a personality characteristic, was essential for 

Participant 2, as a result of caring for their uncle with dementia: “It’s uhm, like I said, it, 

it certainly makes you patient...” 

Participant 1, likewise, identified patience as an invaluable quality to possess during 

the process of cognitive decline of a person with dementia. As indicated, possessing 
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patience assisted them to overcome the difficulties of caring for their grandmother living 

with dementia: 

Well, uhm, my experience with her is that, is that you have to be patient… they 

become like small children, like a grade R child, like any five-year- or six-year-

old… That’s still, that’s the main thing that I practice with her, patience… Have 

the patience with the family member and don't get frustrated. 

Participant 5 stated that admitting their husband and sister with dementia to a care 

centre was not an option, as the caregivers in these facilities were dispossessed of 

patience, owing to the large number of patients under their care. Patience was declared a 

prerequisite characteristic required to care for a person with dementia: “And in, in the 

[sic], in the kind of home [care facility] that they [the family] are talking about, those 

people are not going to have that time and the patience for them [the dementia sufferer].” 

Perseverance and patience, amongst other qualities, were highlighted by Participant 8 

as important qualities, required to provide appropriate care for their mother: “Yoh. Yeah, 

yeah, yeah. There is, uhm, perseverance, patience, love. That's the only thing [sic], 

perseverance, patience, love, and you need to ask God to give you strength each and 

every day…” 

Calm and Tranquillity. A calm and tranquil demeanour denotes that the caregiver is not 

disturbed or upset by the behaviour of the family member with dementia - even when there is 

cause to be. Six participants reported that remaining calm assisted in avoiding feelings of 

frustration, in improving care, and in ameliorating the caregiving task. A sense of calm and 

tranquillity were brought about by remaining positive, accepting the inevitable, acquiring 

information concerning the condition, and understanding the situation of family members 

with dementia. 
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Participant 1 elected to ignore the outbursts and sudden mood swings of their 

grandmother, by remaining calm during these episodes. When requested to explain how 

they maintain calm and composure amid the trials and tribulations, they replied: “Just to 

ignore her, especially when she start [sic] using vulgar vocabulary words. And, uhm, I 

would rather try to give her something to keep her busy… You must know how to treat 

them and create calmness within yourself.” 

When requested to indicate which personal attributes aided them in adapting to the 

care of their father with dementia, Participant 3 stated that maintaining calm in the 

situation assisted them:, as seen below: “I think my calmness. I was like, very calm… So 

I think my calmness… I think that's, that's, that's what helped me.” 

Participant 2 commented that they remained positive and avoided focusing on the 

frustration. It inevitably helped them stay calm: 

I would say that if [you’re] going to focus on the frustration part, uhm, the 

emotional part, then you are just gonna [sic] dwell on that, uhm, and that would 

then make everybody equally frustrated, equally emotional, and nobody would 

actually be, uhm, bringing a sense of calm into [sic] the situation; and then you 

would also deal with the person from a place of contempt like, uhm, you, you, you, 

you, you are going to start treating the person as if that person is now a nuisance to 

your comfort and to your time and to your life. 

Furthermore, Participant 4 stated that their tranquillity, compassion and understanding 

of the circumstances of the dementia patient, rendered the care of them easier and less 

stressful. It was regarded as crucial to understand the situation in its entirety and remain 

calm: “And if a person needs help and you understand what that person is going through, 

try and be calm, compassionate and understanding. Then you won't have any problems. 

Make your life easier by being understanding, by just being calm.” 
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Participant 7 emphasised the need to understand the behaviour of their spouse and 

what aggravated the spouse, and the importance of remaining calm as a caregiver, 

especially when their spouse was uncooperative: 

And then from then on, for most of the time, be calm most of the time, do not shout 

at the person with dementia. Because that is aggravating their angry mood when 

you, you shout at them. So, you've got to try and be calm. 

Tolerance. Tolerance refers to the ability and disposition of the participant to deal with 

the disagreeable behaviour of the family member with dementia, despite the challenging 

circumstances. Dementia alters the behaviour and personality of the individual who has been 

diagnosed with the illness. The unwanted behaviour, sudden outbursts, sleep disturbances, 

pacing and unpredictability, were accepted by participants as symptoms of the condition. 

Tolerance was a personality characteristic practised by all participants. Participants displayed 

tolerance by remaining even-tempered during these episodes, as they focused on the person, 

rather than their conduct. The participants acknowledged that, while it is possible to lose 

one’s temper, it would be an ineffective method to bring calm to or manage the situation. 

Upon realising that their uncle was not intentionally aggressive, but that their conduct 

was a result of the condition, tolerance was exercised, as is evident by Participant 2’s 

account of their experience: 

He is not just outright being aggressive, it's part of the bigger problem, so we deal 

with that manners, so you can calmly respond. You can calmly deal with 

whatever, uhm, surfaces on any other day, and I think it's just the shift in thinking, 

that, look, this is what we have to deal with, this is how you handle it and… if 

you are patient and then that makes it easy. 

Dementia causes strange and unfamiliar behaviour. According to Participant 1, their 

grandmother was temperamental at times and the grandmother frequently uttered curse 
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words. The participant described how they developed tolerance by treating their 

grandmother as if caring for a child, when their grandmother exhibited uncalled-for 

verbal outbursts. This undesirable conduct by their grandmother did not anger or frustrate 

them: 

She is not a TV person, but, uhm, when she is in that bad [mood], you know, 

[firstly], people with dementia, you can't swear at them and you can't get angry 

with them. And you can't get frustrated with them. Most important, you can’t get 

frustrated. 

Cognitive decline manifests differently in people with dementia. Participants’ family 

members with dementia occasionally engaged in socially undesirable behaviour. The 

emotional and psychological distress associated with the care of a family member with 

dementia were frequently cited as unavoidable aspects of the caregiving process. 

Participant 3 demonstrated tolerance by explaining how the stress-inducing behaviour 

was managed, whilst tasked with the care of their father: 

Yoh, [name] you know, caring for someone who has a dementia is very, very 

stressful, because in the beginning, remember, you, you are not even aware that the 

person is sick, and you become impatient. And the minute you, you realise that, uh, 

the person is not doing all these things deliberately, then, [it] is  then that you realise 

that, uh, you are in, you are in a big trouble… He [father] could not take himself to 

the toilet and then he would just urinate anywhere around the house. And you can 

imagine the smell of urine of an adult? Then you have to wash the curtains, you'll 

have to wash the blankets. Actually, we used the wash the blankets every day. 

Participant 4 developed tolerance by avoiding disagreements with their spouse and 

dealing compassionately with their husband’s memory loss: 
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So what I've learned, what I've experienced, is that you, you do not argue with a 

person like that… Anybody with Alzheimer's, carers should not, uh, uh, say, but 

you are wrong, or you did eat, or let's go and bath. And if they argue that they, they  

did have a bath, and you, you just, you know, you sort of, what, [sic] what you 

become, you, you become, uhm, compassionate. 

Perspective. Perspective refers to the participant’s point of view regarding the way in 

which the situation of caregiving was perceived. Caregiving requires moving away from an 

egocentric perspective, towards an altruistic frame of mind. It is a shift from a perspective 

where the carer’s needs and ego are put first, to a state where the best interest of the dementia 

patient takes precedence. Furthermore, their perspective refers to the beliefs a caregiver holds 

concerning the disease and the realisation that they must make a necessary and conscious 

decision to hold a positive view of the situation. Participants expanded on the belief that the 

dementia sufferer is not responsible for their disease and/or their behaviour. The participants 

accepted the inevitability of the disease and its course. Five participants noted the shift in 

their perspectives related to prioritising the care of the dementia sufferer, in order to better 

meet the needs of the patient. 

Participant 2 communicated the change from their egocentric perspective to one where 

the care of their uncle became a priority. Their narrative revealed that their journey or 

process resulted in an instinctive shift in perspective and instilled an appreciation for their 

own quality of life, given the diminishing quality of life of the patient: 

You realise now that it's [sic], you move from, from having an egocentric point of 

view. This person needs this now more than you need, whatever you want to do. 

So, and also if you, if you observe them and you see how the quality of life 

diminishes, because it takes place, that also makes you value your quality of life. 



95 

 

The caregiving task was ameliorated when the focus was directed to the relative 

suffering from dementia and a conscious decision was made in favour of their care. 

Participant 2’s perspective shifted to one where the focus was on the patient, by making 

a conscious decision to care their uncle: 

Well, it, it, uhm, actually impacts on it [employment]. Uhm, I wouldn't say, uhm, 

negatively so much, because if you make that decision to, to, to  full time be, uhm, 

caring for the person, then you sort of work everything around the person. 

For Participant 6, being tasked with the care of their mother presented a challenge 

with regard to balancing their interests with caregiving activities. They balanced their 

interests with the demands of caregiving by altering their mindset, from one where they 

prioritised their own needs and interest, to one where the needs and care of their mother 

were prioritised: 

So, it’s, it’s been interesting, uhm, it does affect your life, uhm, and I can’t say 

positively (laughs) because your mindset changes as well, [you’re] trying to juggle, 

uhm, between, uhm, you know, not losing yourself, uhm, in it, uh with regards to 

your interests and stuff… Uhm, I want to be able to take care of her and still have 

a life of my own. 

 

Theme 2: An Experiential Understanding of Caregiving 

 

An experiential understanding of caregiving refers to the insights gained into the unique 

demands and trajectory of the disease, through the knowledge acquired via observation, from 

the adaptations that were made, from the acceptance of the situation, and from the skills 

acquired from the act of caregiving. Dementia causes people to act and behave in unexpected 

ways, that can be unpleasant or upsetting. According to the participants, a solid understanding 

of the course and symptoms of dementia rendered the challenges of caregiving bearable. All 
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eight participants expressed a sense of accomplishment and fulfilment as they came to 

understand the disease and acquired knowledge of the needs of the family member with 

dementia. Their understanding and awareness of the needs of the dementia patient, as the 

disease progressed, were not based solely on communications from medical practitioners or 

support groups, or on information acquired from online resources. Participants also gained 

insight into the unique demands and trajectory of the disease through observation of the 

dementia patient, resulting in an experiential understanding of what to expect and of the 

patient’s requirements. The subthemes reflect the different coping strategies employed by 

participants in order to self-regulate and to manage the stress and demands of caring for a 

family member with dementia. Insights through observation, acceptance and adaptation, 

positive gains and rewards, are all subthemes of an experiential understanding of caregiving. 

Insights Through Observation. Insights through observation refers to observations of the 

behaviour of the dementia patient and how this conduct were interpreted or understood by the 

participants. These experiences provided participants with insights and assisted them to make 

sense of their experiences of the caregiving task, as they derived meaning from the situation. 

Individuals suffering from dementia are often unable to express their needs and feelings 

verbally, owing to cognitive decline. All the participants used observation of the family 

member with dementia as a valuable instrument to acquire information concerning the 

disease and its progression and gain insight into the needs of the dementia sufferer. These 

observations and insights assisted participants in identifying the cognitive deterioration of the 

family member with dementia and informed them when to seek help and/or advice. 

Furthermore, it allowed participants to attempt to understand the family member's experience 

of dementia from the perspective of the dementia sufferer. Participants relayed the irrational 

thought processes and behaviour observed, as well as the measures implemented to address 

the unwanted conduct. This further prompted the participants to make decisions on behalf of 
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the family member with dementia, relating to their needs and feelings. Participants expressed 

the necessity to think for and take decisions on behalf of the family member with dementia, 

as they observed that the dementia sufferer was unable to communicate their needs. A sense 

of accomplishment was instilled by the participants’ daily engagement with their family 

members, resulting in improved care. 

By way of meticulous observation, Participant 4 gained insight into the needs of their 

spouse, as they could predict when their spouse was hungry or needed to use the restroom. 

The participant assessed the situation on behalf of their spouse and directed their observation 

toward taking decisions on the spouse’s behalf: 

With the process, you, you, you go on, you, you get used to it, and you know, we know 

what to expect. A person with Alzheimer's, you can read them. You can see that, uh, you 

know they feel hungry, but they don't know what is going on, you know, or they got to 

go to the toilet, or they want to drink water, or you gotta [sic] be there to, to, to, to, to 

sort of, because they, they don't know what is happening. So, you've gotta [sic] be hands 

on to, to think maybe this person is hungry. 

Participant 1’s grandmother was closely observed to determine whether the medication was 

effective. The observed behaviour of their grandmother afforded them the insight to adjust the 

times at which medication was administered, owing to the benefits thereof: 

Now, what I've [noticed] is that the tablet works during the day, she will have this 

different characteristic to [sic] these different moods. So, I've changed her medication 

and let her rather have the tablet during the day, because it's calming her. She doesn't 

need it at night because she's sleeping. And she's not moody when she sleeps, it works 

better during the day, when she's awake, yes. 

Participants gained insight into the course of the disease, over time. As the condition 

deteriorated, the family member with dementia experienced a higher degree of memory loss. 



98 

 

This observation afforded participants insight into what stage of dementia the family member 

was in or was about to enter. The information gleaned from the observation provided the 

participants with a better understanding of the disease and assisted them in overcoming 

obstacles. 

The observation of the symptoms their uncle presented also assisted Participant 2, 

indicating the need to seek medical advice. The participant recognised the need for 

professional advice and support by others. They collaborated with health care specialists 

regarding the decline of their uncle’s cognitive abilities. The uncle was closely observed to 

determine whether the medication was effective, as its efficacy appeared to fluctuate. The 

information gained was crucial, as it aided the management of emotions related to 

helplessness and distress: 

The uncertainties , uhm, look if, if you sense a certain mood and the medication doesn't 

help, or what you, what worked in the past didn't work, then obviously you would then 

say no, uhm, uhm, a professional person to come in and advise, because now I've done 

all I knew how to do, but it's not changing. 

Moreover, the family member with dementia is dispossessed of their independence, as their 

condition deteriorates. Participants concluded that a single person would not be able to manage 

the care of a family member with dementia, owing to the need for 24-hour care and an increased 

need for assistance and constant monitoring, as the disease progresses. All the participants 

expressed a need for additional assistance, based on their observations and the insight that 

dementia sufferers are rendered unable to care for themselves. Participant 8 made the following 

statement: 

So, if I'm alone, when the kids are not here, it, it, it's very stressful, because I need to 

put my whole attention towards her… She's, she's supposed to be hospitalised. Because 

as it [sic] right now is to me, maybe it's the help that I'm needing. 
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Adaptation and Acceptance. Constant adaptation and flexibility on the part of the 

participants, were necessitated by the continuous changes in the trajectory of the disease and 

the cognitive deterioration experienced by the family member with dementia. Furthermore, 

the participants accepted the reality of the situation and made the necessary adjustments. 

Acceptance of change is not affected easily or swiftly, as dementia impacts every area of the 

patient’s life. The participants adapted their schedules, planning and lifestyles, by 

improvising when required. Participants accepted the trajectory of the disease, the fact that 

the disease cannot be cured, the role reversal, the need for additional assistance, and the 

responsibility of taking care of a family member with dementia. All participants 

acknowledged that, no matter how onerous the challenges of being tasked with the care of a 

family member with dementia, the situation could not be reversed. 

Participant 1 accepted that they were prevailed upon to expend long hours at the hospital 

when they accompanied their grandmother to appointments and they adapted to the situation 

by utilising it as a respite: “I have to stay with her at the hospital for the entire day and then 

return late and then I treat that day as a day off.” 

Dementia patients typically display unexpected behaviour, prompting improvisation by the 

caregiver. For Participant 1, understanding the condition simplified management of the 

unpredictable situation. They relayed how plans were adapted to the daily encounters with their 

grandmother: 

…but that day when I, when I [arranged] for a meeting to go and see this, it's a doctor, 

there in Soweto, then my granny was in a [totally] different mood. She didn't want to 

get out of the house that day. Then she started with her moods. It's like she was a 

[totally] different person, so I had to cancel the appointment... 

The care of a family member with dementia impacted participants’ relationships with 

others. The cognitive decline displayed by Participant 2’s uncle, resulted in them becoming 
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more dependent on the participant for assistance with the activities of daily living. In order to 

mitigate these challenges, Participant 2 explained that the situation was controlled, by 

adapting the way planning was executed and by prioritising their uncle’s needs:  

It's like that person is the centre of everything. Whether you, uhm, go out to people, 

whether you meet people at home, it's like everything must fit into this person's way of 

living and in the broader context his, his way of life. The mood on the day, eating 

habits etcetera, etcetera. So, you, you actually adjust, uhm, any other relationship to this 

person. 

Participant 6 stated that they were adaptable and flexible, since the family structure or 

household conditions may alter, at any given time. When requested to describe how they 

coped with the uncertainties and daily changes involved in the caregiving process, Participant 

6 responded that: “Uh, wow, I think, I don’t know, I think the biggest thing that I have is that 

I am very adaptive, uhm, shall I call it, uhm, I’m a project manager, so I’m gonna [sic] call it 

agility.” 

Role reversal and the modification of priorities are common when the condition of the 

family member with dementia deteriorates. The majority of participants reported that adult 

relationships with the dementia-affected family member morphed into parent-child 

relationships, with the caregiver assuming the role of parent-provider - a distressing task and 

an arduous adjustment. Seven of the eight participants indicated that the cognitive decline of 

the family member diagnosed with dementia, resulted in a role reversal. Additionally, 

participants reported that the person who had been their caretaker their entire life suddenly 

lacked independence and needed assistance with activities, such as bathing, toileting, 

personal hygiene and managing finances. Participant 6 stated that they had always attempted 

to determine why the person with dementia engaged in specific behaviour. The knowledge 

gained by the participant enabled them to provide improved care and overcome the daily 
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challenges, resulting in a feeling of mastery that assisted them in coping with the daily 

changes encountered: 

Uhm, through it [sic], uhm, you know, even when she couldn’t go to the [sic], she 

started not being able to go the toilet by herself, you know, you don’t understand that 

because this person’s been your caregiver all their lives and then now, all of a sudden, 

they’re losing all these, you know, all this independence. It’s for me, Google has been 

(laughs) like so helpful because, uhm, every time I see something new, I will go and 

educate myself so that I can understand it better and be able to deal with it better. 

Caring for a family member with dementia restricted individuals from participating in 

their usual activities. Participant 5 accepted that they were unable to participate in activities 

that they previously enjoyed. They accepted the situation and abandoned these activities: 

I've always been a person that was able to [sic], I would go and run every day, and 

[exercised], literally six days a week. And when I started taking care of my mom, that 

was the one thing that went out the window. I could no longer do that. And that was the 

hard part for me. I ended up giving up that which was keeping me strong. And it's 

something I'd like to get back to, but I can't. Not yet. 

Personal Gains and Growth. Personal growth and gains refers to the development of 

new skills or attitudes that positively impacted the lives of the participants. It involves 

mental, physical and emotional development, resulting in the acquisition of an ability or 

quality. All eight participants recounted their personal growth and gains, as a result of 

rendering care to a family member with dementia. A sense of purpose and reward were 

communicated by all participants. This sense of purpose and reward motivated the 

participants to strive to improve the care they provided. They experienced the feeling of 

being needed and assumed responsibility for the well-being of the family member with 

dementia. They commented on their competencies, beliefs and constructive feelings of self-
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efficacy. Six participants expressed a sense of contentment and satisfaction. This stemmed 

from their realisation that the challenges of the caregiving task were not avoided or delegated 

to an organisation or care centre. Participants were motivated by a strong sense of 

responsibility and obligation toward their family members living with dementia. 

The fact that Participant 2 was tasked with the care of their uncle, prompted a sense of 

appreciation for their own life and acted as a motivator to render the most effective care 

possible: 

…you didn't just walk away and made it someone else's problem, uh, because you 

could put a price tag to it or something. I think the fact that you were present in it, uhm, 

will, will maybe, not now, have, have a consequence, but later on. You know it will, it 

will add, add value to who you are as a person…You do it out of your free will, and 

your body would [sic] follow the brain when you say ‘I want to do this’. You just get 

up and do it, effortlessly. But that’s, that’s the deterioration of, of, of, uhm, the quality 

of your [his] life, that diminishing factor, makes you more appreciative of, of your 

quality of life. 

Personal development involves personal growth and enrichment of all the facets of a 

person and their emotions, as well as self-efficacy, resulting in proficiency with regard to the 

care provided. All the participants reported gains during the care of a family member with 

dementia. Gains in ability, skills, experience and confidence were noted, as a result of these 

experiences. Participant 2 identified the situation of caregiving as an opportunity for self-

discovery and selflessness: 

To realise that you, you, you can actually stretch yourself as a human being. Uhm, and 

then you would also, uhm, it becomes selfless. And, and you won't feel like [you’re], 

uhm, being short-changed and it's like [you’re] losing yourself in the process. I don't 

think it's about that. I think it adds value because then you can at least do something for 
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someone, and the person being, uhm, in my case, related, makes it, for me, meaningful. 

And you would then be, uhm, it will become easier if you just shift the way you think 

about it. 

Furthermore, Participant 4’s caregiving standards were high, and they were unwilling to 

compromise their standards as it enhanced the level of caregiving. The participant also 

expressed their satisfaction with their accomplishment, perceived as a personal gain: 

Well, I think the gains for me is on a personal level, is that you, that you know you're 

actually helping somebody and insisting to add value to their life. And, and knowing that 

you are actually taking care of a person in, in, in a way that is of a standard. Uh, yeah, I 

know. I know when I spoke to a social worker one time at the hospital, and that was in 

the time when I was still taking care of my mom, and I was having struggles then. And 

she literally just said to me: ‘Lower your standards.’. 

This sentiment regarding personal gains was emphasised by Participant 6, who 

realised the importance of nurturing one’s mental health when tasked with the care of a 

family member diagnosed with dementia: 

Uhm, the biggest thing that I have gained is that, and I think we as, me, and even 

my daughter will tell you, is [sic] that it’s so important to take care of your mental 

health and I know that’s been thrown around. Uhm, and, and, and [sic] but I think, 

uhm, I’ve learnt what that means. 

 

Theme 3: The Impact of Information: Knowledge is Power 

 

This theme refers to the process of learning about dementia, as caregivers continuously 

sought to acquire knowledge concerning the condition and its effects on daily life. This 

included knowledge concerned with what to expect as the disease progresses, i.e., the aetiology, 

symptoms and progression of the illness, and an understanding of the ways to manage the 

changes that occur as a result of the cognitive decline. Information positively impacted all eight 
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participants' ability to improve the quality of the care provided, as well as their understanding 

of the trajectory of the disease. Additionally, the theme relates to how acquired knowledge 

impacted the participants favourably, or how the lack of information impacted participants 

adversely. Participants discussed the importance of gathering information from diverse 

resources, and the importance of educating oneself and others. 

The Importance of Continuously Gathering Information From Various Sources. All 

participants stressed the necessity of gathering knowledge from a range of sources, including 

books, pamphlets, health professionals, support groups, videos and the Internet. This quest 

for knowledge was initiated by their observations of the dementia sufferer. The participants 

cited the inexplicable and changing behaviour of a family member with dementia as one of 

the core reasons for their search for information. The emergence of uncharacteristic 

aggression was one of the challenges revealed by all participants. The search for information 

was undertaken to identify and address the uncalled-for behaviour and also to understand the 

genesis behind it, and in order to render improved care. It was evident that, when a family 

member with dementia exhibited new or unexpected behaviour, it was critical to acquire 

assistance and knowledge from various sources, such as social workers, the Alzheimer's 

Institute or the Internet. Assistance by health professionals was also regarded as crucial. 

Participant 1 utilised several knowledge platforms to educate themselves in respect of the 

condition: 

You must get knowledgeable. You must read about dementia. You don't have to study 

about it... I rather asked for advice that day, over the phone, and they gave me advice, 

yes, and I also, I also read books and pamphlets on dementia. How to deal with people 

with dementia… Yes, uhm. I've got brochures and, uh, I’ve got brochures and contact 

numbers. 
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Furthermore, reading literature concerning the disease provided the necessary knowledge 

and assisted Participant 3 in coping with the caregiving task: “I used to buy books pertaining 

to, to the disease. Ja [yes], to read. So that I should understand the disease more. So, I think 

that also helped me cope.” 

The increasingly aggressive behaviour resulting from the progression of the disease, was 

initially misunderstood by several participants. Participants reported occasions when the 

individual with dementia displayed aggressive conduct. This behaviour was confounding to 

Participant 6, until a health professional communicated the disease's trajectory and 

symptoms: 

Uhm, and, and it’s been a real challenge, uhm, because throughout, I guess, in the 

beginning with the dementia, she was very aggressive. Uhm, we had to learn to 

understand that (laughs), that, that  was part of the process… I even [asked] Lorraine 

[social worker], for instance, like, I’ll pop her a message and be like, you know, ‘she’s 

doing this, I don’t understand’… So, it’s, it’s been a journey of learning, uhm, and it 

continues to be a journey of learning. Ja [Yes]. 

The information acquired enabled Participant 2 to deal with their uncle’s increased 

aggression: 

But then we discovered that dementia is an add-on, and that was the result of, uhm, the 

aggressive behaviour.  So, now we understand how to deal with the aggression from an 

informed place, because before we couldn't understand why the aggression seems to be 

worse or even escalating. 

Participant 4 shared their experience related to the care of their spouse with members of a 

dementia support group and that was one of their sources of knowledge concerning the 

condition:  
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Once you understand the disease and you know what, what it's all about, it makes it 

easier to cope and it makes it easier to look after a person with Alzheimer's. And if you 

don't know, you ask, I used to go like every second day just for an hour, uh, uh, uh, 

support [sic], to a support group... You know, so that we knew. So, understanding all 

that, well I didn't understand it, but what I did, I, I downloaded a whole lot of things. 

And I also, uh, joined, in the hospital where he was, uh, admitted back then, a group, 

you know, a, an Alzheimer's dementia group, and we learned so much about, uh, 

dementia, Alzheimer's, that it actually helped me a great deal. 

As reported, the Internet played a pivotal role as a tool to acquire knowledge. 

Notwithstanding Participant 5’s medical background – working in a health care centre - they 

relayed that the Internet was continuously utilised to research the condition: 

Well, I did do a lot of research on my own as well, so besides the fact when I worked at 

a health care centre, that uh, also specialise in dementia. Uh, I did also do, I just 

continuously, even now, I still do a lot of research and, and do a lot of courses thereon, 

on YouTube, to, to gain information as to what to do. So, I'm always looking for how 

do we deal with that situation? What do you do in that kind of situation? How can we 

apply things differently? Uh, how can we use a different method of giving a bath. 

Additionally, Participant 2 stated that the online information acquired and the advice 

received, were reviewed during discourse with health professionals, to ensure that the 

information obtained was appropriate: 

Yes, uhm, well you know not everything you read can really warrant as, uhm, things 

that you can use. But most of the time, with the Internet, uhm, there's a lot of 

information, yes. And like I said, if you run it by a professional person, they would tell 

you yes, they know, and they would also tell you the reasons why it will work or it 

won't work. 
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Educating Oneself. This subtheme denotes the process of educating oneself, via reading, 

consultation with experts and informal study. The information acquired by participants 

played a pivotal role in the management of the family member’s condition. All the 

participants stated that it was crucial to understand the disease's progression, as well as the 

role of a caregiver. It was regarded critical to monitor the progression of the disease, in order 

to devise measures that resulted in improved caregiving. Evidently, knowledge regarding the 

condition altered the way the participants dealt with the family member with dementia. 

As the memory of a person living with dementia deteriorates, they become increasingly 

unable to identify everyday items or to comprehend how it is utilised. Continuous and increased 

supervision is required, and the patient should never be left to their own devices, as advised by 

Participant 4: 

So, you, as a person, must understand that the, this, uh, patient with Alzheimer's is not, 

he needs help, they need help, because there's no ways they can look after themselves, 

because if everything goes away, you know, they don't know that this is a cup or that is 

a saucer, this is a bed, I must sit on the chair, and they forget everything and everybody. 

So, you gotta [sic] understand. Once you understand the disease then it's easier to look 

after a person like that. 

Participant 3 was confounded by events unfolding at the onset of the disease and was 

initially angered by their father’s conduct, until expanding their knowledge concerning the 

condition. They only understood the situation when they started to gather information, 

resulting in their acceptance of the unexplained behaviour:  “…remember, at the beginning, 

you become angry because you don't understand what is happening to this person. But, as, as 

time goes on, now you learn to be calm, you learn to accept.” 

Participant 5 commented that everyone will not be possessed of the ability to execute the 

care of a family member with dementia, and they expressed the necessity of acquiring 
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information relating to the scope of the caregiving task: “I understand that every family 

member cannot take care of a person that has dementia, it is a disease, and it is something that 

you need, you need to have knowledge on.” 

It is essential to monitor and evaluate unfamiliar behaviour of a family member with 

dementia. Participants noted that, when the patient exhibits new, unexpected, or unexplained 

behaviour, the guidance and understanding of, for example, a social worker, the Alzheimer's 

Institute and/or medical personnel, and access to the Internet, are exceedingly valuable. The 

participants recognised that interacting with a medical practitioner remained essential, even 

though the information available via the Internet was beneficial. Support by medical 

practitioners aided Participant 4’s understanding of the various phases of dementia: 

 And also, there was help because he (neurologist) used to hold, every second day, a 

sort of group meeting, you know, about different stages… So as a carer, you should 

understand that, this is why it's important to go for, for, for lessons too. It's important 

for any carer to go and, and learn about the disease. 

Being knowledgeable regarding the condition assisted Participant 2 in maintaining a calm 

demeanour, as they were equipped to understand the reasons for their uncle’s conduct: 

Well, I would say that you should be, uhm, firstly,  you need to be well informed. You 

need to educate yourself on the condition and you need to educate yourself on 

behavioural issues. Why is the person behaving a certain way? Because if you do know 

why, then you can deal with it… It's like they, they told us that aggression forms part of 

it at a later stage or somewhere in-between the stages... 

Educating Others. Educating others refers to the participants sharing information 

concerning dementia with the extended family and community. The behaviour of individuals 

diagnosed with dementia might appear strange, when the cognitive deterioration is not 

recognised, or when the individuals tasked with the caregiving have not been educated 
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regarding the decline in cognition. Participants’ family members were informed of the 

dementia patient's behaviour and how to adapt to it, enhancing the care rendered. As a result, 

the unwanted behaviour of the family member with dementia was tolerated and not frowned 

upon. 

Six of the eight participants indicated that information concerning the disease was shared 

with others who may have contact with a family member with dementia. In this regard, 

Participant 7 declared: 

 In fact, teach them [the community] what dementia is… So, they've got to try and be 

calm, and they must take them for treatments, and you must try and make the 

neighbours aware also that the family member is now having dementia, so that they 

must not be surprised when they see a person searching for somebody, calling the 

neighbours and people in the street. Because some even walks [sic] half-naked. So, they 

must try and understand what dementia is. 

Educating others was deemed imperative and the need for advocacy was emphasised, to 

ensure that people are aware of the condition. Although Participant 3 informed the 

neighbours that their father was diagnosed with dementia, the neighbours still assumed that 

their father was insane. This participant concluded that the general public misunderstood the 

condition: 

Yeah, yeah I, I did tell people that my father has Alzheimer [sic], but there were those 

who were saying: ‘Hey, you know, have you seen [name’s] dad is now mad?’ They will 

say he's mad, uh, so, yeah, they don't understand. 

Participant 2 opined that dementia is a widely misunderstood condition. The community 

displayed a sense of unease related to people with the condition, as it is associated with 

mental illness - highlighting the need for advocacy. According to Participant 2, the 
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misconceptions regarding dementia resulted in the responsibility of caregiving resting solely 

on the patient’s family: 

… I think it is very misunderstood. And, uhm, and if you, you know, it's, it's like with 

mainstream mental illness, people don't really want to talk about it… So there is still 

that in communities that this is not something that you discuss, like or, or it's, it’s 

misunderstood and it's like, it's only the family or the immediate family that needs to 

deal with it. That is the perception that we still get. 

Similarly, Participant 5 stated that dementia was frequently misunderstood, and family 

members erroneously assumed that the patient would not remember them, despite the reality 

that a number of dementia sufferers do retain certain memories. Participant 5 noted that, 

irrespective of the effort expended in attempting to educate other family members, they never 

completely understand dementia: 

But because the family feels, they’ve got dementia, so, hey, they don't remember 

anything. And this is the one thing you try to make them understand. Just because you 

have dementia [it doesn’t] mean you don't remember. They just don't remember what 

happened in the moment. But you certainly don't forget everything in your life or in 

your world. 

It is challenging to manage a dementia sufferer in the absence of knowledge concerning 

the disease. Participant 6 reported that the African community associates mental disease with 

witchcraft, therefore, it is crucial to educate society with regard to dementia and mental 

illness, in general: 

Ja [yes], it’s a lot, it’s a lot and it’s [sic], and for me I guess, the biggest gap that I also 

think needs to be bridged, is the education gap. I wish there were more road trips, 

maybe by government and staff to educate people, uhm, to inform them that this, you 

know, this is there, and it has nothing to do with witchcraft. Uhm, you know, people are 
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sick and mental illness is just like a big thing now… I just wish, ja [yes], education, 

education, education. Empowering people, ja [yes]. 

Theme 4: Accessing External Resources as a Key Factor 

 

The theme of external support refers to the various types of assistance participants received 

to aid their adaptation and management of caregiving. In this study, the importance of access 

to external resources was highlighted, by all participants. The sources of support were 

identified as meaningful relationships with partners, friends, colleagues, family and the 

community, as well as medical professionals and formal support groups. Participants reported 

the positive impact of the emotional and physical support received from external resources. 

Participants also relayed the lack of external support and how they coped with its dearth. 

Support played a pivotal role, influencing the way participants managed the challenges of 

the care of a family member with dementia. Emotional support, instrumental support 

(assistance with daily activities) and informational support, can all be described as forms of 

support. The type of support received, varied from one participant to the next, although 

overarching support systems were identified. These support platforms allowed participants to 

discuss their frustrations and, indirectly, relieved the stress they experienced. This also 

afforded them the opportunity to attend to activities, other than the activity of caregiving to 

the family member with dementia. Their friends, colleagues and/or community played a 

significant role in participants' emotional and psychological well-being. 

Partner Support. 

Three of the eight participants reported the positive contributions made by their partners. 

Two participants rendered care to their partners with dementia, and three did not hold 

relationships with significant others. Additionally, Participant 5 described how their spouse 

supported their mother with dementia, prior to the spouse’s own diagnosis with dementia. 

Participants 6 and 8 acknowledged that caregiving responsibilities were time-consuming. They 
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had, therefore, decided not to become involved in a partner-relationship, whilst providing care 

to a family member with dementia. 

Participant 1 disclosed that their partner maintained a positive attitude by employing 

humour, in order to escape the reality of the situation. Although their partner had initially been 

unsupportive, as time progressed, they became sympathetic, as they came to understand the 

illness. Their partner utilised humour to address the behavioural issues displayed by their 

grandmother and regularly enquired about their grandmother’s health. This emotional support 

was well received by the participant: 

And when she [grandmother] is frustrated, she will swear, and everything and anything 

works on her nerves, even the children when they are playing outside. Then he [partner] 

will always ask me when he calls: ‘Uh, did your grandmother swear, again?’ Then, then 

he will laugh about it, not in a bad way. Just because he likes the way she’s, she is 

using certain words. But, uhm, he’s supportive, yes. 

Participant 3 found that having a competent partner who understands the disease's 

progression, was beneficial and minimised the impact of the difficulties faced. The 

informational support and advice the spouse – a former nurse – provided, aided the 

participant in improving the quality of care rendered to their father: “Yeah, it did help 

because you know my, my partner he, he once was a nursing sister. So, he understood all this 

dynamic. So, sometimes he would give some advice. So, it was not like a big challenge.” 

Participant 5 relayed the critical importance of support by their spouse when their mother 

was diagnosed with dementia. The participant’s spouse provided instrumental support when 

they were at their place of work: 

Okay, uhm, in, in that respect, uh, he made it easier from the point of view that, uhm, 

there was, uh, one stage when I was really struggling and I had to find financial means 
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in, in [sic], to support us. So, I actually left my mom in his [her husband’s] care, [and] 

went to go and work. 

Community Support. Individuals tasked with the care of a family member with 

dementia, require as much assistance as possible. According to a number of the participants, 

when the community understands the condition, it becomes supportive and even monitors the 

patient's well-being. In such an environment, a caregiver does not experience a sense of 

exclusion from society. Only three participants received community support. Participant 6 

received support from the community, who recognised their mother's illness, rather than 

assuming their mother was ‘crazy’. This caused the participant to experience a sensibility of 

being an integrated part of the community: 

Uhm, and I think, because of how we were, uh, the community, or the people around 

us, were really supportive. Uhm, they [sic], I noticed that they were very open to the 

fact that she was sick and that we were taking care of her… People would ask about 

her, how she’s doing… So, having people who ask and care and stuff, that, that really 

helps. So, ja [yes], I, I [sic], it’s, community support is important. 

Similarly, the church clergy and members supported Participant 7. The church minister 

administered holy communion when they attended at the residence: “But the Minister comes 

and gives us holy communion at home with some church members, at least since we're [sic] 

we started [COVID-19] level three, they came. I think three times, ja [yes].” 

Moreover, Participant 5 asserted that it was essential to maintain amiable relationships 

with one’s neighbours. The neighbours were encouraging and understanding of the 

challenges experienced by the participant, occasionally donating necessities and rendering 

instrumental and emotional support: 

Well, uhm, some people in terms of like, neighbours, might be like, next door, and if I 

need physical assistance, they’re there. Uhm, they stress over my health at, at best of 
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times. But, uhm, they do also understand that sometimes things really gets tricky and, 

uh, they can give us like, give assistance in, in terms of like I said, maybe just a: ‘Hello, 

how are you?’ or: ‘Hey, I, I made something. Here’s something over the fence for 

you.’. And, uh, we do likewise also. So that kind of relationship is still very much there. 

Friends / Colleagues Support. Five participants emphasised the importance of 

friendships, as friends provided advice and allowed participants to vent their frustrations. 

Additionally, participants reported the instrumental assistance received. Participants reported 

that the support rendered by friends, in the form of discussions and informal conversations, 

aided them in dealing with the challenges of caregiving. 

Participant 1 recalled various occasions when their morale was low. They expressed how 

the conversations with their colleagues and friends assisted them to manage the frustrations 

experienced. Additionally, friends encouraged the participant to be more tolerant of their 

grandmother, and as such, rendering emotional support: 

Yes, even my colleagues. Uh, my best friend that I lost, that is the person, that was my 

go-to person. I would tell her every day about, you know, this is happening. I'm 

encountering this with my grandmother because she has dementia and, uh, she will 

always give me advice because she is a teacher with a background of psychology… 

Okay, uhm, like, I will talk to my friends and, yes, I will talk to my friends and, uhm, 

they will advise me. 

Participant 2 discussed their friendships and how comfortable they were with revealing the 

challenges they experience to their friends. Close friendships were undoubtedly significant 

sources of emotional support to the participant: 

You can discuss it with them [friends] openly. You don't need to withhold certain 

information. They are quite comfortable, they know. I mean the relationships needs are 
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of such a nature that you, you can be open with the good, with the bad. It boils down to 

the type of friendship you have and how close are you with the people. 

Similarly, Participant 8 mentioned the instrumental support they received from a close 

friend. When the friend visited the participant, they supported the participant by aiding them 

with various caregiving activities: 

This other one, that's my closest friend, she will feed her (mother), she will, you know, 

it’s, it’s that. We’ll kinda like, dress her up, change her nappy, put on her nighties, put 

her on the bed… So, they have taken to a point whereby they understand that, you know 

what, there are places where [name] can’t be with us, and it has been like that. And it’s 

like that. 

Participant 3 described how their father’s childhood friend assisted the family by 

temporarily caring for their father, even though their father was unable to communicate with 

the friend. As a result, the participant, as caregiver, was able to take full advantage of the 

opportunity for much-needed rest provided by this instrumental support: 

And then my father had a friend, a childhood friend… So, on, on some days he would 

come and take him, even though he [father] was no longer speaking. But he will take 

him and then talk to him, and then they would chat, and then my father would just 

laugh even though he’s not responding. So, I think that also helped, because it gave us a 

break as a family. 

Participant 5 described how their friends and ex-colleagues assisted them financially, by 

providing food and other necessities: 

Uh, other things is, like I say, I’ve, I’ve really got, uhm, people that I was friends with, 

and people that I’ve worked with, that assist me in different ways. In terms of, uh, 

sometimes with, with food and with the funding for incontinence pads, and things like 

that. It’s really been a tremendous help. 
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Familial Support. Family support was essential to manage the challenges associated with 

the care of a family member with dementia. Seven participants reported that the support they 

received from their families helped to ameliorate the challenges experienced. Participants’ 

family members provided support, both emotionally and instrumentally. The assistance by 

family members decreased the participants’ physical occupation with the dementia patient, 

affording them the opportunity to expend time on activities that were unrelated to the care of 

the patient. Participant 1 conveyed how the task of caregiving was divided amongst the 

family members: 

…My mother is also there, who takes, uhm, she will do her duties taking care of my 

grandmother while I’m at school. And then I take care of her when I come from school. 

We both make sure that she takes her medication on a daily basis, that she has food for 

the day, and water, tea. 

The importance of strong, loving family relationships to keep one grounded in the face of 

the challenges of caregiving, cannot be overstated. Participant 6 described their family as large 

and close-knit. The family members were eager to provide a sympathetic ear and offer 

emotional support, that assisted the participant in coping: 

I also come, from my dad’s side of the family, I come from a very, very strong, uhm, 

family, Uhm, you know, a close-knit family, we’re a big family, but we’re close-knit. 

Like, the next person knows what’s happening in the next person’s life. And I will 

always have someone, uhm, to talk to, uhm, and more than one person, you know. 

Uhm, to keep me grounded, uhm, and to share, uh, whatever it is that I’m going 

through… I think, uhm, for me, support from family has been awesome, uhm, I think, 

having people around you, it is definitely something that, uhm, is important. 

When dealing with the care of a family member who has dementia, new friendships are 

occasionally formed with people who are experiencing similar difficulties. According to 
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Participant 5, the people who assisted them and with whom they interacted frequently, 

became their family: 

While there’s, uh, quite an entire new family, if I can put it that way and, uh, most of 

that family structure that I now have is not, uh, blood relatives or any, uh, kind of link 

in that respect. So, it’s for me, it’s more the kind of people that you now interact with, 

is the people that is it for you, for help. Some of them are neighbours, friends and so on. 

The instrumental assistance Participant 4 received from their family, was beneficial. The 

participant stressed the importance of being surrounded by individuals who can assist one in 

the caregiving process. Participant 4’s children and family members assisted them in feeding 

and caring for the patient: 

I helped [name] with her children, because she, you know she went back to study, and 

they helped me with my husband, with their father. So, there was help, there was help, 

all, from all, both sides. So that’s what made it so easy. Because her husband was very 

helpful. And my youngest, [name] who used to come, and they used to sit with him, 

feed him, see to him. So, that’s why I’m saying it’s important to, for family or friends 

or carers to get support, to be assisted. You need assistance. 

Medical Practitioners. Education concerning the disease and its trajectory enlightened 

the family with regard to the responsibilities of a caregiver. Awareness of the requirements of 

caregiving-duties attained via information-sharing sessions and counselling sessions, was 

extremely important to the individuals tasked with the care of a family member with 

dementia. Health care professionals offered informational and emotional support - this was 

effected by the participants’ close relationships and partnerships with such health care 

practitioners. This support was provided by institutions and people other than family 

members. Seven participants reported the positive relationship maintained with the medical 

practitioners and/or social workers. The support rendered by health care professionals and 
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social workers were crucial to ensuring that participants were prepared for the demands of 

caregiving and educated concerning the disease’s progression. Participant 4 elaborated in 

respect of the pre-care preparation offered by the neurologist, nurses and counsellor, 

following their spouse’s diagnosis with dementia: 

He (the neurologist) first sort of, he even, he got [sic] a counsellor to counsel me, you 

know. And then he explained everything about care, being, uh, everything about 

Alzheimer’s and dementia… that prepares you, it helps you, you know, and you, and 

you know exactly what to do… They told me, he told us, not just me, us, what to do, 

what to expect, and if it wasn’t for his words that told us that, well first of all before he 

diagnosed, before he seen to my husband, he’s, he’s seen to me. He told me, him, and 

the nurses, they explained to us, gave us diagrams and videos. 

Participant 3 underscored the importance and influence of the information communicated 

by health professionals: “We just took each day as it comes. Remember, we were already at 

the doctor who called us, and then she, it was a lady doctor, so she told us what to expect.” 

When tasked with the care of a family member with dementia, one must consult all 

available resources, including friends in the medical field. Participant 5 sought guidance from 

a friend, an occupational therapist, in respect of their spouse’s physiotherapy: 

I think in, in, in our situation here, now, uh, I’ve actually contacted a friend of mine 

who works at the Netcare centre, uhm, close by. Uh, she’s an OT [occupational 

therapist], and, uhm, that is something that we do need knowledge on and hopefully we 

might be getting some of that soon. But we do need people to, to come and do, uhm, 

assistance in that respect. So, the physio and things like that, that needs to be done. 

Participant 2 noted how the knowledge acquired from the health professionals aided in 

managing their uncle’s evident cognitive impairment: 
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…Meaning, uhm, (assistance) from the health care facility, you know. About 

characteristics, what should you look for. What should you do if this happens or that 

happens, and they take the time to explain to you that this is what normally would 

transpire if you do X, Y and Z. 

Additionally, the assistance of and guidance by social workers were perceived as crucial 

by Participant 6, as this participant-caregiver suffered a mental breakdown and was 

counselled and supported by the social workers, who facilitated their understanding of their 

mother’s conduct: 

Uhm, and, and they helped me, so Lorraine and her partner (social workers), helped me 

understand that… Uhm, and they were really, really supportive so, it’s, it’s, I think that 

the, the journey has been [sic], I think without that kind of support it, it would be really, 

really hard for me. 

Support Groups. One participant accessed a support group as an external resource that 

contributed to their psychological well-being. Support from individuals in similar situations 

assisted Participant 4 with managing their experiences. Participant 4 reported that the support 

group provided emotional support, as they shared their experiences and gave each other 

advice: 

What helped me a lot was, was, uhm, attending (support) groups, you know, like, like, 

uh, uh, talking about it and understanding the disease… So that is why I said, also it is, 

is it [sic], it’s very important to, to, to, to attend support groups, you know. So, we, we 

used to help each other… You know for that, support and in, in, in it for me, I would say 

that was my counselling… But the minute you, you, you, you, you, you, you sort of 

interact with other people and you talk about it, and you explain, and you know, uh, it 

makes the task easy. 

 

Theme 5: Coping with the Impact of Caregiving 
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The theme, coping with the impact of caregiving, encompasses the changes in participants' 

lives, that resulted from the task of the care of a family member with dementia. Participants 

reported the impact of caregiving on their employment, finances and relationships. It was 

evident, from the interview-discourse, how family relationships changed. Owing to the 

challenges experienced with activities of daily living and the consequent magnitude of the 

caregiving task, participants expressed the need for relaxation. Furthermore, the demands of 

rendering care to a family member with dementia restricted employment options and affected 

participants’ income, as there were obvious financial expenses involved with the provision of 

such care. The hidden cost of transport, medical supplies and care products, impacted the 

experiences of five participants. 

Coping With Activities of Daily Living. Activities of daily living refers to activities, 

such as bathing, feeding, toileting, grooming and dressing, that becomes progressively 

difficult, as the independence of the family member with dementia diminishes. Activities of 

daily living became compromised, as the dementia advanced and patients’ abilities 

deteriorated. As the demands of caregiving increased, so did the caregivers’ duties. Seven 

participants elaborated on the stresses of performing or assisting with activities of daily 

living, and the ways that they managed to cope. 

Participant 2 believed that people were preoccupied with their own lives, since there was 

no assistance from others, outside of the family. The family accepted this as the norm and 

devised strategies to cope, by making a family decision to deal with what needs to be done 

within the family. The participant coped by accepting the arrangement that the caregiving 

activities had to be managed within the family: 

So, so what we have decided was that,uhm, as a household we will try and, uh, deal 

with it, because if there's no outside [sic], if people don't offer outside assistance, uhm, 

you not going to demand it from them and you not gonna keep on asking. So, within 
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the household, we have accepted arrangements, that we work around it… So we, within 

the household, that’s how we manage. And I think making that decision helped a lot, 

because now you know that this is what you have to deal with and, uhm, and that I 

think makes you cope better. 

The doctor suggested that Participant 7's spouse be committed to a care facility, owing to 

the participant's health condition and age. The participant coped by finding a suitable 

placement for their husband: 

He's [doctor] also very supportive, because he even suggested, as I am not too well and 

old, we must find some placement for him [husband]... A home, yes. And we had it 

easy with the process, probably. We have even paid the deposit. 

Participant 4 relayed that the care of their spouse was an arduous task and they were 

obliged to obtain assistance, in order to manage the task. They found it to be impossible to 

cope without outside help. The participant coped with the activities of daily living by 

acquiring external assistance, in the form of a male nurse. Participant 4 explained that the 

male nurse, crucially, assisted with bathing, showering, shaving, and toileting, and 

supervising their spouse on walks, as they could not have managed in any other way: 

Be it a male or a female nurse, it's important to get that person, uh, uh, when you cannot 

be available because, uh, uh, for instance, it’s also a relief for the carer. I used to get 

somebody to come in every second day for me, to just have a sort of a, a morning 

break, or an afternoon break. And it is very, very, very important. And also, when it's, a 

man too, uh, I preferred the male because my, my, it was for my husband. So, you get a 

male, uh, uh, person, a carer to assist with, with showering and bathing and shaving and 

taking him for walks and, and sort of, you know, lifting him up from the, the toilet use, 

and you know, the ablution facilities or vice versa, but you do need support. Definitely, 

there's no ways. 
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Likewise, Participant 3 employed a caregiver to assist with the caregiving task and 

ameliorate its burden: 

After that we looked for someone, a relative of course, who helped with washing him.  

It was a man. And then from that old age home where we took him to, there was this 

one lady, I think who, uh, she got interested in, in him. And she just approached us to 

say, on the days when she is off, she will come over to know to do all the other duties, 

like washing the blankets. With bathing him and stuff like that. 

Participant 5 explained that it was necessary to receive the assistance of a competent 

person, someone who understood the demands of caregiving, since they were tasked with the 

care of two family members with dementia:  

Well, so for what, uh, what has helped me tremendously, is that I've also got now a 

person that assist me, uh, in, in the caregiving, uh, because I've got two people that, uh, 

that we are, I'm taking care of. So, that person being here, has been a tremendous help, 

because, first of all, I'm dealing with somebody who understands what it is. 

Coping With the Absence of Personal Time. The absence of personal time refers to the 

absence of time needed by the participants to take care of themselves - physically, 

psychologically and emotionally. Owing to the demands of caregiving, five participants 

expressed their unmet need for personal time, and how they coped with it. 

Participant 6 indicated that self-care was vital, by underscoring the need for personal care 

in dealing with the stressors of caregiving. They were fearful of resenting their mother for 

becoming ill, should they neglect to manage their own issues whilst providing care for their 

mother. A decision was taken to ensure that the participant took care of themselves: 

And I, and I always say to people that, uhm, I’m at a point now, where I want to take 

care of myself, I want to do the things that I need to do, I want to push myself, because 

I never want to resent her for getting sick and, and taking over my life. 
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Likewise, Participant 2 indicated that they needed to relieve the strain, as the caregiving 

experience was stressful. The participant would have better coped with the absence of 

personal time by engaging someone to assist temporarily, to allow them a respite from the 

caregiving duties: 

I would say, uhm, for me, it would be time-out. You know, maybe just have, uhm, like, 

‘can we take the person?’. ‘Can we look after the person for one weekend out of a 

month?’ Just to to relieve the strain from it, that, that would be, that would make the 

world of difference. 

Participant 4 stressed the importance of taking time off from caregiving: 

... A carer must take time off. For instance, if you have to look after your husband or 

your wife and, and it’s only you, you need to get support. Support for a, for a carer, it, it 

has to be two, or family member, or you've got to get time off, or maybe do it the 

morning shift and evening shift, or a day shift or night shift. It's very, very important. 

In retrospect, Participant 3 realised that the family member with dementia should be 

admitted to a care facility or that the services of a full-time caregiver should be employed: 

My advice would be to seek for professional help. I realised that, uh, we did take him to 

a home, but, uh, we took him back. But then, actually, we shouldn't have done that. 

Because, uhm, I realised that it was strainful, strainful, for my mom, because as soon as 

my dad passed on, my mom was very sick, and I was also very sick. I would advise that 

is [sic] either they get a full-time caregiver, or they take him to a place where they will 

take care of the person. 

Impact on Employment. Participants reported that the impact of rendering care on their 

employment, included arriving late at work, being partially or completely absent from work, 

reduced working hours, or even the termination of employment in order to cope with the 

demands of caregiving. Of the eight participants to the study, six were of working age and 
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executing the care of a family member with dementia. Disruptions in employment 

exacerbated the emotional stress experienced by family caregivers. The process of caregiving 

indirectly influenced the employability of two participants, resulting in diminished financial 

resources. Participants discussed the challenges encountered at the workplace and how it was 

managed. The care of a family member with dementia necessitated compromises. Two of the 

eight participants reported becoming unemployed or having to work reduced hours, owing to 

the demands of the caregiving rendered to a family member with dementia. The assistance of 

family members - and even the gardener and domestic helper – contributed greatly to 

Participant 4’s ability to cope with the caregiving demands. Participant 4 retired early and 

relocated to Cape Town, in order to provide care for their spouse: 

Well, I had to take early retirement, because, uhm, I had to move to Cape Town and 

also, I was living with my children… Well, in the beginning, because my daughters 

were amazing and also, uh, uhm, we had a, uhm, we, we used to, we still have a family 

that's working for us, like the gardener, and they lived on the property. You know the 

domestic helper, they were all helping, you know. They would come and change the 

bedding and do things. So, if you, if you have support, then you don't mind, me, I mean 

anybody, any human being cannot do, uh, what, that kind of job alone. I mean [you’re] 

stressed. 

Furthermore, Participant 1 discussed the detrimental impact of the care of their 

grandmother, on their employment. They stated that the caregiving task was stressful and 

time-consuming, resulting in their late arrival to work, or their absence from work on the 

days of hospital attendance. They cited patience as a quality that assisted them with coping: 

It is also stressful when I take her to the clinic or the hospital, because I transport her to 

the clinic and the hospital. Then I have to ask for few hours off or rather come late at 
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work, even if it's an hour late, because everything takes time… then I treat that day as a 

day off. But the main thing is, you got [sic] to have patience. 

The unpredictability of the behaviour by a family member with dementia, could also 

negatively impact one’s employment environment. Participant 3 encountered difficulties with 

their colleagues, as they frequently arrived late for work. They resolved negative comments 

regarding their tardiness, by explaining the situation to the manager: 

You know what, it affected my work. My mom was working as a [nursing] sister. And 

then she would leave very early in the morning. And then I was the one who was 

supposed to prepare him [father] to stay behind. So, I used to be late at work. Yeah, 

because, uh, on some days he would respond positively and then I’ll be on time. On 

some days he will respond negatively, doesn’t want to dress and then I would struggle. 

So, it really affected my work and, uh, you know, people at work will start commenting 

to say he’s [sic], ‘she’s always late’ and stuff like that. But, fortunately for me, I spoke 

to my manager then, and then he understood... 

Participant 2 overcame the employment challenges by their candid admission concerning 

the need for assistance. They shared their experiences and requested assistance, and this 

enabled them to cope with the demands of caregiving combined with employment:  

It's actually, uhm, sometimes it is difficult. But, uhm, how can I say? You, you try and 

juggle everything. Like, you would make people aware that this is what you deal with, 

and if [you’re] open about it, it makes you cope better and your schedules, you can 

then, uhm, adjust it accordingly. And I think it's a question of, if you need assistance, 

then you just need to be open about it and ask people for help. 

Impact on Finances. Finances to access medical resources and information is essential 

when rendering quality care to a family member with dementia. Participant 4 stated that the 



126 

 

assistance of a nurse is imperative, however, should the family be unable to acquire the 

assistance of a nurse, the extended family must assist: 

If you cannot afford a nurse, day nurses or a night nurse or a special carer for 

Alzheimer's, it is very difficult, extremely difficult to support a person with 

Alzheimer's, it's terrible… I don't know if the people that cannot afford carers, it's very 

tough, but it's very, very difficult. So that's where the, the family comes in. Support 

wise, you know, if you have a family to assist you. 

Caring for a dementia sufferer necessitates financial resources. The food and medical 

supplies for Participant 5’s husband and sister, were expensive. The participant was 

supported by their ex-colleagues and friends, who regularly donated these necessities: 

Uh, other things is, like I say, I've, I've really got, uhm, people that I was friends and 

people that I've worked with, that assist me as [sic] in different ways, in terms of, uh, 

sometimes with, with food and with the funding for incontinence pads and things like 

that. It's really been a tremendous help. 

Similarly, Participant 8 reported that they hired someone to run errands for them as they 

were unable to leave their mother at home. They remarked that it was an expensive exercise, 

however, there was no other recourse: 

…I have to kinda [sic], like, always, uhm, hire people to go there and there for me, to 

get things for me. And that on its own, it's kinda [sic] like, uh, too much, because of, it's 

also consuming and a lot of money. [Because] I need to pay these people, they [sic] 

and, uhm, I don't have, I don't have [a] life anymore. I can't move, I'm forever at home. 

… I sent people around to do things for me, even my personal things, I will have to 

trust a certain person to kinda [sic], like, do things for me too, and that on its own, also 

it's, it's, it's, it's a problem, because now there are things out there that need me in 

person. 
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Summary 

   

In chapter 4, participants' interview transcripts were analysed, in order to determine the 

results of the study, using a phenomenological approach. Emergent themes and subthemes 

were analysed and presented. Five themes emerged from the analysis, underscoring the 

importance of personality characteristics, the impact of information, experiential 

understanding, access to external resources, and coping with the impact of caregiving. A 

significant part of the discussion focused on the coping strategies utilised by participants 

during their caregiving experiences. Based on the results of the data analysis in chapter 4, 

chapter 5 will summarise the findings, limitations and recommendations, derived from the 

study. 
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Chapter 5 

 

Findings, Discussion and Conclusion 

Chapter 5 presents the findings of the data analysis in respect of the lived experiences of 

individuals tasked with the care of a family member with dementia. The Worsley resilience 

doughnut model and research questions informed and guided the discussion. Following the 

analysis of data discussed in Chapter 4, an overview of the research findings and 

recommendations are presented. 

 

Overview of the Study 

A qualitative design was utilised to gain a deeper understanding of how participants interpret 

and construct meaning regarding their lived experiences when tasked with the care of a 

dementia sufferer. Specifically, this study examined how participants employed coping 

strategies, resulting in the development of resilience. This study adopted a phenomenological 

approach in order to achieve its objective. Semi-structured interviews were conducted with 

eight individuals who were purposively selected and met the inclusion criteria. All interviews 

were video recorded, transcribed and analysed, employing the guidelines for an interpretative 

phenomenological analysis. The interviews addressed the research question: 

How do familial caregivers develop coping skills that foster the resilience required to 

successfully manage the challenges of caring for a family member with dementia? 

Five themes and 20 subthemes emerged from the narratives. The findings derived from the 

five themes, namely (1) positive personality characteristics, (2) an experiential understanding 

of caregiving, (3) the impact of information, (4) accessing external resources as a key factor, 

and (5) coping with the impact of caregiving, will be discussed next. 
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The Themes and its Implications 

Resilience is the ability to rebound from adversity, resulting in a positive outcome 

(Ledesma, 2014). Resilient individuals positively and successfully adapt to the disturbance of 

their homeostasis, by employing coping skills to address adversity (Joling et al., 2016). The 

resilience doughnut model comprises three interacting tenets. Firstly, resilience is a process of 

continual development; secondly, individuals negotiate and navigate available resources; and 

lastly, these processes occur when adversities are present (Graber et al., 2015). As per the data 

analysis reported in Chapter 4, all three tenets of the resilience doughnut theory were present. 

Participants showed resilience whilst being tasked with the care of a dementia sufferer by 

continuously developing their informational repertoire and improving their skills relating to 

providing care and coping with adversities. Furthermore, participants also negotiated and 

navigated the different available resources, including their partners, communities, families, 

colleagues, friends, medical practitioners, and other resources, such as websites containing 

information on dementia. All of the participants encountered the adversity of having to care for 

a family member with dementia whilst having no formal training or prior experience relating 

to the care duties. Participants thrived and showed hardiness, by educating other friends and 

family members concerning the disease. The resilience doughnut model considers both the 

personal characteristics that enable one to overcome adversity, and the person’s interaction 

with the available external resources. 

Theme 1: Positive Personality Characteristics 

Participants coped with the impact of caregiving by employing and/or developing positive 

personality characteristics, such as patience, calm, tolerance and perspective. This study found 

that these personality characteristics played a major role in the development of resilience in 

participants. Similarly, Worsley (2015) found that positive personality characteristics play a 

pivotal role in the development of resilience. Accordingly, these characteristics proved 
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invaluable in coping with the uncertainties and unwanted behaviours that accompany dementia. 

Furthermore, these characteristics served as promotive and protective factors for participants. 

Masten and Coatsworth (1998) also identified positive personality traits as individual 

protective factors. 

This study showed that caregivers managed adversity by remaining calm and employing 

patience. The participants were not disturbed or upset by the behaviours of the dementia 

sufferer. They practised patience and calm during the erratic episodes associated with the 

disease and coped, for example, by opting to leave the room until the person had calmed down 

or by simply ignoring the behaviour exhibited by the dementia sufferer. Resilience was 

therefore fostered by taking decisive actions to ignore such outbursts. 

Ledesma (2014) identified a high sense of tolerance of uncertainty as a personal quality for 

developing resilience. Innate or acquired positive personality characteristics of patience and 

calmness enabled caregivers to exercise tolerance and changed the participants’ perspectives 

concerning caregiving duties. The socially unacceptable behaviours of the dementia sufferer 

were perceived as part of the trajectory of the condition, not as deliberate acts. By obtaining 

information regarding the disease, caregivers acted from a position of understanding, that 

enabled them to tolerate the undesirable behaviour. Participants, thus, reacted compassionately 

to the dementia sufferer's plight. 

Ledesma (2014) defined thriving as strengthened resilience. Additionally, Fleming and 

Ledogar (2008) identified psychological and emotional growth as central concepts of thriving, 

positing that, in order to develop resilience, individuals must experience a positive 

transformation, a stronger sense of self, refocus their priorities, and undergo a cognitive shift 

concerning adversity. This study found that a positive transformation occurred when the 

caregiver’s perspective of providing care for a family member with dementia changed. The 

change in perspective and priorities assisted participants to better accommodate the needs of 
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the dementia sufferer and resulted in caregivers coping with the situation. This transformed the 

perspective from egocentrism to altruism, where the needs of the family member with dementia 

were afforded precedence over the carer’s own needs. A cognitive shift in the participants' 

approach to the caregiving task also resulted from the understanding that the dementia 

sufferer's erratic behaviour was a symptom of the disease. The change of perspective, where 

the dementia sufferer's behaviour was attributed to cognitive decline, was a conscious and 

intentional coping strategy that promoted resilience. Manzini et al. (2016) emphasised that a 

characteristic of coping strategies is that it is intentional and conscious. Cognitive and 

behavioural changes must be employed to successfully overcome adversity (Manzini et al., 

2016). The focus was on the family member with dementia and not the condition. Rather than 

viewing the experiences as negative, perspectives were altered, and the focus shifted to positive 

aspects of caregiving. Participants continuously improved the quality of care provided so that 

their loved ones with dementia could live better lives. Participants relinquished previously 

enjoyed activities and hobbies to provide care to the dementia sufferer, refocusing their 

priorities. 

In order to cope with the adversities associated with caregiving, caregivers developed a 

stronger sense of self and derived meaning from the experience. Participants expressed a sense 

of value for the life of the family member with dementia and treated them in a humane and 

dignified manner. The individuals expressed a sense of purpose and commitment to the task of 

caregiving, as well as a sense of mastery and satisfaction, that aided in the development of 

resilience. In a recent study, Basch (2019) also identified assets associated with resilience as a 

sense of purpose, competence and autonomy. 

Moreover, the resilience doughnut model defines I am as the positive sense of self and the 

strengths of the individual (Worsley, 2015). Findings from this study highlighted the secure 

sense of self and internal strengths (positive personality characteristics) or assets individuals 
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developed after obtaining information concerning the disease. These individuals accepted 

responsibility for their actions by adjusting their caregiving activities according to the needs of 

the family member with dementia. The care rendered by the participants increased their 

feelings of self-confidence, leading to an appreciation of the quality of their own lives. The 

employment of positive personality characteristics, self-efficacy and the utilisation of available 

resources, were imperative in coping with the adversity of caring for a dementia sufferer. The 

participants employed these assets, resulting in the development of resilience. 

Theme 2: An Experiential Understanding of Caregiving 

Participants coped by gaining an experiential understanding of the disease via the insights 

acquired from their observations, the adaptations made, the acceptance of the situation, and the 

personal growth that resulted from the caregiving process. The participants explained how, 

based on their observations and daily experiences, they could predict and anticipate the 

behaviour of the family member with dementia. As a result of observing and caring for the 

patient, the participants acquired knowledge and insights that assisted them in dealing with 

stressful situations. Their understanding and awareness of dementia and the progression of the 

disease were not solely based on information communicated by medical practitioners or such 

that was acquired online. Observations were a crucial instrument to gain insight into the unique 

needs and demands of the patient and the trajectory of the disease. These insights led to an in-

depth understanding of the family members' needs, daily caregiving challenges and/or the 

suffering associated with the disease. Participants developed skills in observing and 

understanding the needs of the dementia sufferer in response to the decrease in communication 

on the part of the patient, as a result of the disease’s trajectory. The insights also facilitated an 

understanding of the efficacy of the medication. One participant noticed that the medication 

calmed the dementia sufferer when it was taken during the daytime and therefore changed the 

time when the medication was administered. The participant used this coping strategy to assist 
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with reducing erratic behaviour episodes. Furthermore, the insights acquired from observations 

aided the participants in deciding how to manage the ever-changing behaviour of the family 

member with dementia. These insights instilled a sense of accomplishment and fulfilment, as 

they acquired new skills to deal and cope with uncertainties. Participants could identify when 

external assistance was required, based on the insights garnered. This also prepared them to 

cope with future adversities. The insights gained nurture protective factors and enhance 

resilience (Deist & Greeff, 2014). Participants reported their experiences of personal growth 

resulting from insights gained via self-exploration and observation of the family member with 

dementia. Participants were informed regarding the symptoms of the disease and were able to 

cope with the changes in the behaviour of the dementia sufferer, based on the insights garnered 

from their observations. 

Luthar et al. (2000) suggested the necessity of two conditions to build resilience, namely 

exposure to a risk or threat, and adaptation to the risk. The participants were exposed to the 

risk of caregiving without prior knowledge of the demands that it entailed. Additionally, 

adaptation to the process of caregiving occurred by improving their skills to deliver enhanced 

care for a dementia sufferer. The participants effectively adapted their lifestyles to better 

support the family member with dementia, by being flexible. Van den Hoonaard and Van den 

Hoonaard (2008) found that resilience is a result of adapting to adversities. The participants 

also portrayed hardiness in dealing with the undesirable behaviour of the patient. Hardiness 

can be seen in how the participants coped with the unanticipated changes required in the 

process of caregiving. Ledesma (2014) and Mosley and Laborde (2016) explicated that 

psychological hardiness is the ability of an individual to successfully master change. All the 

participants adapted to the caregiving demands and utilised different approaches and skills, 

according to the needs of the dementia sufferer, in order to successfully cope with the ever-

changing demands of caregiving. 
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The APA (2022) noted that, in order to build resilience a person must, amongst other factors, 

acknowledge that change is a part of life, and they must move toward realistic and attainable 

goals. This study found that participants acknowledged and accepted the fact that the dementia 

patient was not the same person they used to be. This is attributed to the cognitive impairment 

that is characteristic of the disease. The family members also accepted that change was a part 

of life and altered their perspective. They understood that the disease is fatal and that it cannot 

be reversed. As a result of the participants' acceptance of the diagnosis of dementia, they were 

able to adapt positively, which contributed to their resilience. 

Miller et al. (2016) reported that a resilient adult will employ problem-solving skills, display 

a sense of purpose and social competence, as well as demonstrate the ability to adapt. The sense 

of purpose in providing the most effective care to the dementia sufferer, combined with 

participants’ internal characteristics, resulted in the positive outcomes of sustainability, 

recovery and personal growth. Similarly, Worsley (2015) found that sustainability, recovery 

and personal growth are the result of a combination of internal characteristics. 

According to Eroz and Onat (2018), the attitude of a resilient individual comprises a 

combination of control, commitment and challenge. The participants employed their social 

competence skills and accessed external resources successfully, when required. The 

participants communicated a sense of purpose, with one participant stating that they were born 

to care for dementia sufferers. Participants showed commitment by not relegating the task to 

someone else, despite the challenging nature of caregiving. Through these challenges, personal 

growth occurred, as they adapted and improved their caregiving skills, whilst negotiating and 

navigating resources outside the family. Eroz and Onat (2018) explained that resilience 

emerges as an attitude that transforms potential threats into opportunities for growth. 

Family members with dementia require 24-hour assistance and continuous monitoring, and 

the associated care is classified as frail care. One of the participants opted to admit the family 
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member with dementia to an institution, as a coping strategy, as a consequence of her poor 

health and inability to provide adequate care. However, seven participants expressed a 

reluctance to admit the dementia sufferer to a care facility, as they would not receive the same 

quality of care that would be provided at home. Having their skills recognised by others created 

a feeling of contentment and a sense of efficacy. Likewise, Worsley (2015) postulated that a 

strong skill factor is an indication that a person mastered a skill and has a reputation for 

possessing a skill, that leads to a sense of satisfaction. The participants, thus, employed 

effective coping strategies to lessen the effect of the adversity, resulting in the development of 

resilience. Similarly, Jackson et al. (2007), Kardum et al. (2012), Ledesma (2014), Mosley and 

Laborde (2016), and Walsh (1996) explained that effective coping strategies reduce the 

negative impact of adversity and ultimately aid the development of resilience. This study found 

that an understanding of the dementia sufferers' needs and demands, and the employment of 

coping strategies, resulted in an improved state of functioning - subsequent to overcoming the 

adversities associated with caring for a dementia patient. Furthermore, psychological thriving 

reflects gains in skills (Carver, 1998; Ledesma, 2014). Participants acquired new skills whilst 

providing care and personal growth occurred, as they acquired novel caregiving skills, resulting 

in psychological thriving. Additionally, Carver (1998) and Liersch-Sumskis (2013) advocated 

that a person who experiences thriving exhibited functioning at a higher level than prior to the 

encounter with the adversity. As new protective factors were developed and personal growth 

occurred, participants experienced improved functioning pertaining to providing care for a 

dementia sufferer. This experience of personal growth underpins the concept of thriving 

(Liersch-Sumskis, 2013). 

Liebenberg et al. (2017) stated that individuals required self-awareness in order to 

effectively engage their own meaning-making processes. This self-awareness is the ability to 

discover who they are and what they are capable of. To adapt to and cope with their situation, 
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participants developed self-awareness, by employing a variety of coping strategies, such as 

sharing their experiences with others and journaling. Dias et al. (2015) reported that when 

coping strategies are employed, a higher level of resilience associated with strengthened 

psychological well-being is achieved and the stress is lessened. This reduction in stress and the 

perception of being in control, fostered resilience. Furthermore, resilience was strengthened by 

the use of positive cognitions, such as optimism and a healthy sense of self-worth. The study 

has confirmed the findings of Windle and Bennett (2012), that a caregiver’s optimism 

positively contributed to the development of resilience. 

Additionally, Worsley (2015) indicated that the factors promoting the development of 

resilience are a combination of internal and external factors. Internal factors are categorised as 

I have, I am, and I can. Worsley and Hjemdal (2016) defined I am as self-awareness and 

positive self-esteem and I can as experiences of self-efficacy. All participants shared how their 

experiences brought about a sense of self-awareness, as well as how they needed to find the 

inner strength to manage and cope with the demands of administering care to a dementia 

sufferer. External support and resources contribute to the development of personal skills 

required in developing resilience (Worsley & Hjemdal, 2016). 

Family members have learned and mastered the skill of providing for the dementia sufferers. 

Whilst caring for the family member with dementia, the participants invoked hidden strengths 

and courage that enabled them to thrive in the face of adversity. This was accomplished through 

acceptance, coping, negotiation, and adaptation to the stress created by caring for a dementia 

sufferer. Participants utilised their inner strengths to navigate and negotiate available external 

resources, as a way to develop and foster resilience. Coping skills improved when caring for a 

family member with dementia. These vital assets functioned as protective and promotive 

factors during adverse situations. 
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Worsley (2015) stated that a strong skill factor requires, inter alia, hardiness, recognition of 

skill, a willingness to try novel experiences, and a sense of success and achievement. This study 

found that all the participants improved their caregiving skills by exploring creative ways to 

attend to the needs of the dementia sufferer. Participants gained an experiential understanding 

of the skills associated with caring for a dementia sufferer, which assisted them in coping with 

the cognitive decline associated with the disease. 

Theme 3: The Impact of Information 

Worsley (2015) defined a strong education factor as an enjoyment of learning as well as an 

understanding of how to conduct research. By consistently engaging with information 

concerning the disease and its symptoms, the participants empowered themselves through 

continuous learning - a characteristic of resilient adults. Education is considered a protective 

factor in promoting resilience. 

All the participants emphasised the importance of obtaining information and knowledge 

related to the condition. There was a general lack of knowledge regarding the disease itself and 

caregiving requirements specifically, during the early stages of the disease, as caregivers were 

initially ignorant of what to expect as the illness progressed. Individuals only acquired 

knowledge in respect of dementia subsequent to its diagnosis. It was vital to consider this 

pertinent issue since it impeded the identification of the onset of the disease and hindered the 

initial provision of appropriate care for the family member with dementia. Moreover, the lack 

of knowledge extended to the general public, where there was a paucity of awareness of 

dementia. As a consequence of this lack of general awareness, the undesirable and unexplained 

behaviour of the family member with dementia was, at times, attributed to witchcraft. 

Additionally, society was also apprehensive when dealing with a disease caused by mental 

illness, as some community members were not informed of the symptoms of dementia. This 

study found that the knowledge gap was reduced when caregivers consulted various research 
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platforms. Conducting research on the condition and frequent consultations with health care 

professionals served as information sources regarding the disease and the trajectory of its 

symptoms. The participants were, thus, able to identify the various stages of the disease and 

understand the newly acquired behaviours of the dementia sufferer. All participants engaged 

in continual development with regard to obtaining knowledge pertaining to the disease. 

The irrational and unpredictable behaviour of the family member with dementia, was found 

to be one of the major stressors experienced. Participants were often prone to abuse or 

embarrassing situations, as a result of this behaviour. In addition, this behaviour was initially 

misunderstood by the community and frequently scorned. Participants experienced increased 

emotional and psychological stress, as a result of the dementia sufferer's refusal to cooperate. 

Over time, participants acquired a deeper understanding of the trajectory and symptoms of 

the disease, from a variety of sources. Knowledge and insight gained from the caregiving 

experience resulted in the reduction of emotional and psychological strain. Acquiring 

knowledge concerning dementia assisted individuals tasked with the care of a family member 

with dementia, to cope with the challenges faced. Participants experienced a better 

understanding of the condition, upon obtaining information from numerous sources. Advocacy 

of the symptoms and trajectory of the disease was undoubtedly critical and lacking, however, 

this was overcome by sharing the newly acquired information with relatives, friends and 

neighbours. 

Theme 4: Accessing External Resources as a Key Factor 

Miller et al. (2016) and Worsley (2015) found that the development of resilience involved 

positive changes within an individual and is the result of the interaction of the individual's 

internal strengths with healthy external resources and relationships. These external factors that 

promote the development of resilience are the partner factor, the skill factor, the family factor, 

the education factor, the friend factor, the community factor, and the work and money 
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management factor (Worsley, 2015). In addition, Garmezy et al. (1984) found that the familial 

factors (family cohesion, positive emotional climate), and factors external to the family 

(community assistance, physical help, feelings of bondedness, financial assistance) contributed 

significantly to the development of resilience. These factors are referred to as protective factors. 

Findings in this study indicated that access to and support from various external sources played 

a crucial role in managing and coping with the stressors of administering care to a family 

member with dementia. The caregivers emphasised the need for emotional, instrumental and 

informational support, from a variety of sources. Access to positive emotional, psychological, 

instrumental and informational support from sources outside of the family, positively 

contributed to the participants’ ability to manage and cope with the adversities associated with 

caregiving. 

Participants conducted meaningful relationships with spouses, friends, supportive family 

members, community members, support groups and medical practitioners. Additionally, these 

meaningful relationships provided a number of participants with a form of respite, as they were 

able to address some of their personal needs and allowed them take time off from caregiving 

in order to relax. Healthy relationships with available external sources were significant sources 

of support and are necessary for the development of resilience. Similarly, Liebenberg et al. 

(2017) identified supportive and trusting relationships as a main factor in the development of 

resilience. A secure and trusted environment, where open communication and effective support 

occurred, fostered resilience. Caregivers coped by strengthening existing relationships and/or 

forming new friendships. These emotional support structures allowed participants to seek 

advice, vent their frustrations, and assisted them to cope with the demands of caregiving. In 

addition, these support structures allowed individuals to talk about their challenges. These 

discussions assisted participants to relieve stress and also engage in an activity other than caring 

for the dementia sufferer. 
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Three of the participants’ spouses provided support and assisted with caregiving duties. This 

reduced the emotional and physical stress experienced by the relevant participants. Worsley 

(2015) emphasised the importance of healthy and strong relationships with significant others, 

as a tool for building resilience. Participants reported the positive psychological effects that 

having a supportive partner had on building resilience and increasing their sense of security. 

Carver (1998) and Ledesma (2014) posited that a sense of security positively contributed to 

psychological thriving. 

One of the three levels of protective factors, identified by Masten and Coatsworth (1998), 

is the family level. This level includes close and supportive relationships with extended family, 

to build resilience. Positive family characteristics, such as love, affection, optimism, clear and 

open communication and family closeness, enabled the participants to exercise emotional and 

self-regulation. This allowed family members to cope with the condition, to exercise control 

over their emotional states and manage their frustrations. These included actions, such as 

rethinking the situation to alleviate frustration or anxiety, suppressing outward signs of stress 

or fear, or focusing on reasons to feel positive or relaxed. 

Participants also shared their feelings with other family members. They reported strong and 

healthy relationships with their families, based on a sense of belonging and connectedness, as 

they shared the same concern and affection for the family member with dementia (Garmezy, 

1987). These feelings contributed positively to coping with adversity. Similarly, Walsh (1996) 

found that a sense of connectedness and closeness within the family positively contributed to 

the development of resilience. In addition, Rutter (2013) and Shean (2015) stated that positive 

familial and environmental structures facilitated resilience, when faced with an adversity. The 

positive family environment acted as a protective factor against the behavioural and emotional 

disruption of caregiving and fostered the development of resilience. 
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Community support was one of the levels of support available to both caregivers and 

dementia sufferers, alike. This support came from individuals and institutions, other than 

family members. Participants commented on the role that the community played in contributing 

to their resilience and the healthy relationships they formed with community members. Masten 

(2001) posited that resilience is not a result of special and rare qualities held by individuals, 

rather, it is a result of, inter alia, relationships formed with community members. Community 

support included support from church members, neighbours and other community members. 

The community often supported the participants instrumentally, such as through physical 

assistance and financial aid, as well as emotionally, by regularly checking on the well-being of 

both the carer and the patient. This created a sense of belonging and a shared interest in the 

well-being of the family member with dementia, that positively contributed to building 

resilience amongst participants. This study found that community support factors included 

financial assistance, instrumental assistance, social support, and a common interest in the well-

being of both the caregiver and dementia sufferer. These support structures acted as a platform 

for participants to obtain advice and vent their frustrations, and assisted them to cope with the 

demands of caregiving. 

Support from those in similar situations also served as a coping mechanism, in the 

development of resilience. One participant reported the positive influence of support groups, 

serving both as a form of motivation as well as offering some respite time. 

In addition, this study found that healthy relationships with medical practitioners was 

imperative. Medical professionals provided informational and emotional support, to assist 

participants in accepting the changes in the behaviour of the dementia sufferer, and to self-

regulate when frustrated. 

According to Miller et al. (2016), I have”in the resilience doughnut model is an awareness 

of sustainable and supportive social resources available to an individual, that promote 
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resilience. Participants used their internal strengths to successfully navigate and negotiate the 

available resources. Likewise, Ungar (2012) posited that the processes associated with the 

development of resilience involved the positive negotiation and navigation of the available 

resources. Participants were possessed of a sound understanding and awareness of the resources 

available to them and fostered resilience in the face of adversity by establishing trusting 

relationships with family, friends and the community. The influence of social support networks 

played an influential role in addressing adversities faced by caregivers. The social support 

networks positively contributed to the psychological well-being of the caregivers, by 

alleviating stress. Aside from the instrumental support offered by external sources, family and 

friends also served as emotional support structures, by providing participants with a platform 

to express their frustrations. Similarly, communicating their experiences of caregiving was 

found to be a critical factor in building resilience. It is important to note that not all seven 

factors identified by the donut model need to be present or prevalent, for resilience to develop 

(Basch, 2019; Miller et al. 2016; Worsley, 2014). Miller et al. (2016) concluded that only three 

of the seven factors need to be present and strong, to enable the development of resilience. 

Findings in this study indicated that at least three strong external resources were available to 

all participants. 

Theme 5: Coping with the Impact of Caregiving 

Previous findings regarding the challenges associated with the care of dementia sufferers 

revealed a great number of similarities. Although Zauszniewski et al., (2009) identified stigma, 

isolation, employment restrictions, or appraising a situation as burdensome as examples of risk 

factors, participants discussed the coping strategies they employed to cope with such 

challenges. 

In this study, each participant assisted the family member with dementia with activities of daily 

living. The participants performed these activities more frequently as the neurodegenerative 
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process progressed. Participants experienced stress ascribed to these physical demands of 

caregiving. However, external resources were acquired to alleviate the stress associated with 

the demands of care. The care for a family member with dementia is nearly impossible without 

the assistance of competent individuals. Participants requested their friends and family 

members to assist them with the caregiving duties. Furthermore, the services of formal 

caregivers, such as nurses, were enlisted when the caregiving task became too arduous. 

Exposure to the gradual deterioration of the dementia sufferers’ cognitive abilities, was one 

of the low-level risks confronting the participants. Daily exposure to these low-level risks - 

acting as steeling events, facilitated coping skills, as the dementia sufferer’s disease progressed. 

Similarly, Rutter (1999) found that repeated exposure to low-level risks facilitated resilience. 

This assisted the participants to process and cope with the loss of communication experienced 

by the dementia sufferer, in the later stages of the disease. 

People with dementia often experience cognitive decline and revert to a childlike state as 

the disease progresses. This regression required a new role for caregivers, as a consequence of 

the dementia patient's cognitive decline. The person with dementia was no longer able to 

assume the role of father or mother, resulting in the caregiver adopting a maternal role. The 

caregivers became responsible for all tasks and decisions previously performed by the person 

with dementia. Over time, the roles of the person with dementia and the caregiver changed 

from a mother-child or husband-wife role to a maternal-dependent role. This transformation 

often resulted in emotional and psychological stress that was not only attributed to the loss of 

the relationship, but also ascribed to the additional responsibilities that accompanied the new 

roles. In addition, the person who had previously been the participant’s support system now 

required care and support themselves. The information gleaned by the participants from their 

research on the disease, explained the changes to be expected in the relationship with the patient 

and enabled participants to find novel ways of managing the situation, thus adapting positively 
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to the adversity. Similarly, Iavarone et al. (2014) and Nikos et al. (2009) defined coping as a 

positive adaptation to an adversity. Rather than succumbing to depression or avoiding adversity 

with unhealthy coping strategies, participants faced the challenges, thus, resulting in resilience 

and - in certain cases - even thriving. 

Zauszniewski et al. (2009) reported restriction of employability as a risk factor. Being tasked 

with the care of a family member diagnosed with dementia, negatively impacts employability. 

Reduction of working hours and - in one case - early retirement, were certain consequences of 

the caregiving responsibilities. The participants frequently arrived late for work or were 

compelled to take leave from work for a day, as a consequence of providing for the family 

member with dementia. One participant coped by performing odd jobs when they had time 

available, as they were unable to work a full day. Additionally, some participants made 

alternative arrangements to cope with work demands or they worked fewer hours on the days 

on which hospital visits were required and/or treated these days as work-leave days. Another 

participant coped with their challenges by communicating with their employer and co-workers 

to explain their late arrivals and absence. 

The findings in this study indicated that some participants reported little or no impact on 

their finances, while others experienced major challenges with regard to the financial burden 

associated with caring for a dementia patient. Irrespective of whether they were facing financial 

difficulties or not, it was found that being tasked with the care of a family member with 

dementia resulted in significant financial implications. Furthermore, as the disease progressed, 

additional expenses related to adult diapers, hospital visits and medication, were incurred. 

Although some participants experienced challenges with the effective management of finances, 

plans were developed to address the lack of finances. Cognitive and behavioural adaptations 

were made by the participants. Positive psychological adaptation to financial burden assisted 

caregivers in coping with the challenges they faced (Manzini et al., 2016). The ability to plan 
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and determination are two of the cognitive factors that positively affected the way that 

participants coped with these adversities and played a vital role in the development of 

resilience. Rutter (2013) identified the ability to plan and a sense of determination as 

contributing factors that enable individuals to exercise control over changing events that, in 

turn, build resilience. The participants coped by executing a conscious effort to access external 

resources, i.e., requesting friends and family to contribute to the medical supplies and other 

needs of the dementia sufferer. Similarly, Manzini et al. (2016) found that financial support 

alleviates the caregiver’s emotional and physical burden. Financial support from external 

sources relieved and ameliorated the negative financial impact of caregiving on participants. 

Nonetheless, the majority of participants reported a state of financial stability. The assumption 

of additional financial responsibilities instilled a sense of requiring financial management 

skills, related to the gains in skills that fosters the development of resilience. The resilience 

doughnut model explicates that the work and money factor relate to the presence of a strong 

work ethic, work values, accountability and economic stability, all of which were portrayed by 

the participants (Worsley, 2015). 

Participants were availed of limited or no time to engage in social activities or to attend to 

personal matters, as a result of the caregiving activities. Participants were no longer able to 

participate in previously enjoyed activities, as caregiving took precedence over social 

activities. Participants overcame these challenges by employing different coping strategies. 

One participant employed a friend to run errands on their behalf, whilst another participant 

managed to balance their interests with the caregiving activities by hosting social gatherings at 

their own home. 
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Conclusion 

In summation, participants overcame the adversity of caring for a family member with 

dementia by employing protective factors, navigating and negotiating external resources, and 

acquiring skills. This study found that participants experienced growth (personal growth), 

optimism/positive attitudes (positive personality characteristics), successful adaptation to a 

threat (acceptance and adaptation), gains in knowledge and skills (experiential 

understanding/continuously gathering knowledge), and connections with others (accessing 

external resources), that assisted them to develop resilience and, ultimately, thrive. 

The findings provide insights into the lived experiences of individuals tasked with the care 

of a family member with dementia, revealing the coping strategies employed to deal with the 

adversity. Furthermore, the study underscored the development of resilience within these 

individuals. There are several commonalities across different theorists’ conceptions of 

resilience. Firstly, theorists postulated that resilience requires both experiencing a disruption in 

the individual's homeostasis and executing positive adaptations in order to face adversity. All 

participants endured the adversity of caring for a family member with dementia and 

implemented positive adjustments to meet the needs of the dementia sufferer. Secondly, 

theorists agreed that resilience is an outcome of the successful interaction between the 

individual and the environment. As observed, participants used their internal strengths to 

successfully access external resources. Thirdly, resilience is a dynamic and ongoing process. 

Participants in the study evolved by changing their perspectives and experiencing personal 

growth through the caregiving task. Fourthly, theorists agreed that cumulative risks are more 

detrimental than individual risks. The study illustrated that the cumulative and individual risks 

faced acted as steeling events for the participants. Fifthly, the effects of protective factors 

operate at three levels, i.e., the individual, the family, and the environment. Participants 

employed their positive personality characteristics, family cohesion and relationships with 
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others, to develop resilience. Sixth, turning points are essential in the fostering of resilience. 

Participants utilised their past experiences to adapt to the novel experiences of providing care 

positively and constructively, by utilising the insight gained. 

Worsley (2015) asserted that resilience developed when internal and external factors work 

in tandem to successfully face adversity. The findings in this study illustrate this interaction 

between various internal and external factors. This study has shown that participants drew from 

their positive personality characteristics and their experiential understanding, to interact with 

the various external resources in order to cope with the adversities they faced whilst caring for 

a dementia patient. 

Furthermore, resilience is a dynamic process and is motivated by hardiness and the 

utilisation of coping strategies. The results of the study confirmed that individuals tasked with 

caring for a family member with dementia developed resilience by employing coping strategies 

and developing hardiness, whilst providing care. These individuals employed a variety of 

coping strategies to manage the emotional, physical and psychological stressors they 

experienced. Positive adaptation to risk was achieved by navigating and negotiating the 

resources available to them. As a result, each caregiver developed a method for managing, 

accepting and adapting to the stressors associated with caregiving, that resulted in personal 

growth, improved coping skills and resilience, enabling them to thrive. 

In addition, activities of daily living, coupled with a lack of information, were shown to play 

a significant role in participants' distress. The participants effectively addressed the lack of 

knowledge by educating themselves and seeking external assistance. Participants conveyed the 

need for advocacy, support, respite services and frail care centres. The results of this 

investigation show that participants employed a variety of coping strategies in the face of 

adversity, resulting in the development of resilience. 
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This phenomenological study provided insights into the lived experiences of family 

members tasked with the care of a dementia sufferer. The study revealed that the participants 

endured stressful experiences related to caregiving. However, through the caregiving journey, 

these caregivers thrived, by employing positive personality characteristics to cope with the 

demands of caregiving. Moreover, participants were able to manage the adversity and develop 

resilience, by gaining an experiential understanding of care responsibilities, gathering 

information, and accessing external resources. The present study provides additional 

information to contribute to the growing body of literature on the lived experiences of 

individuals tasked with the care of a family member with dementia. 

 

Recommendations 

The recommendations are focused on addressing the challenges confronting individuals 

tasked with the care of a family member with dementia. This study produced three 

recommendations for the care of a family member with dementia. The first is for advocacy and 

education of the general public concerning dementia and its symptoms, to enable individuals 

to recognise the disease at an early stage and to improve their understanding of what the care 

of a dementia sufferer entails. The need for advocacy, support services, counselling sessions 

and ongoing skills training, must be met by the health department. Dissemination of 

information is an essential part of the function of health departments. Caregivers will benefit 

from the information as they would be better prepared, psychologically and emotionally. The 

provision of educational events should be an objective of the health department. Caregivers 

should be encouraged to join support groups for their psychological well-being. These forums 

will allow caregivers to communicate with others, who face similar situations and experiences. 

Secondly, a state subsidy or grant for medical supplies, is recommended for people with 

dementia. This will reduce the financial stress experienced by caregivers in providing 
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appropriate care for a person with dementia. The final recommendation is that the state should 

provide counselling services for both the person with dementia and the caregiver. One finding 

in this study was that few participants had access to counselling services that offered them an 

opportunity to deal with the emotional and psychological stress they were experiencing. 

Previous studies reported on the lived experiences of individuals diagnosed with dementia, 

and how these individuals develop resilience. However, the development of resilience in the 

caregivers is less explored. There is a need for additional studies concerning the development 

of resilience in family-caregivers of dementia sufferers. Moreover, there is a need for research 

to explore the employment of protective factors and interventions in individuals tasked with 

the care of a dementia sufferer. The health department should seek to identify and address the 

challenges faced by caregivers, by conducting such vital research. 

 

Limitations 

This study was conducted with a limited number of participants. IPA research employs a 

small number of participants to elicit lavish, detailed descriptions. The sample in this study 

was small, with eight participants, as in-depth interviews were conducted with all 

participants. IPA is judged according to the information it renders regarding its applicability 

in the broader context. Furthermore, Thomas (2010) substantiated that the outcomes of IPA 

cannot be extensively generalised and only present the contextual discoveries to advance our 

general understanding of the phenomenon. A second limitation of the study is that it does not 

represent all races. Participants were sourced from the Alzheimer's institute in South Africa 

based in Soweto, Gauteng. The study included four coloured participants and four African 

participants. There were no Indian or White participants serviced by the specific unit. A third 

limitation identified, was that the interviews were not conducted in participants' first 

language. Interviews in the participants’ first language could possibly have yielded richer 
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descriptions. A fourth limitation of the study pertained to the fact that the interviews were 

conducted online rather than face-to-face. Although the interviewer aimed to create rapport 

with the participants, they may have been more comfortable expressing themselves in a face-

to-face setting, rather than virtually. Interviewers can potentially build a stronger rapport with 

participants when conducting face-to-face interviews, that can produce richer information 

related to the participants’ experiences. 
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Request for permission to conduct research at Dementia, South Africa. 

 

A phenomenological investigation into the lived experiences of family members living with a 

dementia patient. 

 

October 2018 

 

To Whom It May Concern, 

 

I, Leanda Ryan, am doing research with Sean Hagen, a lecturer in the Department of Social 

Sciences towards a Master of Arts in Psychology degree at the University of South Africa. We 

are inviting you to participate in a study entitled: A phenomenological investigation into the 

lived experiences of family members living with a dementia patient. 

 

The aim of the study is to describe and explore lived experiences of family members of 

dementia patients are; and find out what support systems are in place for these vulnerable 

family members. 

 

Your company has been selected because it has an association with the family members of 

dementia patients. We hereby kindly request that the organization informs the family 

members about the proposed study and request their voluntary participation on our behalf. 

The organization will also be requested to provide details to the researcher of prospective 

participants who indicated their willingness to participate. It will afterwards be requested to 

arrange a suitable date, venue and time for the research to be presented to the prospective 

family members of the dementia patients. 

A meeting will be conducted with the family members where an explanation outlining the 

aim of the research will be rendered. The contact details of the researcher will be given to all 

the attendees. This will give the potential participants time to decide whether they are willing 

to participate. The family members, who volunteer to participate in the study will be 

informed about the process and given consent forms to complete prior to the start of the 

research. The volunteers will be contacted telephonically to determine a venue, date and time 

for the interview to take place. 

 

I hereby ask permission to access 8 of your patient’s family members who are willing to 

participate in my study and who are or were primary caregivers of those with Dementia. All 

volunteering participants in the study will remain anonymous in that, while their test results 
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will be made known, their identities will remain confidential. I will not disclose the name of 

your institution unless you give me permission to.  

 

The study will entail an audio taped, semi-structured person-to-person interview with the 

family members of dementia patients. The interview process will take approximately one hour 

at a venue the participants feel comfortable in. 

 

The benefits of this study are placing emphasis on the challenges family members face as well 

as a possible lack of support from health authorities.  It will highlight how education on 

dementia can positively impact the family member as well as the dementia patient’s quality of 

life through of education. The onus is on society to raise awareness and encourage the 

government to ensure dementia be declared a national health priority. The research study can 

strengthen this stance given the major role-players such as the Department of Health, 

Department of Education and the Department of Social Development are enlightened about the 

daily challenges faced by the family members.  

 

Potential risks are minor inconvenience, stress or discomfort when relaying personal feelings, 

thoughts and experiences or a feeling that it is an invasion of privacy. As the researcher, I will 

exercise sensitivity towards the partcipants by observing both the verbal, nonverbal, and non-

behavioural communication and will do all I can to make them feel comfortable. Continual 

observations will be done to ensure that the questions posed do not cause emotional distress.  

 

Feedback procedure will entail contacting Leanda Ryan on 081 504 1319 or e-mail 

Leanda.j.r@gmail.com and/or Sean Hagen on 012 429 8236 or Hagensn@unisa.ac.za.  

 

I would greatly appreciate your favourable response and I am happy to discuss my project with 

you if you so wish.  

 

Yours sincerely 

 

_____________________________ 

 

Leanda Janice Ryan 

Researcher 

 

_____________________________ 

 

Sean Hagen 

Supervisor 

mailto:Leanda.j.r@gmail.com
mailto:Hagensn@unisa.ac.za
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Annexure C 

Consent Form 

 

PARTICIPANT INFORMATION SHEET  

 

Ethics clearance reference number: CREC Reference # : 2019 CHS -0263 

Research permission reference number (if applicable): NHREC Registration # 

Rec-240816-052 

 

 

Date:  October 2021 

 

Title: A phenomenological investigation into the lived experiences of family members living 

with a dementia patient 

Dear Prospective Participant 

 

My name is Leanda Janice Ryan and I am doing research with Sean Hagen, a lecturer in the School of 

Social Sciences towards a Master of Arts in Psychology degree at the University of South Africa. We 

are inviting you to participate in a study entitled: A phenomenological investigation into the lived 

experiences of family members living with a dementia patient. 

 

WHAT IS THE PURPOSE OF THE STUDY? 

 

I am conducting this research to find out what the lived experiences of family members of 

dementia patients are; and what support systems are in place for these vulnerable family 

members.   

 

WHY AM I BEING INVITED TO PARTICIPATE? 

 

Dementia South Africa was contacted and requested to supply names of participants who can 

give insights into the challenges they face as well as the lack of support in caring for dementia 

patients. These experiences will also indicate how education about home-based caring for a 

dementia patient and you can have a positive impact on caregiving as well as your quality of 
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life. Family members from this organization were selected to participate in the research since 

they can supply firsthand information on what life is like living with a dementia patient. The 

population size for this study will be 8 participants. Participants who are willing to partake in 

the research will remain anonymous; their identities will remain confidential. 

 

  

WHAT IS THE NATURE OF MY PARTICIPATION IN THIS STUDY? 

 

The interview will be audio-recorded. The recordings are intended to allow the researcher to 

transcribe what was conveyed during the interview. Information which may lead to the 

identification of the participant will be changed in the final transcription. This will apply to 

names and any identifying statements made. The audio-recordings will be deleted as per 

requirements. The interview process will take approximately one hour at a venue you feel 

comfortable in.  Questions to be asked will entail:  

 

• Tell me about your experience of caring for a dementia patient/family member? 

• How does the role of caregiver affect your everyday life relating to work, interests 

and relationships? 

• Are there any kinds of support that makes caring for a family member diagnosed with 

dementia better, such as support from family, friends, or others? 

• Tell me about your relationship with significant others (family). How do they assist 

with the process of caring? 

• Does your relationship with your partner help you cope with the challenges/emotions 

of caring? How? 

• In your own words, which characteristics helped you adapt to caring for a family 

member who is diagnosed with dementia? 

• How do you feel about caring for a family member diagnosed with dementia? 

• How do you deal with the uncertainties and continuous changes of caring for a 

dementia patient? 
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• What according to your opinion would make the caregiving task easier and effective? 

• Is there anything else you would like to add about, your experience of being a primary 

caregiver? 

• Is there anything positive that you ‘gain’ from caring for a dementia patient? Please 

give me examples of these “gains”. 

• Is there anything else you would like to add about, your experience of being a primary 

caregiver? 

 

CAN I WITHDRAW FROM THIS STUDY EVEN AFTER HAVING AGREED TO 

PARTICIPATE? 

 

Participating in this study is voluntary and you are under no obligation to consent to 

participation.   If you do decide to take part, you will be given this information sheet to keep 

and be asked to sign a written consent form. You are free to withdraw at any time and without 

giving a reason.  

 

WHAT ARE THE POTENTIAL BENEFITS OF TAKING PART IN THIS STUDY? 

 

The purpose of this study is to describe and explore your lived experiences. This is a 

opportunity for you to relay experiences of your daily encounters whilst living with a dementia 

patient. Your experiences may help others, who find themselves in a similar position, to better 

understand their experiences. Findings from this research will highlight the challenges you face 

as well as a possible lack of support from health authorities.  It will emphasize how education 

on dementia can positively impact your quality of life through of education. The onus is on 

society to raise awareness and encourage the government to ensure dementia be declared a 

national health priority. The research study can strengthen this stance given the major role-

players such as the Department of Health, Department of Education and the Department of 

Social Development are enlightened about the daily challenges faced by you, the caregiver. 

You are therefore requested to share your journey of your life with a dementia patient.  

 



 

 

179 

ARE THEIR ANY NEGATIVE CONSEQUENCES FOR ME IF I PARTICIPATE IN 

THE RESEARCH PROJECT? 

 

You are expected to convey the daily experiences you encounter whilst looking after a 

dementia patient. You may feel a minor inconvenience, stress or discomfort when relaying 

personal feelings, thoughts and experiences or feel that it is an invasion of privacy. As the 

researcher, I will exercise sensitivity towards you by observing both the verbal, nonverbal, and 

non-behavioural communication and will do all I can to make you feel comfortable. Continual 

observations will be done to ensure that the questions posed do not cause emotional distress to 

you. Counselling and/or debriefing contact details will be made available to you should you 

deem it necessary. 

 

WILL THE INFORMATION THAT I CONVEY TO THE RESEARCHER AND MY 

IDENTITY BE KEPT CONFIDENTIAL? 

 

You have the right to insist that your name will not be recorded anywhere and that no one, 

apart from the researcher and identified members of the research team, will know about your 

involvement in this research. Your answers will be given a code number or a pseudonym and 

you will be referred to in this way in the data, any publications, or other research reporting 

methods such as conference proceedings. 

 

Your answers may be reviewed by people responsible for making sure that research is done 

properly, including the transcriber, supervisor, and members of the Research Ethics Review 

Committee. Otherwise, records that identify you will be available only to people working on 

the study, unless you give permission for other people to see the records. 

 

A report of the study may be submitted for publication, but individual participants will not be 

identifiable in such a report. 

HOW WILL THE RESEARCHER(S) PROTECT THE SECURITY OF DATA? 

 

Hard copies of your answers will be stored by the researcher for a minimum period of five 

years in a locked cupboard/filing cabinet at 938 Vlei Avenue, Eldorado Park for future research 

or academic purposes; electronic information will be stored on a password protected computer. 

Future use of the stored data will be subject to further Research Ethics Review and approval if 
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applicable. Hard copies will be shredded and/or electronic copies will be permanently deleted 

from the hard drive of the computer through the use of a relevant software programme. 

 

HAS THE STUDY RECEIVED ETHICS APPROVAL 

 

This study has received written approval from the Research Ethics Review Committee of the 

Department of Psychology, UNISA. A copy of the approval letter can be obtained from the 

researcher if you so wish. 

 

HOW WILL I BE INFORMED OF THE FINDINGS/RESULTS OF THE RESEARCH? 

 

If you would like to be informed of the final research findings, please contact Leanda Ryan on 

081 504 1319 or e-mail Leanda.j.r@gmail.com.  The findings are accessible for 5 years.   

 

Should you require any further information, clarification or translation,  or want to contact the 

researcher about any aspect of this study, please contact Leanda Ryan on 081 504 1319 or e-

mail Leanda.j.r@gmail.com. 

 

Should you have concerns about the way in which the research has been conducted, you may 

contact Sean Hagen on 012 429 8236 or Hagensn@unisa.ac.za.  

 

Contact the research ethics chairperson of the Ethics Review Committee, Prof. Piet Kruger on 

012 429 6235 or krugep@unisa.ac.za if you have any ethical concerns. 

 

Thank you for taking time to read this information sheet and for participating in this study. 

 

___________________ 

Leanda Janice Ryan 

mailto:Hagensn@unisa.ac.za
mailto:krugep@unisa.ac.za
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CONSENT TO PARTICIPATE IN THIS STUDY 

 

I, __________________ (participant name), confirm that the person asking my consent to take 

part in this research has told me about the nature, procedure, potential benefits and anticipated 

inconvenience of participation.  

 

I have read (or had explained to me) and understood the study as explained in the information 

sheet.   

 

I have had sufficient opportunity to ask questions and am prepared to participate in the study.  

 

I understand that my participation is voluntary and that I am free to withdraw at any time 

without penalty (if applicable). 

 

I am aware that the findings of this study will be processed into a research report, journal 

publications and/or conference proceedings, but that my participation will be kept confidential 

unless otherwise specified.  

 

I agree to the recording of the interview.  

 

I have received a signed copy of the informed consent agreement. 

 

Participant Name & Surname………………………………………… (please print) 

 

Participant Signature……………………………………………..Date………………… 

 

Researcher’s Name & Surname:  Leanda Janice Ryan  (please print) 

 

Researcher’s signature…………………………………………..Date………………… 
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Annexure D 

Editorial Certificate 

 


