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LONELINESS AND DEPRESSION AMONG INFORMAL CAREGIVERS OF 

CHILDREN WITH HIV/AIDS IN NIGERIA 

 

LUCKY GOSPEL AMAUGO 
 

ABSTRACT 

This research explores the experience of loneliness and depression among informal caregivers 

of children with HIV/AIDS in Nigeria. The study utilised semi-structured interviews involving 

eleven informal caregivers of children with HIV/AIDS in Nigeria. Using interpretative 

phenomenological analysis (IPA) to analyse the account of participants, five superordinate 

themes were identified which are: ‘caregiving – a challenging experience’, ‘HIV medication – 

a solution and a problem’, ‘struggle with negative emotions’, ‘keeping it secret’ and ‘positive 

coping with caregiving’. These themes provided an overall account of the experience of 

caregiving among informal caregivers of children with HIV/AIDS in Nigeria.  

The study findings revealed there could be a relationship between informal caregiving and the 

experience of loneliness and depression. Participants described caregiving as emotionally 

distressing due to the challenges involved with their care recipient’s health condition, the 

management of HIV medication, the attitude of care recipients towards their medication, and 

perceived stigma and discrimination associated to HIV/AIDS. HIV medication was an 

important element that influenced informal caregivers’ approaches to coping with HIV 

caregiving, such as non-disclosure and secrecy, which limited their access to social support 

and intensified the feeling of loneliness.  Furthermore, religious resources were highlighted as  

important part of participants’ coping strategies. Participants were also optimistic and hopeful 

for a lasting solution to HIV infection and its related problems. Based on the findings of the 

study, a new theoretical framework which explains the experience of informal caregivers in the 

context of paediatric HIV/AIDS, is proposed. The study makes recommendations for policy 

and practice and for future research. 
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CHAPTER ONE: INTRODUCTION 
 

1.1 Background 
Acquired Immune Deficiency Syndrome (AIDS), caused by the Human Immunodeficiency 

Virus (HIV), is known as one of the most devastating infectious diseases in human history, 

which has to date led to at least 35.4 million deaths and 78 million people being infected (World 

Health Organisation [WHO], 2019a). There were about 36.9 million individuals who were HIV 

positive at the end of 2017 globally, with 1.8 million becoming newly infected and 940,000 

HIV-related deaths in the same year (WHO, 2019a). 

While HIV is a global health issue, Sub-Saharan Africa is the most affected region with the 

highest HIV mortality and morbidity rates, accounting for about 25.6 million, representing 

about 70% of people who live with the virus in 2016 (WHO, 2019a). The region also accounts 

for 70% of new infections worldwide (WHO, 2017). Nigeria, an African country on the Gulf 

of Guinea, has the second largest HIV epidemic globally (Awofala and Ogundele, 2018), with 

3.1 million people living with the infection and about 150,000 AIDS-related deaths at end of 

2016 (UNAIDS, 2017a). Previous studies show a prevalence rate among adults aged 15–49 at 

2.8% UNAIDS 2018). However, recently published results based on new data from the Nigeria 

National HIV/AIDS Indicator and Impact Survey (NAISS), indicate a national prevalence of 

1.4% among adults aged 15–49 years, with higher prevalence among females (1.9%) as 

compared to males (0.9%) (UNAIDS, 2019a). The new findings estimate that there are 1.9 

million individuals who are presently living with HIV in Nigeria (National Agency for the 

Control of AIDS, 2019). 

The HIV epidemic has also affected a significant number of children. UNAIDS (2019b) 

estimates that out of the 36.9 million people living with HIV, 1.8 million of them are children 

below 15 years. During the past 30 years of the global HIV epidemic, about 17 million children 

have lost one or both parents due to AIDS, and 90% of them live in Sub-Saharan Africa 

(USAID, 2018). In 2017, it was estimated that 1.8 million children were orphaned by AIDS in 

Nigeria (UNAIDS, 2018). There are about 270,000 children below the age of 14, representing 

8.4 % of those who live with HIV in Nigeria at the end of 2016, including an estimate of 37,000 

new infections among children due to mother-child transmission in 2016 (UNAIDS, 2017a).  

Globally, the yearly reduction in new infections among children (0–14 years) has increased 

significantly since 2010, of about 47% decline in new HIV cases (UNAIDS, 2017b).  
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An estimated 21.7 million HIV-infected persons were receiving Antiretroviral Therapy (ART) 

globally at the end of 2016, which represents more than half (53%) of the people living with 

the infection (UNAIDS, 2017b). UNAIDS (2017b) suggests that the global scale-up of ART 

has led to a decline in AIDS-related deaths from approximately 1.9 million in 2005 to about 1 

million in 2016. According to UNAIDS (2016), about 1.3 million new HIV infections were 

averted between 2010 and 2015 as a consequence of ART. Despite the progress made so far, 

access to ART especially in developing countries, remains limited and is a major issue for 

people living with HIV in these countries. In Nigeria for instance, only 33% of adults living 

with HIV have access to ART, while only 26% of children with HIV are on ART (UNAIDS, 

2019b). Of the people receiving ART, only 24% have achieved viral suppression (UNAIDS, 

2017a). Poor ART coverage and adherence explain the high AIDS-related deaths (150,000 in 

2017a) and high mother-to-child transmission. According to the National Agency for the 

Control of AIDS, Nigeria (2019), mother-to-child transmission of HIV accounts for 90% of 

HIV infection in children mainly because of low ART coverage among positive pregnant 

women (UNAIDS, 2018). 

ART improves health, prolongs life and significantly reduces the risk of HIV transmission, 

thus transforming HIV into a chronic illness leading to increase in life expectancy of HIV-

infected individuals with access to ART (Deeks et al., 2013; Trickey et al., 2017). 

Consequently, many HIV-infected children have the opportunity of surviving into adulthood. 

With the increased rate of survival of children with HIV/AIDS as a result of ART and new 

infections among children, there is a higher demand for long-term caregivers, especially 

informal caregivers to manage these HIV/AIDS infected children (Chauhan et al., 2016; Piran 

et al., 2017). The transformation of HIV into a chronic infection seems to have presented 

another challenge in that rather than dealing only with the potentially life-threatening 

complications associated to the infections, there is now the challenge of managing HIV-

infected individuals for many decades (Deeks et al., 2013).   

Informal caregivers are individuals who provide care and assistance to family members and 

friends without receiving payment (Berglund et al., 2015). The key characteristics of an 

informal caregiver typically include the provision of assistance with activities of daily living 

(ADL) and/or instrumental activities of daily living (IADL) and/or psychological support to an 

individual with chronic illness or disability without receiving payment (Roth et al., 2015). 

Goldberg and Rickler (2011) have stated informal caregivers provide support to care recipients 
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without any training, recognition and financial reward and that individuals living with chronic 

illness may find it difficult to live independently without the support of their caregivers. They 

state that caregivers play a role in helping the care recipients adjust and manage the infection 

and embrace those behaviours that impact on recovery, functioning and adherence to treatment.  

While the provision of care is an essential part of parenting, the role of caregiver becomes more 

significant when it involves a child with chronic ill health (Raina et al., 2005; Piran et al., 

2017). For informal caregivers who are parents or assume the role of parenting for a child with 

HIV, they are most likely to be the main or sole providers of the material, financial, physical, 

emotional and psychological support the child needs (UNAIDS, 2008). In this case, the 

effective management of the child’s health problems and the responsibilities of daily living 

become more challenging and increase the risk of caregivers experiencing negative physical, 

emotional and psychological wellbeing (Kipp et al., 2006; Khanna et al., 2015; Casale et al., 

2015). These negative consequences of HIV informal caregiving are likely to be compounded 

by a number of issues that are associated to HIV/AIDS, which include poverty, stigma and 

discrimination with may limit access to social support (Orner, 2006; Mignonne et al., 2015).  

Chauhan et al. (2016) posit that informal caregivers of children with HIV face many challenges 

which include loneliness, depression, fatigue, exhaustion and other problems similar to those 

experienced by other caregivers of children with other life-threatening diseases. Provision of 

care to sick children exposes family members to physical and emotional problems and may 

lead to disappointment, desperation, distress, shame and suicidal thoughts (Pouraboli et al., 

2014). As a result of these vulnerabilities and negative health consequences, informal 

caregivers can be characterised as ‘hidden patients’ (Piran et al. (2017). For instance; loneliness 

has been reported to be strongly associated with informal caregiving (Beeson, 2003; Ekwall et 

al., 2005). 

 Peplau and Perlan (1982) define loneliness as an unpleasant state experienced as a result of a 

perceived discrepancy between the interpersonal relationships an individual has and the desired 

social relationships. Weiss (1973) posit that there are emotional and social facets of loneliness. 

He distinguished between emotional loneliness and social loneliness; stating that emotional 

loneliness is the absence of attachment figure, whereas social loneliness is the lack of broader 

social contact or engaging in social network. Newall et al. (2009) are of the view that loneliness 

is indicated by a perception of one’s inability to control the quality and quantity of social 

activities engaged in, rather than as the result of a poor social network. Though loneliness is 
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associated to social isolation – a state of diminished social network – both concepts are distinct 

(Vasileiou et al., 2017). According to Yang and Victor (2011), loneliness results from a 

negative and subjective evaluation of one’s existing social network and intimate relationships 

and not primarily as a result of reduced social network. 

Loneliness has been linked to depression, which has been reported to be experienced among 

informal caregivers at a disproportionately higher rate than within the general populations 

(Nolen-Hoeksema and Ahrens, 2002; Ekwall et al., 2005; Vasileiou et al., 2017).  

WHO (2019b) defines depression as a common mental disorder, characterised by loss of 

interest or pleasure, sadness, decreased energy, poor concentration, low self-worth or feeling 

of guilt, disturbed sleep or appetite. WHO (2018) reports that more than 300 million people of 

varied age ranges are currently living with depression, an 18% increase from 2005 to 2015. It 

remains a major cause of global disability and a key contributor to the general global burden 

of disease. It can be recurrent or long term, significantly inhibiting an individual’s capacity to 

function at school, work or deal with daily life (WHO, 2018).  

1.2 Rationale 
Informal caregivers perform a critical role towards global management of HIV/AIDS as they 

provide care to many HIV-affected individuals especially in low resource settings such as Sub-

Saharan Africa with inadequate healthcare systems to meet their treatment and care needs 

(Kohli et al., 2012; Powell and Hunt, 2013). With increased access to ART resulting in 

improved prognoses and extended life expectancy of HIV positive individuals, there is 

increased demand for informal caregivers within these settings. 

Children with HIV are considered a group in need of care and support as they require medical 

therapy and management over a prolonged period of time and depend more on informal 

caregivers than adults with HIV/AIDS (Rochat et al., 2017). This highlights the significance 

of informal caregivers in managing paediatric HIV. An increasing body of literature attests to 

the psychological, economic and social strain of caring for children with HIV and the impact 

this has on the child’s outcome (Kidman and Heymann, 2016). The negative effect of 

caregiving on the caregiver’s wellbeing can affect the quality of care the child receives 

(Achemah and Ncama, 2016). Consequently, supporting informal caregivers with the aim of 

improving their psychological wellbeing and their quality of life, is fundamental to improving 

their wellbeing and that of their care recipients through quality of care and support from these 
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informal caregivers (Thampanichawat, 2008). Though care provision in homes is seen as a 

cost-effective strategy for governments and private sector, little consideration is given to the 

negative implications of caregiving on the caregivers who take up such responsibilities 

(Asuquo et al., 2017; United Nations Development Programme, 2013).  

This study focuses on investigating the psychosocial impact that caring for a child with 

HIV/AIDS could have on the caregiver, focusing mainly on the informal caregivers’ 

experience of loneliness and depression. Loneliness has been identified to be one of the 

significant elements of the caregiving experience (Beeson, 2003; Vasieiou et al., 2017) and is 

strongly associated to depression (Beeson et al., 2000; Beeson, 2003). The stigma associated 

to HIV necessitates that informal caregivers bear the responsibility of caregiving alone and 

shrouded in secrecy and silence. Thus, they are vulnerable to suffering the negative impact of 

caregiving in silence without external support. Clark and Bond (2000) suggest that the 

caregiving role can equally restrict informal caregivers’ involvement in social activities, thus, 

there is limited access to the benefits of social support and satisfied social life, which could 

impact on their wellbeing and the quality of care they provide. It is therefore imperative to 

explore informal caregivers’ experience of these concepts within the context of paediatric HIV 

caregiving. 

Most of the studies that investigated the experience of informal caregivers of persons with HIV 

in Nigeria focused mainly on informal caregivers of adults with HIV (Abasiubong et al., 2011; 

Asuquo et al., 2013; Okeke, 2016; Asuquo et al., 2017) and not the experience of informal 

caregivers of children with HIV. Raina et al. (2004) suggest the need for investigating informal 

caregiving experience of caregivers of children with chronic infection considering the 

distinction between adult population and children. In relation to informal caregivers’ 

experience within the context of the paediatric HIV caregiving in Nigeria, the only study found 

(Ochigbo et al., 2018), which investigated burden of care on caregivers of children with HIV 

in Calabar, implemented a quantitative research approach. When considering the experience of 

informal caregivers of children with HIV and the subjective nature of the related concepts, it 

is crucial to explore the in-depth subjective interpretation of these concepts from the 

perspectives of the participants (Smith and Osborn, 2015). 

The limited research on these issues, including Nigeria, the country with the second highest 

HIV epidemic, presents some challenges to efforts towards the understanding of the 

psychosocial impact, such caregivers’ experience and, consequently, designing of intervention 
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strategies that could help improve such caregivers’ wellbeing. Wattradul and Sriyaporn (2014) 

suggest that access to the knowledge of the experiences of caregivers of patients living with 

HIV/AIDS can help policy makers develop focused and precise intervention strategies for 

family caregiving in order to enhance the quality of life of the caregivers and invariably the 

care recipients. In-depth understanding of the caregiving experience is therefore required to 

help design effective interventions and support programmes for informal caregivers. This is 

particularly important for populations living in particular contexts whose experience has not 

yet been rigorously investigated, as is the case with caregivers of children with HIV living in 

Nigeria.  

There is also a significant gap in the literature regarding loneliness and depression among 

informal caregivers in Nigeria. There are no known studies that have investigated loneliness 

and depression among informal caregivers of children with HIV/AIDS in Nigeria despite the 

high prevalence of paediatric HIV in the country and the increasing demand and huge 

responsibility placed on informal caregivers of these children. This again shows the need for 

relevant studies within the Nigerian context to influence the developing intervention 

programmes for caregivers. One of the goals of the Nigerian National HIV/AIDS Strategic 

Framework 2019–2021 is to improve access of people living with HIV, vulnerable children 

and people affected by HIV/AIDS to comprehensive right-based care, which includes mental 

health and psychosocial care. It highlights the importance of conducting appropriate research 

to identify strategies for improved care and support programmes for people living with HIV 

including children with HIV, and for reducing HIV-related stigma in Nigeria (National Agency 

for the Control of AIDS, 2019). 

The study will develop and evaluate a theoretical model that explains loneliness and depression 

among informal caregivers of children with HIV/AIDS. Existing theoretical models for 

informal caregiving are based on mainly quantitative research methods, which did not explore 

the subjective perspectives of informal caregivers in relation to their experience of loneliness 

and depression. A theoretical model based on interpretative phenomenological approach, 

which focuses on the participants’ lived experience and captures an in-depth and varied 

participant perspective of the phenomena, will be relevant for future studies in this area. It will 

perhaps serve as a guideline for studies that are focused on investigating the concept of informal 

caregiving, loneliness and depression within the context of paediatric HIV caregiving. Thus, 
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the study aims to contribute new and ground-breaking findings on the phenomena of loneliness 

and depression among informal caregivers of children with HIV/AIDS in Nigeria.  

The study will also make evidence driven recommendations to social work and mental health 

practice by highlighting the key contributions of informal caregivers and their needs. The study 

will provide important insight for social workers and other health care professionals working 

in paediatric palliative care on the experience of informal caregivers, which could guide family-

centred care and show the need for promoting best caregiving approaches. 

1.3 Research question 
This study’s central research question is as follows:  

What is the experience of loneliness and depression among informal caregivers of children 

with HIV/AIDS in Nigeria? 

1.4 Aim and objectives 
In line with the research question, the aim of this study is to qualitatively explore the experience 

of loneliness and depression among informal caregivers of children with HIV/AIDS in Nigeria. 

Objectives 

In order to address the research question and aim of the study, the following objectives have 

been completed: 

I. To explore the relationship between informal caregiving, loneliness and depression 

among informal caregivers of children with HIV/AIDS in Nigeria 

 

II. To explore features associated to loneliness and depression among informal caregivers 

of children with HIV/AIDS in Nigeria. 

 

III. To develop and evaluate a theoretical model based on existing literature which guides 

the enquiry and explains loneliness and depression among informal caregivers. To 

relate the theoretical model to the findings on loneliness and depression among informal 

caregivers of children with HIV/AIDS in Nigeria.  
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1.5 Thesis structure 
 

The thesis is divided into five main chapters. The first chapter provides a general description 

of the impact of HIV/AIDS in Sub-Saharan Africa and Nigeria and definitions of the key 

concepts related to the study such as loneliness, depression and informal caregivers. It also 

explains the rationale, the research question, the aim and objectives for the study.  

The second chapter contains the literature review, which builds on the literature and themes 

presented in the introduction; consequently providing a detailed view of the relevant concepts 

and to synthesise evidence from relevant previous research. It concludes by presenting and 

describing an initial conceptual framework that is produced through integrating learning from 

the literature review with several existing theoretical models relevant to the psychological 

impact of caregiving. 

 The third chapter describes the methodology and research design. It provides a rationale for 

the choice of methodology; a description of how the research design and specific 

methodologies were implemented and an assessment of the ethical considerations pertinent to 

the current study.  

The fourth chapter provides a complete description of the findings of the study based on a 

detailed and in-depth analysis of the participants’ narratives of their lived experience of 

loneliness and depression in relation to informal caregiving of children with HIV/AIDS.  

The fifth chapter discusses the findings in the light of the existing literature and how the 

findings fit into the proposed conceptual framework in chapter 2. Consequently, an updated 

version of the conceptual framework  is presented, which explains the experience of informal 

caregivers of children with HIV/AIDS in Nigeria. The chapter also discusses the implications 

of the study for future research and practice, makes recommendations, provides an assessment 

of the study’s various strengths and limitations, before ending with a study conclusion. 
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CHAPTER TWO: LITERATURE REVIEW 

 

2.1 Introduction 
This chapter describes and evaluates the existing literature on the concept ‘informal caregiving’ 

with a particular focus on HIV caregiving and its impact on informal caregivers. The concepts 

of loneliness and depression as experienced by informal caregivers and the factors associated 

to these concepts are also reviewed. A theoretical framework for this study, which provides 

theoretical explanations and guidelines to the concepts and phenomena that are related to the 

research question, is also presented in this chapter.  

2.2 Aim and type of review conducted 

A narrative literature review was undertaken in this study in order to cover a broad range of 

concepts that are related to the research question. This approach was undertaken as it allowed 

for flexibility and because of the dearth of prior research directly relevant to the aims and 

objectives of the current study. Therefore, the review aimed to provide a broad but 

comprehensive view of the range of relevant study concepts, to identify and synthesise 

evidence from directly and indirectly relevant previous studies and models, and to use this 

learning to propose a new conceptual framework that can be used to assist with the design and 

focus of the research. This type of approach aligns with Gough et al’s (2017) claim that the 

principal aim of a narrative review is to synthesise or summarise and interpret a variety of 

evidence on the related topic without necessarily collating the evidence in a rigidly planned 

way required when a narrow focus on a set of literature is desired. Collins and Fauser (2005) 

also suggest that narrative reviews are capable of providing greater breadth than a systematic 

review approach without undermining comprehensiveness. However, narrative reviews have 

been criticised for being less structured, and the criteria used for identifying and selecting or 

rejecting studies are not clearly stated. This consequently increases the risk of overlooking 

potentially relevant studies (Gough et al., 2017). To minimise this weakness, the researcher 

adopted a range of literature searching approaches as described in the follow section. 
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2.3 Strategies for the review 
 

The review focused primarily on international literature as result of limited literature within 

the Nigerian context. The first literature search was undertaken at the beginning of the study; 

that is the first year of the study (April- November, 2016) The first phase of the literature search 

focused on internationally published peer-reviewed articles that contained key words such as 

mental health, loneliness, lonely, informal caregiving, carers, children, child, HIV/AIDS, 

Nigeria, Sub-Saharan Africa, Africa, and other key words that are related to the research topic. 

Articles that were included were published in English language and primarily from 2000-2016, 

with focus on Nigeria and African in general. The inclusion criteria were expanded as result of 

limited articles, to include relevant articles that are not specific to Nigeria or Africa. The 

following databases were searched: Google Scholar, PubMed, EBSCO (via University of 

Bedfordshire Discover link), CINAHL, PsycINFO, EthOS, ScienceDirect and ResearchGate.  

 

Another literature search was conducted in the second year of the study after a review of the 

research proposal by the research progression panel (for the ‘progression point one’ stage of 

the research), led to the focus of the study moving from the broader phenomenon of ‘mental 

health’ to the more specific phenomenon of ‘depression’. Thus, related articles that focused on 

depression and loneliness among informal caregivers were searched for using the same range 

of key words described above in addition to more specific terms related to depression, 

including ‘depression’, ‘sadness’, ‘sorry’ and ‘unhappiness’. The updated search also enabled 

an identification of new articles published between November 2016 and December 2019. A 

series of specified keyword search strategies using Boolean operators in different databases 

(PubMed, PsycInfo, SocIndex, Google Scholar, ScienceDirect, ResearchGate, Ethos, EBSCO 

(via University of Bedfordshire Discover link), CINAHL) were also used to further enhance 

the overall searching process; for example: (lonel*) AND (depress*) AND (care*) AND 

(child*) AND (HIV OR AIDS). Furthermore, in all cases where potentially relevant literature 

were identified, the reference lists of each of these publications were also screened for potential 

relevance, with abstracts and full-texts being accessed where required.  

 

2.4 The concept of ‘informal caregiving’ 
Roth et al. (2015) defined informal caregiving as the provision of some type of unpaid, ongoing 

assistance with instrumental activities of daily living (IADLs) or activities of daily living 
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(ADLs) to an individual with chronic illness or disability. Activities of daily living (ADLs) 

include basic self-care tasks in areas such as feeding, personal hygiene/grooming, dressing, 

toileting/continence and ambulating/transferring; whereas IADL comprises of more complex 

activities (for instance, managing finances and medications) associated to independent living 

in the community (Mlinac and Feng, 2016). Although there are different views on how to 

measure and confirm the types of assistance provided by informal caregivers, most studies 

emphasise that informal caregivers are individuals who provide unpaid assistance with one or 

more IADLs or ADLs (Schulz and Beach, 1999; Roth et al., 2015).  

2.4.1 Parents as informal caregivers 

Literature on caregiving for HIV-infected children show that majority of informal caregivers 

are parents and other family members where the parents are not available (Thampanichawat, 

2008; Aga et al.,2009; Odiachi and Abegunde, 2016, Ochigbo et al.,2018). Schulz and 

Tompkins (2010) are of the view that all parents may be seen as caregivers based on the roles 

they play as they care for their dependent children, who may experience varied illnesses during 

their developmental stage. Koch and Jones (2018) suggest that parents naturally provide IADLs 

and ADLs to their children. For instance, taking them to school, helping to communicate their 

needs to health professionals when needed. Parents also feed, clothe, bath and help their 

children maintain personal hygiene. These activities are similar to roles involved in caregiving. 

Other roles that parents play include managing medical information and decisions, which are 

similar to caregiving roles such as medical-decision making, managing information on 

diagnosis and medication and coordination of interactions between the care recipient and the 

healthcare professionals (Caicedo, 2014: Koch and Jones, 2018) Thus, there is thin line 

between parental role, which involves caring for a child and caregiving. Hammersmith and Lin 

(2019) are of the view that as children grow older, they become increasing independent and 

this can be rewarding for parents and may enhance their wellbeing. However, the distinction 

between the role of parenting and informal caregiving is the extra care and responsibilities 

involved when a child has a special need. 

Parental roles intensify and expand beyond routine physical care when a child is chronically 

ill. (Ray, 2002; Kelly et al. 2013; Sulkers et al., 2015). These extra roles extend across social, 

emotional, physical and spiritual domains, which include daily instrumental care provision, 

medical care needs. The medical care needs that may include the use of health services, 

symptoms monitoring and management, medication and counselling for a period of time, ( Ray, 
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2002; Schulz and Tompkins, 2010; Gerain and Zech, 2018), and financial decisions, and 

managing other responsibilities that are related to the child’s infection (Caicedo, 2014: Koch 

and Jones, 2018).  

These health needs may lead to long-term dependence on their parents for ADL and IADL as 

compared to other children who do not have such need. A child’s level of dependence and need 

for help with tasks such as hygiene, feeding, dressing, transport, medication, hospital visits, 

and other caregiving tasks, depend on the severity and course of the chronic infection (Koch 

and Jones, 2018). Many children with chronic infection such as HIV/AID are likely to carry 

the burden of this infection into middle and old age and may require support from informal 

caregivers though out their life (Schulz and Thompkins, 2010). This means that parents who 

are informal caregivers are likely to be involved in this role over a long period of time.  Though 

caring for a child is a routine role of parents, the intensity and long duration of informal 

caregiving of children with chronic infection may have negative consequences on informal 

caregivers (Ray, 2002; Pinquart, 2019). Piran et al (2017) posit that though caring for a child 

is a routine role of parents, its negative impact on them may result from the heightened 

responsibilities needed for managing such chronic infection. Evidence also suggests that 

parents of children with chronic infection suffer varied financial, social mental and 

psychological challenges, which are similar to problems experienced by informal caregivers of 

persons with chronic infection (Schulz and Thompkins, 2010; Khanjari et al., 2013). For 

instance, Pinquart (2018) conducted a meta-analysis on the correlates of parenting stress in 

families with a child with chronic condition (this included families with a child with 

HIV/AIDS). The analysis included 547 studies which provided data on 50,370 parents of 

children with chronic condition. The finding of the study showed that parents of children with 

HIV/AIDS, cancer, cerebral palsy, and spina bifida showed the highest levels of parenting 

stress when compared to parents of children without chronic infection. 

Parents take on the caregiving role as an expression of commitment and the extension of the 

relationship they have with their child who is HIV positive (Thampanichawat, 2008). Perlin et 

al. (1990) argue that informal caregiving is an extension of caring for someone. While caring 

is an affective element of one’s commitment to the wellbeing of another individual, informal 

caregiving is the behavioural expression of this commitment. In their view, informal caregiving 

is not just a role but an intrinsic part of a relationship existing between the caregiver and the 

care recipient. For instance, Aga et al. (2009) conducted a qualitative study to explore the 

definition of caregiving and the reason behind caregiving from the perspective of informal 
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caregivers. Interviews and participant observations involving 18 informal caregivers of persons 

living with AIDS in Ethiopia were implemented. The results highlighted four key caregiving 

actions which reflect the conception of care from the perspective of these caregivers. These 

include nourishing of care recipient, maintaining hygiene and cleanliness of the care recipient’s 

surroundings, provision of comfort, and sacrificing oneself to sustain the care recipient. The 

result indicates that most of the informal caregivers were mothers providing care for their 

children who are HIV positive, and they took up the caregiving roles because the mother-child 

relationship. Thus, the kind of relationship the caregivers have with the care recipients and 

their level of dependence have influenced their caregiving roles. Similarly, Litwin et al. (2014) 

conducted a cross-sectional survey among 3,280 participants to evaluate whether the status of 

relationship existing between informal caregivers and care recipients reduces the outcomes 

linked to informal caregiving. The results showed provision of care for spouse or children 

resulted in more depressive symptoms in comparison to caregiving for parents. The intensity 

and extent of caregiving could explain this finding since provision of care for a spouse or child 

is more likely to be intensive and prolonged depending on the level of dependence (Pinquart 

and Sorensen, 2011). 

Informal caregivers accept the responsibilities that are characteristic of the caregiving process 

since they are is motivated by emotional commitment, a sense of responsibility and obligation 

towards the care recipient.  Antle et al. (2001) found that parents of children with HIV showed 

concern for the wellbeing of their children; meeting the needs of these children was second 

only to the health of the family in relation to HIV/AIDS.  

2.4.1 Sociocultural context of informal caregiving 

Ng et al. (2016) reiterate that besides personal motivations and values, an interplay of 

sociocultural values and norms or social influences are thought to influence caregivers’ 

decisions to take up or remain in the caregiving role and their experience of caregiving. In 

Africa, for instance, paediatric HIV informal caregiving roles are usually taken up by both 

nuclear and extended family members as a result of supportive cultural practices, such as 

collective responsibility for the children; the members of the community see the wellbeing of 

the children as their responsibility (Powell and Hunt, 2013).  

Pharr et al. (2014) explored the influence of sociocultural context on informal caregiving 

through an interpretative phenomenological qualitative study involving four groups of African 
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Americans, Asian Americans, Hispanic Americans and European Americans. The findings 

from the study suggest that cultural values and norms are part of underlying reasons for the 

decision to provide care. ‘Cultural embeddedness’ was one of the key issues that emerged from 

the study. For Asian American, African American and Hispanic American focus group 

respondents, caregiving was embedded in their life experience, such that the decision to 

provide care or not for one’s family member was irrelevant; caregiving was provided without 

question as it was expected. Whereas for the European American respondents, caregiving was 

not embedded in their life experience and was not expected. Rather, personal responsibility 

influenced the decision to provide care.  

In most African countries including Nigeria, informal caregiving is seen as a woman’s 

responsibility (UNAIDS, 2010). This is mostly the case when children are the care recipients 

in a society where caregiving role is culturally prescribed to women based on a set of order of 

‘who’ is supposed to provide care and/ or gender ideology that projects caregiving as the role 

of women (Lee, 2010; Olagundoye and Alugo, 2018). In such cultural settings, women do not 

have much choice about taking up caregiving roles because cultural gender norms require that 

they take up such roles (UNAIDS, 2010; Gibson, 2013). Essien and Ukpong (2012) are of the 

view that women in Nigeria are traditionally perceived as subordinates to men, which 

influences the roles they play in the family and society at large. 

Kohli et al. (2012) conducted a qualitative study in India to explore the challenges family 

members and caregivers face in providing care for HIV-infected persons. The finding showed 

that women are the primary caregivers when compared to men. Out of 24 participants recruited 

for the study, 18 were women. They pointed out that this could be as a result of societal 

expectation. 

Asuquo et al. (2017) conducted a descriptive study to assess the caregiving role of women to 

people living with HIV/AIDS in Akwa Ibom, Nigeria. They recruited 260 respondents who 

were interviewed using semi-structured questionnaires and the Zarit Burden Interview Scale 

for data collection. The study showed that of the 260 informal caregivers recruited for the 

study, 199 of them were females, which represents 76.5% of participants. The results showed 

that the burden of caregiving for family members who are HIV positive rests on the women 

and girls rather than the men. They concluded that the findings reflect the cultural gender norm 

prevalent in Nigeria, which assigns the role of caregiving to women.  
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Furthermore, the cultural orientation towards either ‘individualism’ or ‘collectivism’ and the 

extent to which the values of these orientations are expressed, have been identified as a factor 

that influences who takes up caregiving role (Lee, 2010). Collectivism in this case refers to a 

cultural preference for interdependence and connectedness within a group, in which individuals 

view themselves as part of the group and are motivated to give priority to the goals of such 

group over their personal goals. On the other hand, individualism refers to a preference for 

loosely-knit social pattern whereby individuals are expected to take care of themselves and 

their own and their immediate family’s preferences (Triandis, 2018). This reflects the African 

‘Ubuntu’ spirit of African people, which is a term that describes the concept of valuing the 

good of the community above self-interest: caring for each other’s wellbeing as a spirit of 

mutual support (Tshoose, 2010). Ubuntu spirit is also reflected by sharing common feelings 

and resources to support the sick within the community, including caring for children living 

with HIV/AIDS (Berghs,2017).  

Achema and Ncama (2016) conducted a qualitative study to explore the guiding philosophy of 

care for children with HIV/AIDS in Kogi, Nigeria. The study participants included 8 children 

(11–14 years) and their caregivers, 10 nurses who engaged in focused group discussions and 2 

stakeholders who engaged in in-depth interview. Ubuntu spirit within the extended family 

systems, interest in one another and caring atmosphere were among the themes that emerged 

as enhancing the philosophy of care for the care recipients, while inaccessible social security 

systems, inadequate support, criticism and stigmatisation were highlighted as factors that 

inhibit caregiving of children with HIV in the study. 

However, Powell and Hunt (2013) argue that in African settings, kinship and community 

structures (including collectivist values), which allow the provision of support and assistance 

for the care recipient, are eroding. They argue that the normative, moral and economic fabrics 

that previously held together the extended family appear to be disentangled by modernisation, 

which is manifested in form of nuclearisation of family structure and rural-urban migration, 

and is worsened by the demographic impact of HIV/AIDS (Ntozi and Zirimenya, 1999; Jhamba 

and Mmatli, 2015). If the traditional family structure is indeed eroding due to pressure from 

rapid social change, a continued dependence on extended family members for informal 

caregiving may be unattainable in part because of the reduced pool of potential informal 

caregivers such sociocultural shifts may bring (Roth et al., 2015; Schulz et al., 2016). This 

implies that the responsibility for caregiving is more likely to be taken up by nuclear family 
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members. However, HIV-infected children at the risk of losing one or both parents due to 

HIV/AIDS and this may mean that a member of the extended family may feel obliged to taken 

up the caregiving role (Thampanichawat, 2008). Furthermore, where the parents are alive but 

unable to fulfil their parental roles, other extended family might become the primary caregivers 

(Chi et al. 2015).  

2. 5 Impact of caregiving on informal caregivers 
Many studies have investigated the negative aspects of informal caregiving in different setting 

with strong evidence suggesting that informal caregiving may have negative impact on 

informal caregivers (Brouwer et al., 2005; Shulz and Sherwood, 2008; Cohen et al., 2015).  

Kidman and Thurman (2014) suggest that the negative challenges of caregiving can be 

conceptualised as ‘caregiver burden’, which is referred to as the social, emotional, physical and 

financial challenges associated with the provision of care to a recipient, which can potentially 

impact on the capability of the caregivers to provide quality care as well as the quality of their 

life. John et al. (2001) is of the view that the concept of caregiver burden is a central issue in 

the conceptualisation of the caregiving process. 

Caregiver burden is conceptualised to have both subjective and objective components 

(Bastawrous, 2013). According to Bezance and Holliday (2014), objective burden relates to 

the observable impact of caregiving activities (both ADLs and IADLs) and time needed to 

accomplish these activities. On the other hand, subjective burden relates to the psychological 

or emotional toll caregiving role has on the caregiver (Kidman and Thurman, 2014). Fekete et 

al. (2017) suggest that it is difficult to have a uniform conceptualisation of subjective burden 

due it is multifaceted nature. However, Sherwood et al. (2005) defined subjective burden as a 

caregiving state, characterised by a negative reaction to the impact of being involved in the 

caregiving process.  Caregiving represents a new social role, which involves the caregiver’s 

self-evaluation of how well the individual performs in the role and an appraisal of the 

caregiving situation. Poor self-concept concerning the caregiver’s ability to manage the 

caregiving process could result in subjective burden (Perlin et al., 1990, Raina et al., 2004). 

Bastawrous (2013) argues that there are varied concepts of caregiver burden given by different 

researchers, which has resulted in different tools for measuring caregiver burden. The 

implication is lack of consensus in data resulting from multiple measures of caregiver burden.  
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Studies that have focused on investigating and measuring caregiver burden are mainly 

quantitative, which are valuable in relation to revealing statistical significance of some 

correlates of this concept and consequently, evidenced-based intervention programmes (Honea 

et al., 2008; Ganguly et al., 2010). However, in qualitative studies, respondents rarely use the 

term ‘caregiver burden’ to describe their caregiving experience. The implication is that in 

quantitative studies, caregiver burden may be conceptualised and assessed without representing 

the caregiver’s actual experience and description of the concept (Bastawrous, 2013). This 

means neglecting the subjective aspect of caregiver burden, thereby having varied concepts of 

caregiver burden.  

Caregiver burden has been associated to informal caregiving of individuals living with HIV 

(Schulz, 2016). For instance, Asadullah et al. (2017) conducted a descriptive cross-sectional 

study to access the burden, psychological distress and their associated factors among informal 

caregivers of children living with HIV/AIDS in Udupi district, India. Data was collected and 

analysed from 171 participants using the Zarit Burden Inventory (ZBI) and the General Health 

Questionnaire (GHQ-12). The results indicated significant level of caregiver burden among 

84.8% of respondents and mild-severe psychological distress among 49.7% of participants. 

The study found that biological parents who are caregiver were more likely to experience 

caregiver burden when compared to other relatives involved in caregiving. 

Similarly, Asuquo et al. (2013) investigated the relationship between caregiver burden and 

availability of support for informal caregivers of people living with AIDS in Calabar, Nigeria. 

They conducted a cross-sectional study involving 260 participants and focus-group discussion. 

Caregiver burden was measured using the ZBI scale, in which data analysis showed that 67 

(25.8%) participants experienced mild to moderate burden, 93 (35.8%) moderate to severe 

burden, 51 (19.6%) severe burden, while 49 (18.8%) experienced no burden. Thematic analysis 

of data from the focus-group discussion identified that informal caregivers experienced: 1) 

physical burden as they experienced extreme fatigue and exhaustion as result of their 

caregiving activities; 2) emotional burden expressed through fear (of death, of the future, of 

being stigmatised) and guilt; 3) social burden as they felt socially isolated; and 4) financial 

burden. The study suggests a significant relationship between availability of support and 

caregiver burden. Many of the participants who reported limited support also reported 

experiencing increased level of caregiver burden. 
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Furthermore, findings from studies that evaluated informal caregivers of children with 

HIV/AIDS, highlighted caregiver burden as one of the negative outcomes of their caregiving 

roles. For instance, Chauhan et al. (2016) investigated the perceived burden among informal 

caregivers of children living with HIV in North India, which involved a hospital-based cross-

sectional study of 156 informal caregivers. The result showed that all the caregivers reported 

caregiver burden in relation to physical health and mental health impact of the caregiving 

process. The study concluded that caring for children living with HIV could result in significant 

burden for caregivers. Stigma and discrimination were identified as the key factors that 

increased the burden of care. They suggest that the rejection of HIV positive persons as result 

of the infection or mode of transmission, usually extend to their caregivers, which could limit 

access to social support.  

Biru et al. (2015) explored the lived experience of informal caregivers of children with 

HIV/AIDS receiving ART in Ethiopia. The study involved a qualitative design in which 21 

participants were recruited and interviewed. The data collected was analysed using a 

hermeneutic phenomenological approach. Caregiver burden was one of the sub-themes that 

emerged from the analysis, which highlights participants’ narratives of the strain they 

experienced due to needs of the care recipients, difficulties in managing HIV medication and 

for being entwined with a child’s condition.  

2.5.1 Factors that are linked to caregiver burden 

Caregiver burden has been linked to role overload experienced by informal caregivers (Perlin 

et al. 1990; Mitchell and Knowlton, 2012). Creary and Gordon (2016) suggest that role 

overload exists when an individual engages in multiple roles simultaneously but lacks the 

adequate resources needed to perform such roles. Caregiving responsibilities can overlap and 

possibly overwhelm and undermine other aspects of the caregiver’s life (Schulz et al., 2016), 

especially when there are insufficient resources to adapt to the caregiving situation (Roth et al., 

2015). This overwhelming experience of role overload makes informal caregivers vulnerable 

to caregiver burden (Pinquart and Sorensen, 2004; Bastawrous, 2013). Caregiver role overload 

impede informal caregiver’s social roles, and may strain their work life and opportunity to 

socialise; thereby limiting their access to resources (Bastawrous, 2013; Mitchell and Knowlton, 

2012).   
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Informal caregiving can pose significant economic strains on informal caregivers as result of 

loss of wages resulting from the care recipient’s health condition (Ward and Brown, 1994; Kuo 

and Operario, 2011; Mitchell and Knowlton, 2012).  Caregiving roles may limit caregivers’ 

ability to earn income and to provide for the basic needs of the members of their families 

especially when it conflict with their job roles. According to scarcity model of role theory, 

individuals have limited resources such as time and energy to fulfil their various roles; and the 

competing demands for this limited resource will create role conflict (Goode, 1960).  Informal 

caregivers have limited time and energy to fulfil their various roles as caregivers and 

employees, and these different roles can create competing demand for their time and energy, 

leading to role conflict (Gordon et al. 2012).  Role conflict can occur in two ways: work can 

interfere with the ability to meet the demand of caregiving or caregiving can interfere with the 

ability to meet work demands (French et al., 2018). Informal caregiving affects the caregivers 

work by modifying one’s work schedule, reducing hours of work or leaving the work altogether 

(Van Houtven et al.,2013). Longacre et al. (2017) conducted a secondary analysis of data on 

922 informal caregivers of working age (18-64 years). The study found that 52.4 % of informal 

caregivers reported that caregiving interfered with their employment, while 39.8% of 

participants reported quitting from their jobs or retiring early due to caregiving demands. 

Heymann and Kidman, (2009) found that parents who are HIV informal caregivers were more 

likely to take leave from work to provide care than other parents (53% versus 39%), and these 

are unpaid leave. The lack of financial resources may result from the financial demands of 

caregiving such as medication, transportation to hospital or food, entail that they incur 

significant expense (Kuo and Operario, 2011; Schulz, 2016; Osafo et al., 2017).  Powell and 

Hunt (2013) suggest that many informal caregivers in Africa face financial difficulty leading 

to poor nutrition, limited access to healthcare services and high school dropout among their 

children (Powell and Hunt, 2013). However, Schulz (2016) argue that availability of economic 

resources is also crucial to mitigating the negative impact of caregiving, as caregivers are able 

to provide for their health needs and wellbeing. On the other hand, lack resources has been 

identified as a key factor associated to caregiver burden (Lee et al., 2010; Powell and Hunt, 

2013; Osafor et al., 2017). For instance, Lentoor (2017) conducted a qualitative study to 

develop an understanding of the psychosocial challenges experienced by informal caregivers 

of children with HIV. Forty-four informal caregivers were interviewed and data collected was 

analysed using Interpretative Phenomenological Analysis (IPA). The results highlighted poor 

financial resources as a major socioeconomic stressor, which intensifies the negative impact of 

HIV on both the care recipient and the caregiver. Similarly, Osafo et al. (2017) explored the 
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experience of caregivers of children living with HIV in Uganda. The study involved semi-

structured interviews of 18 caregivers and data was analysed using thematic analysis. Findings 

of the study suggest that many informal caregivers are burdened with scarcity of food and funds 

for daily provisions, which has negative impact on their physical, emotional and psychological 

wellbeing. 

Casale et al. (2015) suggest that the health condition of HIV caregivers can also influence their 

caregiving experience. Caregivers who themselves are HIV positive or have other chronic 

illness as is the case in many HIV-affected families, are more likely to experience caregiver 

burden. For instance, Kidman and Thurman (2014) examined caregiver burden among informal 

caregivers of HIV-related orphans who are likely to be HIV positive, using a baseline data from 

a study assessing intervention for orphans and vulnerable adolescents in the Eastern Cape, 

South Africa. Participants (N = 726) completed the 12-item Zarit Burden Interview (ZBI). 

About 40% of respondents reported severe caregiver burden, highlighting household food 

insecurity, income and AIDS-illness of the caregiver were significantly associated to caregiver 

burden experienced by participants. The study concludes that informal caregivers struggling 

with their own AIDS-related illness with economic vulnerability feel most overburdened by 

their caregiving roles. 

Lee et al. (2010) conducted a quantitative study involving 409 informal caregivers in Thailand 

to investigate how the caregiver’s mental health affects their level of caregiver burden. A 

multiple regression model was implemented to evaluate the predictors of caregiver burden. The 

result showed that depression was significantly associated with caregiver burden and being 

HIV positive. HIV infection and declining health of informal caregivers can add more burden 

to their caregiving roles, resulting in physical, emotional or psychological distress. 

According to Kidman and Thurman (2016), HIV positive informal caregivers generally 

experience many dimensions of vulnerability, such as stigma and discrimination, poverty, 

unemployment and lack of social support, which may make their caregiving roles more 

distressing. Additionally, lower levels of social support were found in HIV positive informal 

caregivers in comparison to uninfected informal caregivers of HIV positive children (Lackman 

et al.,2014). Reinhard et al. (2008) are of the view that informal caregivers are more likely to 

ignore their health condition and focus on their caregiving roles, thereby increasing the risk of 

caregiver burden and distress.  
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Engler et al. (2006) suggest that caregiving roles could be stressful as a result of the 

behavioural, cognitive and physical changes in the health status of the care recipient. They are 

of the view that the severity of care recipient’s HIV symptoms and other HIV-related illness, 

can influence the level of burden experienced by a caregiver. Furthermore, care recipient’s 

level of dependence for ADLs has been associated to significant level of caregiver burden 

(Garlo et al., 2010; Aggar, 2016). Children with HIV/AIDS whose health condition is critical 

mostly depend on their caregivers for ADLs. Raina et al. (2004) suggest that the manifestations 

of the care recipient’s health condition, which is one of the objective factors of caregiving, 

creates increased demands for caregiving. This increased demand of caregiving has been 

associated with caregiver burden. Reinhard (2008) suggest that the care recipient’s poor health 

condition could result in caregiver burden and poor mental health as it increases the demand of 

caregiving and the dependence of care recipients on informal caregivers for IADL and ADL. 

Lai (2010) carried out a quantitative study on the impact of filial piety on informal caregivers’ 

appraisal of caregiving burden in which 339 respondents participated. The study found that 

care-recipient dependency in ADL and IADL, care recipients’ health status and informal 

caregivers’ appraisal of their caregiving roles had direct predictive effects on caregiver burden. 

Informal caregivers who provided more ADL and IADL to care recipients who have more ill 

health, experienced more caregiver burden after other factors were controlled for. 

It has been suggested that HIV informal caregiving could have negative or/and positive 

consequences on the informal caregiver, which could be determined by informal caregivers’ 

appraisal of the caregiving roles. The negative social, physical, emotional and financial 

experience of caregiving has been conceptualised as objective and subjective caregiver burden. 

Socioeconomic status and health condition of the caregiver, psychosocial factors such as 

stigma and discrimination, and the health condition of the care recipient, are some of the issues 

highlighted that could contribute to these negative consequences of caregiving. However, most 

of the studies highlighted adopted cross-sectional design, which might not establish a cause-

effect relationship and did not provide in-depth perspective of the lived experience of 

caregiving among informal caregivers. 

Fear of stigmatisation has been identified as a key issue influencing caregivers’ approach and 

attitude to caregiving and the impact of caregiving on these caregivers (Smith and Rapkin, 

1996; Sharma et al., 2016). Goffman (1963) defined stigma as a negative meaning attached to 

a discrediting an attribute such as HIV/AIDS, which could lead to avoidance, limited 
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acceptance and discrimination of individuals with such characteristics. He suggested a possible 

discrepancy between how people view themselves and the views of others about them, which 

he termed as virtual and actual identities. In his view, this discrepancy negatively influences 

one’s social identity, resulting in social isolation. The primary concern of an individual who is 

stigmatised is acceptance. Evidence suggest HIV informal caregivers experience stigma as they 

feel they are not fully accepted in the society because of the HIV status of their care recipient.  

Das et al. (2017) conducted a qualitative study to explore the experiences, concerns, 

perceptions and knowledge of children with HIV/AIDS and their informal caregivers in which 

34 informal caregivers were recruited and interviewed. Their findings underscored HIV-related 

stigma and discrimination as part of informal caregivers’ experience. Participants narrated 

being stigmatised and discriminated against by close family members who avoided them, 

refused to touch or share food with their children. 

Bogart et al. (2008) qualitatively explored HIV-related stigma experienced from both external 

and internal sources by families living with HIV, in which semi-structured interviews were 

conducted among participants made up of 33 parents with HIV, 15 informal caregivers, 27 

children under 18 years old and 19 adult children. The results indicated that all the families 

recounted their experience of stigma, which include all the mothers, 88% of fathers, 60% of 

the caregivers, 52% of children and 79% of adult children. Almost all the families (97%) 

reported fear of discrimination, while 79% of families experienced actual discrimination. They 

highlighted that the feeling of stigma and fear of discrimination resulted in secrecy and non-

disclosure surrounding these HIV-affected families. 

Small et al. (2017) identified actual and perceived stigma and discrimination as negative 

sociocultural attitudes that result in secrecy and non-disclosure among HIV informal caregivers 

and care recipients. Provision of care in such setting where the caregiver is at risk of stigma 

and discrimination may result increased caregiver burden. 

Kalomo and Liao (2018) investigated caregiver burden among informal caregivers of persons 

living with HIV in Namibia, recruiting and interviewing 97 informal caregivers. The results 

showed a correlation between HIV stigma and caregiver burden. Participants who experienced 

HIV stigma had .32 higher score of caregiver burden than participants who did not experience 

stigma (p < .01) after the effect of covariate variables were controlled for. They suggest that 
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this result may be related to social isolation and exclusion from familial and social network 

experienced by HIV caregivers. 

Similarly, Mwinituo and Mill (2006) conducted a qualitative study involving 15 participants 

to explore the experience of informal caregivers of persons living with HIV/AIDS in Ghana. 

Stigma was one of the three themes that emerged from the study. Informal caregivers reported 

feeling the need to hide their caregiving roles from family members and friends in order to 

avoid being stigmatised. For instance, one of the participants narrated: 

“If people get to know that my brother has AIDS, the stigma will come to both of us. If 

I ask family members to help me, they may want to know the particular disease that my 

brother is suffering from, and I am not ready to spread the news about my brother’s 

sickness.” 

This disposition often resulted in social isolation, loneliness and subjective caregiver burden.  

This implies that social avoidance due to the risk of stigma and discrimination is likely to 

prevent informal caregivers from accessing social support. 

Lundberg et al. (2016) investigated the experience of informal caregivers providing care to 

persons living with HIV/AIDS in Vietnam by recruiting 104 informal caregivers. Participants 

were interviewed using a questionnaire on caregiver burden (Caregiver Burden Scale, CBS) 

while 20 of them participated in an in-depth interview. The results of the study showed that 

38% of the respondents reported mild-to-moderate caregiver burden, while 40% of them 

indicated moderate-to-severe caregiver burden. Increase in caregiver burden was linked to 

informal caregivers’ unwillingness to access social support due to fear of stigma. Informal 

caregivers kept their caregiving roles and the HIV status of their care recipients secret to avoid 

discrimination and stigma. This implies that caregiver burden was associated to  the fear of 

stigma and discrimination  as experienced by informal caregivers as well as limited to social 

support, which makes informal caregiving more burdensome. 

Van Denventer and Wright (2017) argue that the impact of informal caregiving on informal 

caregivers is not always negative as there are potential benefits associated with this process. 

McCausland and Pakenham (2003) highlighted eight key benefits of HIV caregiving which 

are: positive change in personality, perception of personal growth, development of new 

relationships, strengthening of existing relationships, feelings of satisfaction and achievement, 
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change in life’s priorities and personal goals, increased in understanding of others, and 

increased knowledge of HIV/AIDS. Similarly, Thampanichawat (2008) identified positive 

experience of caregiving among informal caregivers of children with HIV/AIDS/ These 

include: caregivers having a sense of duty and responsibility to care for the HIV positive 

children; feelings of love; sympathy and attachment to the care recipient; maintaining hope that 

new medications will be discovered for cure of the infection despite being anxious and afraid 

the child might die at any time. Lloyd et al. (2016) identified key factors that influence the 

positive experience of caregiving, such as caregivers accepting and coming to terms with the 

caregiving situation, choosing a positive caregiving attitude, commitment to the relationship 

between the care recipient and the caregiver, creating opportunities for the care recipient to 

engage in meaningful activities, and drawing strength from faith/past challenges. Overall, the 

positive experience of caregiving was achieved through the choices and coping strategies 

adopted by the informal caregivers.  

However, informal caregivers may experience both negative and positive impacts of caregiving 

simultaneously (Beach et al., 2000; Harmell et al., 2014; Asuquo et al., 2017), and the positive 

experiences of caregiving could function as buffer against the negative effect of caregiving 

(Roth et al., 2014). Araújo et al. (2015) suggest that informal caregivers reported higher life 

satisfaction resulting from positive experience of caregiving even in with increased caregiver 

burden.  

Van Groenou et al. (2013) examined positive and negative appraisal of informal caregiving 

among three types of informal care relationships which are: spousal, adult child and other types 

of caregiving relationships. They analysed data from 1,685 persons representing the three types 

of relationships. The findings indicated that both positive and negative natures of caregiving 

were found among spouses and adult children, and less among other caregivers. The demands 

of caregiving and being the sole caregiver, were the most significant correlates of the negative 

experience of caregiving (which was measured as caregiver burden), whereas use of external 

support, background variables and motivational factors were significant correlates of positive 

evaluation of informal caregiving. The positive or negative impacts of caregiving were also 

linked to caregivers’ appraisal of the caregiving situation. Lazarus and Folkman (1987) defined 

cognitive appraisal as an evaluation process, which shows a person’s subjective interpretation 

of the circumstance. How a caregiver appraises the caregiving process influences the impact it 

could have on the individual. When the caregiving process is appraised as life-threatening and 
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uncontrollable, it could negatively affect informal caregivers’ ability to adjust into the 

caregiving role, as these appraisals will generate stress, which may go beyond the caregiver’s 

coping ability and the available resources, such as social support (Chung et al., 2010).  

2.6 The concept of loneliness 
Loneliness is a very difficult phenomenon to conceptualise, with varied definitions provided 

by different authors (Tiwari, 2013; Karnick, 2005). A key explanation of the variability of 

definitions is the subjective and multidimensional nature of the concept (De Jong Gierveld, 

1998). Though there is no consensus on the definition of loneliness, there are three assumptions 

that are common with most definitions of loneliness: the feeling of loneliness is characterised 

by a discrepancy between the desired and the achieved personal network of relationships 

(Patterson, 1987); it is a subjective state, as differentiated from an objective state of social 

isolation (De Jong Gierveld et al., 2016); and it is unpleasant and distressing (Bekhet et al., 

2008). 

Qualter et al. (2015) suggest that most people have been lonely at one point or another in their 

life, and for some individuals, it could be a chronic and undesirable experience that could have 

a debilitating effect on their physical and mental health. For example, an online survey of 2,256 

adults throughout the UK, conducted by the Mental Health Foundation in 2010, showed that 

11% of the participants indicated feeling lonely often, 42% reported that they were depressed 

as a result of feeling alone, 23% indicated stigma of loneliness and 48% suggested that many 

individuals are becoming lonelier (McCrae et al., 2017). 

Different theories have been proposed to explain the concept of loneliness. Tzouvara, et al. 

(2015) highlighted four major theoretical approaches that describe the concept of loneliness, 

which are the psychodynamic, existential, cognitive and interactionist approaches.  

2.6.1 Psychodynamic theory 

Psychoanalysts such as Sullivan (1953) and Fromm-Reichmann (1959), put forth the earliest 

accounts of loneliness in academic literature, and attributed loneliness to shortfalls of an 

individual’s attachment relationships. The psychodynamic approach, for instance, emphasises 

that loneliness is rooted on the attachment experience an individual had as a child with the 

mother. This attachment process enables the child to experience emotional bond and 

connection with others, but a feeling of loneliness in the absence of the significant others. The 

argument within this theory is that interpersonal, childhood attachments and dilemmas form 
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the personality base which predicts future coping approaches. Thus, individuals who did not 

develop social skills for building intimate relationships in early life with their parents are prone 

to experience loneliness in life. 

2.6.2 Existential theory 

The key proponents of existential theory are Tillich (1963) and Moustakas (1972). They argue 

that loneliness is universal and it emanates from separateness. They suggest that people must 

deal with their loneliness mostly through escapism and other defensive mechanisms. This 

approach focuses on describing the objective nature of loneliness without considering the 

subjective feeling of being alone (Singh and Kiran, 2013, Sonderby, 2013). 

2.6.3 Cognitive theory 

The cognitive perspective posits that the appraisal of human relationships against standards of 

social relations leads to loneliness. This perspective emphasis that loneliness happens as a 

result of a discrepancy between actual social relationships and desired social relationships. The 

primary focus of this theory is on how individuals respond to and experience loneliness with a 

consideration of social factors. They suggest that the determining factor in people’s experience 

of loneliness is how they feel about it (Singh and Kiran, 2013). This approach has been 

criticised for failing to account for strong association between loneliness and social networks 

(Victor et al., 2001). 

2.6.4 Interactionist theory 

The interactionist approach states that the experience of loneliness is as a result of a 

combination of the lack of social network and intimate relationships (Weiss, 1973; Dykstra and 

Fokkema, 2007). The implication of this approach is that loneliness is directly linked to absence 

or actual presence of specific social provisions. This does not take into consideration the fact 

that two individuals may have different responses to the same deficit in social provision or that 

people differ in the social relationships they desire.  

These varied theoretical perspectives of loneliness further underscore the complexity and 

multidimensional nature of the phenomenon; however, across the theoretical perspectives 

taken to study the concept of loneliness, researchers have acknowledged two main constructs: 

an affective component, which entails the negative emotional experience of loneliness, and a 

cognitive component, encompassing the discrepancy between desired and achieved social 

relationships (Lasgaard, 2010; Sonderby, 2013). Lasgaard (2010) posits that these two 
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components of loneliness are guided by two theoretical perspectives: social needs and cognitive 

approaches – which has influenced the conceptual definition of loneliness.  

Weiss (1973) argues that there are two distinct types of loneliness: emotional and social. He 

suggested that social loneliness is a consequence of the absence of an engaging social network, 

and can be reduced through adequate social network; that is, a broader network of friends and 

acquaintances who can provide a sense of belonging, companionship and of being a part of a 

community. On the other hand, emotional loneliness results from the loss or absence of a close 

attachment figure, which can be remedied through the availability of a satisfactory intimate 

relationship. He highlighted that individuals have needs for their wellbeing, which require 

specific relationships to meet; thus, they must maintain a number of varied specialised 

relationships to stay healthy. It shows that different types of relationships serve different and 

unique roles that are rarely interchangeable. 

Shiovitz-Ezra and Ayalon (2010) suggest that loneliness can be situational or chronic. 

Situational loneliness results from stressful life experience such as the death of a partner or 

retirement. They argue that individuals experiencing situational loneliness are able to cope and 

recover from it. On the other hand, chronic loneliness is more of a permanent state which could 

be a consequence of an individual’s inability to develop a fulfilling relationship over a long 

period. Dykstra et al. (2005) posit that the description of loneliness as a chronic and situational 

experience substantiates loneliness as a multidimensional construct, and provides an 

explanation of possible changes in the experience of loneliness over time. This is particularly 

true of situational loneliness in which people’s experience of loneliness is temporary since it 

results from key changes in their social network, which is likely to improve after recovery 

(Shioitz-Ezra and Ayalon, 2010).  

Though loneliness is complex phenomenon to define and has been explained using varied 

theoretical perspectives, there is no consensus in relation to its conceptualisation and definition. 

However, there seems to be a central point of loneliness being a pervasive feeling resulting 

from one’s engagement or perception of their social network. Thus, in this study, loneliness 

can be defined as an unpleasant experience resulting from either a qualitative or quantitative 

deficiency in one’s network of social relationship, a subjective discrepancy between one’s 

expected social relationships and the actual social relationships (Perlman and Peplau, 1982). 
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2.6.5 Distinguishing loneliness from social isolation and solitude  
Loneliness is often confused with other concepts such as social isolation and solitude ((De Jong 

Gierveld et al., 2016). According to Rokach (2011), there is a distinction between loneliness 

and social isolation as both concepts are sometimes used synonymously; even though they are 

related, they are not the same. Social isolation is defined as a state in which an individual is 

distanced physically or psychologically or both, from the person’s network of desired or 

required relationships other individuals (Biordi and Nicholson 2013). De Jong Gierveld et al. 

(2006) view social isolation to be an object concept that captures the absence of ties, contacts 

or relationships with other people. Boldy and Grenade (2011), on the other hand, explained 

that loneliness is both subjective and a negative experience, which results from an individual’s 

perception of the difference between the quality and the quantity of existing relationships and 

the relationships desired. The subjective element of loneliness implies that an individual with 

a large social network may feel lonely despite not being alone. The distinction between these 

two concepts lies in the difference between feeling alone and being alone. Social isolation is 

about being alone while loneliness is centred on feeling alone. 

Holt-Lunstad et al. (2015) argue that conceptually, social isolation and loneliness are linked to 

each other as they both relate to perceived or actual estrangement of individuals from those 

around them. To understand the link between loneliness and social isolation, Cornwell and 

Waite (2009) highlighted two forms of social isolation: social disconnectedness and perceived 

isolation. Social disconnectedness, which represents the objective element of social isolation, 

is characterised by lack of contact with others, while perceived isolation is characterised by the 

subjective experience of restricted social resources such as support and companionship. In this 

case, an individual’s perception of social isolation is informed by personal characteristics and 

not necessarily due to lack of social network and resources. Hawkley and Cacioppo (2010) are 

of the view that loneliness is basically linked to perceived social isolation and not objective 

social isolation. Individuals with a smaller social network may be socially isolated but they are 

not necessarily lonely; however, the subjective evaluation of the characteristics of one’s 

network is what links limited social network to loneliness (De Jong Gierveld, 1998). 

Although individuals who are socially isolated are likely to feel lonely, the correlation between 

these constructs is modest (Coyle and Dugan, 2012), showing that there are other factors that 

influence loneliness other than availability of social network. Hawkley et al. (2009) and 

Cacioppo et al. (2014) suggest that loneliness may be experienced by individuals with large 
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social connections and who live with a spouse, while others may be satiated with relatively 

small social contacts.  

Loneliness has been distinguished from solitude, which signifies a time of privacy when an 

individual is able to manage external interference in one’s life, which gives the person the 

opportunity to rejuvenate and refresh (Long and Averill, 2003). Rokach (2011) posits that 

solitude is basically the objective reality of being without others; that is to be geographically 

away from company. Being alone when we desire human contact and belonging, which could 

stir the feeling of loneliness, is not solitude but being alone when we want and need it. 

Caccioppo et al. (2010) underscore the distinction between solitude and loneliness suggesting 

that solitude is not necessarily an aversive experience; rather it expresses the positive aspect of 

being alone whereas loneliness expresses the pain of feeling alone. Furthermore, solitude 

highlights the positives of being alone while loneliness expresses the painful feeling associated 

with being alone (Cacioppo et al., 2010; Goossens et al., 2009). Long and Averill (2003) are 

of the view that though momentary solitude could offer an individual the opportunity for self-

reflection, relaxation and emotional renewal, it could result in the feeling of loneliness, 

especially when it happens involuntarily. Solitude also becomes a negative experience when it 

is motivated by depression or social anxiety, thus creating a danger of exacerbating the existing, 

maladaptive condition.  

According to Davies et al. (2016), loneliness is not necessarily a constant state and not all 

individuals feel lonely. Victor et al. (2005) highlighted, in a British survey, that 31% of older 

people over 65 years felt lonely sometimes, and 61% of them never experienced loneliness. 

Those who experienced severe loneliness identified specific times when they experienced 

loneliness. This implies that the experience of loneliness could be transient, depending on the 

attitude of the individual and other key factors.  

2.6.6 Factors associated with loneliness 

Previous studies have explored factors that are linked to loneliness, such as demographic 

factors, social network, psychological wellbeing and life events (Hawkley et al., 2008; 

Nicolaisen and Thorsen, 2014). Victor and Yang (2012) investigated patterns of loneliness 

across adults aged 15 years and above in the United Kingdom using data from the European 

Social Survey. The finding suggests that loneliness showed a non-linear U-shaped distribution, 

with the highest level of loneliness being demonstrated by participants below 25 and above 65 

years. Similarly, Luhmann and Hawkley (2016) conducted a cross-sectional survey of 16,132 
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participants (a German national representative sample across the whole adult age bracket), to 

assess age difference in loneliness. The study showed age distribution of loneliness followed a 

complex non-linear distribution with the highest level of loneliness among young adults and 

the oldest participants. These findings strongly suggest that age is a key factor associated to 

loneliness. However, they suggested that the higher level of loneliness among the oldest 

participants could be the outcome of lower income levels, higher prevalence of functional 

limitations and the fact that there were more singles in this group compared to other age groups. 

Older adults who had smaller social network and less contact with their children experience 

more social and emotional loneliness (De Jong Gierveld et al., 2009). On the other hand, 

Pinquart and Sorensen (2001) explained that decreased loneliness in middle age could be due 

to the fact that at that age, adults are more likely to have developed a relatively stable network 

through social contact at work, marriage, and circle of friends; and would have learnt to adjust 

to their needs for social network to the available opportunities. 

Losada et al. (2012) evaluated the prevalence and predictors of loneliness among 272 

community-dwelling Spanish adults. Participants were recruited through conglomerate random 

sampling and were involved in face-to-face interviews. Sociodemographic variables, 

environmental factors and resources, health factors and psychological factors were among the 

variables assessed. A hierarchical regression analysis was conducted in order to determine 

which of the assessed variables were associated with the feeling of loneliness. The findings 

suggested that being female, older, having economic difficulties, lower perceived health, less 

contact with family and friends and living alone showed significant association with loneliness. 

However, they noted that findings should be considered with caution since living alone and 

gender are not independent variables in the study setting as more older women than older men 

live alone and are widowed. Older women in this study seemed more vulnerable to feeling 

lonely. Pinquart and Sorensen (2001) suggested the reasons linking old age and gender in 

relation to higher feeling of loneliness among older women than older men. They argue that 

women are more likely to be affected by widowhood than men, they are more likely to take on 

caregiving roles, and take on the homemaker role, which could limit them from establishing 

and maintaining social contacts, unlike men who are have more opportunity for social contact 

through employment and varied social activities.   

Dykstra and De Jong Gierveld (2004) posit that individuals who are married seem to be better 

protected from loneliness, though marriage is not a guarantee to avoidance of loneliness, 
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depending on the functioning and quality of the marital relationship. De Jong Gierveld et al. 

(2009) explored the level of emotional and social loneliness among older people and how the 

evaluation of the functioning and quality of marriages plays a role. The results show that 

stronger social loneliness and emotional loneliness are observed in older adults whose spouse 

has health challenges, who rarely receive emotional support from their spouses, who do not 

have frequent conversations or disagree, or who viewed their current sex life as unpleasant. 

Women in their second marriages experienced stronger emotional loneliness, while distinct 

social loneliness was typical among older men with disabled spouses. Meanwhile, reduced 

social networks and limited contact with children also increase emotional and social loneliness 

in later life.  

Soylu et al. (2016) and McRae et al. (2009) suggest that other characteristics like low self-

efficacy, poorer physical health and low socioeconomic status such as lower education, 

unemployment, or poverty are predictive of loneliness among informal caregivers. For 

instance, a national survey of 24,000 17–65-year olds in the Netherlands indicated that lowest 

income groups experienced severe loneliness three times more than highest income group 

(Bosma, et al., 2015). Luhmann and Hawkley (2016) suggest that loneliness seems to vary with 

employment status. For example, unemployed young adults have been observed to be lonelier 

than their employed counterparts (Creed and Reynolds, 2001). According to Paul and Batinic 

(2010), the link between employment and lower level of loneliness is expected due to the time 

structure, social contact, status, activities and collective purpose that are part of employment. 

On the contrary, employment may as well result in loneliness as it could limit one’s leisure 

time and opportunities for interaction with family and friends.  

Though loneliness has been shown to be associated with demographic factors, for instance, 

age, gender, socioeconomic status and marital status; however, these findings are difficult to 

generalise as they there are cultural differences in how people cope with loneliness. 

Furthermore, most of the studies focused on older adults, which makes generalisation very 

difficult. It is also important to consider that loneliness in these studies may be underreported 

because feelings of loneliness may have negative connotations (Rokach and Brock, 1997; 

Pinquart and Sorensen, 2001; Losada et al., 2012).  
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2.7 Loneliness and informal caregiving 

Loneliness has been strongly associated to informal caregiving (Ekwall et al., 2005; Wagner 

and Brandt, 2015; Vasileiou et al., 2017). A comparison of informal caregivers and non-

caregivers in a cross-sectional research suggests a higher level of loneliness among informal 

caregivers (Beeson, 2003; Wagner and Brandt, 2015).  Peplau and Perlman (1982) posit that 

significant life transitions that can produce changes to one’s existing or desired social 

interactions and relations, can precipitate the onset of loneliness. Caregiving role usually 

constitutes this kind of transition: a significant life event that alters one’s status of social 

relations, which could lead to the feeling of loneliness (Vasileiou et al., 2017).  

 Victor et al. (2020) suggest that the responsibility of caregiving implies that informal 

caregivers are to give more time and attention to the needs of the care recipient, which may 

result to risk of social isolation and reduced social interaction and consequently, the feeling of 

loneliness. Caregiving roles also reduced informal caregivers’ personal time and space, 

limiting their ability for leisure and self-care (Brambilla and Leah, 2014; Vasileiou et al., 2017). 

According to Greenwood et al. (2019), informal caregivers attributed their feeling of loneliness 

partly to reduced social network and limited social activities. 

Pereira and Botelho (2011) conducted a qualitative study to explore the lived experience of 

informal caregivers who took up caregiving roles after an unexpected event involving a 

relative. This was guided by hermeneutic phenomenology framework, in which 14 participants 

were recruited and data was collected using unstructured interviews. The result identified four 

main themes, namely, ‘losing control over time’, ‘taking over someone’s life’, ‘failing 

expectation’ and ‘feeling alone’. They explained that provision of care after an unexpected 

event seems characterised by sudden preoccupation with the world of caring for a dependent 

loved one and that the new role places a limitation on their personal life as they devoted to the 

wellbeing of the care recipients. Thus, participants described feeling physically isolated and 

lonely. Similarly, Ekwall et al. (2004) also found an association between loneliness and small 

or non-existent social network. On the other hand, caregivers with larger social network 

reported feelings of loneliness less often than non-caregivers.  

Vasileiou et al. (2017) conducted a qualitative study on the experiences of loneliness associated 

with informal caregiving, which involved semi-structured interviews of 16 caregivers. In this 

study loneliness was highlighted by participants in terms of diminished personal space and 

social interaction resulting from the restrictions imposed by the caregiving role. Participants in 
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the study narrated how their everyday life was typified by limited freedom to determine the 

management of their time and choice of space, little opportunity to be free from concern. They 

were preoccupied by the care recipients’ wellbeing and needs. The results of the study also 

indicated that caregiving resulted in deprivation and loss of important close relationship as it 

relates to the informal caregivers’ relationship with the care recipient; lack of satisfaction with 

existing social interactions as result of ignorance or lack of understanding by others regarding 

the challenges they are faced with. Experience of loneliness was also linked to feeling of 

powerlessness, helplessness and lack of competence to cover the caregiving situation, and 

having a sense of sole responsibility for the wellbeing of the care recipient.  

Restricted social and personal life linked to loneliness, could be as a result of stigma strongly 

associated to informal caregiving of HIV positive persons (Grov et al., 2010; Lambert et al. 

2017).  Mak and Cheung (2008) are of the view that courtesy stigma is associated to individuals 

who are affiliated with persons experiencing stigmatising conditions such as HIV/AIDS. This 

could provoke discriminatory behaviour by others resulting in separation, labelling and 

stereotyping. Such stigma may lead to negative self-evaluation, concealment of the condition 

and social withdrawal (Ali et al., 2012). Prachakul and Grant (2003) found that informal 

caregivers of persons living with HIV experienced negative social attitudes such as social 

stigma and a sense of isolation. This negative experience had impact on their health and mental 

wellbeing. 

In summary, loneliness has been presented as a debilitating experience that is characterised by 

a discrepancy between one’s desired and the actual personal social network. The review has 

shown that the phenomenon is complex concept that is often used interchangeably to other 

related multidimensional phenomena such as social isolation and solitude. However, these 

concepts have different meanings and convey different experiences. For instance, loneliness is 

conceptualised as a negative experience, while solitude is highlighted as a positive experience. 

The phenomenon has been highlighted to be notably linked to several underlying factors that 

interplay to create both the objective and subjective feeling of loneliness. The review has also 

associated loneliness to informal caregiving. Similar to the general population, characteristics 

such as low self-efficacy, poorer physical health, gender, low educational level and 

unemployment have been linked to loneliness in informal caregivers (McRae et al.,2009; Soylu 

et al., 2016; Vasileiou et al.2017).  Furthermore, social restrictions and limited personal time 

linked to caregiving and informal caregivers’ subjective interpretation of their caregiving 
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experience are linked to the feeling of loneliness. However, most studies that provided 

evidence of loneliness among informal caregivers implemented quantitative research methods, 

even though loneliness is conceptualised as a subjective concept that is experienced 

contextually.  Furthermore, there are scarcity of studies that investigated loneliness among 

informal caregivers of children with chronic infection such as HIV/AIDS. Consequently, it is 

crucial to explore this concept within the context of informal caregiving of children with 

HIV/AIDS in Nigeria to provide an in-depth account of participants’ lived experience of the 

phenomenon. 

2.8 The concept of depression 
Depression is a multifaceted concept which encapsulates a wide range of human experiences 

from the momentary to the characterological. This implies that depression can be recurring or 

persistent for a long time or could be mild and temporary (Durbin, 2013). 

The phenomenon is regarded by psychiatrists as a medical problem with an assumption that it 

may be diagnosed and labelled based on the symptom checklists of the Diagnostic and 

Statistical Manual of Mental Disorders (DSM-5) and the International Classification of 

Diseases (ICD-10) (American Psychiatric Association, 2017).  

Durbin (2013) suggests that the diagnosis of depression fits the concept of a syndrome, which 

is referred to as a set of symptoms and signs that manifest together in time in a coherent form. 

Symptoms in relation to depression are problems that are not observable by others, but can be 

described by the individual who experiences it, for example, thoughts of hopelessness. On the 

other hand, a sign is an objectively detectable indicator shown by the individual, which is 

observable by others, for example, tearfulness. Thus, depression as a syndrome signifies a 

period in which an individual experiences varied symptoms and signs that are different from 

the person’s usual functioning or experience (Durbin, 2013; Paykel, 2008). Comer (2013) 

suggests that the symptoms of depression aggravate one another and cut across five areas of 

functioning: behavioural, cognitive, emotional and motivational. They lack motivation to carry 

on with their daily activities, they feel dejected and sad, less active and productive, hold 

negative views of themselves and frequently have varied physical ailments. 

The above medicalised conceptualisation of depression broadly classifies depression as either 

a bipolar disorder (a disorder that is characterised by alternating or blended periods of mania 

and depression) or unipolar disorder (without a history of mania) (American Psychiatric 
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Association, 2013: Beck and Alford, 2009). Currently, there are eight depressive disorders 

listed in DSM-5 which include major depressive disorder (including major depressive episode), 

persistent depressive disorder (dysthymia), disruptive mood dysregulation disorder, 

substance/medication-induced depressive disorder, premenstrual dysphoric disorder, 

depressive disorder due to another medical condition, other specified depressive disorder and 

unspecified depressive disorder (Kupfer, 2014). According to Durbin (2014), the current 

definitions of these labels were constructed based on theory and empirical research in order to 

differentiate them accurately from the lay meaning of depression. 

All the depressive disorders highlighted in the DSM-5 and ICD-10 are made up of one or more 

distinct time periods of symptoms, the most pivotal being changes in mood state, which vary 

in their duration and intensity. For instance, major depressive disorder is characterised by 

distinct episodes that last for at least two weeks’ duration and a minimum of two symptoms, 

either loss of interest or pleasure or depressed mood, which involves alterations in affect, 

neurovegetative functioning and cognition (American Psychiatric Association, 2017; Regier et 

al., 2013). The diagnostic classification has been contested as a result of the ambiguity in what 

constitutes depression, as there is a clear distinction between depression and natural reaction 

to life events and adversity (Pilgrim and Bentall, 1999). For example, the grief resulting from 

the death of a loved one is a normal response to such circumstance; although the symptoms of 

grief can be similar to those of depression, they do not necessarily suggest depression (Regier 

et al., 2013). Durbin (2014) suggests that there are distinctions between symptoms 

characteristic of clinical disorder and those of normal grief. However, Friedman (2013) and 

Horwitz and Wakefield (2007) suggest that the distinction between normal sadness and 

depression leading to dysfunction and medical involvements remains unclear and could bring 

the dangers of misdiagnosing normal sadness as pathological depression. It has been argued by 

popular and academic texts that depression is majorly a medicalisation of normal sadness 

(Haddad and Gunn, 2011).  

The conceptual ambiguity of depression is made more complicated by the varied definitions 

and classifications applied to it over time, in reflection of the predominant social and 

psychiatric paradigm (Jansson, 2011; Ng et al., 2015). The diagnostic classification of 

depression is primarily based on the biomedical model of depression. Over the years, medical 

researchers have provided evidence from biochemical, genetic, anatomical and immune system 

studies suggesting the biological causes of depression (Commer, 2013; Wasserman, 2011). For 
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example, depression has also been linked to a central deficiency in catecholamines (primary 

nonadrenaline) or the deficiency of serotonin (5HT) activity (Pariante et al., 2009; Gotlib and 

Hammen, 2014). Though the biomedical theories of depression hold strength because of the 

increased research progression in that direction (Whitaker, 2010), yet they are inconclusive and 

require further studies. The primary criticism of this model is that it leaves no room within its 

framework to include the psychological, social and behavioural dimensions of depression 

(Deacon, 2013).  

Depression has also been conceptualised based on psychological theories, which include 

cognitive models (Commer, 2013). Aaron Beck remains one of the most influential cognitive 

theorists, and posited that the cognitive symptoms of depression precede and lead to the 

affective symptoms (Butcher et al., 2008). His view is that while most individuals react to 

adversities without significant depression, some individuals are characteristically susceptible 

to focusing on and exaggerating the negative, especially around subjects of depletion and loss 

(Commer, 2013; Hammen, 2018). His main hypothesis is that depression is primarily a 

cognitive disorder characterised by three negative beliefs referred to as the negative cognitive 

triad (Beck et al., 1979; Hammen, 2018). These negative beliefs linked to depression are: (1) 

negative view of self in which one believes one is deficient, defective and worthless; (2) 

negative view of the world as one believes the world is making overwhelming demands on 

them and they are dissatisfied with their present life situation; and (3) negative view of the 

future as they are pessimistic about obtaining their desired outcomes (Beck et al., 1979). 

Thus, the biological, emotional, cognitive and behavioural symptoms of depression are the 

outcome of viewing the self, the world and the future in increasingly negative ways (Commer, 

2013; Hammen, 2018). Beck also believed that negative appraisal of self, the world and the 

future seemed automatic in depressed individuals as they happened spontaneously (Gotlib and 

Hammen, 2009). In addition to Beck, Seligman (1975) proposed a learned helplessness model 

of depression, which is rooted in his animal model of learned helplessness. Seligman conducted 

an experiment in which it was noted that laboratory dogs that were first exposed to inescapable 

electric shocks subsequently exhibited motivational deficits when exposed to escapable electric 

shocks; because the dogs seemed to have learnt that they were helpless to alleviate their distress 

(Seligman, 1972). Similarly, he proposed that depression is the outcome of people perceiving 

that crucial life events are beyond their control. The learned helplessness model was later 

reformulated to include the attributions individuals make to these crucial life events (Abramson 
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et al., 1978). This explanatory (attributional) style model suggests that depression is a 

consequence of: (1) people’s perception that life events are beyond their control; and (2) they 

attribute these crucial life events to causes that are internal (something about them and not the 

situation), stable (permanent and not temporary) and global (it could affect every area of their 

life) (Abramson et al., 1978). This reformulated learned helplessness theory was further revised 

to into a hopelessness theory of depression, which suggest that individuals who possess a 

corresponding negative attributional style tend to interpret life events in negative ways 

(Abramson et al., 1989). They attribute these events to stable, global causes and perceive events 

as having significant implications for their life. This perception results in hopelessness, which 

refers to the expectation that one is incapable of altering the negative event or unable to change 

its adverse consequences for wellbeing (Abramson et al., 1989) and is hypothesised to be 

sufficient in itself to cause depression (Liu et al., 2015). 

One the concerns for this model is that the majority of the research on this has been based on 

cross-sectional case-control design; the majority of the methods for evaluating depressive 

cognition highlighted the state of depression and not the underlying risk factors and 

vulnerabilities. Research designs for investigating whether cognition is a causal risk factor for 

depression are rarely used and studies confirming these theories are more conflicting. Thus, 

further studies are needed to establish and validate different models of cognitive preconception 

and its practical association to depressive mood (Gotlib and Hammen, 2009; Hammen, 2018). 

The social model of depression, for instance, suggests that depression is triggered by external 

factors; it is hugely influenced by the social context surrounding people (Commer, 2013). The 

social environment encapsulates a variety of phenomena of potential importance to depression, 

such as geography, socioeconomic status and cultural factors (Gotlib and Hammen, 2014). For 

example, socioeconomic status, which is a measure of an individual’s combined economic and 

social status (Baker, 2014), has been identified as an important determinant of depression, and 

there is large body of empirical evidence illustrating the negative association between this 

concept and depression (Muntaner et al., 2004; Freeman et al., 2016). 

For instance, Hoebel et al. (2017) investigated the associations of both subjective and objective 

socioeconomic status with depressive symptoms among adults in Germany. Data were 

collected a national health survey of the adult population in Germany conducted in 2013. They 

measured subjective social economic status with MacArthur Scale and objective 

socioeconomic status was determined using a composite index based on income, education and 
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occupation. The results of the study showed that lower subjective socioeconomic status and 

lower objective socioeconomic status were independently associated to depressive symptoms.  

Even though psychiatric practice has made significant progress in recent times in the field of 

psychopharmacology and neurobiology in relation to depression, it is important to consider the 

influence of psychological and social context on the experience of depression. However, 

depression has become a worldwide phenomenon, with symptoms that are consistent across 

countries (Kleinman, 2004). Though empirical evidence suggests a significant cross-cultural 

variation in the symptomatology and prevalence of depression (Ferrari et al., 2013; Haroz et 

al., 2017), Steel et al. (2014) are of the view that a syndrome similar to major depressive 

disorder can be identified across cultural context. Though depression is a worldwide 

phenomenon with symptoms that are consistent across countries, there is strong evidence 

suggesting that symptoms of depression are expressed differently in varied cultures (Kleinman, 

2004). Its subjective nature highlights the importance of understanding the concept of 

depression from an individual’s experience and sociocultural context. 

2.8.1 Depression among informal caregivers 

Depression has been identified as one of the negative consequences of informal caregiving as 

suggested in many studies that have investigated the impact of caregiving on informal 

caregivers (Smith et al., 2011; Schulz and Beach, 1999; Lee et al., 2003). For instance, Thrush 

and Hyder (2014) conducted a systematic review of studies conducted up to 2012 on neglected 

burden of caregiving of persons with disease or disability in low- and middle-income countries. 

The result of the study indicated that of the 51 articles included, 15 of them were on HIV 

informal caregiving and the most common caregiving role was assistance with ADLs. The 

finding of the review showed that depression was reported in 31% of all the studies, which was 

the most commonly reported psychological condition associated to informal caregiving, while 

anxiety and despair were 20% and 10%, respectively.  

Abasiubong et al. (2011) assessed the psychological wellbeing of informal caregivers of people 

living with HIV/AIDS in Nigeria by measuring anxiety and depression using the Self-Rating 

Depression Scale (SDS) and the Self-Report Questionnaire (SRQ-20). Three hundred and 

twenty-two informal caregivers were recruited, but 293 (98 males and 195 females) were 

examined. Of these, 191 (65.2%) and 115 (39.2%) scored high on SDS and SRQ-20, 

respectively (representing the levels of stress). Using SDS groups on SRQ-20 subscales, 134 
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(45.7%) had anxiety only, 23 (7.8%) depression only, 52 (17.7%) had a mixture of anxiety and 

depression, while 11 (3.7%) showed suicidal tendencies. The findings identified depression as 

one of the psychological impacts of caregiving on the wellbeing of caregivers of people living 

with HIV/AIDS in Niger Delta, Nigeria. One of the limitations of this study is that they did not 

carry out a diagnostic interview such that inference on depression among informal caregivers 

could be made.  

Schulz and Sherwood (2008) suggest that there are certain factors that are linked to depression 

among informal caregivers. Lee et al. (2010) conducted a quantitative study involving 409 

informal caregivers in Thailand to investigate how the caregiver’s mental health affects their 

level of caregiver burden. Depression was measured using a 15-item depression screening test; 

caregiver burden was assessed using a 22-item Caregiver Burden Scale. The result of the study 

showed that more than 66% of participants reported moderate-to-severe or severe caregiver 

burden. It also showed increased levels of depression among participants, which were 

significantly linked to increased level of caregiver burden. They suggest an association 

between caregiver burden and depression among informal caregivers of people living with 

HIV/AIDS. 

Prachakul and Grant (2003) reviewed the physical and psychological impact of caregiving 

among informal caregivers of people living with HIV/AIDS. Out of 14 studies included in the 

review, seven of them measured depression, five studies used the Center for Epidemiological 

Studies-Depression (CES-D) measure, while the other two used the Hopkins Symptoms 

Checklist. The results showed that caregivers’ depression associated to caregiver’s 

employment status, income, HIV status of caregiver, duration and quantity of care provided, 

role overload, stigma and social constrictions. They suggest that role overload was the strongest 

predictor of depression. This implies that depression seems to be linked to factors that increase 

the demand of caregiving as well as reduce informal caregivers’ capacity to manage their 

caregiving roles, thereby making the process burdensome (Reinhard, 2008; Schulz, 2016). 

Empirical evidence also suggests a relationship between caregiver burden and depression 

among HIV informal caregivers (Chauhan et al., 2016; Casale et al., 2015). Pirraglia et al. 

(2005) conducted a cross-sectional study to examine the relationship between depression and 

caregiver burden in informal caregivers of people living with HIV, using a baseline data from 

an ongoing randomised trial of a supportive telephone intervention involving 166 informal 

caregivers. The level of depression among the participants was measured using the Beck 
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Depression Inventory (BDI), while caregiver burden was assessed using the Caregiver Strain 

Index. BDI score of 10 and above was regarded as depressed and CSI score higher than 6 

indicated a high degree of caregiving burden. The results showed that participants with BDI of 

10 and above also had an increased caregiver burden (CSI > 6). Thus, caregiver burden was 

strongly and independently linked with depression among informal caregivers of HIV-infected 

persons. The results of the study also showed that nearly a quarter of all the participants were 

HIV positive and that participants with high BDI score of 10 and above reported more frequent 

medical illness other than HIV and lack of money for necessities. The findings suggest that 

having others to take care of besides the care recipient and lack of money, may represent 

aspects of their life which complicate their caregiving role, thereby resulting in increased 

depression.  

Lua and Mustapha (2012) reviewed and analysed empirical studies published from 2002 to 

2012, to examine the mental health-related experiences and challenges of HIV/AIDS informal 

caregivers. Twenty-two articles were reviewed, which involved 2,765 caregivers. The main 

outcomes measured were caregiving burden, challenges and coping. The studies used different 

measuring instruments than were in the quantitative studies but many of them used the Beck 

Depression Inventory (BDI) and the Caregiver Strain Index (CSI). Stress and depression were 

emphasised by 13 articles. Based on the analysed studies, a large number of informal caregivers 

was clearly impacted by symptoms of depression, and caregiving burden was linked to 

depression. On the other hand, depression experienced by the caregiver could also impact on 

the level of caregiver burden.  

Low socioeconomic status, which is associated to caregiver burden, has also been linked to 

depression. Lv et al. (2010) assessed symptoms and factors associated depression among 160 

informal caregivers of HIV orphans and vulnerable children from a rural area in China. The 

Center for Epidemiological Studies Depression Scale (CES-D) was used for the assessment, 

while multiple regression analysis was conducted to examine the factors associated to 

depression. The results showed a mean score of CES-D for the entire sample at 19.18 with 16 

being the cut-off point. More than 50% of the respondents reported a CES-D score of 16 and 

above. More caregivers (82.8%) with below average annual income reported CES-D score of 

16 and above compared to those with above average annual income (17.2%). They concluded 

that there is an elevated level of depressive symptoms among informal caregivers of children 
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affected by HIV with significant association between depressive symptoms and lower family 

socioeconomic status, and adult or paediatric HIV in family.  

Deventer and Wright (2017) conducted a qualitative study to explore the psychosocial impact 

of caregiving on informal caregivers of persons with HIV/AIDS in home-based care in 

Bulawayo, Zimbabwe. In this study, 11 participants who were informal caregivers were 

interviewed and their data analysed. The results showed that informal caregivers were faced 

with problems of meeting the financial cost of caregiving, health of care recipients and their 

own health and physical problems. These issues resulted in varied negative emotions such as 

sadness, helplessness, anxiety and anger. They concluded that though it is difficult to determine 

if some participants had overt depression due to the nature of the study, however, this could be 

inferred considering the emotional pain they reported.  

Orner (2006) conducted a qualitative study to explore the psychosocial impact of caregiving of 

people with HIV/AIDS on informal caregivers. The study data was collected using in-depth 

interviews involving 45 informal caregivers in South Africa, of which 43 were women. Data 

was analysed using a grounded theory approach. The results of the study indicated that 

caregiving was a challenging process for informal caregivers and negatively impact their 

mental health. Participants expressed having a sense of despair and emotional distress. The 

negative psychosocial impact of informal caregiving was linked to poverty and lack of income 

and added responsibilities of caring for other family members. 

Although there is evidence associating caregiver burden to depressive symptoms among 

informal caregivers, depression may be as a result of the health status of the caregiver and not 

necessarily as a result of burden of caregiving. Being HIV positive has been identified as a risk 

factor to poor mental health including depression (Catalan et al., 2011; Lachman et al., 2014). 

Holmes et al. (2010) argue that the risk of depression is likely to be greater among HIV 

informal caregivers who themselves are HIV positive. Casale et al. (2015) conducted a 

quantitative study on social support as a protective factor for depression among women caring 

for children (10–17 years) in two HIV-endemic, resource-deprived (urban and rural) 

communities in South Africa, involving 2,199 female informal caregivers who were 18 years 

and above. Social support was measured using the Medical Outcomes Study Social Support 

Survey, while depression was measured using Center for Epidemiologic Studies Depression 

Scale. The findings of the study based on hierarchical logistic regression analysis of the data 

collected revealed that about 36% of caregivers had a high risk of depression of CES-D score 
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of 16 and above and a considerably higher prevalence (56.3%) among HIV positive informal 

caregivers compared to healthy caregivers (22.9%). They suggest that HIV infection among 

informal caregiver increases the risk of mental health as they struggle to cope with multiple 

challenges relating to their infection and their caregiving roles.  

Stigma has been identified as a potential source of depression for informal caregivers of people 

living with HIV (Mak and Cheung, 2008). Informal caregivers may experience rejection or feel 

the need to hide their caregiving roles from others due to stigma. Living with such secrecy 

could be distressing and increases the risk of depression among informal caregivers of 

individuals living with HIV/AIDS (Prachakul and Grant, 2003; Kuo et al., 2014). 

Mitchell and Knowlton (2009) examined the relationship between caregiver stigma, disclosure 

and depression symptoms in a cross-sectional sample of 207 African-American informal 

caregivers of HIV positive individuals in Baltimore, Maryland (USA). Depressive symptoms 

were measured using the 20-item CES-D, stigma was assessed with a 6-item Stigma Scale, 

while disclosure was measured on a 4-item Disclosure Scale. The results of the study suggest 

that stigma was associated with increased depressive symptoms among HIV informal 

caregivers, while greater disclosure of caregiving status was linked to reduced depressive 

symptoms. The study involved cross-sectional data, thus the interaction between stigma and 

disclosure on depressive symptoms could not be explained. Moreover, depressed people are 

more likely to perceive greater stigma considering the link between depression and negative 

thoughts.  

Depression has been highlighted as a negative consequence of caregiving resulting from varied 

features such as socioeconomic factors, health status of caregiver and other factors that are 

interlinked with caregiver burden. However, most of the studies that reported the association 

of depression to informal caregiving involved cross-sectional studies, which makes 

establishing causal relationships between depression and these features very difficult. These 

studies provided self-reported information reflecting the experience of depression of informal 

caregivers without considering potential participants’ previous experience of depression before 

engaging in their caregiving role. Furthermore, depression is a multifaceted concept which may 

be conceptualised subjectively and underreported as result of potential negative association of 

poor mental health. 
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2.9 Relationship between loneliness and depression among informal 

caregivers 
Depression has been found to be associated with loneliness (Cacioppo et al., 2006). For 

instance, Nolen-Hoeksema and Ahrens (2002) examined the level of relationship between 

loneliness and depressive symptoms across three adult age groups, which represented varied 

life circumstances and social histories. The results showed that association between loneliness 

and depressive symptoms are consistent across the age groups. Concern about close 

relationships was associated to depressive symptoms at different stages in the adult age span.  

Ge et al. (2017) examined the relationship between loneliness, various social isolation 

indicators and depression using a baseline data for 1,919 adults from a representative health 

survey in the central region of Singapore. Social isolation was obtained by three indicators: 

marital status, living arrangements, and social connectedness with friends and relatives, and 

was measured by the Lubben Social Network Scale-6 (LSNS-6). Loneliness was measured 

using the 3-item UCLA Loneliness Scale while depression was measured using the 9-item 

Patient Health Questionnaire (PHQ-9). Data for the study was analysed using multiple linear 

regression. The results of the study show an overlap between social isolation indicators and 

loneliness as 50% of those who reported feeling lonely (128 adults) were from the socially 

isolated participants. A comparison of depressive symptoms scores among loneliness and 

social isolation groups indicated that those who were felt lonely also had higher depressive 

symptoms score (mean: 5.0) than those who did not feel lonely (mean: 2.0), whereas those who 

were isolated equally had higher depressive symptoms score (mean: 3.5) than non-isolated 

group (mean: 1.4). However, the relationship between loneliness and depression was 

independent of and stronger than any isolation indicators. 

Beeson (2003) examined loneliness and depression among spousal caregivers (n=9) of those 

with Alzheimer’s diseases (AD) in comparison to non-caregiving spouses (n=52). Loneliness 

was measured using the UCLA Loneliness Scale (version 3) and depression was measured 

using the Center for Epidemiologic Studies Depression Scale (CES-D). The findings suggested 

a strong relationship between loneliness and all the study variables, such as spousal 

relationship, being a wife caregiver, relationship deprivation and depression. The results 

showed that informal caregivers reported more loneliness and depression than non-caregiving 

spouses as caregiving spouses had a mean loneliness score of 37.4 (SD, 9.66) compared with 

non-caregiving spouses at 33.1 (SD, 10.03), and more depression (mean, 9.12; SD, 8.27) than 
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non-caregiving spouses (mean, 3.77; SD, 4.05). Loneliness made a significant contribution to 

the explanation of AD spousal caregiver depression. It was the only predictive variable, 

accounting for 49% of the total variance.  

Cacioppo et al. (2010) conducted a five-year longitudinal study on the association between 

loneliness and depressive symptoms, which involved 229 men and women in the 50–68 age 

range. The results revealed that loneliness is associated with depression, even when other 

variables such as gender, age, ethnicity and social support were controlled for. Within the 

context of caregiving, psychosocial factors, such as anxiety and depression, are some of the 

effects of loneliness on informal caregivers (Borg and Hallberg, 2006; Golden et al., 2009), 

which are reported in different cultures (Cacioppo et al., 2006).  

Though some studies show that loneliness may increase caregivers’ vulnerability to depressive 

symptoms and depressive symptoms result in more feeling of loneliness, however, the cross-

sectional nature of most of the studies reviewed limits the establishment of causal relationships 

between the concepts. Also, there are other factors that are independently associated to these 

concepts. Thus, one cannot categorically conclude that severity of loneliness leads to an 

increase in depressive symptoms score or vice versa. Moreover, loneliness and depression are 

two multifaceted concepts that are conceptualised and experienced subjectively by different 

individuals, which makes it difficult to accurately measure such experience. Furthermore, the 

experience of loneliness and depression may be underreported especially when there is a 

negative perception and stigma linked to them (Bharadwaj et al., 2015). 

2.10 Factors that mediate the negative experience of caregiving 
According to Pearlin et al. (1990), studies in caregiving have shown that there is a variation in 

the level of impact experienced by different caregivers who are exposed to similar caregiving 

process. They are of the view that coping and social support are regarded as the major mediators 

that could offer huge explanations to these variations, even though they cannot provide all the 

answers. Raina et al. (2004) are of the view that coping in the context of caregiving has to do 

with the strategies developed by the caregiver in dealing with problematic situations, while 

social support is considered as the support received from the caregiver’s social relationship.  

2.10.1 Coping strategies 

Coping strategies involve an individual’s ongoing behavioural and cognitive efforts to handle 

internal and external demands that are seen to be more than the resources of the individual 
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(Raina et al., 2004). Folkman and Lazarus (1985) are of the view that coping involves the effort 

an individual makes to alter a stressful situation, which they described as problem-focused 

coping, and emotion-focused coping, which involves an individual’s effort to regulate the 

emotional distress related to the stressful situation. Penley et al. (2002) posit that though 

problem-focused and emotion-focused coping are conceptually different, they are both 

implemented by individuals in a challenging situation and can reduce psychological distress. 

While findings indicate physical and psychological detriments of informal caregiving of 

individuals with HIV/AIDS, many HIV informal caregivers have found a way to cope with 

their experience (Hawken et al., 2018). Engler et al. (2006) found that HIV informal caregivers 

implement three coping styles, which are problem-oriented, emotion-oriented and avoidance-

oriented coping styles, which involves behaviours that allow an individual to avoid a stressful 

situation by engaging in other tasks or seeking out other people.  

For instance, Small et al. (2017) conducted a systematic review on HIV caregiving in Sub-

Saharan Africa and the result of the review identified non-disclosure and concealment of AIDS 

infection as part of some caregivers’ coping mechanism.  

2.10.2 Social support and informal caregiving 

Swendeman et al. (2009) highlight that social support is generally seen as the assistance 

provided by others to someone in a challenging life circumstance. Mignonne et al. (2015) 

suggest that social support objectively relates to one’s social networks, particularly in relation 

to connection with family, members, friends or neighbours. Furthermore, the subjective 

element of social support is the perception of feeling cared for and valued, having reliable 

people available to assist if need be (Mignonne et al., 2015).  

Social support is an important aspect of HIV caregiving as the negative consequences of 

caregiving such as depression, stress and burden are moderated by the availability of assistance 

and support from informal caregiver’s social network (Knight and Sayegh, 2010; Casale et al., 

2015).  

Amoateng et al. (2015) conducted a cross-sectional survey involving 728 participants on the 

psychosocial experiences and coping among informal caregivers of people living with 

HIV/AIDS in North-West province of South Africa. The results showed that financial burden, 

limited access to food for care recipients, caregiver burden and fear of death. Additionally, 

caregivers who did not perceive they had financial challenges such as meeting medical 
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demands of relatives or reduced fear of death of relatives were more likely to cope with the 

challenges of caregiving. This underscores the importance of social support to alleviate the 

burden of care among informal caregivers.  

Casale and Wild (2013) conducted a systematic review of published and unpublished 

international quantitative studies that investigated the relationship between one or more 

measurable aspects of physical or mental health outcomes and one or more measurable aspects 

of social support among HIV positive informal caregivers of children or adult informal 

caregivers of children with HIV/AIDS. They included and reviewed 18 articles and the findings 

of the review show that all the studies except one assessed the association between social 

support and mental health outcomes. Seven of the studies provide evidence of a positive 

relationship between social support and mental health outcomes while two studies showed a 

negative association between social support and mental health outcomes. They found that 

social support was significantly correlated to better quality of life and less depression among 

informal caregivers. The study confirms the importance of social support on mental health of 

informal caregivers. However, they suggest that the protective effect of social support on 

mental health of informal caregivers may be dependent on the interaction between the type of 

stressor, the type of social support, and individual characteristics and the context in which 

caregiving is provided. This may explain the inconsistent findings across studies as two studies 

did not find any positive relationship between social support and mental health outcomes. 

Though social support may function as an important protective resource which may buffer 

against the negative consequences of informal caregiving, it may not be sufficient to protect 

informal caregivers from the risk of stigma and discrimination (Mellins et al., 2000; Casale et 

al., 2015). Moreover, these psychosocial issues do not only exacerbate the negative 

consequences of HIV informal caregiving, they deter caregivers from accessing available 

social resources that may help alleviate the negative consequences of HIV informal caregiving. 

2.11 Conclusion 
In conclusion, the concept of informal caregiving has been explained in the literature showing 

some of the features that influence the uptake of the caregiving and informal caregivers’ 

experience of caregiving in relation to paediatric HIV. Furthermore, the role of informal 

caregiving was linked to varied benefits and negative consequences, of which the negative 

impact of challenges of caregiving was conceptualised as caregiver burden. Certain features 

that are associated to caregiver burden were provided in the literature. 
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The review also highlighted the concept of loneliness as a multifaceted phenomenon that is 

distinct from social isolation and solitude. It provided evidence that suggest loneliness as a 

negative consequence of informal caregiving and various factors that influence the experience 

of loneliness within the context of HIV caregiving. Likewise, the concept of depression was 

presented, highlighting the influence of the biomedical model in the conceptualisation of this 

phenomenon. The review also emphasised the need to consider the psychological and social 

perspectives to the concept of depression. The review provided empirical evidence associating 

depression to informal caregiving and the relationship between loneliness and depression, 

which could impact the informal caregivers’ quality of life and the quality of care provided.  

The review also identified how informal caregivers are able to manage and adapt to their 

caregiving role, which will likely determine the extent of negative or positive caregiving 

experience. Consequently, a conceptual framework drawn from the learning and evidence 

provided by the literature is presented. This framework represents the main theoretical 

underpinning of the study, as it shows the interactions and relationships between some these 

features and concepts associated to the caregiving experience of informal caregivers. 

2.12 Conceptual framework  
In this section, the conceptual framework for the study is presented and discussed. The 

framework is an integration of the learning from the literature review and has adapted some 

features of Pearlin et al.’s (1990) stress process model of family caregiving and Raina et al.’s 

(2004) multi-dimensional model of caregiving.  

The Stress Process Model of Family Caregiving, developed by Pearlin et al. (1990), see Figure 

2.1, which has its foundations in psychological and sociological theories of stress and coping, 

is perhaps the most widely implemented framework of caregiving and is useful in 

conceptualising the difficult conditions and problematic circumstances experienced by an 

informal caregiver (Whitelatch et al., 2001). 
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Figure 2.1: Pearlin et al.’s (1990) stress process model of family caregiving 

Source: Pearlin et al. (1990) 

 

The framework was designed for the study of caregiver stress, and is made up of four domains, 

each comprising multiple components. The domains include: the background and context of 

caregiving, primary stressors, secondary stressors and secondary intrapsychic strains. Pearlin 

and colleagues defined stressors as difficult circumstances or conditions which are problematic 

to informal caregivers, which supersede or are more than their capacity to adapt. They 

conceptualised stressors to be either primary or secondary. Primary stressors are conditions 

resulting from the need of the care recipient, the nature and enormity of care demanded, such 

as the level of dependence and the number of activities in which the care recipient depends on 

the caregiver. Secondary stressors are divided into two: role strains and intrapsychic strains. 

Role strains result from activities and roles outside of caregiving, while the intrapsychic strains 

involve the self-concept and the psychological state of the caregiver. The interactions between 

these domains result in different outcomes, such as depression and anxiety, which can be 

minimised as a result of two primary mediators, namely, coping and social support. Coping in 

this context represents practices and behaviours of individuals (caregivers) as they act on their 

own behalf. Pearlin et al. (1990) highlight that the model only provides general guidelines for 

caregiving research and may not be a literal reflection of informal caregivers’ realities. They 

suggest that the model should be regarded as a foundation to be built upon rather than a 

framework to be followed or perpetuated. The model has been implemented in varied studies 
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on informal caregiving including informal caregivers of adults with AIDS (Mullan, 1998; 

Whitlatch et al., 2001), even though it was design based on the experience of informal 

caregivers of older adults with dementia (Pearlin et al., 1990). However, Raina et al. (2004) 

suggest that there are important differences between the older adult population on which the 

model was based and the child population, hence the need for a comprehensive model.  

Raina et al. (2004) adopted some elements of Pearlin et al. (1990) to design a hybrid model of 

caregiving by integrating the advantages of existing models from the paediatric and geriatric 

literature, so as to present a comprehensive perspective of caregiving (see Figure 2.2). In their 

case, they focused on participants who are informal caregivers of children with cerebral palsy 

rather than older adults.  
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Figure 2.2: Raina et al.’s (2004) Multidimensional Model of Caregiving 

Source: Raina et al. (2004) 

They examined both the physical and psychological health outcomes using the health of 

caregivers of children with cerebral palsy as a prototype to show the application of the 

framework within a broader category of caregiving. Their multi-dimensional model of 

caregiving is made up of five constructs, which are: background and context of caregiving (this 

addressed the setting in which caregiving takes place with emphasis on socioeconomic 

conditions of the family), caregiver strain, characteristics of the care recipient (manifestation 

of the child’s impairment), intrapsychic factors (which refers to the internal state of the 

caregivers in relation to how well they perform and adapt to their caregiving role), coping and 
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supportive factors and the health outcomes. The health outcomes measured are physical and 

psychological health (specifically distress and depression in the caregiver).  

Based on these models described above, a conceptual framework for this study was developed, 

which integrated some elements of these two models that align with the evidence provided in 

the literature (see Figure 2.3). Additional elements of the study framework relate to concepts 

that are related to the context of informal caregiving of children with HIV. 
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Figure 2.3: Conceptual framework for this study 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Source: Adapted from Pearlin et al. (1990) and Raina et al. (2004) 
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2.12.1 The conceptual framework for the study 
The framework for this study was based on the literature review and has adapted some elements 

of Pearlin et al.’s (1990) stress coping model of family caregiving and Raina et al.’s (2004) 

multi-dimensional model of caregiving, which are supported by the evidence in the literature. 

The arrows within the model were chosen to reflect the evidence provided in the literature 

supporting the association between these concepts.  

The framework is made up of six domains, which are: background and context of caregiving, 

caregiver characteristics, care recipient characteristics, caregiver burden, outcomes and 

mediating factors. The framework provides a theoretical background for exploring the 

experience of informal caregivers of children within the context of HIV/AIDS as a chronic 

infection. It important to note that the conceptual framework provided a context for 

understanding and interpreting the study data and consequently, the findings of the study. 

i. Background and context of caregiving 

This domain addresses the setting in which informal caregiving takes place by highlighting the 

significance of the kind of relationship existing between the caregiver and the care recipient, 

cultural background in which caregiving takes place, and psychosocial factors such as stigma, 

discrimination and social isolation, which may impact the caregiving process.  In relation to 

stigma associated to HIV informal caregiving for instance, evidence suggests it can limit the 

caregiver’s willingness to disclose the HIV status of the care recipient to their social network, 

thereby restricting their access to social support, which is an important mediating factor of the 

negative consequences of informal caregiving (Grov et al., 2010; Vasileiou et al. (2017). 

ii. Caregiver characteristics 
The next domain highlights the caregiver characteristics, which include health status, 

demographic factors, such as age, gender, marital status, and socioeconomic status. Pearlin et 

al. (1990) highlighted that the key characteristics of the caregiver are of primary importance in 

learning about and understanding informal caregiving and its consequences. These 

characteristics signify individuals’ position in the social strata and the personal and social 

resources available to them to deal with the challenges linked to their caregiving roles. Raina 

et al. (2004) emphasised the significance of socioeconomic status on caregiver’s experience of 

caregiving in their model while it was part of the background and context of the stress process 

domain in Pearlin et al.’s (1990) model. The literature review highlighted the association of 

socioeconomic status and the health of informal caregiver to the negative consequences of 
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caregiving. Powell and Hunt (2013) posit that caregiving in a poor-resource setting, as seen in 

many HIV-affected families in Africa, has exacerbated the burden of caregiving among 

informal caregivers of individuals with chronic infections. Children who cannot attend school, 

due to financial limitations, may feel socially isolated and are mostly labelled and discriminated 

against by peers, relatives and the community at large (Powell and Hunt, 2013; Streid et al., 

2014).  

In relation to loneliness, demographic characteristics such as gender, age, marital status and 

health have been explored by previous studies (Nicolaisen and Thorsen, 2014). For instance, 

some studies suggest that women report higher prevalence of loneliness than men (Victor and 

Yang, 2012). However, De Jong Gierveld and Van Tilburg (2010) posit that men are more 

socially lonely than women but appear to be less emotionally lonely. Marital status and living 

arrangements are also correlated with loneliness with individuals who live alone more likely 

to be lonely than those who are married or living with someone (Nicolaisen and Thorsen, 2014; 

Victor and Yang, 2012). According to Dahlberg and McKee (2014), some of the characteristics 

of the informal caregiving are strongly associated with both social and emotional loneliness 

even though these factors diverge in their level of correlation. For instance, being female, being 

widowed, limited contact with relatives and family members, low self-esteem and low income 

are more likely to be associated to loneliness. On the other hand, being male, living in rural 

setting, small network size, few social contacts, poor instrumental and emotional network 

support and poor health are more likely to be associated with social loneliness than emotional 

loneliness (Schnittger et al., 2012). The conceptual framework suggests an interplay between 

these characteristics and the other features included in the ‘background and context of 

caregiving’ domain, which may result in caregiver burden, loneliness and depression. 

iii. Characteristics of the care recipient 
The care recipient’s behavioural problems and health condition, which may result in increase 

in the caregiver’s involvement with and care recipient’s dependence on them for ADL and 

IADL, are highlighted in this domain. Raina et al. (2004) conceptualised child characteristics 

to constitute some factors that are objective conditions of caregiving, which are the 

manifestations of the child’s health condition and thereby constitute actual demands for 

caregiving. They are of the view that the child’s behavioural problems and health condition are 

the key characteristics that are linked to caregiver burden. The characteristics of the care 

recipient such as behaviour problems and health condition are important factors that could 
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make caregiving more demanding, which is likely to have adverse consequences on the 

caregiver. Increased demand for ADL and IADL has been associated to caregiver burden and 

depressive feeling (Schulz, 2016). 

iv. Caregiver burden 
In this domain, caregiver burden which represents the negative effect of caregiving is 

represented. The features of the first three domains (background/context of caregiving, 

caregiver characteristics and care recipient’s characteristics) were highlighted in the literature 

to be associated to caregiver burden. For instance, Sanuade and Boatemaa (2015) conducted a 

cross-sectional study involving 238 informal caregivers to examine caregiver profiles and 

determinants of caregiver burden among informal caregivers in Ghana. The result showed that 

caregivers who provided physical support and healthcare such as administration of medicines 

to care recipients, experienced higher caregiver burden. They also highlighted that caregivers 

who bear the financial cost of caregiving are likely to experience more burden as a result of 

extra financial burden, reduced hours of work or loss of job due to caregiving responsibilities. 

v. Outcome 
Two major outcomes considered in this domain are loneliness and depression, which could be 

a consequence of the other factors highlighted in the framework. In this study, the key outcomes 

that were explored are loneliness and depression among informal caregivers of children with 

HIV/AIDS. Two major outcomes considered in this domain are loneliness and depression, 

which could be a consequence of the other factors highlighted in the framework. According to 

Pearlin et al. (1990), outcomes that are usually observed in social research include the physical 

and mental wellbeing of individuals. In this study, the key outcomes to be explored are 

loneliness and depression among informal caregivers of children with HIV/AIDS based on the 

interlink between the other domains. The literature has provided evidence that suggests the 

association of loneliness and depression, which could affect the caregiver’s capacity to provide 

quality care (Schulz and Beach, 1999; Lee et al., 2010). Borg and Hallberg (2006) are of the 

view that loneliness associated to caregiving needs to be looked in the light of both social and 

emotional loneliness with feelings of loss, distress, separation and isolation, but also as social 

isolation, for instance, not seeing friends as often as wanted. They suggest that not seeing 

friends as often as wanted was important for the experience of social loneliness among informal 

caregivers. Thus, emotional and social loneliness are presented in this domain. 
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vi. Mediating factors 
This domain highlights two elements, social support and coping strategies, that could be 

important for the caregiver in order to adapt to the demands of informal caregiving as presented 

in the literature. According to Pakenham et al. (2004), the successful adjustment during 

adversity involves finding a way to make sense of traumatic circumstances and finding some 

benefits from the experience. Pearlin et al. (1990) have identified informal caregivers’ coping 

strategies and social support as two major mediators of the negative outcomes of informal 

caregiving. Coping in this regard relates to how informal caregivers respond to the problems 

arising from their caregiving situation and the impact of caregiving on them. Social support 

relates to formal and informal assistance and support informal caregivers may receive from 

healthcare professionals, friends, family and other significant individuals in their life 

(Swendeman et al., 2009; Knight and Sayegh, 2010; Casale et al., 2015).  

The conceptual framework shows the interactions of these key domains in relation to the 

caregiving experience of informal caregivers as addressed in the literature. Though the 

literature has highlighted studies linking loneliness and depression to informal caregiving of 

adults with chronic illness, it is crucial to explore these concepts using an approach that 

provides an in-depth understanding of the phenomena from the perspective of informal 

caregivers of children with HIV/AIDS. The empirical evidence for the theoretical presentation 

is based mostly on studies that utilised quantitative research approaches, which may limit our 

understanding these concepts.   
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CHAPTER THREE: METHODOLOGY AND RESEARCH 
DESIGN 
 
3.1 Introduction 

This chapter considers the research methodology and data collection that were used to approach 

and answer the research questions. The qualitative research approach known as the 

Interpretative Phenomenological Analysis (IPA) was adopted for the study. The rationale for 

adopting this approach is described, as are reflexivity, data collection process, ethical 

considerations, data analysis and how the researcher ensured the trustworthiness of the research 

findings. 

IPA is described as a study of experience guided by three theoretical underpinnings: 

phenomenology, hermeneutics and idiography (Smith et al., 2009; Shinebourne, 2011). These 

are discussed in this chapter. 

3.2 Study design 

The study employed a qualitative approach known as the Interpretative Phenomenological 

Approach (IPA). This method involves gathering in-depth information on the lived experience 

of research participants through an inductive qualitative approach and representing it from the 

research participant’s perspective (Holland, 2014) and not based on a predetermined category 

system (Smith et al., 2009). Qualitative research generally is a form of social inquiry that seeks 

to understand through exploration human beliefs, motivations, perceptions, intentions and 

behaviours (Holloway and Wheeler; 2010; Parahoo, 2014). The main focus of qualitative 

research is to understand people’s experiences and the meaning they assign to these 

experiences (Paley, 2016). The peculiarity of qualitative approach is its experiential 

understanding of the multifaceted interrelationships among concepts and its direct 

interpretation of events. Thus, it highlights the exploration of patterns of expected and 

unanticipated relationships in cases or phenomena (Creswell, 2013).  

IPA is regarded as phenomenological since it is focused on the exploration of individuals’ 

perceptions and understandings of objects or events. According to Smith and Osborn (2008), 

when people are engaged with an experience of something significant in their lives, it leads 

them into reflecting on the magnitude of what is happening. IPA is concerned with engaging 

with these reflections. IPA is equally an interpretative process; thus, it is informed by 

hermeneutics, which posits that people are sense-making creatures and access to their 
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experiences depends on what they are willing to share with the researcher and the researcher 

must interpret the account they provide from their perspective, so as to understand such 

experiences (Pietkiewicz and Smith, 2012). One of the advantages of IPA is that it is a flexible 

and open-minded approach, which allows participants to provide a detailed account of their 

experience; respondents are able to share aspects of their experience that the researcher may 

not anticipate (Smith and Osborn, 2008). According to Pietkiewicz and Smith (2012), IPA aims 

at providing detailed and rich descriptions of individuals’ experiences of a given phenomenon 

being investigated. Its focus is on in-depth exploration of people’s lived experience and how 

these individuals make sense of the phenomenon investigated. This study explores the lived 

experience of loneliness and depression among informal caregivers of children with HIV/AIDS 

in Nigeria using an open and inductive IPA, which is suitable for addressing the research 

objectives and invariably, answering the research question. 

3.3 Philosophical paradigm 

Over the years, there has been a debate between the advocates of quantitative and qualitative 

research paradigms on the ideal philosophical perspective (Bryman, 2016; Johnson et al., 

2007). The positivists and recently, post-positivists maintain that reality exists external to the 

researcher and must be examined through a thorough process of scientific inquiry, while the 

qualitative purists oppose positivism based on the argument that multiple, constructed realities 

abound as subjects construct their own meaning in different ways, even in relation to the same 

phenomenon (Gray, 2013). Qualitative purists argue that it is impossible to completely 

distinguish between causes and effects and that truth and meaning are subjective; they are 

constructed and not discovered (Bryman, 2016; Johnson and Onwuegbuzie, 2004). 

Interpretivism, which is a contrary epistemology to positivism, asserts that social reality and 

natural reality are different; hence they require different methods of inquiry, a contrary 

epistemology to positivism (Bryman, 2016). Gray (2014) highlighted five examples of 

interpretivist approaches, which are: realism, hermeneutics, symbolic interactionism and 

phenomenology. Holland (2014) is of the view that IPA has its foundation in psychology and 

has been influenced by hermeneutics, idiographic and phenomenological approaches.  

Phenomenology, which is rooted mainly in the work of Edmund Husserl and later developed 

by Martin Heidegger, seeks to explore people’s lived experiences and how things appear and 

are perceived by the consciousness (Heidegger, 1962; Smith et al., 2009; Finlay, 2011; 

Henriksson, 2012). 



70 
 

Though phenomenology has attracted growing interest in the domain of professional and public 

practice such as nursing, psychology, social work and education, there have been heated 

debates on the right approaches to conducting phenomenological research (Smith et al., 2009; 

Henriksson, 2012). There are two main approaches to phenomenology namely: interpretative 

and descriptive phenomenology (Finlay, 2011; Sloan and Bowe, 2014). Descriptive 

phenomenology which is also known as transcendental phenomenology, was developed by 

Edmund Husserl (Tuffour, 2017). Its focus is to study the structure or essence of human 

experience as it occurs. Consequently, descriptions of the experience under investigation are 

linked closely to data without being influenced by any external theory (Sloan and Bowe, 2014). 

This approach therefore entails objectivisation of the meanings of human experiences (Smith 

et al., 2009).  

The phenomenological perspectives of Husserl mean that the researcher implementing this 

method does not focus on describing phenomena based on predetermined scientific criteria or 

categorical system, but aims at understanding how people perceive and talk about events and 

objects (Smith et al., 2009; Pietkiewicz and Smith, 2012). The researcher’s understanding of 

the phenomena of interest must be based on the perspective of the study participants. However, 

it is essential that the researcher brackets out their preconceptions on the phenomena under 

exploration to be able to collect subjective data based on participant’s experience (Pietkiewicz 

and Smith, 2012). Bracketing is an important concept in descriptive phenomenology as it 

involves the analyst attempting to put aside, momentarily, their pre-existing knowledge of the 

phenomenon of interest and allowing the phenomenon to speak for itself (Cassidy et al., 2011; 

Pietkiewicz and Smith, 2012). Bracketing of pre-conceived knowledge to examine human 

experience as envisaged by Husserl, has been criticised as unattainable and simplistic (Finlay, 

2011; Henriksson, 2012). McConnell-Henry et al. (2009) argue that bracketing is not attainable 

in interpretative phenomenology since the researcher is part of the research; their pre-

conception helps in interpretation. 

The interpretative orientation of IPA draws on the theoretical stands of hermeneutic theorists 

such as Heidegger, Schleiermacher, Merleau-Ponty, Sartre and Gadamer (Smith et al., 2009; 

Cassidy et al., 2011; Davidsen, 2013). Schleiermacher posited that thorough and detailed 

interpretation of a text, aimed at both psychological and linguistic analysis, would reveal the 

meaning of the text as well as the underlying motivation of the original author (Smith et al., 

2009). Cassidy et al. (2011) suggest that his view resonates with the stands of IPA in relation 
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to bringing together the part (understanding the author) and the whole (understanding the 

context of the text) when analysing participants’ data. According to Smith et al. (2009), IPA 

understands that an individual experiences a phenomenon in a unique way but such experience 

is within a shared context and the process of IPA entails finding meaning beyond the immediate 

claims of the participant. 

Heidegger fused his understanding of phenomenology with Schleiermacher’s theories of 

interpretation. He suggested that human existence is bound up in a world of people, things, 

language, culture and relationships (Heidegger, 1962, 2010; Cassidy et al., 2011; Sloan and 

Bowe, 2014). Consequently, it is impossible to remove oneself from the essence-identification; 

one cannot examine things as they appear in order to identify their essence while remaining 

detached or neutral to those things (Davidsen, 2011; Tuffor, 2017). In this regard, all enquiry 

begins from the researcher’s experience or perspectives and these preconceptions may not 

come to light until the enquiry has begun (Smith et al., 2009). 

Heidegger’s perspective was also shared by Sartre, Gadamer and Merleau-Ponty, as they 

thought that it is impossible to bracket off all our preconceptions as a result of the grounded 

and embodied nature of our being in the world (Davidsen, 2011). Heidegger’s form of 

bracketing requires that enquirers involve a process of reflexivity so as to make their readers 

aware of those preconceptions that the research process has made them aware of (Davidsen, 

2011). 

IPA researchers align themselves with Heidegger’s perspective by identifying their basic 

understanding and preconceptions about the phenomenon of interest, which may not come to 

light until the enquiry has begun (Cassidy et al., 2011). This is the notion of bracketing that is 

compatible with IPA because the aim is to be aware of our biases or factors that influenced our 

lives and that these factors may influence how we understand and interpret things (Tuohy et 

al., 2013). 

Finley (2011) posits that there is common misconception about bracketing when it is 

understood purely from Husserl’s perspective. He highlights that rather than setting aside what 

has influenced our views and understanding of the world, our biases and influences need to be 

acknowledged. This disposition allows us to be open to other people’s meaning.  

In this study, the process of bracketing was crucial and involved continuous self-reflection and 

self-scrutiny throughout the research process. The researcher acknowledged his preconceived 
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ideas about the phenomena of interest and kept a reflective diary for the duration of the study. 

This reflexive process is discussed further in a subsequent section. 

Hermeneutic aspect of phenomenology has a strong influence on IPA (Smith et al., 2009). In 

hermeneutics, one needs to understand the mindset of an individual and the language that 

mediates the person’s experience of the world, so as to translate their message (Freeman 2008). 

Thus, the IPA researcher attempts to comprehend the participant’s experience and they try to 

make meaning understandable, translating it through interpretative activity.  

According to Smith and Osborn (2008), IPA research is a dynamic process, in which the active 

role of the researcher influences the extent of their access to the participant’s experience and 

how through interpretation, makes sense of the participant’s world.  

Hermeneutics in IPA involves, firstly, the participants trying to make meaning of their lived 

experience and, secondly, the researcher attempts to make sense of the respondents trying to 

make sense of their lived experience. The process is referred to as double-hermeneutics or dual 

interpretation (Pietkietwicz and Smith, 2012; Smith et al., 2009; Smith and Osborn, 2008). 

While the main focus and emphasis is on the participant’s perspective of the phenomenon, the 

researcher’s interpretation is seen as a significant part in the development of comprehensible, 

themed investigation (Smith et al., 2009; Wagstaff et al., 2014). The point of access to the 

participants’ experience is through their account and the researcher’s pre-conception. The 

process involves questioning, uncovering meaning and further questioning; a cyclical process 

of interpretation known as the ‘hermeneutic circle’ (Smith et al., 2009; Cassidy et al., 2011). 

This circular process of re-evaluation of propositions (back and forth asking of relevant 

questions to ascertain the meaning of being) helps the researcher discover the true meaning of 

the participants’ experience (Tuohy et al., 2013; Smith and Eatough, 2019). However, the main 

challenge for the researcher in this process is to reflexively and critically evaluate the influence 

of this fore-conception on the research (Smith, 2004; Shinebourne, 2011).  

Smith et al. (2009) suggest that IPA relies on a third theoretical orientation known as 

idiography, which is an in-depth analysis of single cases and evaluating the individual 

perspectives of the respondents in their peculiar context.  

Individuals can become the unit of studies as they can offer a unique perspective on their 

engagement with phenomena of interest (Shinebourne, 2011). Cassidy et al. (2011) argue that 

the individual case is central to the enquiry. The researcher tries to understand as much about 
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each case by looking at it with great care, providing detailed and nuanced analysis, dealing 

with each case on its merit. In studies involving more than one case, IPA allows moving from 

one case to another (Smith et al., 2009). However, the idiographic process must be followed 

throughout the analysis for a careful investigation. The finding from each case must be set aside 

as much as possible and must not influence subsequent analysis. This is done before engaging 

in the general cross-case analysis for divergence and convergence between cases (Smith et al., 

2009; Cassidy et al., 2011; Pietkiewicz and Smith, 2012; Waggstaff et al., 2014). In this way, 

a pattern will emerge from the analysis to highlight the unique experience of each participant 

(which may or may not resonate with the experience of others in similar situation) and their 

shared experiences. Consequently, the IPA researcher can make specific statements about the 

respondents since the analysis is based on detailed exploration of each case (Pietkiewicz and 

Smith, 2012).  

3.4 Criticisms of IPA 

IPA has been criticised in a similar way to how other phenomenological approaches have been 

criticised for having some major practical and conceptual limitations (Tuffour, 2017). Willig 

(2013) pointed out that IPA does not give satisfactory recognition to the integral function of 

language. In phenomenology, language is the vehicle through which respondents attempt to 

narrate their experiences and IPA relies on the representational validity of language to capture 

participants’ lived experience. She further argued that language, rather than describing reality, 

constructs it. This implies that the words used in describing an experience end up constructing 

a particular version of the experience. This implies that the same experience can be described 

in many different ways. Thus, language may add meanings that are embedded in the words 

used instead of giving expression to participants’ experience; making direct access to 

participants’ lived experience impossible. 

Smith et al. (2009) in refuting this criticism highlight that though the main focus of IPA is to 

gain insight into meaning, it is always interlinked with language and that meaning making in 

IPA takes place within the context of the narratives.  

Van Manen (2017) highlights his concern regarding IPA as a psychological ‘therapy oriented’ 

research approach as opposed to phenomenological research methodology. He pointed out that 

the process of the researcher making sense of the participants’ sense-making of their experience 

seems like the ordinary role of a psychotherapist, which is not the same as a phenomenological 

researcher role. Smith (2018) argues that IPA acknowledges that a study participant is 
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inherently self-reflective when faced with challenging or unexpected events and naturally tries 

to make sense of such experiences. Thus, the primary role of the IPA researcher is to invite the 

respondent to share this sense making, to function as an observer to its articulation, and 

consequently make sense of it. This hermeneutic process in IPA aligns with the 

conceptualisation of hermeneutic phenomenology. Smith et al. (2009) acknowledge that there 

are different levels of experience; firstly, the elemental level in which an individual is 

constantly caught up, unselfconsciously, in the everyday flow of experience; secondly, where 

an individual becomes conscious of their experience, and thirdly, the comprehensive level in 

which the experience has larger significance. The comprehensive experience, which is made 

up of part of life, is mostly the focus of IPA research. IPA focuses on engaging with the 

individual making sense of the comprehensive experience and the meaning the individual gives 

to their experience. 

Pringle et al. (2011) highlighted that smaller sample size of IPA is seen as a limitation to this 

approach. This is contrary to grounded theory, which uses a larger sample to substantiate 

theory. Smith et al. (2009) emphasised that the small sample size permits for an in-depth and 

richer analysis that could be inhibited with larger sample. IPA involves the researcher going 

beyond the apparent content and this deeper interpretative analysis could draw the analyst away 

from the original meaning (Pringle et al., 2011). Smith et al. (2009) have argued that the focus 

of IPA is to inform, illustrate and master themes by staying as close to the transcript as possible 

and by firmly anchoring findings in direct quotes from respondents’ narrative. Metaphors and 

quotes from transcripts are to be used in descriptions or theme titles to furthermore link the 

analysis directly in the words of the participants. Additionally, Smith el al. (2009) conclude 

that the effectiveness of an IPA study in relation to a phenomenon should be judged by the 

light it sheds on a broader context. However, it might be difficult to achieve this considering 

the fairly homogeneous nature of study samples as advocated by IPA (Pringle et al., 2011). To 

overcome this, the research account needs to be transparent and rich, and it must be 

significantly linked to current literature so that the reader can evaluate and assess transferability 

(Smith et al., 2009). 

3.5 Rationale for choosing IPA 
Every research study is unique and its methodology is influenced by a number of key issues 

(Durand and Chantler, 2014). The choice of IPA for this study was based on a number of 

questions, which include: which study design is the best considering the aims and objectives 
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of the study? What are the ethical issues to be considered? What is the researcher’s 

philosophical paradigm? IPA as a methodology was crucial for an in-depth exploration of the 

participants’ lived experience of caregiving within the context of paediatric HIV, thereby 

answering the research questions. Smith et al. (2009) posit that the primary rationale for 

undertaking IPA rather than other qualitative methods should be that it is consistent with the 

epistemology of the research question. The focus of the study is to understand the lived 

experience of loneliness and depression among informal caregivers of children with HIV, 

which aligns with the principles of the phenomenological aspect of IPA.  

Furthermore, IPA is valuable when investigating complex, ambiguous and emotionally laden 

topics as it involves giving painstaking attention to participants to recall in details the account 

of their experience (Smith and Osborn, 2015). Todorova (2011) opines that IPA provides a 

researcher the opportunity to get closer to the respondents by listening attentively to their 

narratives while gaining their trust to interpret their lived experience without deconstructing 

their language. Loneliness and depression in the context of HIV caregiving are multifaceted 

and elusive concepts that are difficult to articulate coupled with the sensitive nature of informal 

caregivers’ experience with HIV/AIDS. This makes the implementation of IPA relevant to the 

study. This approach has been implemented in the several studies to explore sensitive subjects 

such as sexual health (for instance, Smith and Osborn, 2003; Smith et al., 2009; Flowers et al., 

2011; Tait, 2013; Patel, 2016).  

IPA also provides informal caregivers the opportunity to be actively involved in constructing 

the meaning of their caregiving experience as they narrate their experience. Interpretation in 

IPA is firstly from the participants’ perspective of the lived experience. This allows for the 

emergence of unique and useful insights about the phenomenon of interest. Secondly, the 

double-hermeneutic approach in IPA implies that the sense making process not only involves 

the participant but also the researcher whose role it is to make sense of the participants’ 

interpretation – thereby bringing to light some hidden meaning embedded in the participants’ 

lived experience. This dual interpretative process is one of the distinctions between IPA and 

descriptive phenomenology. Wagstaff et al. (2014) argue that descriptive phenomenology aims 

at giving a ‘voice’ to a phenomenon and to make sense of that initial description in relation to 

a broader theoretical, social and cultural context whereas the interest of the IPA researcher is 

to explore meanings embedded in human experience and to make manifest things that are 

hidden (Shinebourne, 2011; Tuffour, 2017).  
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Additionally, the small sample size advocated for IPA studies allows the micro-level reading 

of the respondents’ narratives, which provides an opportunity for understanding the 

phenomenon under investigation (Smith and Osborn, 2015). IPA requires a small sample as 

the focus is on the quality rather than the quantity of data, which allows for insightful analysis 

(Larkin and Thompson, 2011). Additionally, Smith et al. (2009) suggest that the detailed case-

by-case analysis of each transcripts takes a long time and the focus of IPA is to provide details 

about the understanding and perceptions of the study population rather than jumping to 

generalisation. They argue that the sample size depends on the richness of individual cases, the 

level of commitment to the case study level of analysis and reporting, and the constraints the 

researcher is operating under. In this study, small sample size seems realistic to allow sufficient 

in-depth engagement with each individual case and a detailed assessment of the similarities 

and differences between cases. The demanding nature of IPA implies that a large sample will 

unrealistic and unachievable within the time frame for the study.  

Furthermore, the sensitive nature of the research topic and the stigma associated with HIV 

could make recruitment difficult as it could deter participants from showing interest in the 

study. Thus, recruitment of small sample, which aligns with the theoretical underpinnings of 

IPA, was relevant in this study. Consequently, to depict a detailed account of the lived 

experience of loneliness and depression from the perspective of the caregivers, this research 

approach was undertaken. There were different research approaches that could have been 

utilised for this study, which include the following. 

3.5.1 Cross sectional quantitative survey study  

A cross sectional survey to assess loneliness and depression among informal caregivers of 

children with HIV/AIDS in Nigeria. Bowling (2014) defined this approach as in which data is 

collected from a target population at one point in time with the aim of measuring a phenomenon 

of interest in the population. Setia (2016) is of the view that in cross sectional study design, the 

researcher measures the outcome and exposures in the research participants at the same time. 

Kesmodel (2018) posits that cross-sectional studies are both descriptive and analytical. The 

descriptive approach involves characterising the prevalence of a health outcome in a target 

population while the analytical cross-sectional studies involve obtaining data on the prevalence 

of both the exposure and health outcome with the aim of comparing health outcome differences 

between exposed and unexposed. This approach is an important method to evaluate prevalence 

or exposure to specific outcomes, which does not align with the aim of the study. The focus of 
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the study is to explore the in-depth understanding of the experience of caregiving among 

informal caregivers of children with HIV. Cross-sectional studies are faster to conduct but 

require large number of target participants for its findings to be generalisable (Setia, 2016). On 

the other hand, the sensitive nature of the study in relation to HIV infection makes the 

recruitment of large sample size quite challenging, such that generalisation of finding will be 

impossible. Moreover, the purpose of the study is to explore the experience of loneliness and 

depression among target participants and not to generalise its findings. Thus, a cross sectional 

survey was not implemented. 

  

3.5.2 Mixed Methods 

A mixed method study design involving both qualitative and quantitative research was a 

potential alternative approach. There are many types of mixed methods designs including 

various sequential (explanatory, exploratory) and concurrent (triangulation, nested) designs. 

For example, a sequential explanatory mixed methods design may have involved two separate 

but interconnected phases in which a cross-sectional quantitative survey that measures various 

the phenomena of interest (e.g. caregiver depression and loneliness rates) could then be 

followed by a qualitative phenomenological phase whereby further explanation of patterns 

identified in the first phase could be explored (Creswell et. al, 2004). The main merits of this 

approach include the opportunity to produce two interconnected datasets, and to focus the 

qualitative investigation on particular themes previously identified as significant (Creswell et. 

al., 2004; Tariq and Woodman, 2013). Creswell (2014) is of the view that mixed methods 

present an opportunity for rigorous investigation of multi-dimensional concepts, which could 

be missed using a single method.  

However, Johnson and Onwuegbuzie (2006) have argued that combining qualitative and 

quantitative research methods may not be appropriate given the contrasting philosophical 

underpinning guiding these two methods. Nevertheless, researchers who implement this 

approach take a more pragmatic philosophical view, with the understanding that the concern 

about the incompatibility of the two worldviews can be set aside if using mixed methods 

addresses the research question effectively (Tariq and Woodman, 2016). Creswell (2014) also 

highlight that mixed methods can be particularly time consuming and cost intensive. 

Considering the limited time for the project and the significant cost of travelling to the study 

setting for the two phases of the study, it was less realistic to implement mixed methods. 

According to Tariq and Woodman (2016), mixed methods require experience and skills in both 

qualitative and quantitative, thus in reality, a team rather than a lone researcher is best suited 
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to implement this approach rigorously, in a cost-effective manner and within a specified time 

frame. The quantitative phase of sequential mixed methods would also have required a large 

sample size (Creswell, 2014) which would have been unrealistic given the sensitive nature and 

stigma associated to the study. Thus, a qualitative approach (IPA) was considered realistic, 

feasible and appropriate and therefore implemented in the current study. Hammarberg et al. 

(2016) are of the view that the primary focus of qualitative research methods is to explore 

questions about meaning, perspective and experience from the standpoint of the participants.  

A qualitative approach was needed to achieve the aims and objectives of the studies.  Many 

studies with similar overarching objectives have been able to produce significant, impactful, 

new knowledge through conducting just one rigorous qualitative study; and when the aim of a 

study is to induce new conceptual and theoretical development because the current literature 

in the research area is very under-developed (as is the case here), then it is widely recommended 

that researchers begin with theory inductive approaches (i.e. qualitative studies). There are 

other qualitative research approaches that could be implemented such as narrative 

methodologies, which focus on how human beings experience the world as constructed through 

stories (McAlpine, 2016), discourse analysis, which is the study of social life understood 

through analysis of language (Shaw and Bailey, 2009), grounded theory and ethnography. 

Grounded theory was considered since part of the research objectives is to develop and evaluate 

a theoretical framework explaining the concepts that were studied.  A succinct description of 

this approach and the rationale for its rejection are presented below: 

 

3.5.3 Grounded theory 

Glaser and Strauss (1967) defined this approach as a process of discovering theory from data 

that have been systematically gathered and analysed. This implies that most of concepts and 

hypotheses do not only come from the data but emerged systematically from the data during 

the course of the research. In order word, the theory is inductively derived from exploring the 

phenomena it represents (Bowling, 2014; Noble and Mitchell, 2016).  

Since this methodology and its techniques were introduced by Glaser and Strauss in the 1960s, 

there has been an emergence of a number of versions of grounded theory as result of a dispute 

about its nature (Tie et al. 2019). Thus, there are several distinct methodological genres of 

grounded theory: traditional grounded theory linked with Glaser; evolved grounded theory 

which is associated with Strauss, Corbin and Clarke and constructivist grounded theory which 
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was developed by Charmaz (Charmaz; 2006; Birks and Mills, 2015). The traditional grounded 

theory is focused on generating a conceptual theory that accounts for a pattern of behaviour 

that is important as well as problematic to the individuals involved. The evolved grounded 

theory is founded on symbolic interactionism, which is a sociological perspective that depends 

on the symbolic meaning individuals assign to the process of social interaction. It addresses 

the subjective meaning individuals ascribe to objects, events or behaviours based on their 

perspective of reality (Clarke, 2007; Tie et al., 2019).  The constructivist grounded theory on 

the other hand, focuses on how people construct meaning in relation to the area of inquiry; with 

the researcher being a constructivist who co-constructs meaning and experience of participants 

(Charmaz, 2006).  

Like IPA, constructivist grounded theory focuses on the individual and how he or she 

constructs meaning and makes sense of the world, consequently, a theory emerges as 

constructed by the researcher. On the contrary, the focus of this study was to engage in the 

sense making process of participants in relation to their experience of informal caregiving, 

which in turn made sense to the researcher; and not the emergence of a theory based on 

participants’ construction of meaning in relation to their experience. Part of the practical 

considerations for not implementing grounded theory includes the difficulties associated to the 

size and type of sample needed for the study. Though IPA and grounded theory initially involve 

implementing purposive sampling methods to recruit respondents, grounded theory also entails 

theoretical sampling (Noble and Mitchell, 2016). This requires recruiting more samples to 

explore emerging theories until a saturation point is attained. This implies that a large sample 

size could be crucial to the overall findings of the study. On the contrary, the idiographic 

perspective in IPA provides a rationale for focusing on specific individuals within a specific 

context and the detailed account of the participant’s experience is sufficient to provide a robust 

finding (Smith et al. 2009). The rule of thumb as advocated by proponents of grounded theory 

for data analysis implies that data collection and data analysis take place concurrently 

(Charmaz, 2006; Lawrence and Tar, 2013). The theories generated by the data is compared 

with further data instance. The practicality of engaging in such reiterative data collection and 

analysis was less likely in this study considering the ethical issues linked to the study, as well 

as the access to target participants and the limited time and resources available for conducting 

the research. 
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3.6 Data collection tool 

Face-to-face semi-structured interviews were implemented. This method is particularly useful 

in exploring subjective experiences, perceptions and views of participants. According to 

Pietkiewicz and Smith (2012), the main concern of the IPA researcher is to extract a qualitative, 

detailed and personal account of study participants’ experience and knowledge of the 

phenomena being investigated. Denzin and Lincoln (2011) are of the view that interviews in 

general and semi-structured interviews in particular are the most common methods of data 

collection in qualitative research. It allows the researcher the opportunity to access the 

respondent’s subjective realities of their experience of the concepts under investigation.  

In comparison to other data collection methods such as telephone interviews, Szolnoki and 

Hoffmann (2013) suggest that face-to-face semi-structured interview is advantageous as it 

offers the researcher a better opportunity to create a good interview ambience and to build 

rapport with the participants. Thus, participants might be more open to discuss their 

experiences in relation to the phenomena and thereby provide rich data. Furthermore, it allows 

the researcher to engage with the respondent non-verbally and to observe if the interview 

process has any negative impact on them.  Sensitivity to the potential impact of interview 

process to participants is an important ethical consideration in this study as stated in Section 

3.10.2 (p.86). Though there could be limitations such as interview bias, high cost, being time 

consuming and geographical limitations, the sensitive nature of the study required a level of 

trust and rapport to be established that allowed respondents the freedom and confidence to 

share their experience with the researcher. Such conditions which enabled the participants to 

provide rich and in-depth data would most likely not be possible through telephone interview. 

Since the study is focused on the subjective experience of loneliness and depression within the 

context of caregiving, this approach provided an opportunity to probe and access an in-depth 

understanding of the views of the participants. Pietkiewicz and Smith (2012) posit that semi-

structured, in-depth, one-on-one interviews are widely used in IPA research to elicit rich, 

detailed participants’ inner perceptions and subjective views of their lived experience, thus the 

use of face-to-face interview in this study. 

3.6.1 Development of the interview schedule 
The development of the interview schedule with potential prompts was influenced by the 

proposed conceptual framework for this study, which was developed from the literature review 

highlighted in chapter two. Five questions were constructed with each question focusing on a 
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key area that was highlighted in the conceptual framework. The questions were broad as key 

concept of loneliness and depression were not mentioned to allow the participants the freedom 

to share their lived experience without the researcher leading them on. They were framed in 

such a way that they were not suggestive of the phenomena of interest and not to lead 

participants on to elicit specific, desired answers. The researcher was sensitive to the emotional 

impact that asking direct questions could have on the participants. When working with 

vulnerable people, it is important to assess the effect of interview questions on participants 

(Agee, 2009). Consequently, interview questions were designed to provide research 

participants the opportunity to give an in-depth account of their experience of caring for 

children with HIV/AIDS; thereby answering the research questions. 

The supervisory team reviewed the interview schedule and they provided feedback, which was 

useful for constructing the final questions that participants were asked in the study. The broad 

nature of the interview question might have impacted on the direction of some participants’ 

narratives as few of them did not indicate their experience of loneliness and depression in 

relation to their role as informal caregivers. Thus, this may have influenced the data collected. 

However, the interview schedule was developed to guide the conversation between the 

researcher and the participants; it was not prescriptive. A pilot study was conducted to examine 

the acceptability and the sensitivity of the interview schedule. Lessons on some of the 

principles of interview schedule development were learnt from IPA training course attended. 

These were crucial to the development of the interview schedule. 

Consequently, the interview questions provided research participants the opportunity to give 

an in-depth account of their experience of caring for children with HIV/AIDS. This was crucial 

to meeting the aims and objectives of the research. 

Smith et al. (2009) suggest that in IPA, implementing face-to-face interviews involves the 

participant being regarded as an experiential expert on the topic, thus, they may be allowed to 

set the course of the interview. An interview schedule that contain an open-ended question that 

are non-directive is important to aid the researcher during the interview, however its role is not 

restrict the line of conversation and must allow the respondents to have greater control over the 

flow of the conversation (Smith and Osborn, 2008; Noon, 2018). Biggerstaff and Thompson 

(2008) suggest that an interview schedule in IPA is merely the basis for conversation and 

should not limit the participants from taking the lead during the interview. At such, it possible 

that an IPA researcher ends up with data different from what they anticipated.  
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The following questions were included in the interview schedule: 

Question and prompts to explore caregiver burden. 

 
1) What is it like caring for a child with HIV/AIDS? 

 

Prompts: Are there some challenges associated to caregiving? Are there some positive 

aspects of caregiving? Can you describe these positives/negatives?  

The question was designed to allow respondents narrate their experience of informal 

caregiving, thereby highlighting the benefits or challenging aspects of their caregiving roles. 

Existing evidence shows that caregiver burden which is conceptualised as the negative 

challenges of caregiving is associated to informal caregiving, as explained in the literature 

review (Bezance and Holliday, 2014; Schulz, 2016; Asadullah et al., 2017). It was important 

to explore this concept as it is linked to loneliness and depression (Kipp et al., 2006; Casale et 

al., 2015), which are the key phenomena of interest in this study. 

Question and prompts to explore depression among informal caregivers 

2) Does caring for a child with HIV affect your everyday life?   
 

Prompts: Can you describe your role as a caregiver? Did caregiving affect your daily 

activities? How will you describe your experience of caring for a child with HIV? Can 

you explain further?  

As explained in the literature review, being involved in a demanding caregiving role, which 

requires the provision of assistance with primary ADLs and IADLs, may led to increased 

depression and psychological distress among caregivers (Schulz and Beach, 1999; Prachakul 

and Grant, 2003; Lee et al., 2010).  

Question and prompts to explore social and emotional loneliness. 

3) How do the people within the community relate to you in considering that you 

care for a child with HIV?  

Prompts: do you have anyone close to you that you can talk to about personal issues? 

Do you see friends and relatives as often as you want to? Do you have time for other 

activities aside caring for your child? Can you explain further? Any examples?  
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This question is to explore emotional and social loneliness, which are linked to informal 

caregiving of individuals with HIV/AIDS (Ekwall et al., 2005; Wagner and Brandt, 2015; 

Vasileiou et al., 2017). Exploration of loneliness as emotional and social loneliness was 

influenced by Weiss’s (1973) perspective on loneliness, which suggests two types of 

loneliness. He suggested that the loss or absence of attachment figure and the absence of an 

engaging social network, that is a broader network of friends and acquaintances who can 

provide a sense of belonging, companionship and of being a part of a community may imply 

the experience of emotional and social loneliness.  

Question and prompts to explore mediating factors: 

4) How do you cope with the responsibilities associated with caregiving?  

Prompts: Any examples of coping strategies? Do you receive any form of support from 

your family, government, community or NGOs? Can you give some examples?) 

Mediating factors that alleviate the negative impact of caregiving among informal caregivers 

include social support and coping strategies (Pearlin et al., 1990). Raina et al. (2004) are of the 

view that coping in the context of caregiving has to do with the strategies developed by the 

caregiver in dealing with problematic situations, while social support is considered as the 

support received from the caregiver’s social relationship. They suggest that social support, 

family function and stress management could serve as restraining resources to caregiver health 

outcomes. An understanding of how informal caregivers manage the impact of caregiving 

could provide insight into their experience and their need. 

A question with a neutral context was included, which is: 

5) Do you want to add any further information regarding any aspect of what we have 

discussed until now? 

The aim of this question was to allow participants provide information on areas they might 

want to contribute to which was not covered by the interview questions. Thus, they are able to 

share their thoughts and make any further contributions to the research data. 

The interviews were audio-recorded and notes were made after each interview as a means of 

reflecting on the researcher’s impression of the interview session. Smith et al. (2009) suggest 

that this could be a useful resource during the conceptualisation and development of the data 
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analysis. The audio-recorded information was transcribed verbatim by the researcher after the 

interviews. According to Smith et al. (2009), an IPA transcript requires showing all the words 

spoken by everyone present and these words are spelt conventionally; and it includes a note of 

obvious non-verbal utterances (for instance, laughter), major pauses and hesitations. (See a 

copy of the interview schedule in appendix 1). 

3.7 Study setting 

The data collection was carried out in Uyo, Akwa Ibom State, which is one of the 36 states in 

Nigeria with Uyo as the state capital. The state is located in the coastal southern part of Nigeria, 

and is bordered by River State, Cross River State and Abia State (Akwa Ibom State 

Government, 2019). The main economic activities of the people of Akwa Ibom are fishing, 

farming, trading, artisanship and white-collar jobs (Akwa Ibom State Government, 2019). 

However, 89.4% of the population live in the rural areas and 74% live below the poverty line 

as many are unemployed, resulting in low incomes and high poverty (Umoh et al., 2015). 

The people of Akwa Ibom are made up of three major dialectal groups, which are Ibibio, Oron 

and Annang, with English as the official language. They are also known to be culturally 

homogenous with common cultural norms, rituals, beliefs and myths and they are 

predominantly Christians (Akwa Ibom State Government, 2019). 

About 275,250 people have been estimated to be diagnosed with HIV in the state, according to 

the 2010 AIDS sentinel sero-prevalence survey (Akwa Ibom State Agency for the Control of 

AIDS, 2014). The 2014 National HIV Sentinel Survey shows that Akwa Ibom has the second 

highest HIV prevalence rate among antenatal attendees of about 10.8% after Benue State with 

15.4% prevalence rate (National Action Committee on AIDS, 2017). However, a recent survey 

shows that Akwa Ibom has the highest HIV prevalence rate of 5.6% (200,051 people), followed 

by Benue State with 4.9% (188,482 people) (National Agency for the Control of AIDS, 2019). 

The decision for choosing Akwa Ibom with the second highest prevalence rate instead of Benue 

with highest rate at that time, was influenced by some concerns about the poor security of life 

and property in the Benue region, as there are reports of widespread killing by Fulani herdsmen 

in Benue State (Chukwuma, 2016). According to the Government of the United Kingdom 

(2017), Akwa Ibom State is one of the safest states to travel to in Nigeria; however, the Foreign 
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and Commonwealth Office, UK, advises against any travel to the riverine areas of the state as 

a result of high incidence of kidnapping that was ongoing.  

The interviews were conducted at the HIV clinic of  one of the hospitals in Uyo, which is one 

of the designated primary health centres for the management of people with HIV/AIDS in 

Nigeria. 

3.8 Sampling and recruitment 

In this section, eligibility criteria, sample size, sampling and recruitment strategy are 

highlighted. 

3.8.1 Eligibility criteria 

In this study, participants were selected based on certain crucial characteristics that determined 

whether they were excluded from or included in the research. These inclusion and exclusion 

criteria are listed below. 

Inclusion criteria 

• Informal caregivers of children within the age range of 6 months and below 18 years 

whose caregivers claim are HIV positive.  

• Informal caregivers and their care recipients who are resident in Nigeria. 

• Participants must be able to communicate in English.  

• Participants must be informal caregivers with acceptable cognitive competence.  

• The caregiving process must have commenced for it to have any impact on the caregiver 

and they must have known that the care recipient has HIV for at least 6 months. 

• Informal caregivers must be 18 years and above. 

• Informal caregivers who are able to come alone for the interview or are with someone 

who they trust to look after the care recipient during the interview. 

 

Exclusion criteria 

• Informal caregivers whose charge is not known to be HIV positive. 

• Informal caregivers of children aged less than 6 months. 

• Informal caregivers of adults who are HIV positive. 

• Caregivers who are formally paid for their caregiving services. 

• Informal caregivers with poor cognitive competence level. 
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• Informal caregivers who do not understand English. 

• Informal caregivers who do not live in Nigeria. 

• Informal caregivers who are under the age of 18 years.  

• Informal caregivers who are unable to be interviewed without the care recipient present. 

 

As stated earlier, informal caregivers are individuals who provide care and support to a friend, 

neighbour, family member or partner, without receiving any payment for such service 

(Knowlton et al., 2011). The United Nations Children Fund (2016) defined a child as a person 

who is below the age of 18, except where the law of a country states otherwise. Thus, 

participants had to be informal caregivers who provide care for children with HIV/AIDS who 

were from 6 months old to below 18 years of age. Inclusion of informal caregivers who were 

under 18 years would have required parental consent before participation in such study, and 

this might have presented some ethical issues and might be time-consuming.  

Informal caregivers recruited for the study were involved in caregiving of children with HIV 

from 6 months and below 18 years while those who did not meet these criteria were excluded. 

Involving informal caregivers with newborns (less than 6 months) who were thought to be HIV 

positive might have raised some emotional concerns for them as they might still be coming to 

terms with the HIV status of their newborn. Thus, informal caregivers in this category were 

not recruited. 

The cognitive competence of the participants was assessed based on their ability to provide 

coherent responses during the interview process. According to Social Care Institute for 

Excellence (2019), the Mental Capacity Act (2005), UK, underlines the right of an adult to 

make their own decisions and to be assumed to possess such capability, unless proven 

otherwise. 

Conducting cognitive competence assessment of participants in a more objective fashion might 

have discouraged participation as their consent was required to undertake such assessment. 

Furthermore, this approach aligns with positivists’ philosophical paradigm, contradicts the 

epistemological view of the researcher and the research methodology for this study. 

English language is the official language in Nigeria (Hyacinth and Mann, 2014), thus the 

majority of the informal caregivers were expected to be able to communicate in English. 

Exclusion of informal caregivers who could not communicate in English might have resulted 
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in a sampling bias since some potential participants who could not communicate in English 

were left out. Some informal caregivers were interested in the study but were not recruited 

because they could only speak ‘pidgin’ English. Furthermore, some respondents could have 

been more effective communicating in their native language than the English language. Thus, 

it is possible such participants would have provided richer and more detailed data if the 

interview was conducted in their native language. On the other hand, inclusion of participants 

who could not communicate in English would have required the use of an interpreter. This 

would likely lead to loss of meaning during translation and would have limited the researcher 

from having a non-verbal contact and verbal interaction with the participant as he would have 

depended on an interpreter for communication. The presence of an interpreter might have 

reduced the level of privacy and anonymity required for the study, thereby making the 

respondent uncomfortable and unwilling to share their experience as a result of the sensitive 

nature of the topic. Furthermore, the use of an interpreter would have prolonged the interview 

process, which may discourage detailed narrative of participants’ experience and richness of 

the data collected. Using an interpreter might have limited the use of quotes in when writing 

the findings of the study. The use of participants’ quotations is common in qualitative research 

articles and translations of quotes may be difficult as specific culturally-bound concepts cannot 

be easily translated (Van Nes et al., 2010). Thus, respondents may feel misrepresented 

(Allmark et al., 2009). Furthermore, recruiting participants who could not communicate in 

English would have added more practical challenges in terms of finding professional 

interpreters, training them to be sensitive, the time, cost, coordination of interviews with 

participants and the interpreters, and loss of time as result of possible cancellations by the 

interpreters.  

3.9 Sampling technique 
A purposive sampling technique was implemented in recruiting participants for the study. This 

is a non-probability sampling method, which involves selecting participants based on a specific 

purpose rather than randomly (Tashakkori and Teddlie, 2009). This approach is widely used in 

qualitative studies to identify and select participants with rich-information related to the 

phenomenon of interest (Palinkas et al.,2015).  In this case, the researcher decides what needs 

to be known and set out to find participants based on the characteristics they possess and their 

willingness to provide information on their experience or knowledge of the research interest 

(Etikan et al., 2016).  Participants in IPA are selected purposively because it aligns with its 

theoretical underpinning and allows the recruitment of specific sample for whom the research 
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problem is significant to (Pietkiewicz and Smith, 2012). The key characteristic of participants 

that was considered for recruitment was their role as informal caregivers of children with 

HIV/AIDS, as identified by the paediatric consultant and confirmed by the participants. 

To gain access to the study setting, the researcher contacted two gatekeepers one of whom is a 

paediatric consultant at the hospital and the other a senior consultant at the hospital. The 

contacts of the gatekeepers were provided by a manager of one of the community-based 

organisations in Uyo, working with HIV positive persons and their informal caregivers. The 

gatekeepers were contacted via emails and were followed up via WhatsApp and phone calls.  

The recruitment process involved the paediatric consultant informing informal caregivers 

about the study during their routine visit to the hospital. Some of the caregivers who were not 

scheduled to visit the hospital at the time, were also contacted and informed about the study. 

Informal caregivers who indicated interest in the study were introduced to the researcher at the 

hospital so as to provide further details about the study and to ensure that potential participants 

met the inclusion criteria. The role of the gatekeeper in recruiting participants was crucial as 

the researcher did not have access to potential participants. Furthermore, considering the 

sensitive nature of the study, the researcher considered the ethical implications of having access 

to personal data of informal caregivers or contacting them directly. 

The researcher provided potential participants with the participant’s information sheet, which 

gave them the opportunity to have detailed information about the study before they made the 

decision to participate. The participant’s information sheet also enabled the participants to 

decide if they were eligible based on the inclusion and exclusion criteria. The researcher 

crosschecked with the participants to be certain they met the inclusion criteria as indicated in 

the participant’s information sheet. The informal caregivers who met the inclusion criteria were 

recruited, they were provided with the consent form, which if they were happy to, they 

completed before they were interviewed by the researcher. Participants were assured of the 

anonymity and confidentiality of the study, the voluntary nature of the interview and their right 

to withdraw at any time without providing any reason for doing so. Participants who met the 

inclusion criteria and confirmed their willingness to participate, agreed on a date and time for 

the interview. All the interviews were conducted in the consultancy room of the Paediatric HIV 

Centre of the hospital. The room provided privacy as only the interviewee and the researcher 

were in the room during each interview.  
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3.9.1 Size of sample 
IPA studies involve small sizes as the focus is on depth of data as it not breadth of data that 

creates rich and insightful analysis (Larkin and Thomson, 2011). The depth of the data is based 

on the level of commitment to the case study level of analysis and reporting, how rich the 

individual cases are, the constraints involved and the researcher’s approach to contrasting and 

comparing single cases (Smith et al., 2009). It is difficult to specify the exact number of 

participants to be recruited, though previous IPA studies with one, four, nine and fifteen 

respondents have been published (Pietkiewicz and Smith, 2012). Larger samples are possible 

but less common. Sample size allows for in-depth engagement with each case and detailed 

evaluation of the convergence and divergence of the cases (Smith et al., 2009; Smith and 

Osborne, 2007). Based on research question and the quality of data obtained, a sample size of 

six to eight participants is recommended for doctoral programmes using IPA studies 

(Pietkiewicz and Smith, 2014; Smith et al., 2009). 

3.10 Ethical considerations 

Ethical issues involving varied concerns, such as the robustness of the study design, honesty 

and transparency, privacy, confidentiality, anonymity, data security and protection, informed 

consent and sensitivity of research area to participants, must be considered before conducting 

a research (Bowling, 2014). The researcher obtained ethical approval from the Institute for 

Health Research Ethics Committee, University of Bedfordshire on 4th July, 2017 (see appendix 

2). Afterwards, an ethical approval was obtained from the Ethics Committee of the Hospital, 

Akwa Ibom and Akwa Ibom State Ministry of Health, Nigeria on 7th August, 2018 (see 

appendix 3). 

3.10.1 Confidentiality, privacy and anonymity 
Poudel et al. (2016) are of the view that when conducting a research on a sensitive topic such 

as HIV/AIDS, recruiting respondents could be one of the major challenges encountered by the 

researcher due to stigma and discrimination. They suggested that respondents would be more 

willing to participate when they are assured of the researcher’s measures to maintain 

confidentiality and protect the privacy of the participants. Kaiser (2009) highlighted three 

points where the issue of confidentiality must be addressed, during data collection, data 

cleaning and dissemination. Assurance of confidentiality is usually provided through the 

consent form statements (Kaiser, 2009). According to Crow et al. (2006), in order to develop 

trust and build rapport with potential participants and obtain informed consent, the issue of 
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confidentiality needs to be addressed at the outset before the start of data collection. There is a 

wide unanimity among scientists that when research involves human beings, there is need for 

participants’ fully informed and voluntary consent, which should be in writing after the 

participant has been informed of the aim of the research, confidentiality and anonymity and the 

details of their involvement (Bowling, 2014). Thus, participants were contacted through the 

paediatric consultant at the hospital who informed them of the confidentiality, privacy, 

anonymity and voluntary nature of the study. Respondents were provided with a participant’s 

information sheet, which explained all the key information about the study, which include what 

the study is about, why they were asked to participate in the study, who will have access to the 

data, and how the data will be disseminated. Respondents who agreed to the content of the 

participant’s information sheet, were asked to voluntarily sign the consent form. The consent 

form required the participants to confirm that: 1) they have read and understood the information 

provided in the participant’s information sheet, 2) they understood that their participation was 

voluntary and they were free to withdraw at any time without providing reasons, 3) they agreed 

to participate in the interview and gave permission for audio-recording of the interview, for the 

use of quotes without disclosing their identity, 4) they were aware that the data might be looked 

at by the supervisors or peers for review without disclosing their identity, 5) they understood 

that the data collected will be treated with confidentiality, 6) the study has ethical clearance 

from the Institute of Health Research, University of Bedfordshire and from the hospital in 

Akwa Ibom State. In order to increase anonymity, the researcher did not have access to the 

names of the participants and they were not given the opportunity to reveal their identity before, 

during and after the interviews. 

Poudel et al. (2016) suggest that to reduce the fear of stigma and increase confidentiality and 

privacy, interviews on sensitive topics must be conducted in a conducive environment where 

the interviewee and the interviewer would feel safe. Consequently, interviews were conducted 

in consultancy room of the paediatric HIV centre of the hospital. The gatekeeper informed 

participants that the researcher will be waiting for them at the consultancy room at the time 

scheduled for the interview, so they did not have the need to ask questions within the hospital 

and thereby feel uncomfortable. This increased privacy and reduced the chances of 

identification and association of informal caregivers and their children to HIV/AIDS. All the 

participants were asked not to bring their care recipient to the hospital while coming for the 

interview as this could have negatively impacted on the children and could have created some 
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ethical issues such as providing a child minder to look after the children or exposing them to 

the risks of identification and stigmatisation. 

The interview materials and transcripts were stored securely using cloud encrypted software. 

When using direct quotes in the thesis, the participants have been anonymised by using 

pseudonyms. Sieber and Tolich (2013) note that the main concern of the researcher should be 

whether others would be able to identify the participants, hence modification without altering 

the intended meaning of any quotation that could be identified through deductive disclosure is 

important. All the interview materials would be destroyed once the study has been completed 

and the PhD examination is approved by the university. 

3.10.2 Harm to participants 
According to Draucker et al. (2009), a study is seen as sensitive if identification of study 

participants could lead to stigmatisation and the dissemination of research finding could 

negatively affect those involved or could induce emotional distress. The sensitive nature of 

HIV/AIDS-related studies considering its association to psychosocial factors such as 

discrimination and stigma, emotional distress could be experienced by respondents during the 

interview. Hence, to minimise emotional distress of participants, the interview questions were 

carefully scripted and reviewed by the supervisory team. Furthermore, review of potential 

relevant questions asked successfully in previous sensitive qualitative research, was conducted. 

A pilot study was carried out to examine the acceptability and the sensitivity of the interview 

schedule. The researcher adopted an interview distress protocol for the study, which was 

implemented during study. (See appendix 4 for the interview distress protocols). The content 

of the protocol includes questions to ask if the participant gives a hint of emotional distress and 

the appropriate action to be taken. Possible actions include breaks during the interview session, 

discontinuing the interview if necessary to do so, and provision of information on relevant 

organisations and health services they could access for support, debriefing of the participants 

at the end of the interview session to know if they were emotionally distressed and to provide 

information on available social or psychological services. The interview was conducted in a 

safe and private environment, which made participants feel comfortable to participate and to 

reduce the level of distress that could result from the interview. Caregivers were informed of 

the interview process, which involved an audio recording of their response during the 

interview. However, two participants who refused to give consent to audio recording were 

excluded. They wanted the researcher to take note only but it was explained to them that note-
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taking would slow down the interview process and would not provide rich and detailed 

information required in IPA. It would also inhibit the possibility of the interviewer to relive the 

interview process during transcription, which is crucial in understanding the underlying 

meaning and lived experience of the respondents. 

3.10.3 Safety of the researcher 
Conducting sensitive research can be emotionally draining and there could be chances of 

researchers being in high risk situations (Dickson-Swift et al., 2008). Consequently, the safety 

of the researcher was considered. A safety protocol that captured the safety plans, such as 

constant communication with the supervisory team by Skype calls and daily WhatsApp 

messenger/call so that they were aware of the progress made, was developed and was duly 

implemented during the data collection process. The researcher stayed in touch with his 

supervisors at least once in two days and had Skype meetings with them where they discussed 

the progress and challenges experienced during the data collection process. All the interviews 

were conducted during the day and at the hospital. The researcher made sure he left the hospital 

for his accommodation before nightfall for security reasons, as he was informed of common 

robbery incidents within the locality by the gatekeeper.  

3.11 Data Analysis using IPA 

According to Sarantakos (2013), varied analytical procedures can be undertaken in qualitative 

research studies, with each focusing on a particular data set and adhering to a specific 

methodological model. The qualitative research method for this study (IPA) resulted in the 

implementation of these six key stages involved in data analysis in IPA as suggested by Smith 

et al. (2009). The stages are: 

1. Reading and re-reading the text 

2. Initial noting 

3. Developing notes into emerging themes 

4. Grouping themes as clusters 

5. Moving to the next case 

6. Searching for pattern across cases. 

All the analysis was done using Microsoft Word for easy manipulation of words and tables. It 

was more convenient to work around the data using a computer than handwriting materials and 

for easy access by the supervisory team who audited the analytical process. 
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3.11.1 Step1. Reading and re-reading the text 
After each interview, the recorded information was meticulously transcribed verbatim without 

leaving out any information showing all obvious non-verbal utterances, major pauses and 

hesitations. Please see appendix 5 for a sample of one of the transcripts. 

The first phase of the analysis involved the researcher reading the transcript, listening to the 

audio-recording and re-reading the transcript with the aim of immersing himself with the data 

and to recall the atmosphere of the interview, and the setting in which it was conducted. 

Pietkiewiz and Smith (2014) are of the view that reading the transcript and listening to the 

audio-recording will also provide some new insights. With this in mind, notes on relevant 

observation or reflection on the interview experience or any comments and thoughts of 

potential significance, were taken. Smith et al. (2009) are of the view that the process of 

entering the respondent’s world requires an active engagement with the data. Reading and re-

reading the transcript allowed a model of the whole interview structure to emerge and for the 

researcher to have an understanding of how the narratives can bind some sections of the 

interview together. Consequently, the researcher was able to gain initial understanding of the 

participants’ experience of loneliness and depression within the context of caregiving. 

3.11.2 Step 2. Initial noting 
This step involved making notes as the researcher reads the transcript and further addition of 

exploratory comments during subsequent reading and re-reading of the transcript. The aim was 

to provide a detailed and comprehensive notes and comment on the data. At this phase, the 

researcher evaluated the semantic content and language use on an exploratory level. This 

required the researcher having an open mind and making notes of any information of interest 

regarding the transcript. It was equally vital as it helped the researcher get familiar with the 

transcript to be able to recognise how the participant understood and talked about the issues 

discussed during the interview.  

Smith et al. (2009) suggest that initial noting could be segmented into three discrete processes 

with different focuses. They are: descriptive comments (description of the content and the 

subject of the transcript of the interview with the participant), linguistic comment (aimed at 

exploring the particular use of language by the respondent) and conceptual comments (these 

are more of interpretative comments).  
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Descriptive comments 

Descriptive commenting involves analysing the transcript to describe content. It also includes 

recording of key words, phrases or explanations used by the participant. Descriptive comments 

are more about taking information at face value and highlighting the objects which give 

structure to the respondent’s thoughts and experiences. Thus, the analyst undertook this process 

by describing his understanding of the key elements of the text. For instance: 

Caregiver M1’s response to the question ‘What is it like caring for a child with HIV?’ 

‘Well, caring for my child who incidentally have HIV/AIDS, the challenges have been 

enormous in the sense that we have to cope up with eeh the pains that goes with eeh 

such eeh problem.’ 

Descriptive comment: “The first thing the respondent mentioned regarding caregiving 

for a child with HIV/AIDS is that it is associated with enormous challenges, citing the 

pains that go with caregiving as part of the challenges. The key words in this comment 

include ‘challenges’, ‘enormous’, ‘cope up’, ‘pains’ and ‘problems’.” 

Linguistic comments 

Linguistic comments are focused on the participant’s language use. Thus, emphasis was laid 

on how the transcript reflects the manner in which the content and meaning were presented. 

While writing the initial notes, the analyst highlighted any interrelationship between language 

use and the content of the transcript. For instance, the analyst’s linguistic comments on the 

excerpts of two participants’ response to the question ‘What is it like caring for a child with 

HIV?’, are shown below. 

‘Well, caring for my child who incidentally have HIV/AIDS, the challenges have been 

enormous in the sense that we have to cope up with eeh the pains that goes with eeh 

such eeh problem.’  

The caregivers used two words, ‘challenges’ and ‘pain’, to describe his experience of 

caregiving. The magnitude of the challenges was highlighted with the word ‘enormous’. His 

comment indicates that the enormous challenges he was referring to have become part of their 

experience and they have learnt to live with it. 
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Interrogative/Interpretative comment 

The researcher engaged the transcript in a more conceptual and interrogative level at this stage. 

This is important in order to move the analysis beyond the superficial and descriptive level.  

For instance: “What does the participant mean by the word ‘pains’? Is ‘pains’ in this context 

referring to the physical, psychological, emotional or social impact of caregiving? Why did he 

use a plural ‘pains’ to describe pain?” 

3.11.3 Step 3. Looking for themes 
At this stage, the researcher worked more with the notes rather than with the transcript to 

develop themes. The comprehensive exploratory commenting reflected an expanded version 

of the transcript; though the interview transcript still retains its centrality to the data set. The 

focus was to transform the initial notes into emerging themes. The researcher at this stage, 

formulated a concise phrase at a slightly higher level of abstraction that represents a more 

psychological conceptualisation, which is still rooted in the particular detail of the respondent’s 

account (Pietkiewicz and Smith, 2012). The idea is for the themes to reflect the original 

thoughts of respondents and the interpretation of the researcher. The themes are the synergistic 

process of participant’s description and the researcher’s interpretation (Smith et al., 2009).  

For instance, the text from the transcript “My dear, it has been difficult, very, very difficult, 

because as a mother, I know what I passed through. I know what I have passed through since 

I started caring for him as HIV patient. Waking him up in the morning is a problem” was coded 

as ‘caregiving – a challenging experience’. This process was carried out across the transcript 

as the researcher read and re-read the transcript. The researcher re-named and re-organised the 

emerging themes as required to reflect his growing understanding of the transcript and the 

analytical process. The researcher’s engagement with the data supports the view that analytical 

process in IPA involves a dual hermeneutic, where the participants make meaning of their 

world and the researcher tries to decode and make sense of the participant’s meaning making 

(Pietkiewicz and Smith, 2012). 

3.11.4 Step 4. Grouping themes as clusters and seeking relationship between themes 
At this stage, the researcher provided an overall structure to the analysis by grouping themes 

into concepts. The researcher looked for connections between emerging themes, arranging 

them in groups based on their conceptual similarities and providing a descriptive label for each 

cluster. This involved continuous reflection and re-examination to ensure that consistent with 
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the dialogue and not resulting from my preconceptions based on related literature on the 

phenomena of study. At this stage, themes that did not have strong evidential base or did not 

fit well with the emerging structure, were dropped. A final list comprising of different 

subthemes and superordinate themes was developed. Superordinate themes were identified 

through abstraction – identifying patterns among emergent themes and putting like with like 

and creating a descriptive label for the cluster; and subsumption – where an emergent theme 

acquires a superordinate status as it draws other related themes together (Smith et al., 2009). 

3.11.5 Step 5. Moving to the next case 
This stage involves moving to the next respondent’s transcript and repeating the process as 

stated in the first case. Smith and Osborne (2007) suggest that can draw upon the themes from 

the first case in order to orient the next analysis or they may put aside the analysis of the first 

case and start the next analysis afresh. However, to ensure that new themes emerged in each 

case, the researcher analysed the next case independent of the outcome of other analysed cases. 

The researcher systematically followed the same process of analysis. This is in line with IPA’s 

idiographic commitment (Smith et al., 2009).  

3.11.6 Step 6. Searching for a pattern across cases 
The interest of the researcher at this stage was to identify repeating patterns that could highlight 

the divergence or convergence of data, showing ways in which the respondents’ accounts of 

their experience are similar but equally different. This process helped to move the analysis to 

a more theoretical level (Smith et al., 2009). Thus, on completion of the individual analysis, 

master lists of themes from analysis were compared and accumulated as sub-themes within the 

superordinate themes.  

3.12 Trustworthiness of the research 
In qualitative studies, different criteria are used to measure and assess the quality of qualitative 

studies, which provide an alternative to reliability and validity assessed in quantitative studies 

(Bryman, 2016). Guba and Lincoln (1994) proposed two main criteria for evaluating a 

qualitative study, which are trustworthiness and authenticity. 

Yardley’s (2000 and 2008) criteria for establishing quality in qualitative research as reviewed 

by Smith et al. (2009) in relation to IPA, were influential. These criteria include sensitivity to 

context, commitment to rigour, transparency and coherence, and impact and importance.  
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3.12.1 Sensitivity to context 
Smith et al. (2009) are of the view that sensitivity to context must be followed from the early 

stage of the research process. This should involve sensitivity to existing literature and theory, 

the sociocultural setting of the study and the data obtained from participants. Bryman (2016) 

are of the view that sensitivity is not only to context of social setting of which the study was 

conducted but to relevant theoretical standings and ethical issues. 

The construction of the research question was based on identified pre-existing empirical and 

theoretical literature, reflecting sensitivity to existing literature. The researcher demonstrated 

sensitivity to context through method of data collection which involved access and sustained 

engagement with the gatekeepers prior to data collection. The gatekeepers were central to 

access to the participants. Sensitivity to context was also demonstrated through preliminary 

visit to the study setting, consultation with the gatekeepers and introduction of potential 

participants to the researcher before the interview process in order to build rapport. 

Furthermore, the interactional nature of the interview process was crucial for building rapport. 

Ethical consideration was given and maintained during all phases of the study especially the 

data collection phase. The interview process involved an awareness and consideration of how 

sensitive the research area is and how it could be distressing to the participants, thus an 

interview distress protocol was designed to guide the process. Furthermore, sensitivity to the 

data was shown through conducting an in-depth data analysis with interpretations being 

supported with verbatim extracts. This approach provides an opportunity for readers to verify 

the interpretation and allows the participants’ voices to be conveyed in the study (Smith et al., 

2009). 

3.12.2 Commitment to rigour 
Yardley (2008) highlights that the concept of commitment encompasses extended engagement 

with the subject matter, developing the necessary skills and competence in the methods 

implemented and immersing oneself in the relevant data. Smith et al. (2009) posit that IPA 

assumes a significant degree of attentiveness to participants during data collection and data 

analysis, which is part of the process to establish commitment to rigour. In this study, 

commitment to rigour was demonstrated throughout the process. For example, the researcher 

showed a high level of attentiveness to participants during data collection. As described earlier, 

each interview was audio-recorded, which allowed the researcher the opportunity to pay close 

attention to participants during the interview. Furthermore, the researcher undertook the 
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transcription of the audio-recorded interviews himself, followed by a detailed process of data 

analysis. 

To demonstrate his commitment to rigour, the researcher conducted the data analysis twice. 

The first attempt did not show a conceptual level of interpretation, which led to him undertake 

a training on IPA analysis before conducting another analysis that moved from descriptive to 

conceptual interpretation. IPA is inevitably subjective as no two analyses of the same data 

conducted by two different analysts will produce identical findings. However, equally they 

should not be too dissimilar if they are trustworthy, credible analyses. In the current study, to 

minimise the influence of the researcher’s own subjectivity in negating the credibility of the 

analysis, a reflective diary was kept throughout the analysis in which reflective notes were 

taken about pre-existing assumptions, expectations, potential biases and value judgements. 

Reflections about pre-conceived notions and potential subjective biases were also discussed 

and considered with the supervisory team. These exercises helped to ensure that data 

interpretations were grounded within the data as recommended in IPA (Smith et al. 2009) rather 

than within that the researcher’s own set of biases and pre-existing assumptions.  The step by 

step guideline for IPA data analysis as implemented by the researcher, was designed to help 

minimise personal biases from influencing the data analysis. 

3.12.3 Transparency 
According to Bryman (2016), research methods implemented must be clearly specified and the 

researcher clearly articulate his argument and have a reflexive stance.  

Smith et al. (2009) suggest the need for transparency between the underlying theoretical 

assumptions of the methods implemented. The researcher’s reflection of the research process 

and examination of previous findings to assess its congruence with past studies demonstrated 

transparency and coherence. One of the ways of checking the validity of a research findings is 

to organise the data in such a way that someone else could follow the series of evidence that 

leads from the beginning of the study to the final report (Yin, 1989; Smith et al., 2009). This 

has been demonstrated in this study as different stages of the research have been reviewed by 

the supervisory team and by research progression panel. The supervisory team played a 

significant role of providing scholarly guidance and their constructive feedbacks all through 

the research process were important in improving the quality of the inquiry.  
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The University of Bedfordshire’s research progression panel formally reviewed the study at 

different stages. This was to ensure that the researcher was able to demonstrate understanding 

of the theoretical and philosophical approach to the study, appropriateness of the data collection 

methods to identify and minimise bias, the strengths and limitations of the data collection 

methods implemented. They ensured that the researcher implemented an appropriate and 

critically considered study design and methodology. They also examined whether the 

information, arguments and results of the student's research work as presented at different 

stages of the study met the expected academic standard. Having reviewed a sample of the data 

analysis, they provided relevant feedback that was taken on board by the researcher. 

 
Transparency has been demonstrated through an independent audit trail of the process of data 

analysis. This involves the supervisory team listening to one of the audio interview to verify 

the correctness of the transcripts and reviewing the analysed data alongside the transcripts. This 

was to ensure that a systematic and transparent account was produced and that the analysis was 

consistent with the accepted standard for IPA. Cassidy et al. (2011) and Smith et al. (2009) 

highlighted the importance providing an audit trail that could be independently scrutinised to 

trace the process of the analysis from transcript to final presentation of themes as a way of 

demonstrating transparency. Evidence of an audit trail has been provided in this thesis. Also, 

the detailed account of the process for recruiting and conducting interviews of research 

participants, show a demonstration of transparency. 

The researcher has also highlighted in the following section, his awareness and reflexivity of 

the pre-conceived assumptions and biases, his role in collecting, analysing and interpreting of 

the data. 

3.12.4 Impact and importance 
Yardley (2008) suggests that one of the main indicators of a worthwhile research includes its 

direct practical implication, which will be relevant for policy makers, practitioners or the 

general populace. There is no point undertaking a study if the results do not have any potential 

to make a difference. On the other hand, a study could have theoretical implications, resulting 

in a better understanding and knowledge of the phenomena of interest. Yardley (2000) suggests 

that some analysis is significant often not because they present an accurate and complete 

account to a specific body of empirical data but for drawing on empirical data to present a 

novel perspective, which offers insight and new ways of understanding the phenomenon. Such 

theoretical implication can have practical impact when implemented by other researchers. 
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The findings of this study may have practical implications on policy and practice within the 

context of HIV informal caregiving, it will also have theoretical impact by adding to the body 

of knowledge on the phenomena of enquiry. Furthermore, Yardley (2000) posits that the main 

criterion to evaluate the quality of any research study is arguably, its utility and impact. 

Developing a sensitive, rigorous and plausible analysis in this study is significant because it 

has the potential to impact on the beliefs and actions of the readers in relation to the research 

area. Furthermore, the researcher has included in the discussion chapter a presentation of the 

implications for practice and the significance of the study. 

IPA research emphasises the need for quality and validity of the findings (Smith et al., 2009) 

and this has been addressed by highlighting these criteria: sensitivity to context, commitment 

to rigour, transparency and coherence, and impact and importance, as implemented in the 

study. 

3.13 Reflexivity to increase quality and credibility of study 

In this section, a personal account of reflexivity is provided. Bolton (2010) and Holloway and 

Biley (2011) suggest that reflexivity is about ways of questioning one’s thoughts, attitudes, 

habitual actions and reactions to understand an individual’s roles in relation to others.  

Finlay (2008) suggests that IPA emphasises the need for researchers to gain insight into the 

participants’ perspective of their lived experience while being aware of their own subjectivity, 

biases, assumptions and predilections and to be conscious of how these could influence the 

research process and findings.  

Though researchers will experience and interpret respondents’ narratives of their lived 

experience from their personal perspective, which shows commitment to double-hermeneutics, 

it is important that researchers avoid the risk of producing research findings that are 

significantly influenced by their bias, prejudice and characteristics (Smith et al., 2009). This 

highlights the importance of self-examination of one’s involvement with awareness of the 

limits of one’s knowledge (Clancy, 2013). Researchers are able to evaluate and develop clear 

awareness of themselves by looking at where they are coming from and articulating statements 

about their values, beliefs, ambitions and interests that might shape the research interest and its 

focus (Shaw, 2010; Clancy, 2013). The importance of this process that it is linked to the quality 

and credibility of the study since it requires researchers to be willing to acknowledge and take 

into consideration varied ways through which they can influence their study. Thus, they able 



101 
 

reflect on certain external factors that may shape the study, for instance, culture, history, 

participants and the research, and their social interactions (Clancy, 2013).  

Varied strategies for achieving reflexivity have been underlined to help researchers articulate 

their personal suppositions in a meaningful way in line with the phenomenon of interest 

(Dowling, 2006; Savin-Baden and Major, 2013). One of such strategies is the use of reflective 

journal or research diary throughout the research process (Bolton, 2010; Holloway and Biley, 

2011).  

A reflective diary was a significant component of my reflexive strategies throughout this study. 

I kept a reflective diary of my own musings throughout the research process, conversations 

with peers and monthly meetings held with my supervisory team. 

The importance of reflexivity was highlighted during the data collection process of this study. 

An example of my personal experience of reflexivity includes self-evaluation after the first 

interview I conducted. I anticipated a smooth interview session that would be long and in-

depth. On the contrary, the first participant was not willing to provide much detail regarding 

her caregiving experience, which was very frustrating for me. At the end of the first interview, 

I reflected on what could have led to this. I made a list of potential reasons for such limitation, 

part of which includes: 

• ‘Am I unable to open the participant up by using prompts? 

• How can I overcome my interview limitation? 

• Use more prompts, 

• Build rapport so that they can feel free to share 

• Speak with my supervisors to have a better perspective and essential feedback.’ 

(Excerpt from my reflective diary) 

 

I contacted my supervisors and we had a virtual meeting to discuss these limitations and the 

best approaches to dealing with them. Although reflexivity is implemented through the 

research process, it is important that the reader understands the researcher’s background and 

how that could impact on the research. 

I am a forty-three-year-old Nigerian born and brought up in the eastern part of Nigeria amidst 

so much poverty, inequality, stigma and discrimination among persons living with HIV. I lived 
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in Nigeria for about 35 years where I obtained a degree in Microbiology during which I did a 

project on cervicitis – a sexually transmitted infection. I also worked with a charitable 

organisation focused on sexual health education for young people in Nigeria before coming to 

the UK to further my education. My interest in HIV/AIDS was as a result friends and relatives 

who lost their lives to the infection and its impact on HIV affected families. Thus, during my 

postgraduate degree programme in Public Health, I conducted a systematic review on ‘the 

effectiveness of school-based sexual health education programmes in Nigeria.’  

Thus, a combination of my academic background, social-cultural background and personal 

values has influenced my assumptions and biases. Finlay and Gough (2008) suggest that 

probing personal experience and meaning can provide insight which can form the background 

for generalised interpretation and understanding. 

IPA urges the analysts to move beyond first level description during the analysis to be able to 

produce a quality analysis (Smith et al., 2009 Larkin et al., 2011). I conducted a preliminary 

phase of the data analysis, which led to a personal struggle as it was more descriptive than 

exploratory. After much reflection and engaging with my supervisors, I decided that further 

work was needed on the analysis. I had to allow some time to gain more knowledge and skills 

on IPA data analysis. Thus, after undertaking a training on IPA analysis, the process was 

redone. As stated earlier, this was helpful in minimising personal bias and to move the analysis 

from a descriptive level to a more interrogative and conceptual level of interpretation to 

uncover underlying meanings. 

Furthermore, my supervisors played a crucial role as they consistently questioned my 

assumptions, as reflected in my analysis. Having someone who has the courage to challenge a 

researcher’s assumptions is important as it might limit the subjectivity of the data assessment 

and evaluation of data representation, consequently enhancing the rigour and reliability of 

finding (Jootun et al., 2009; Clancy, 2013). 

This chapter has provided details on the method and process of inquiry implemented to provide 

an in-depth understanding of the phenomena that are studied. The argument on the suitability 

of IPA to the purpose and practicalities of this study has been presented.  

The next chapter is a presentation of the findings of the study.  
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CHAPTER FOUR: RESULTS 
 
This chapter presents the results of the analysis of the semi-structured interviews of eleven 

informal caregivers of children with HIV/AIDS in Nigeria.  

4.1 Demographic characteristics of participants 

The study involved 11 participants with 8 females and 3 males; 7 of them were single while 4 

were married. These and other demographic characteristics of the 11 participants are presented 

in Table 4.1. Pseudonyms are used to ensure anonymity of participants. Respondents identified 

themselves as informal caregivers of a child with HIV with duration of caregiving between one 

to fifteen years. The participants’ ages ranged from 27 years to 56 years. There was variation 

in their level of education: one primary education, two secondary school, five higher education 

(Ordinary Diploma), two had a university degree and one had a postgraduate degree. Five of 

the participants were employed, two of them were self-employed, while four of them were 

unemployed. All the participants were Christians, four of them were married while seven of 

them were single. There were eight parents, one sibling and two aunts among the participants.  
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Table 4.1: Demographics of Participants 

Name 

(Pseudonym) 

Age  Gender Religion Education Marital 
status 

Employment 
status 

Duration 
of 
caregiving 

Relationship 
with care 
recipient  

Joe 49 Male Christian Postgraduate Married Employed 1 year Parent 

Frank 44 Male  Christian Secondary school Married Unemployed 15 years Parent 

Theresa 42 Female Christian Graduate Married  Self-employed 10 years Parent 

Evelyn 27 Female  Christian Higher education Single  Unemployed 5 years, 6 
months 

Parent 

Fred 56 Male  Christian Graduate Single Employed 10 years Parent 

Bianca 48 Female Christian Secondary school Married  Self-employed 3 years Parent 

Sophie 25 Female Christian Higher education Single Employed 5 years Sibling 

Carol 26 Female Christian Higher education Single Unemployed 2 years Parent 

Sandy 46 Female Christian  Primary school Single  Unemployed 6 years Parent 

Jodie 35 Female Christian Higher education Single Employed 4 years Aunt 

Sandra 43 Female Christian Higher education Single Employed 5 years Aunt 
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The analysis resulted in the emergence of five superordinate themes: 

• HIV medication – a solution and a problem 

• Caregiving- a challenging experience 

• Struggle with negative emotions 

• Keeping it secret 

• Positive coping with caregiving. 

This chapter explores these superordinate themes and the related emergent themes through 

written narrative. The analysis presented contains select verbatim excerpts or quotes from the 

interview transcripts of participants as evidence to support the researcher’s interpretation of 

their experience. The results show that these superordinate themes are common across the 

research participants; however, areas of divergence are discussed as well. These superordinate 

themes provide a synopsis of the narrative of informal caregivers of children with HIV/AIDS 

in Nigeria and how they attempt to make sense of their caregiving experience.  

• For instance, the superordinate theme ‘Caregiving – a challenging experience’ outlines 

the participants’ account of the challenges they face as a result of their caregiving role 

and some of the factors that affect their caregiving experience.  

The superordinate themes and their corresponding emergent themes are listed in Table 4.2. 
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Table 4.2: Superordinate Themes and their Corresponding Emergent Themes 

Superordinate themes Emergent themes 

Caregiving- a challenging 

experience  

Caregiving is suffering 

Financial burden of caregiving 

Loss of freedom 

Doing it alone 

HIV medication – a 

solution and a problem 

Benefits of HIV medication 

The problem of managing HIV medication 

Managing HIV medication alone 

Associating HIV medication with care recipient’s HIV status 

HIV medication – a part of caregiver’s life 

Struggle with negative 

emotions 

Depressive feeling 

Feeling of shame, guilt and self-blame 

Worried about the care recipient 

Keeping it secret Non-disclosure of HIV status to care recipients 

Non-disclosure to avoid stigma 

Caregiver’s perception about HIV stigma and discrimination in 
the society 
Non-disclosure – limiting access to social network and support 

Positive coping with 

caregiving  

Coping through support 

The influence of religion and spirituality 

Coping through hope and optimism 

 

4.2 Superordinate Theme 1: Caregiving – a challenging experience 
This superordinate theme captures the researcher’s interpretation of the participants’ narrative 

of their caregiving experience. Most of the participants understood caregiving for a child with 

HIV to be a challenging process, and they underlined some of the factors that influenced such 

negative caregiving experience. The sub-themes listed below, namely: caregiving is suffering, 

financial burden of caregiving, loss of freedom and doing it alone, encapsulate varied ways 

participants expressed their views about the challenges associated to their caregiving process. 

A detailed presentation of these sub-themes is provided in Figure 4.1. 
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Figure 4.1: Superordinate theme: Caregiving – a challenging experience 

4.2.1 Emergent theme 1: Caregiving as suffering 
Provision of care to a child with HIV was seen as a difficult process, which some participants 

described as suffering. It was described as a difficult responsibility which they have to cope 

with for the wellbeing of the care recipient.  

This was evident in Sandra’s account: 

‘so I don’t know how manage she contacted this HIV because she was not staying with 

me, she was in Eket. So, I don’t know, I can’t even understand how this came but I 

decided to suffer since that time till this time.’ (Sandra) 

First, Sandra expressed her frustration as a result of the fact that she cannot explain how the 

care recipient contacted the infection. Her comment suggests that she desires some form of 

explanation as she seems confused about the source of infection. Furthermore, she tried to 

exonerate herself since she did not live with her prior to her diagnosis ‘she was not staying with 

me’. If she was responsible for the care recipient’s infection, that would have given her a strong 

reason and a sense of obligation for caring for the child. In spite of not being responsible for 

the child’s HIV status, she went on to take up the caregiving for the care recipient. Sandra’s 

view of her role as an informal caregiver of a child with HIV is that of suffering that began 

from the moment she became a caregiver, and is continuing.  

‘I have suffered a lot. I don’t know. Sometimes, I used to ask God, why is this thing like 

this? It is because of the love that I have for people. I have suffered a lot.’ (Sandra) 

Sandra, repeats the phrase ‘I have suffered a lot’ to strongly emphasises the magnitude of her 

negative caregiving experience, which prompts her to sometimes engage in spiritual reflection 

and questioning, as suggested by her comment ‘I used to ask God why is thing like this?’ 

Caregiving is 
suffering 

Financial burden 
of caregiving 

Caregiving – a 
challenging 
experience 

Doing it alone 

Loss of freedom 
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Perhaps, this is to decipher deeper meaning of her caregiving experience in relation to her 

suffering or the complexity of HIV infection, which has made her suffer as a caregiver. She 

seems not to understand why HIV is such a devastating infection that impacts both the care 

recipient and the caregiver and why she is at the centre of such negative experience. However, 

she seems to remind herself the reason for her involvement in all of this, which is basically her 

love for people. This suggests she has a level of empathy for the care recipient, which is why 

she keeps suffering and is still willing to maintain her caregiving role. 

‘I have suffered a lot. Before you saw me crying, four of them, they are two girls, this 

very one that has HIV and another one. The other one she does not have it, she is a 

daughter to my sister, my lastborn sister. That one the father died and she got married 

to another man. The man does not want to use his eyes and see this very one that is 

living with me; but you like the mother and you don’t like the girl, why? Instead of them 

to suffer or they go and die, I said let them come and stay with me. They will eat, I know 

that I am facing a lot of hardship.’ (Sandra) 

Sandra stressed the extent of her suffering as a caregiver. The caregiver expressed her 

emotional state by crying during the interview, which suggests that her interpretation of 

suffering is not mainly about physical exhaustion resulting from caregiving activities but 

emotional form of suffering. 

She made reference to crying to reiterate how much she has suffered as a result of providing 

care for the care recipient and three other children. Thus, the negative impact of caregiving is 

compounded by the extra children she takes care of. She went on to provide reasons for taking 

responsibility for these other children, which primarily are that there are no other individuals 

willing to take up caregiving roles and she does not want them to suffer or die. For instance, 

one of the children is her sister’s daughter whose husband died and she remarried but the 

current husband does not want to see the girl. The girl’s circumstance might have compelled 

her to take up the role of caring for her. She feels it better she looks after them even though she 

indicated facing hardship. Her compassion to see to their survival is so strong that she does not 

mind the hardship she is faced with. She further stated that her motivation for caregiving is the 

love she has for children. This suggests that though caregivers may perceive caregiving as 

suffering, their love and compassion for their care recipients could serve as a strong motivation 

to carry on with this role. She highlighted this point below:  
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‘I have to take care them. Me, I love children. That is the thing.’ (Sandra) 

Another participant Frank expressed his view of his caregiving experience by highlighting the 

enormous challenges associated with the process.  

‘Well, caring for my child who incidentally have HIV/AIDS, the challenges have been 

enormous in the sense that we have to cope up with eeh the pains that goes with eeh 

such eeh problem.’ (Frank) 

His comment indicates that the magnitude of the challenges he has experienced is linked with 

trying to ‘cope with the pain’ resulting from the child HIV status. His comment also shows that 

the ‘enormous challenges’ are ongoing. Perhaps, the challenges started from the time she was 

diagnosed with HIV to the present time. His use of the word ‘pain’ in this case could be a 

metaphor to describe the physical, emotional and psychological distress resulting from 

managing the care recipient’s HIV infection. This suggests that Frank’s perspective of 

caregiving is that of suffering and a painful experience that is ongoing. 

In explaining how caregiving affects him, Frank refers to the pain he feels in his heart. 

‘Well, I feel pained in my heart that it has to happen to my child though eeeh [pause], I 

never really bargained for this.’ (Frank) 

The use of the phrase ‘in my heart’ indicates that such pain is not physical but emotional and 

psychological. By saying that ‘it has to happen to my child’ is suggestive of an event that was 

determined to happen of which he could not change or control even though he did not ‘bargain 

for this’ – the child’s infection. It could be an expression of agony for the child’s HIV infection; 

a negative emotional feeling linked with a sense of regret and self-blame for the child’s HIV 

status. His use of the phrase ‘I never bargained for this’ suggests that perhaps, he thought he 

could prevent her from being infected or he did not know that his action would result in her 

becoming infected. Thus, his sense of regret. Like he mentioned earlier, coping with the pain 

he feels is part of what makes caregiving very challenging process. 

In her narrative, Carol used terms such ‘stress’, ‘pain’, ‘hell’ and ‘suffering’, to describe her 

experience of caring for her HIV positive child. 

‘So it was hell. Hmmm! [pause] It was something else but I still thank God. My stress, 

my pain, my suffering was not in vain.’ (Carol) 
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The participant acknowledged the intensity of the negative experience, which was difficult for 

her to articulate or express with words when she was asked to describe what it is like to care 

for a child with HIV. However, she went on to provide a description of her experience with 

varied negative words, which may represent her interpretation of the kind of difficulties she 

faced at different phases of her caregiving roles. Perhaps, they underline different facets of her 

experience such as emotional, physical, psychological and social aspects of her caregiving 

experience. However, she is grateful to God that the experience was not in vain since the boy 

survived it. The survival of the care recipient provides a consolation and positivity from 

distressing caregiving experience. 

Joe, on his part, describes the challenges he is faced with as a cluster of weight he needs to be 

free from. 

‘And if I can walk myself out of this cluster of this weight, it will be the best thing that 

will ever happen to my life.’ (Joe)  

His description of his experience as a ‘cluster of this weight’ suggests he might be going 

through varied negative experiences, which seems like a heavy burden for him to bear. Joe may 

be making reference to both the negative experience of caregiving and his HIV infection. Thus, 

the use of the word ‘cluster’. The use of the phrase ‘if I can walk myself out’ seems to indicate 

that the negative experience is something he desires to be free from but he lacks the capacity 

to do so. The extract indicates that the caregivers feels helpless and powerless to get out of the 

overwhelming burden associated to caregiving and HIV infection. 

Fred has a positive view about his caregiving experience as he does not see caregiving as a 

challenging process. He explained when asked what it is like caring for a child with HIV/AIDS. 

‘It is not difficult provided the parents take it seriously. It is just coming to the hospital, 

take the drugs and make sure you monitor them and the specific time for taking the 

drugs.’ (Fred) 

His understanding is that the provision of care to a child with HIV is not difficult once the 

parents take the process seriously. His view is that the caregivers’ approach and attitude to 

caregiving makes it an easy or difficult process. He went further to highlight the main 

responsibilities of caregiving which are: routine hospital visits, supervision of adherence to 

daily routine of medication. His use of the phrase ‘it is just’ shows how simple he sees those 
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tasks as compared to other caregivers who sees hospital visits and adherence to medication as 

very challenging. For instance, Carol sees money as a problem that could affect her hospital 

visit as she will need to pay for transportation and buy food for the care recipient. 

‘The transportation alone coming here is a problem. To stay here and to go back is a 

problem. The child will need to eat this, eat that and eat that, it is all about money.’ 

(Carol) 

However, Fred believes that what makes the process difficult is when the care recipients are 

not cooperative, especially with their HIV medication. 

‘It is only when you have some stubborn children that eeh sometimes will feel reluctant 

to responding to the father’s directives to go and take the drugs, a child of 14 to 15 

years, which one knows he is mature enough to know the time he is supposed to take 

the drugs. If he is supposed to take one or two tablets, he will go and take one tablet. 

So the parents have to watch very carefully to make sure that they compel the children 

to take the appropriate quantity of the drugs required.’ (Fred) 

This implies that the behaviour and attitude of the care recipients could influence informal 

caregivers’ experience of caregiving, as seen in the above extract. 

4.2.2 Emergent theme 2: Financial burden of caregiving 
Some of the caregivers who described caregiving as a negative experience, cited financial 

constraints as one of the factors that led to such experience. This theme therefore underlines 

some participants’ expression of their financial challenges, which affects their interpretation of 

their caregiving experience.  

‘Hmmm, to take care of an HIV patient is never a small thing because I have been 

spending for her since that time when she was 10 years old.’ (Sandra) 

The caregiver stated that provision of care for a child with HIV is a huge and difficult 

responsibility. The phrase ‘never a small thing’ implies that it is a huge task that is quite 

challenging. The caregiver immediately pointed out that the cost of caregiving is huge as she 

has spent a lot of money for the care recipient since taking up the caregiving role. It seems that 

her perception of the complexity of caregiving is linked to the financial cost of providing care. 

She went further to elaborate what makes the process financially demanding for her. 
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‘When I come back from work, they will write drugs of 25 thousand [Naira]. If you see 

her, you will not believe she is the one, I am telling you. 25 thousand, I go to work they 

say 30 thousand, how much is my salary? I wept.’ (Sandra) 

She underlined the medical expense as an example of the financial cost of caregiving. It seems 

that handling the medical expense was difficult for her considering her salary, hence the 

question ‘how much is my salary?’ The emotional impact of such dilemma was indicated by 

her comment ‘I wept’. This could underscore a sense of hopelessness and helplessness due to 

the overwhelming cost of medication. Perhaps her weeping could also be linked to the 

deplorable state of the care recipient’s health, which has led to such financial responsibility. 

This could be reflected in her comment ‘if you see her, you will not believe she is the one’ 

referring to how bad her physical state was in comparison to how she is now. However, her 

primary reason for weeping seems to be for the financial burden, as shown in the excerpt below. 

‘When I come back, there will be series of drugs, they will write for me. She is the one 

that will even carry the prescription and tell me aunty doctor came oh, consultant came 

and wrote this drugs that I should give you [she sighed], when I go there, come and see 

the money that I will spend, I wept.’ (Sandra) 

Sandra provided more details of major details of how overwhelming the cost implication of the 

care recipient’s medical treatment was to her. Her use of language ‘come and see the money 

that I will spend’ could imply a shocking feeling and frustration due to the medical bill and this 

resulted in her weeping. The phrase ‘I wept’ reflects her emotional reaction to the shocking and 

overwhelming financial burden on her as a result of the child’s medical bills. 

Thus, Sandra’s comments suggest that she experienced emotional and mental distress as result 

of the financial responsibilities associated to caregiving. In fact she perceives caregiving to be 

challenging because of the financial burden associated to it. This is further reflected in her 

comment below: 

‘I spent a lot of money and there were receipts, series of receipt. Anything that I spend, 

they will give me receipt I will keep. So, it is not easy.’ (Sandra) 

Her conclusion is that the process is not easy. Furthermore, when Sandra was asked if 

caregiving affects her daily activities such as going to work, she stated clearly that it does not 

affect her but her main challenge is money. 
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‘It does not. She also is schooling, when I leave for work, she will go to school, coming 

back, she can even cook and eat, no problem but the problem is money. It is only me 

that is carrying the load, nobody assists me.’ (Sandra) 

The caregiver indicated that being a caregiver does not affect her daily activities because the 

care recipient goes to school and can even take care of some activities of daily living. This 

suggests that her perspective of the burden of caregiving is not about the physical activities that 

are part of caregiving roles; the major challenge is finance. To express the extent of this burden, 

Sandra uses a metaphor ‘load’. This term implies a heavy and overwhelming financial ‘weight’ 

she was left alone to carry. Her expression indicates lack of support and a sense emotional 

burden having to manage such financial burden alone.  

Sandra’s response below when she asked if she has other challenges beyond money, buttresses 

the fact that her key challenge is finance. 

‘You know money is everything now, food, everything, that is the challenges I am 

having.’ (Sandra) 

Her comment ‘you know money is everything now’ is a summary of the caregiver’s view of the 

solution to her caregiving challenges. Though she was asked of other challenges besides 

money, she focused on discussing about her financial need. This suggests that she perceives 

financial need as the core of her caregiving burden. Perhaps, she thinks that having enough 

money will eventually help her deal with other challenges she is faced with. For instance, she 

will be able to provide food and other basic needs of the care recipient. Despite the financial 

difficulties the caregiver has, she still kept the children. 

Bianca on her part indicated that caregiving is not only financially challenging but taking up 

the caregiving role affected their source of income. 

‘I spent three months here and I closed my shop. It affected my business because it was 

that time my husband lost his job in 2014. This thing happened… my husband lost his 

job in 2013 and this thing happened in 2014. We started the business… if the doctor 

can tell you, she knows much how much the drugs to sustain that baby, been in oxygen 

for three weeks, the drugs alone.’ (Bianca) 
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Her comments show that the business did not survive as a result of the amount of time she 

spent with the child at the hospital and possibly the amount of money spent on buying some 

medicines for the child. She equally explained that part of the reason it affected her business 

was that she closed her shop when her husband lost his job, which might have put more 

financial pressure on them. She could not carry on with her business since she needed to stay 

with the child in the hospital for a long period of time. Part of the financial difficulties she 

experienced was a result of high hospital bills and cost of medicine. 

Jodie also highlighted facing financial challenges sometimes, though presently receives 

support from the care recipient’s parents, as shown in her comment below. 

‘Well, in the area of finances, that is the main area I am having some challenges at 

times but I really thank God that now the parents, they really care for it. They support 

me.’ (Jodie) 

Despite receiving support from the care recipient’s parents, she still see finance as an area that 

is challenging. Thus, the support she receives is not enough to alleviate the financial burden of 

caregiving. 

Another participant Evelyn also collaborated the views of other participants by stating finance 

as her major problem and how important money is in providing quality care for her child. 

‘You have to provide nourishment for him, not letting him eat anyhow or whatever 

comes, you eat. You have to eat something that is nourishing and buy some other drugs 

like multivitamins. So those are the major problems. Money is the problem too to buy 

these drugs as well.’ (Evelyn) 

Evelyn listed some of the things she needs money for. For instance, the care recipient needs to 

eat quality food that would provide nourishment and take other medicines such as 

multivitamins. Unfortunately, lack of financial resources affects her ability to take care of such 

needs. Thus she emphasised that money is a major problem that impacts on her caregiving 

experience. 

Sophie identified financial demand of caregiving as a challenge as revealed in the excerpts 

below. 
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‘The only challenge although we all know that the economy is tough now and eemm! 

We lost our parents. He is my stepbrother……. The only challenge I had is feeding and 

managing to send him to school, clothing, all those things. Aside from that, I am okay 

with him.’ (Sophie) 

She indicated that though the economy is tough coupled with the death of her parents. These 

factors have contributed to her financial difficulty as she is now responsible for providing for 

her stepbrother who is HIV positive. She went further to highlight some examples of financial 

responsibilities on her such as provision of food, clothing and sponsorship of his education, 

which she finds challenging.  

Similar to Sophie’s view, Frank revealed that caregiving process is a negative and challenging 

experience for him because of the financial responsibility involved in the process coupled with 

the fact that he is unemployed. 

‘Another challenge is that as an unemployed person, it is difficult for me to really meet 

up with the demand financially that is caring for her, giving her the needed eeh care. 

Though I have been trying to see what I can do, to see that I do not lack but without 

finances, without job, it is really hectic. It is really hectic because, you know, you 

understand what I mean? You don’t have a job and you have to go out there and 

struggle to make a living for yourself and for your child and eeh sometimes you find it 

difficult…’ (Frank) 

Frank viewed unemployment as a key factor that made his caregiving experience challenging. 

He explained that he finds it difficult to meet up with his financial responsibilities as a caregiver 

due to unemployment. His comment ‘giving her the needed eeh care’, indicates his 

understanding and willingness to provide certain quality of care, which the care recipient needs. 

Unfortunately, he finds it difficult to achieve the quality of care he would want to because of 

lack of finance worsened by unemployment. However, he affirmed his effort in doing his best 

to provide quality care but for financial challenges. Thus, he concludes that caregiving is a 

hectic process. Perhaps Frank uses the phrase ‘really hectic’ to describe his caregiving 

experience, which suggests of the emotional or mental restlessness that comes with not having 

the source of finance needed to provide for himself and care for his child, yet he is obliged to 

make a living for himself and the care recipient. It also implies how burdensome his caregiving 

experience is. He pointed out that he sometimes struggles to meet up with his financial 
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responsibility and obligation. Frank’s financial burden is worsened by the fact that he does not 

have sufficient external support. 

‘I don’t have any support only some few friends, though they don’t know about my 

problem but they know that I don’t have any work to do and I have a family to fend for. 

Sometimes out of their benevolence, they will give but there is nothing one can give you 

that will actually eradicate your problem completely. You need to go there and then 

you need to have something to do, to have something coming in either on monthly basis 

or weekly basis, When that happens, that will give you the confidence that at least you 

will be able to do one or two things for yourself and your family and be able to meet 

the demands of your children like in this case.’ (Frank)  

Although the caregiver mentioned having some form of financial support from a few friends 

who are aware of his employment status and family responsibilities, he seems dissatisfied with 

receiving such support as it will not ‘eradicate’ his financial ‘problem’ completely. He pointed 

out that having a steady source of income provides a level of confidence in his ability to deal 

with family responsibilities and take care of himself. Frank seems to dealing with lack of self-

confidence and poor self-esteem due to his unemployed state. Once more, he underlined 

unemployment as a barrier to the quality of life and care he desires for his family especially 

the care recipient. His comment ‘be able to meet the demands of your children like in this case’ 

(referring to caregiving), indicates that he does not meet the financial demands of caregiving 

due to unemployment. That seems to frustrate him and influence his interpretation of his 

caregiving experience. 

‘So, in summary, it has been, it has not been easy. The challenge is enormous as an 

unemployed father.’(Frank) 

He summarises caregiving as a challenging process and the magnitude of its complexity is 

influenced by his employment status.  

Similarly, Carol described her caregiving experience as ‘hell’ as a result of the financial burden 

she is faced with. 

‘I used to spend some months here in the hospital, three months, four months, two 

months, a month plus, including meningitis. It was hell…Haaa! It is hell because the 

drugs, buying of drugs, the feeding, the bills and everything. The drugs are so expensive 
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that if you don’t have money to sacrifice, it takes money to sacrifice to bring up a child 

in stage 4. You know a child in stage 4 how it looks like.’ (Carol) 

Carol’s description of caregiving role as ‘hell’ was as a result of the financial responsibilities 

of caring for the child during the period when he was critically ill. Although she mentioned 

different time frames and intervals she spent at the hospital and an example of the poor medical 

condition the child suffered, which could affect her description of caregiving, she went further 

to clarify her main reason for stating that her experience was ‘hell’. She cited the money spent 

on medication, food, hospital bills and everything, which was an act of sacrifice. She 

emphasised how expensive the medicines were and that it demanded financial sacrifice to 

manage a child at stage 4 of HIV infection, which is the progression from HIV to AIDS. The 

use of the metaphor ‘hell’ seems to underscore the difficulties she experienced as a result of 

managing the financial demands of caring for her child. The use of the word ‘sacrifice’ in terms 

of spending money as part of caregiving role, shows that caregiving requires commitment and 

going the extra mile but a caregiver struggles to achieve that due to limited access to financial 

resources. It also shows that the survival of the child at such critical stage is linked to the 

financial status of the caregiver. Carol went further to give details of how much spent during 

of one of the periods the child was admitted at the hospital. 

‘Do you know what it takes to remain in the hospital for three months buying of oxygen, 

blood, drugs, antibiotics? Like the last one we left the hospital without drugs, I bought 

it three thousand [Naira] per bottle and this three thousand, you are buying it every day 

for one month, three weeks for the meningitis. Every day, three thousand, so calculate 

it, it was huge amount of money.’ (Carol) 

It is obvious based on her comment that financial burden of caregiving was compounded by 

the fact that long stay at the hospital demands constant purchase of HIV medication. Carol 

asked a rhetorical question on the cost of medication, showing her pain for spending so much 

to keep the care recipient alive. This underscores her initial description of informal caregiving 

as ‘hell’. The implication of the high cost of medication meant that the participant could not 

afford to buy the child’s medication the last time she was at the hospital. This implies that 

limited resources could affect the quality of care the caregiver are able to provide as they are 

not able to buy important medications for the care recipient; and this could have adverse effect 

on the care recipient’s health and quality of life. 
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4.2.3 Emergent theme 3: Loss of freedom 
This theme highlights participants’ description of their experience as they felt like they have 

lost their freedom and are perpetually stuck with the care recipient. Many of them did not have 

time for themselves and their life was centred around the needs and activities of the care 

recipients. For instance, Theresa was asked if there are some positives to caring for a child with 

HIV, she responded: 

‘There are no positives to it because it tied him down, it won’t allow him to be free. 

Even me I am not free because every time, I will be thinking about giving him drugs.’ 

(Theresa) 

Theresa pointed out that reason she cannot see any positives to her caregiving experience is 

that the care recipient is tied down. He is not free and she is not free as well. She described 

caregiving like a bondage that robs her and their care recipient of their freedom. It seems she 

is referring to the restriction of movement and limited social network for both of them. Her 

comment also suggests that the freedom she is referring to includes not being free in his mind. 

She is not free in her mind ‘because every time, I will be thinking about giving him drugs.’ It 

seems as if the need for adherence to HIV medication is so strong and has become a 

preoccupation that feels like a kind of confinement, which deprives her the opportunity to live 

her life the way she would have desired. Caregiving seems to have taken over her identity or 

how she perceives her life. 

She went on to describe such restriction of movement for the care recipient, which limits her 

freedom as well, as why caregiving has been very burdensome for her. 

‘I don’t allow him go out, he must stay around with me all the time, he doesn’t go out, 

during holidays he stays with me while other siblings will be travelling, he will be there 

with me. And eeh [pause] it has been difficult, very, very difficult.’ (Theresa) 

The extract explains that care recipient is not allowed to go out but stays with the caregiver ‘all 

the time’ even when other children travel on vacation. The main reason for the restriction of 

movement, as explained in Theresa’s comment, is that she needs to be with him to supervise 

his medication, which will ensure that he does not fall ill. It seems as if such self-imposed 

restriction is difficult for the caregiver to deal with as she paused emphasised how difficult 

caregiving is. Her comment shows that it is an ongoing negative experience tied to HIV 

medication. This seems central and significant to her interpretation of her caregiving 
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experience. Her expression of the need to have him with her all the time signifies an inner fear 

of what could go wrong with his health if she is not there to look after him. Such fear overrides 

her desire to have a sense of freedom; being stuck with him all the time. 

‘My dear, the only challenge, the only thing I will say is a challenge is, it does not allow 

me go out. It does not allow me to release him to go for holidays. Like right now, my 

other children, they are preparing to go to Port Harcourt, he will not go. That is the 

only challenge, it does not allow him go out, he does not stay outside.’ (Theresa) 

Theresa’s comment ‘it does not allow me go out’ reiterates the fact that caregiving restricts her 

social network and limits her personal time as she seems stuck with the care recipient. It also 

shows that she desires to ‘go out’ and that social interaction is an important aspect of her life; 

thus she identified inability to ‘go out’ as ‘the only challenge’ she is faced with. Though she 

has the authority to ‘release him to go for holidays’, which will create personal time and 

freedom for social network, however, she does not want to compromise her role of supervising 

HIV medication, which will ensure his wellbeing and prevent illness. Theresa seems to have 

become so entangled with her role that letting the child stay without her stirs a sense of fear 

and concern on what could happen if she let him be without her. Moreover, she has sacrificed 

a lot to ensure maintenance of HIV medication and will not want to compromise that. This is 

reflected in Theresa’s comment below: 

I had to withdraw myself from where I was, I came back, I stayed here permanently in 

Uyo. I didn’t leave him alone, I stayed with him, so that I can monitor him and giving 

him the drugs morning and evening.’ (Theresa) 

She was able to sacrifice her education to be with him in order to ensure adherence to HIV 

medication. Theresa’s comment reiterates the fact that her life centres around ensuring that the 

boy is well taken care of especially helping him maintain the routine of HIV medication. It 

seems like a preoccupation for her even though it seems detrimental to her wellbeing. 

Nevertheless, she is hoping that there will be a permanent cure for HIV as that is the only time 

she anticipates to be free.  

‘So, if there should be a way that eeh drugs could cure this permanently, I will be the 

happiest mum on earth because it does not allow that my boy to go out. He stays around 

with me, he stays around with me, he doesn’t go out, he doesn’t except if I want to travel 

out, I will travel with him.’ (Theresa) 
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Similar to Theresa’s view, Evelyn indicated that caregiving is challenging partly because she 

does not feel free. 

‘Every day taking of drugs, it is too much now….It is challenging of course, you don’t 

feel free because of that. It is not easy, hmmmmm! it is not easy [long pause].’ (Evelyn) 

Her comment portrays caregiving process as an experience that restricts caregivers from living 

their lives without mental, emotional and social inhibitions created by the need to maintain 

certain roles and obligations associated to caregiving. One of such roles is the management of 

HIV medication as suggested by Evelyn. It seems that the daily management of HIV 

medication is overwhelming for her and creates a feeling of entrapment. She emphasised the 

challenges associated with not feeling free by repeating the phrase ‘it is not easy’ with a deep 

sigh and a pause in between. Her comment also suggests that she finds it difficult to articulate 

and express the difficulties associated with this sense of bondage and how it impacts her 

emotional and mentally. 

She went further to highlight constant visitation to the hospital as challenging. 

‘Coming to the hospital to get his drugs almost every month, two two months. 

Sometimes you have something to do, even when he is in the school, but because you 

want to get the drugs, you must come to the hospital to collect the drugs. And the child 

even complained that you have been coming to the hospital often.’ (Evelyn) 

The extract shows that the monthly hospital visit affects her personal activities as well as the 

child’s school activities as he is expected to come with him. She equally stated that the child 

also complained of frequent visits to the hospital. Her comment indicates that the routine of 

hospital visit seems to create a feeling of being entrapped in an activity she must engage in 

even when she does not desire to do so. It creates a sense of powerlessness and helplessness 

since she has no choice but to keep at it since the medication is crucial for the child’s health 

and survival. 

Another of the participants, Joe, explained that as result of his caregiving experience and the 

fact that he is HIV positive, he seems to have lost his freedom. 

‘And that is what makes me take a very stern stand, firm stand to be very, very, very 

personal to watch what I do. I am no more a free person.’ (Joe) 
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Joe’s comment implies that he can no longer live his life the way he desires or used to as he 

must watch his actions. The stern decision to be cautious of his actions as a result of his HIV 

status and perhaps his caregiving role, seems to have created a feeling of loss of freedom and 

restricted social life. It appears the caregiver feels entrapped and powerless to live his life the 

way he desires. Joe’s interpretation of his experience seems to be influenced by the fact that he 

is HIV positive as well as caring for his child who is HIV positive. 

4.2.4 Emergent theme 4: Doing it all alone 
Some participants’ narratives show that they were left alone to handle caregiving 

responsibilities, which they identified as a major reasons for seeing caregiving as a challenging 

experience. For instance, Carol narrated that she was abandoned by her family and her husband 

and was left alone to take care of the child. This resulted in a stressful caregiving experience. 

‘The stress was much because it was only me. Why the stress was much being that my 

family abandoned me. Though they didn’t know what the problem was. Their anger was 

that I got pregnant, I would have gone school. And then I got admission at the school 

of nursing, and so everybody was angry with me, my parents including everybody 

around. And the boy’s father too was gone to nowhere, I could not find him. So it was 

hell.’ (Carol) 

Carol indicated that the stress was much and she went on to highlight why it was so; she was 

left alone to manage the caregiving responsibilities. Handling caregiving roles without external 

support especially from family members was overwhelming and very stressful for her. The 

comment ‘it was only me’ gives the impression that Carol experienced a feeling of loneliness 

and abandonment for being the only one involved in the caregiving process. It implies that she 

would have been better off having close relationships with her family members to provide both 

physical and emotional support to her. This seems to have created a feeling of abandonment 

and helplessness. The caregiver was not abandoned because of HIV as they are not aware but 

for being pregnant at a time when she was supposed to be in school. She lost the opportunity 

to go school when she gained admission into the school of nursing as her parents abandoned 

her out of anger. Losing the chance to go to school and the severance of her relationship with 

her parents might have compounded the negative and distressing experience she had. It was 

not only her parents but everyone around her that was angry with her. This may imply that 

Carol felt emotionally disconnected from people who should have been supportive and close 

to her. Furthermore, the father of the care recipient abandoned her as well. She must have 
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longed for him at least to support or assist in providing care to the boy but he was nowhere to 

be found. Such feeling of abandonment and loneliness seems to have affected her caregiving 

experience. Thus, she summed up her caregiving experience using the phrase ‘it was hell’.  

Similarly, Sandra narrated how she was left alone to provide care for the care recipient, which 

makes caregiving a challenging experience for her. 

‘The father is alive oh but the father does not take care of her. Every time, when I call 

him ‘are you selling your child for me?’ let me know so that I will know that she is now 

my daughter. You don’t care for her, I mean to give 5 Naira.’ I don’t think they buy 

anything with 5 Naira, let me call it 10 Naira to buy pure water or chewing gum, he 

has not cared for her. So, I am the one taking care of that girl, sending her to school, 

giving her everything she wants. So, it is not easy for me.’ (Sandra) 

Sandra’s frustration is linked to the fact that the girl’s father is alive but refuses to take 

responsibility for his daughter or support her in taking of the girl. In fact, she suggested that he 

has not provided any form of financial support since she took up her caregiving role. This may 

suggest that the challenges she associated to caregiving would have been alleviated if she 

received financial support from the girl’s father. It also seems she has not stopped soliciting 

for his support as she sometimes calls him to ask if he has completely given his daughter over 

to her. Her use of the term ‘selling’ suggests adoption of the child as hers and not in terms of 

financial transaction. Perhaps, she hopes that he will see the need to support her financially 

knowing that the care recipient is still his daughter or else she wouldn’t keep asking him for 

support. Furthermore, Sandra’s comment ‘let me know so that I will know that she is now my 

daughter’, suggests that she would have been more comfortable and happier providing care for 

the care recipient if she was her daughter. It seems that having the girl as her child would 

provide a stronger reason to continue caring for her despite the challenges associated to it. 

Sandra went on to cite an example of other areas of financial roles she plays for the care 

recipient. She sponsors her education and provides all that she needs. By highlighting some of 

these responsibilities, she tries to highlight the financial burden she bears as a caregiver even 

without receiving any form of support from family members or anyone else. Her comment ‘so 

it is not easy for me’ expresses her view of how challenging it is to provide care for the care 

recipient alone without any form of support especially financial support. 
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Sandra went on to explain how difficult it is to provide for the care recipient all by herself, as 

seen in her excerpt below: 

‘Even though, sometimes I used to be annoyed and say to her, ‘I can even take you to 

your father and dump you there and I go that I don’t have assistance, nobody to help 

me.’ I have a sister, she is an assistant controller of immigration in Lagos State, my 

real sister, the first daughter. Since I was here in this hospital taking care of that girl, 

nobody has ever given me one Naira but they say we should be caring, we should care 

for these HIV people. So, there was a time I used to be disgusted because it is not easy 

for me and I have four of them in my house, not HIV patients, only this one.’ (Sandra) 

She did not hide her frustration as she stated that sometimes, she used to be annoyed which she 

expresses to the care recipient. This shows that though she has been involved in informal 

caregiving for about six years, it is not something she does with all her heart. Her anger and 

frustration are linked to the fact that she is left alone to provide care for her niece whose father 

is alive but does not show any form of concern or support for his daughter. Her comment ‘I 

can even take you to your father and dump you there and I go, that I don’t have assistance, 

nobody to help me’ shows deep her frustration is that she could threaten to abandon the care 

recipient. However, such negative feelings were likely to be alleviated if she received financial 

support. It is also possible that the support she solicits for may also entail emotional support 

even though her emphasis was on financial support due to the financial demands of caregiving. 

Furthermore, her frustration as suggested in her comment could be an expression of her 

depressed state and feeling of helplessness since there is no one to provide some form of 

support especially financial assistance. The caregiver’s comment also suggests that her feeling 

could affect her attitude and disposition towards the care recipient and could affect the quality 

of care she provides. Venting her anger and frustration on the care recipient could also impact 

on the care recipient emotional and mental state. She went as far as stating that she has a sister 

who is in a position to assist her financially considering her employment position. The 

caregiver used the phrase ‘my real sister’ to show that they are blood sisters and the phrase ‘the 

first daughter’ to highlight the cultural expectation on the sister as the first daughter. First 

daughters are socially and culturally expected to shoulder more responsibilities in the family. 

Thus, if anyone should be culturally obligated to take up the caregiving responsibilities, it 

should be the first daughter. Again, even if she does not provide care for the care recipient, she 

can support her financially as she has taken up a responsibility culturally meant for her. 
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However, Sandra appears to be surprised that in spite of all these factors, the sister has not for 

once offered any form of assistance to her. It seems that bringing the example of the sister as 

one that ought to offer financial assistance suggests that she feels left alone to take 

responsibility of her niece’s caregiving when there is someone in a good position to offer 

support. It would have made more sense to her if the sister does not have the capacity to do so. 

There seems to be a sense of emotional loneliness and feeling of abandonment as expressed in 

her comment. Thus, being on a lonely journey, having taken up a responsibility that demands 

support from family members appears to have influenced the caregiver’s interpretation of her 

caregiving experience. This was reiterated by her comments below: 

‘Since I was here in this hospital taking care of that girl, nobody has ever given me one 

Naira but they say we should be caring, we should care for these HIV people. So, there 

was a time I used to be disgusted because it is not easy for me and I have four of them 

in my house, not HIV patients, only this one.’ (Sandra) 

The caregiver hinted of the period she had negative feelings about her role as a caregiver. She 

used the word ‘disgusted’ to explain her feeling on how being a caregiver made her feel. The 

use of such a strong word ‘disgusted’ hints of a terrible and deep negative emotional feeling. 

The complexity of her situation is worsened by the fact that she is not only taking care of one 

child who is HIV positive, she is saddled with the responsibility of caring for three other 

children. This added responsibility equally worsened her emotional state. Sandra seems to 

equally find it frustrating that informal caregivers are encouraged to provide care for care 

recipients without any form of financial incentive or support and are left alone to manage their 

challenges all by themselves. Thus, beyond her family members, her comment suggests that 

she expects some form of support from probably the government, charitable organisations or 

individuals in the society. The caregiver understands that there is an expectation from society 

to provide quality care to children who are HIV positive, however she feels that such 

expectation needs to be complemented with adequate support for those involved in HIV 

caregiving. 

4.3 Superordinate Theme 2: HIV Medication – a solution and a problem 
The previous superordinate theme highlighted some of the negative experiences of caregiving, 

which include the financial challenges faced by participants while providing care for their care 

recipients. Furthermore, this superordinate theme captures informal caregivers’ experiences in 

relation to managing HIV medication. All the participants identified managing routine of HIV 
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medication as an important aspect of their caregiving role, which presented some benefits and 

challenges at the same time. These benefits and challenges are elaborated in the following 

themes: benefits of HIV medication, the problem of managing HIV medication, managing HIV 

medication alone, associating HIV medication with HIV status, and HIV medication – a part 

of caregiver’s life. See figure 4.2. 

 

Figure 4.2: Superordinate theme: HIV medication – a solution and a problem 
 
4.3.1 Emergent theme 1: Benefits of HIV medication 
This theme underlines participants’ view of HIV medication as an important element in the 

management of HIV infection, leading to the survival of their care recipients. Caregivers 

indicated managing HIV medications for their care recipients and that HIV medication is 

central to the prolonged life and health of the care recipient. This is illustrated by Theresa’s 

account below: 

‘I kept giving him the drugs till I saw that he was no longer, I think he took the drugs 

for like a year or two, so he was normal because he was plumpy when he was born till 

when he was one year old, that was when it started. So, after administering the drugs, 

he was I think six months or so, he was okay.’ (Theresa) 

Theresa’s comment indicates that she understood the positive effect of consistent medication 

for about a year or two, which resulted in the child’s health improvement. Her use of the phrase 
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‘so he was normal’ implies that she had an expectation of how he should look physically, to 

represent what she believes to be ‘normal’ in terms of the boy’s health. This was made possible 

through HIV medication. She went to reiterate that he was ‘okay’ indicating the benefit of 

consistent HIV medication. 

Similar to Theresa, Jodie highlighted the important HIV medication by explaining how its 

adherence led to an improvement of the care recipient’s health.  

‘I will come and collect the drugs and I made sure that I gave it to her. From there I 

noticed that she had great changes in her body because before then she was emaciated. 

So after taken the drugs for some time, I noticed that she came up.’ (Jodie) 

Jodie underlined the role she played in managing adherence to medication, which result in a 

significant improvement in the health of her niece as there were changes in her body. She 

pointed out that she lost so much weight as a result of the infection but all that changed because 

of the medication. This is expressed in her use of the phrase ‘she came up’. Consequently, the 

benefits of HIV medication is dependent on adherence to it by care recipients, and caregivers 

play a key role in managing adherence. 

In highlighting the benefits of HIV medication, Joe suggested that apart from the care recipient, 

it was crucial to his wellbeing as well. This implies that informal caregivers who are HIV 

positive also depend on the HIV medication for their survival. 

‘So when I came in for the test, I discovered that I was positive. Though I said okay, no 

wonder eemm, I would have even died if I did not come because I had, my health had 

dwindled. Every other medication was defied [pause] because it did not synchronise 

with modern medical approach to issues like this. Not until I came and I was placed on 

the drug that was when I started regaining my strength.’ (Joe) 

His comment shows that he tried other medications without any positive results until he started 

taken HIV medication. The effectiveness of HIV of medication in improving his health was 

highlighted in the phrase ‘I started regaining my strength’. 

HIV medication is seen as a temporary solution to HIV infection that sustains the life of the 

care recipient, as seen in Joe’s comment below: 
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‘And I will also give him some assurances that in no distant time, there will be a 

permanent cure. But then for now, let us keep going with the temporary drugs.’ (Joe) 

Though he believes that there will be a permanent cure one day, he understands that 

momentarily, he needs to adhere to the medication to survive. The use of the phrase ‘let us keep 

going’ suggest that both him and the care recipient need the medication to carry on living. 

As a result of the benefits of HIV medication, its management is seen as an important 

caregiving role for all the participants. This means that they must do whatever is necessary to 

see that care recipients adhere to their HIV medication.  

‘And eeh they have it upon themselves to ensure that the children are well-guided to 

take their drugs because they are not aware. And then they have to do everything 

possible to ensure that they adhere to the instructions of the health officials for the 

wellbeing of the children.’ (Joe) 

Joe believes it is the responsibility of the caregivers to ensure that care recipients adhere to 

their medication since they are not aware of the HIV status and may not understand the 

importance of maintaining HIV medication.  

Joe’s view was also echoed by Fred, as shown in his comment below: 

‘So the parents have to watch very carefully to make sure that they compel the children 

to take the appropriate quantity of the drugs required.’ (Fred) 

The benefits of HIV medication is one the reasons caregivers cannot do without it in ensuring 

the survival and wellbeing of their care recipients. However, it is also a source of problems for 

caregiver as is explored in the emergent theme that follows below. 

4.3.2 Emergent theme 2: The problem of managing HIV medication 
While majority of the participants recounted the importance of HIV medication in restoring the 

health of the care recipients, it appears that managing HIV medication was seen as a 

challenging experience; they expressed that it is a challenging process.  

For instance, Theresa described keeping to the routine of HIV medication, which involves 

keeping to scheduled times for medication as a problem. 
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‘Waking him up early in the morning is a problem……I will be giving him in the 

morning 7 o’clock in the morning and 7 o’clock in the evening.’ (Theresa) 

Theresa stated that one of the reasons caregiving is a challenging experience for her is the 

routine of HIV medication which involves administering anti-retroviral medicines to the HIV 

care recipient daily and at a specific time. Stating the time for daily medication seems 

significant to her as it shows the effort and discipline involved in managing the care recipient’s 

medication. To consistently follow such routine was important for his health but at the same 

time burdensome for the caregiver.  

Similar to Theresa’s view, Evelyn sees the daily routine of medication as a burdensome 

process, as reflected in her comment below.  

‘Every day taking of drugs, it is too much now.’ (Evelyn) 

Her use of the phrase ‘too much’ suggests how overwhelming it is for her. The ‘now’ does not 

connote present moment but a colloquial remark to emphasise ‘too much’. She seems to also 

empathise with the care recipient for having to take her medication daily. 

Like other participants, Joe described the routing of HIV medication as very challenging 

experience both for him and the care recipient. This can be seen in his response when asked if 

keeping to HIV medication is one of the toughest challenges as it has to do with him as a 

caregiver. 

‘Well, you know, principally, I will say yes, because the idea of keeping to the drug 

schedule is very important. It makes you timely and you don’t miss out. And so it is a 

very, very harrowing experience.’ (Joe) 

His comment shows that Joe sees adherence to HIV medication as important and beneficial to 

him and his child, however following the routine is a distressing experience. His use language 

such as repetition of ‘very’ suggests emphasis on how acutely distressing the process is to him 

as a caregiver. Harrowing in this context could imply negative emotional and mental feeling 

associated to the routine of HIV medication. Regardless of how distressing the experience is, 

he must carry on with it due to the benefits. 
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‘It is a harrowing experience because you don’t do it voluntarily; at times you have to 

do it involuntarily; not on your own likeness because it is incumbent on you to do it so 

as to save that life that endangered.’ (Joe) 

He pointed out that managing the routine of HIV medication is distressing because it is not 

done voluntarily, which suggests an action he is not happy to carry out but an obligation he 

must do. The reason behind carrying on with the role despite how he feels about it, seems to 

be based on the need to save the life of the care recipient, whose survival he sees as his 

responsibility. This implies that though his experience of HIV medication is negative but the 

benefit and importance of the process to the care recipient means he has no option than to keep 

at it.  

‘Urm, but most of the time I feel so bugged up with taking the drugs you know. It is 

eehh, because you just have to. You may not want to but you have to take it. You know 

morning and evening. Is a [pause] such a dreadful thing. So that makes you look a bit 

depressed but what cannot be avoided must be endured.’ (Joe) 

Joe seems to move away from his role as a caregiver in relationship to managing care 

recipient’s HIV medication to his personal experience with the routine of HIV medication, 

being HIV positive himself. He used the phrase ‘I feel so bugged up’ to express the kind of 

negative emotions he associates to the routine of HIV medication as if he was forced and 

overburdened by someone manage HIV medication. He states that the routine of HIV 

medication is ‘a dreadful thing’, which could imply that it creates a feeling of anxiety and 

depression. Joe endures the process only because he cannot avoid it; his life and that of the care 

recipient depend on it. 

Some of the participants indicated that managing HIV medication was challenging due to the 

negative attitude and behaviour of the care recipients towards HIV medication. For instance, 

Carol highlighted the giving of HIV medication is a problem, especially adherence to the 

routine of medication because of the child’s unwillingness to take his medication. 

‘It is not easy to take care of a child with HIV positive because giving the drugs is a 

problem and children do not like to take their drugs also taking the drugs every day.’ 

(Carol) 
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Carol’s perspective of caregiving is that it is a problematic experience as a result of her role in 

supervising HIV medication daily, coupled with the fact that child does not like taking his 

medication. This is described further in her comment below: 

‘I give his drugs in the morning. It used to be hell oh, it was this doctor that used to 

talk. It used to be hell, you keep on promising him heaven and earth because these 

tablets are big.’ (Carol) 

Her use and repetition of the phrase ‘it used to be hell’ emphasises the difficulty she 

experienced getting the boy to take his medication. It seems there has been an improvement in 

the child’s attitude towards his medication as her comment referred to past experience. And 

part of her motivation strategy was to make promises of different things to the care recipient. 

The cost of fulfilling those promises could be part of the difficulties she meant. 

Another participant Sophie expressed her concern about the attitude of the care recipient 

towards HIV medication. 

‘The only challenge we have with him is maybe he hardly takes his drugs. If I left the 

house because his time for the taking the drugs is 7.30am, so a times I do leave the 

house before 7, I will come back and notice that he didn’t take the drugs or maybe I 

came late before 7 or 7.30pm, I will notice that he won’t take the drugs.’ (Sophie) 

In Sophie’s case, the care recipient hardly takes his medication when left unsupervised 

especially when she leaves the house early or comes back late from work. Sophie sees this as 

the only challenge they have in managing HIV medication. Her inability to help him maintain 

his medication seems to create a feeling of guilt as she tries to exonerate herself below: 

‘I have to say this, it is not every day that I do remember, you know I am human, but if 

you ask him, Jude have you taken your drugs, he will say I have…………Jude is not 

trying, Jude is heartless. That is the challenge we have. Jude hardly takes his drugs if 

you are not around. If you give him the drugs, if you are not around, if you give him the 

drugs, if he has the chance, he will just throw it away; a times he will put it in the waste 

bin. A times he will take it to school and when he gets there he will throw it away. That 

is the real challenge.’ (Sophie) 
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Though on her part, she acknowledges her shortfalls in terms of managing adherence to 

medication, however, depending on the care recipient to follow through without supervision 

seems unproductive. He cannot be trusted with the responsibility of adhering to his medication 

as he will either throw the medicine away or refuse to take it. Sophie sees such behaviour and 

attitude as being heartless as non-adherence to HIV medication will lead to health deterioration 

and compound her caregiving experience. Her expression shows how frustrating and helpless 

she is the care recipient’s attitude. She further underscores this experience to be ‘the real 

challenge’. This suggests that there are other challenges, which she could see as minor in 

comparison to her experience with care recipient’s non-adherence to medication.  

Similarly, Theresa equally expressed her son’s negative attitude to HIV medication in her 

comment below: 

‘Already this boy does not want to take his drugs, he was telling me “I am tired of 

taking the drugs, mummy, I will not take it again”.’ (Theresa) 

The care recipient has clearly declared his unwillingness to carry on with HIV medication. This 

attitude of the care recipient towards his medication was a cause for concern for her as she was 

worried that inconsistency in his medication could result in illness and possibly death.  

Considering the huge benefits of HIV medication in the survival and health improvement of 

care recipients, participants had to come up with different strategies to motivate care recipients 

towards adhering to HIV medication. A common approach was to plead and provide some 

incentives, as shown in Carol’s comment below: 

‘I will keep on begging, I will give you chicken, I will give you this, I will give you that; 

I will beg like that. Sometimes, I won’t even have the money, I will go and buy chicken 

100 Naira. Then he will swallow the drugs and I will give him the chicken. So I will 

now say okay, next time if you swallow it, I will give you chicken. Now we are 

bargaining, [laughs] bribing him to take his drugs.’ (Carol) 

This excerpt shows how much sacrifices Carol was willing to make in order to have the care 

recipient take is medicine. Her comment ‘sometimes, I won’t have money’ implies that this 

approach is not convenient and may be part of the difficulties she is faced with but she has to 

do what she can. She described this approach as ‘bribery’, indicating she does not see it as a 

positive step but something she has to do because of the importance of HIV medication. 
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Similar to Carol’s experience, Theresa highlighted her strategy for getting her child to take his 

medication. 

‘I will be like, please, just take the drugs, I will buy you whatever thing you want. He 

will tell me “will you buy me bicycle?” I said Yes. Okay, you will take the drugs for six 

months; I will buy you a bicycle. He will accept, from then he will even be the one 

reminding me, “mummy, I am taking my drugs, see I am swallowing it. He will even 

bring it to me I will tell him okay. After six months, I will just try as much as I can to 

buy him at least, to keep him happy to make him happy.’ (Theresa) 

The care recipient resorted to negotiating with the care recipient by promising to buy things for 

him. Thus, the motive behind the medication for the care recipient is the things the mother will 

give him and not that he sees the need for it or its benefits to his health. Her comment ‘he will 

even be the one reminding me’ indicates the effectiveness of her strategy in getting the child to 

adhere to his medication, which may not be sustained if the care recipient refuses to oblige. By 

saying ‘I will just try as much as I can’, she suggests that it takes effort and commitment and 

effort on her part to get through with her promises to him. However, the focus is to keep and 

make the care recipient happy as his unhappiness could affect his willingness to adhere to his 

medication. 

Participants explained that managing HIV medication becomes very challenging when the first 

line of anti-retroviral medicines became ineffective, thus they had to switch to the second line 

of medication. 

‘We just switched him to second line because the first line was no more working; so 

that his viral load could come down. The viral load was increasing, it was increasing 

very high, it was very, very high. At least it should have been minus 20 but it was too 

high of about thirty something thousand. It was too much, so we now said we had to 

switch him to the second line and since the drugs was no more functioning, it was not 

good for him. We just switched him to second line. And the drug is very big, it does not 

dissolve easily. If you put it in water from morning till night, it won’t dissolve; and if 

you want to break it, it won’t break. So it is hell.’ (Carol) 

Carol pointed out that the first line of medication was no longer effective as it could not control 

the care recipient’s viral load resulting illness. To underline the distressing experience she had 

as a result of the switch, Carol described it as ‘hell’. Going further, Carol pointed out that the 
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nature of the medicine in terms of size and inability to dissolve easily resulted in the complexity 

of getting the care recipient to take it. ‘And the drug is very big’ – thus, it was difficult for the 

care recipient to swallow it.  

Sophie made similar comment as regards the size of the tablets, which discourages care 

recipients from adhering to their medication. 

‘My sister asked him, he said that the drug is too much for him that it is too big for him. 

That is just the challenge we have with him.’ (Sophie) 

Theresa’s experience with HIV medication when the child started the second line of HIV 

medication, also aligns with the narratives of other participants. 

‘I think by April, because by December he switched to another drug that was another 

thing that gave me big problem. Before, at age three, he was on lamivudine and another 

drug till he was 12 years old. The drug was not effective again, so he started having 

skin rashes all over him. So, Dr D. had to switch that line.’ (Theresa) 

Theresa shared her experience in relation to switching to the second line of medication due to 

ineffectiveness of the first line of medication. It seems she used the phrase ‘another thing that 

gave me big problem’ to describe her experience during the process. Her choice of word ‘big 

problem’ showed the magnitude of the challenge she faced when he switched to the second 

line of medication. The phrase ‘big problem’ suggests emotional pain of having her child go 

through another phase of health deterioration after she had found a solution (first line of 

medication) and the complexities around the second line of medication. This is reflected in her 

comment below: 

‘I was told that the second line drugs were not always available, so if the drugs are not 

there, the child does not have his or her drugs, that it will be a very big problem. So 

because of that, I had to cry, I was crying, I said aah, if this does not, I was also told, 

it wasn’t Dr. D. that told, information that if your child fails to respond to the second 

line of treatment, there is no way he can go back to the first line.’ (Theresa) 

She explained that the risk associated to switching to the second line of medication is that it 

was not always available and the child is not allowed to take the first line of medication once 

he starts the second line. That will result in health deterioration and possibly death. This could 
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also happen if the boy does not respond to the second line of treatment. The negative emotional 

feeling resulting from the problem of switching to the second line of medication was expressed 

by the caregiver through crying. In line with the experience of Carol, Theresa explained that 

the size of the new medication was a challenge. 

‘And these ones, the drugs were very big, the tablets very, very big ones, which makes 

it difficult for him to swallow. It was another problem, how do I go about it? I will call 

him please come and take your drugs, he will tell me “mummy, those drugs are too big, 

I cannot swallow them.” It was another problem.’ (Theresa) 

Though the medication resulted in the care recipient’s health improvement, he was not willing 

to adhere to it. The size of the medication provided him with a strong reason to resist following 

through with taking them. Having dealt with the problem of health deterioration, care 

recipient’s negative attitude became ‘another problem.’ Her rhetorical question ‘how do I go 

about it?’ suggests her confusion and concern about the best approach to ensure the care 

recipient maintains the routine of his medication. 

Besides the problem of keeping to the routine of medication and care recipient’s negative 

attitudes and unwillingness to carry on with the medication, some participants felt left alone to 

manage adherence to HIV medication. Their description of such experience is elaborated in the 

following theme: 

4.3.3 Emergent theme 3: Managing HIV medication alone 
Some participants also pointed out that managing HIV medication was challenging because 

they were left alone to manage it. Moreover, others were not diligent in keeping to the routine 

and prescription for the medication. Thus, they were left to manage adherence to medication 

alone. This was the experience of Sandy: 

‘Yes, the other challenge I have is that his father, anytime he is with his father, they 

don’t give the him medication the way it should be, so that will make him to become 

sick and in fact, he become sick and the sickness will be worse than at first. But if he is 

with me, he will look healthy. So that is the challenge in the sense that I am the only 

person to take care of him.’ (Sandy) 

Sandy highlighted that letting the care recipient stay with his father usually results in him 

becoming sick as he does not adhere to or manage his medication well. 
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Being with his father should be a good opportunity that allows the caregiver some time and 

provide a relief from caregiving duties and responsibilities and maybe give her time to engage 

in social activities or other important personal engagements. On the contrary, it creates a sense 

of worry and fear that the boy’s health would deteriorate. She suggested that such visit results 

in a worse health condition for the child, whereas staying with her would make him healthy. 

Her use of the phrase ‘any time he is with the father’, implies a repeated occurrence and this 

could deter her from allowing the child to be with the father to avoid worse health condition. 

Thus, she is the only one that is saddled with the responsibility of managing HIV medication 

alone without any assistance from the child’s father. Though she understands the importance 

having the boy with her rather than the father, she feels doing it alone is challenging for her. 

Similarly, Theresa recounted her experience regarding her challenges with managing HIV 

medication alone. 

‘Then, he was six, seven, eight, at nine, he fell sick again because I was not around, I 

went to school and the father was unable to give his drugs, the way I was giving it. The 

boy fell sick, when he called me, I came home, took him to Doc., he was admitted. So, 

he recovered from the illness. Then I went back but because of that I had to withdraw 

myself from where I was, I came back, I stayed here permanently in Uyo. I didn’t leave 

him alone, I stayed with him, so that I can monitor him and giving him the drugs 

morning and evening because my husband at times he will just tell you he is tired of all 

these things.’ (Theresa) 

‘He fell sick because I was not around’, invariably, if she was around, he would not have fallen 

ill. She tries to highlight the importance of her role as a caregiver and how his health depends 

on her commitment and the effectiveness of her caregiving roles contrasting it with the 

husband’s inability to provide care for the child in her absence. This underlines the significance 

of her presence and her caregiving role. For instance, she took up the responsibility of taking 

the child to the hospital when she came back. To show how significant managing the care 

recipient’s medication is to the caregiver in maintaining his health, which she wouldn’t want 

to hand over to anyone else, she had to withdraw from school. This was expressed in her words; 

this was to ensure adherence to medication and consequently the good health of child. It seems 

that helping maintain the child’s medication was key role that defined her views on how much 

assistance she received from her husband as expressed in her comments: 
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‘I didn’t leave him alone, I stayed with him, so that I can monitor him and giving him 

the drugs morning and evening.’ ‘...my husband at times he will just tell you he is tired 

of all these things.’ (Theresa) 

Her husband did not have the patience and resilience required to follow through with the 

prescriptions of the care recipient’s medication. His attitude towards HIV medication impacted 

on the caregiver, as seen in her comment: 

‘Four years he started school, to wake him up in the morning, at times he will be telling 

me that he will not take the drugs, I will force him, I will give him the drugs morning 

and evening. The dad did not bother about it, the whole thing was on me.’ (Theresa) 

Theresa explained that she carried the responsibility of supervising adherence to HIV 

medication all alone as a result the husband’s attitude and lack of support. Her description of 

her experience is as if managing HIV medication was a heavy weight she was left alone to 

carry. This indicates how burdensome and emotionally overwhelming it was for her to manage 

all the responsibilities associated to caring for the child especially managing his HIV 

medication all alone. Her experience reflects the negative emotional feeling informal 

caregivers experience as a result of being left alone to manage HIV medication, which is an 

essential element of their caregiving roles. 

4.3.4 Emergent theme 4: Associating HIV medication with care recipient’s HIV status 
One of the challenges some participants mentioned in relation to managing HIV medication is 

the fear that others could associate HIV medication with one’s HIV status, which could lead to 

stigmatisation. Thus, they kept it secret from public knowledge. The need to hide HIV 

medication was also illustrated by Jodie’s comment below: 

‘Well, at times because even in the compound, nobody knows that my niece has this 

problem, though she is on drugs, I will just peel the paper on the cup, then nobody will 

be able to read it, and I will hide it. I will tell her ‘this is where you will come and pick 

your drugs’, or I will put it in my purse.’ (Jodie) 

Jodie explained the effort she made in hiding the care recipient’s medicine in order avoid public 

knowledge of her status. Keeping the child’s status secret was important so as to protect the 

child from being stigmatised and avoid being associated to HIV infection. 
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Another participant Sophie, went as far as warning the care recipient never to take his 

medication outside their house. 

‘I warned him never to take the drugs outside.’ (Sophie) 

Sophie’s stern warning to the care recipient about taking his medication shows how important 

it is for her that others do not see him with the medication as this could be used to link him 

with being HIV positive. Such association could lead to discrimination and stigmatisation not 

just the care recipient but the caregivers.  

Similarly, Fred reiterated that HIV medication should not be taken outside but at home to avoid 

exposure.  

‘It is not something that one will say if you want to take the drugs, you have to go 

outside to take it. You stay at home and immediately it is time, say you agree it is going 

to be at 7 in the morning and 7 in the evening, you wake up, make sure that 7 when the 

children wake up they take the drugs.’ (Fred) 

The motive behind taking HIV medication indoors was to avoid public awareness of his 

dependence on HIV medication and thereby associate him with being HIV positive. 

To avoid associating HIV medication to HIV status, Carol could not send her son on holiday 

as that could create room for questions around HIV medicine. 

‘Now, another problem is taking him to somewhere like this holiday, he was supposed 

to be with my parents, with my mum but going with the drugs, questions……… Now, I 

would have loved sending him for holidays to relieve me of some stress but I can’t do 

because my mum will question. This one is another set of drugs again and these ones 

are too big. I don’t want her stress and her questions…… I prefer the boy stays for 

some time maybe after few months again, I will let him go and leave the drugs’. (Carol) 

The caregiver’s comment ‘I don’t want her stress’ shows that the intensity of the mother’s 

questioning and interrogation about HIV medication could be emotionally distressing. It also 

implies that she must have had a similar experience in the past. Furthermore, she was willing 

to forfeit the support and assistance she would have received from her mother, which would 

provide opportunity for personal time and lessen her burden, to avoid association of the child’s 

medication to HIV status. She would rather have the boy stay with her a few months and then 
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go to the mother without his medication than face her reaction to the child’s medication. 

Risking no medication in order to avoid the questions and stress from her mother shows how 

much she dreads her mother’s attitude and possibly knowing of the boy’s HIV status.  

In order to keep care recipient’s status secret, Carol had to lie about the medication.  

‘It was one of my neighbours that was trying to poke nose and asked me ‘why are you 

giving your baby drugs every day?’ I said it is multivitamins. It is just vitamin C, folic 

acid and B complex. It is just multivitamins to keep him going. That is just it, nothing, 

nothing much than multivitamins. Anything wrong about him, I will say no oh. She will 

say ‘like the fight you people fought before taking it.’ I will say because it is good for 

him, he has to take it.’ (Carol) 

Managing HIV medication exposes caregivers to the risk of being stigmatised since HIV 

medication can be associated to care recipients’ HIV status. Thus, participants go an extra 

length in hiding HIV medication from others. Her comment could imply her willingness to do 

everything necessary to shield others from knowledge his status. This approach could be 

emotionally distressing and could lead to a feeling of guilt or denial. As she tries very hard to 

prevent others from knowing what the medication is for, she seems to see the neighbour’s 

concern as an intrusion. This could affect her disposition others who may be happy to provide 

support and assistance. It is also possible that her motive for avoiding such association is to 

prevent others from knowing that she too is HIV positive, which could lead to stigma and 

discrimination. 

4.3.5 Emergent theme 5: HIV medication – a part of caregiver’s life 
This theme reveals participants perspective of HIV medication as a crucial part of their life and 

that of the care recipients. For example, Joe described how HIV medication has become a part 

and parcel of him. 

‘And so, it is not very, very fascinating, but then having done it as a routine, it becomes 

part and parcel of you; and so where you would have felt depressed, it becomes a kind 

of leisure but with the mind that you are saving life.’ (Joe) 

Though he does not find HIV medication interesting, he acknowledged that it is now an 

essential part of his life. Such realisation seems to influence his attitude and mindset about the 

process, so rather than feeling negative (depressed) about it, he looks at the positive side to it. 
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Hence, he considers the routine of HIV medication as an important life-saving process that can 

bring a relief than emotional pain. His comment implies that the negative emotional impact of 

adhering to the routine of HIV medication on the caregiver is influenced by his perspective 

about the process. Consequently, a positive perspective would likely lead to a positive 

experience. 

Unlike Joe who tries to see a positive side to the routine of HIV medication, Bianca sees the 

care recipient’s daily dependence on medication as a ‘useless life’. This is expressed in her 

comment: 

‘Not giving her the drugs is my problem; a baby born to take the drugs throughout her 

life; that is useless life. No day you miss drugs, every day. Do you understand my 

feeling?’ (Bianca) 

She explained that her challenge is not following the routine of HIV medication but the fact 

that her child would have to live on medication daily. This contradicts the experience of some 

other participants, who found the process itself as laborious and distressing. Bianca’s distress 

about HIV medication is rooted in the fact that it is now part of the child’s life, which she 

describes as worthless and undesirable. Her understanding is that a life dependent on daily 

intake of HIV medication is undesirable, which she described as a ‘useless life’. Using the term 

‘useless life’ underscores her displeasure for such life experience and her desire for a different 

kind of life in which the child does not have to depend on HIV medication. Bianca asking a 

rhetorical question ‘do you understand my feeling?’ suggests that she has a distressing 

emotional feeling associated to her child living such a ‘useless life’, which she wants the 

researcher to empathise with her for. 

There seems to be a feeling of ambivalence linked to managing HIV medication, as reflected 

in the themes that emerged above. Participants acknowledged the significant role HIV 

medication plays in the life of their care recipients as they depend on it daily to survive and 

maintain their lives. However, such an important element in the survival and prolonged life of 

the care recipient has also become a source of emotional and psychological distress to informal 

caregivers. The burdensome nature of maintaining the routine of HIV medication, the negative 

attitude of care recipients to HIV medication, association of HIV medication to HIV status and 

the understanding that the process is an integral part of the life of both the caregiver and the 

care recipient are some of the factors explained above. 
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4.4 Superordinate Theme 3: Struggle with Negative Emotions 
As stated in the previous superordinate theme, managing HIV medication is a very important 

caregiving role which participants see to be challenging and could have emotional impact on 

the caregivers. This superordinate theme aims to capture some of these negative emotional 

experiences that were highlighted by the participants while describing their caregiving 

experience. Many of them indicated feeling bad because of various factors associated to 

managing HIV-infected care recipients. Some of these negative emotions are looked at in this 

section under these themes: depressive feeling, feeling of shame, guilt and self-blame, worried 

about the care recipient as presented in figure 4.3. 

 

Figure 4.3: Superordinate theme: Struggle with negative emotions 

4.4.1 Emergent theme 1: Depressive feeling 
This theme highlights the participant’s description of the depressive feeling they experienced 

as a result of their caregiving role. Some of them were overwhelmed by the financial burden 

that is associated with their caregiving roles, as shown in Sandra’s comment below: 

‘When I come back from work, they will write drugs of 25 thousand. If you see her, you 

will not believe she is the one, I am telling you. 25 thousand, I go to work they say 30 

thousand, how much is my salary? I wept.’ (Sandra) 

Sandra’s extract suggests a sense of shock and frustration for the amount of money she was 

asked to pay for the care recipient’s medication, which she expressed by weeping. By asking a 

rhetorical question ‘how much is my salary’ is an indication that her salary may not be sufficient 

to offset the medical bills. Her expression as suggested by the word ‘wept’ seems to underscore 
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feeling 

Worried about 
the care recipient 

Feeling of shame, 
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Struggle with 
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how emotionally overwhelmed she was as a result of the financial burden and responsibility of 

caregiving. 

Another participant Carol described how the financial burden of caregiving coupled with the 

health condition of the care recipient affected her emotionally as well as her physical wellbeing. 

‘How will you sleep when a child is not, a child in stage 4, was like skeleton, transfusing 

of blood? How will you get through the transfusion? Where is the money to pay and the 

rest of it? It was, if you look at me then, I was, I looked very, very old years back because 

of the stress.’ (Carol) 

Carol asked rhetorical questions about some of the things she went through such as 

sleeplessness, the emotional distress and depressive feeling of seeing the child’s deplorable 

health condition, the medical process of transfusion the child had to go through and the pressure 

of not having the financial resources to pay medical bills. The challenging process not only 

affected her emotionally and mentally, it affected her physically as well. This was suggested 

by her comment ‘I looked very, very old years back because of the stress’.  

One of the participants, Frank, described the negative attitude of some health professionals at 

the hospital where his child was admitted. This resulted in a feeling of sadness, as seen in his 

narrative below: 

‘They thought she won’t survive because her state was so deplorable at that time, at 

that stage, so even some nurses, you know, they stood aloof, only very few that had that 

human sympathy for human life and love showed concern and I really thank God for 

them, because they really helped a lot. And some few doctors who really came out and 

then showed concern, they always encouraged me not to feel bad that all will be well 

and eventually she was okay. Sometimes I feel bad that this kind of thing had to happen 

especially in an institution where people are paid to give to, to cater for sick people, 

and when they see the sick people, they decide to behave as if they are saints, they 

behave as if they are not human, they throw away that human love from their heart, 

they look at the patient with such disdain, eeeh set of mind, so I felt bad.’ (Frank) 

He recounted what he went through when his daughter’s health was in a deplorable state and 

some medical professionals thought she would not survive. He felt bad because some nurses 

‘stood aloof’. The use of the phrase indicates that he expected the healthcare professionals to 
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emphasise with him and show keen interest in saving the life of the child. This is revealed by 

his contrasting view about some nurses and doctors who responded to him in a positive way as 

stated in his comment: ‘only very few that had that human sympathy for human life and love 

showed concern. Perhaps, he experienced emotional ambivalence: feeling sad and grateful for 

the positive and negative treatment he received from the medical professionals. The positive 

disposition of few of the medical personnel seems very significant to him. He remarked that 

‘they really helped a lot’, maybe by helping the child to survive and the emotional support they 

offered him. His comment ‘they always encouraged me not to feel bad that all will be well and 

eventually she was okay’ could imply that he was emotionally distraught and their support 

helped him recover. 

However, his use of the phrase ‘Sometimes I feel bad’ implies that the negative attitude and 

treatment he experienced must have had a deep negative emotional impact on him that he 

experiences this negative feeling presently even though it did not happen recently. He 

concluded that such attitudes and behaviour are no longer applicable to the daughter since she 

is no longer in a deplorable state, however remembering the incident makes him feel bad 

sometimes. It seems he understood their attitude as a form of discrimination and possibly 

stigmatisation such that thinking about it results in a depressive feeling. This view is 

highlighted by his comment ‘they decide to behave as if they are saints’ and ‘they look at the 

patient with such disdain’. Using the word ‘saint’ seems to show association of positive HIV 

status with morality since many in the community perceive it to be as a result of poor sexual 

behaviour such as unfaithfulness and promiscuity. Thus, he might associate their actions as 

being judgemental, considering that he seems not to see himself as a ‘saint’, especially 

considering that his behaviour and actions could have resulted in the child’s HIV infection. 

Perhaps, he blames himself for the child’s HIV status. This could this be part of why he feels 

bad sometimes considering that such treatment is no longer the case.  

Furthermore, he used the word ‘disdain’ to describe how his child was treated. This could 

summarise how debased their attitude could have made him feel. It was most likely that he felt 

disrespected and unworthy due to how he perceived their action resulting in his negative 

emotional feeling.  

The emotional and physical state of the care recipient is most likely to affect the emotional 

state of the caregivers. Frank expressed how the emotional state of the care recipient as a result 

of her HIV status affects him negatively. 
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‘Sometimes I used to observe her mood, and when I notice that, I have to counsel her, 

tell her not to think much about that. It is normal that one has to be sick. So, this used 

to also affect me as a father though I do not show or tell her that it affects me but behind 

the curtains, it affects me.’ (Frank) 

His comment suggests that the care recipient experiences negative mood as a result of her status 

and he counsels her by providing a positive perspective to her experience. However, it seems 

that the negative mood of the care recipient affects his mood as well. His comment ‘This used 

to affect me’ suggests he is referring to their experience with HIV, which affects the mood of 

the daughter. He suffers the same negative emotional state just like his daughter. Perhaps, he 

also feels sad whenever his daughter is in a bad mood. His inability to make her feel good 

always, seems to create a feeling of helplessness and powerlessness in him. Maybe he tries to 

project into her daughter an emotional experience he longs to have. He wants her to have a 

positive feeling while he struggles with the same negative emotions. 

Another participant, Sandy explained that she felt bad because her child could not verbally 

communicate with her. 

‘Another thing is that I want him to talk. You will tell him something and he will just be 

looking at you, he cannot talk. That is another thing. It makes me feel bad. Sometimes, 

I just accept it because there is nothing I can do about it. I feel bad because anytime I 

see other children active, I want him be like those children. So, anytime I just see him 

just like that, it is something that makes me feel bad. So, that is why I am doing 

everything just for him to be strong and healthy.’ (Sandy) 

The inability of the care recipient to talk seems like a serious concern for the caregiver. Her 

comment implies that it is difficult for her to connect with her child due to his inability to 

verbally communicate with her. This seems to create a feeling of disappointment and sadness 

as indicated in her comment ‘it makes me feel bad’. It seems she has accepted her fate since 

there is nothing she can do about it, though it makes her feel sad. Her comment suggests a 

feeling of helplessness and powerlessness. Meanwhile she tries to compare her child with other 

children and the realisation that they are more active than him equally makes her feel sad. 

Though the boy’s physical state seems to be a source of negative feeling, it is also a source of 

motivation to the caregiver to do everything within her power to help the child become healthy. 
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For some other participants, the depressive feeling they experienced seems to be linked with 

having the care recipient diagnosed with HIV. This was illustrated in Theresa’s account below: 

‘After a year, he started being sick, he was sick always, I went from one hospital to the 

other till when he was three years old. I brought him here then he was diagnosed of 

HIV positive. When I got home, I cried, I wouldn’t lie, I cried.’ (Theresa) 

Although the child was sick for about two years and she took him to several hospitals during 

that period, it did not have as much impact on her until he was diagnosed with HIV. The 

emotional pain of diagnosis was expressed through crying. To highlight the intense and deep 

emotional distress expressed through her crying, she used the phrase ‘I wouldn’t lie’ and 

repeated the phrase ‘I cried.’ The caregiver was also diagnosed with HIV, which might have 

aggravated her emotional distress. 

‘They said I should go for the same test, I went, I discovered that I was positive. So I 

came back, I started, so Dr D., she counselled me on how to take care of it that it is not 

the end of the world. So I summed up courage, I summed courage and started coming 

to Dr, so she was there to assist.’ (Theresa) 

Counselling seemed crucial to enable Theresa engage in self-reflection and self-dialogue with 

the aim of having a positive perception to her situation. The doctor stating that ‘it is not the end 

of the world’ is suggestive of how devastated she was as a result of her HIV status and the 

child. Her comment ‘so I summed up courage’ perhaps shows the impact of counselling in 

helping her resolve to deal with the reality of her HIV status and that of her child. It seems she 

was discouraged about making an attempt to seek professional help, thinking it was the end of 

the world. However, the doctor’s encouragement seems to have changed her perspective and 

she started engaging in counselling from the doctor. She added that the doctor ‘assisted’, maybe 

emotionally and psychologically. 

Similar to Theresa’s experience, Bianca highlighted the emotional impact of her daughter’s 

HIV diagnosis on her as depicted in her comment below: 

‘I feel bad since the day I discovered that sickness on that baby. I am not happy. When 

I sit down by myself, I shed tears. When I sit down with the baby and carry her, I used 

to shed tears thinking of the way I will explain to her. If I sit down only me and the 
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baby, I used to shed tears. She will tell me mummy sorry. She doesn’t know why I am 

shedding tears, that it is because of her.’ (Bianca) 

Bianca clearly stated that her negative emotional state is an ongoing experience. The bad 

feeling she experiences started since her daughter was diagnosed of HIV. She equally used 

another phrase ‘I am not happy’ to reiterate her negative feeling. Going further, she indicated 

that her negative emotional state is expressed through shedding of tears and this happens when 

she is alone and when she is with the care recipient. The participant’s comment suggests that 

the main reason for her emotional state is linked to the thought of how to explain to the child 

the source of her infection. It seems that the caregiver is depressed and finds it difficult to come 

to terms with the fact that her child is HIV positive without knowing the source of the infection. 

The excerpt below provides further explanation of the main reason she feels depressed. 

‘I don’t know how I will explain to her when she grows up. That is what makes me to 

shed tears at times. How will I explain to the baby that she has this sickness while other 

of my children, they are free? Me and the father, we are free. How come this baby? 

That is why I shed tears. When that baby grows up and ask me, mummy, how will I call 

her and sit her down and explain things to her? What will I tell her? Or where will I 

tell her that she got this sickness from? That is why if I look at her sometimes, I shed 

tears thinking when she grows up, how will I explain to her.’ (Bianca) 

The participant underlined her dilemma regarding how to disclose the child’s HIV status to her 

when she is older. This is because everyone in the family is HIV negative except the care 

recipient and she is not aware of the source of her infection. There seems to be a sense of deep 

emotional pain and helplessness in her comment.  

Another participant, Joe, discussed clearly how being infected with HIV makes him feel 

depressed. 

‘Really, the concept of depression is psychological because you know I wouldn’t have 

imagined myself to be in this kind of mess. And apparently, I may not have voluntarily 

walked myself into it. It was you know involuntarily eeh and out of my knowledge, 

because of my [pause] you know my engagement, little did I know that such a case 

would arise along the line. So that is what gives me eeh depression.’ (Joe) 
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It seems that he feels depressed because he was aware that his ‘engagement’ – suggesting of 

sexual activities, would result in infection. His comment shows a sense of regret and loss of 

control over the outcome of his actions leading to ‘this kind of mess’ – referring to HIV 

infection. Joe also seems to struggle with being explicit about his action that led to HIV 

infection. Thus, the use of the term ‘engagement’. Perhaps, this could imply having a feeling 

of shame and regret. This was further highlighted in narrative below: 

‘Urm, so my concept of depression is just that I regret all the activities I have been 

doing that have led to this mess. That is why I feel depressed. You know you cannot be 

happy over something that has cost almost your life. So that is what makes me look 

depressed.’ (Joe) 

Perhaps Joe used these words ‘feel’ and ‘look’ to describe his experience of depression to show 

that his HIV status does not only affect him emotionally but impacts on his outlook. 

As mentioned earlier in previous section, he highlighted that the following the routine of HIV 

medication makes him depressed. 

‘Most of the time I feel so bugged up with taking the drugs. It is eehh because you just 

have to. You may not want to but you have to take it. You know morning and evening. 

Such a dreadful thing. So that makes you look a bit depressed but what cannot be 

avoided must be endured.’ (Joe) 

Having a sense of being responsible for the care recipient’s HIV status, makes this caregiver 

(Joe) feel depressed. 

As I said earlier [pause], you know [pause], sometimes I look at the child as very 

innocent and I begin to wonder. My area of depression also centres around his 

innocence and that I feel I am the cause of his problem. And he has, it is no fault of his. 

So, I feel depressed and he is going about, he doesn’t know.’ (Joe) 

It seems as though he feels depressed for destroying his son’s ‘innocence’. The use of the term 

‘innocence’ perhaps connotes that the child is not involved in the activity that led to his 

infection. It seems he was referring to sexual activities that might have led to his infection, 

which the child is bearing the consequence of. Hence, the feeling of causing an innocent child’s 

predicament makes him feel depressed. 
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Unlike Joe who feels depressed and regrets being responsible for the child’s HIV status, Bianca 

feels a sense of regret for not knowing the source of her daughter’s infection. Such ignorance 

also makes her sad, as she expressed in her comment below. 

‘I am regretting. All my children, both my husband but this her case, I don’t know how 

come this sickness on her. That is why to discuss about this thing makes me to shed 

tears because I don’t know how come this sickness in this baby.’ (Bianca) 

It seems that Bianca’s regret is linked to the fact that the infection might be a consequence of 

human error. Perhaps, she thinks there is something she could have done to prevent it from 

happening. However, she suggested that the uncertainty around the source of infection makes 

her shed tears whenever she discusses it. 

4.4.2 Emergent theme 2: Feeling of shame, guilt and self-blame 
This theme shows how participants expressed the feeling of shame, guilt and self-blame due to 

the HIV status of their care recipient. In the previous theme, it was suggested that Joe’s 

avoiding mentioning those ‘activities’ or ‘engagements’ that led to HIV infection could imply 

a feeling of shame. However, another participant, Carol, stated feeling ashamed because of the 

physical appearance of the child and other people’s view of the child. 

‘Hhhmmm! It affects me a lot because then he was so thin. I was ashamed of myself; a 

young girl like me having this kind of baby. People were questioning me. I was always 

going to the hospital…. It affects me because some people were asking me what kind of 

a child is this? People were asking what kind of a child is this one? What kind of 

sickness is this?’ (Carol) 

When Carol was asked if the stress she associated with caregiving affects her caregiving role 

and her disposition towards the care recipient, she hinted that it affects her a lot. The reason 

she gave was that the child was thin and she was ashamed of him. Her comment suggests that 

there is a feeling of shame linked with having a child with a deplorable health condition that 

can be noticed by others. It seems that the state of the child’s health makes her vulnerable to 

public scrutiny and a feeling of embarrassment and inadequacy. She seems to have a perception 

of the kind of healthy-looking child a young woman should have, which the care recipient does 

not represent. Again, people kept questioning her for having such a child and for always going 

to the hospital. This seems to have created that sense of exposure to the public scrutiny, which 

makes her feel ashamed and embarrassed to be associated to her child. Her disposition towards 
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the child at that time seems to be negative because it is difficult to provide the best care for a 

child one is not proud of. The caregiver’s comment shows that she is not just ashamed of the 

child but herself for having such a child. Perhaps her self-perception and identity are linked to 

the physical state of her child and the fact that others ask questions about her child’s health and 

her constant visit to the hospital. Having a child with HIV whose health has deteriorated to 

stage 4 of the infection impacted negatively on the caregiver as people who saw the child 

wondered what must have happened to her. The question they asked ‘what kind of child is this 

one?’ suggests they perceived the child to be problematic or to there is something about having 

a child with such a medical condition requiring constant hospital visits. Thus, the feeling of 

shame is rooted in the consciousness of having a child whose condition and need to go hospital 

draw unwanted attention. Knowing that others seem to discredit the child or find his condition 

undesirable makes her feel unworthy. 

Joe, on the other hand, expressed feeling of guilt and self-blame for being responsible for the 

child’s HIV infection.  

As I said earlier [pause], you know [pause], sometimes I look at the child as very 

innocent and I begin to wonder. My area of depression also centres around his 

innocence and that I feel I am the cause of his problem. And he has, it is no fault of his. 

So, I feel depressed and he is going about, he doesn’t know.’ (Joe) 

He feels depressed because of the activities he was involved in as stated earlier resulted in the 

child’s infection. This also suggests a feeling of guilt and self-blame. Joe’s negative feeling is 

compounded by the fact that the boy is innocent and that he is responsible for the boy’s HIV 

status. If anyone is to be blamed, it is not the boy but him. The knowledge that he created this 

problem for the child makes him feel depressed and guilty and he has a sense of self-blame. 

Unlike Joe, Bianca is not responsible for her child’s HIV infection, however, she feels a sense 

of guilt and self-blame for her daughter’s status. The guilt and self-blame experienced by the 

caregiver are reflected in her response when she was told by the interviewer that ‘it is not your 

fault’ and she replied: 

‘Then why is it like that? The one I gave birth to before is okay. What happened to this 

one?’ (Bianca) 
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From the above rhetorical questions, the caregiver appears to struggle with emotional tension 

as result of the uncertainty around the source of the daughter’s infection. It seems that not 

having an explanation of her predicament has led her to believe she might in some way be 

responsible for the problem even though she went further to exonerate herself of being at fault. 

‘How will I explain to the baby that she has this sickness while other of my children, 

they are free? Me and the father, we are free. How come this baby? That is why I shed 

tears. When that baby grows up and ask me mummy, how will I call her and sit her 

down and explain things to her? What will I tell her? Or where will I tell her that she 

got this sickness from? That is why if I look at her sometimes, I shed tears thinking 

when she grows up, how will I explain to her? It is not your fault (Interviewer). Then 

why is it like that? The one I gave birth to before is okay. What happened to this one?’ 

(Bianca) 

The understanding that everyone in the family is free from HIV infection except the care 

recipient, creates an inner struggle that seems to overwhelm the caregiver. She expressed a 

sense of confusion, helplessness and hopelessness for not having a concrete answer to the 

source of the infection. Perhaps, she thinks she could have prevented it since none of them has 

the infection. Thus, she partly thinks it is her fault. 

4.4.3 Emergent theme 3: Worried about the care recipient  
Some of the participants expressed their worry regarding different aspects of their care 

recipient’s life and the caregiving process. For example, Theresa was worried about the care 

recipient’s transition into secondary school. 

‘So as time went on, he graduated from his primary school, that was another problem, 

how will I start? Because I didn’t want him to be a day student because this boy was 

being rough and was….. I didn’t want him to be a day student because how will I 

manage him? This is his third year in secondary school, how will I manage him? I 

started thinking.’ (Theresa)  

Transition from primary to secondary school was supposed to be a positive experience as it 

shows how much progress he has made despite his HIV status; instead, it created varied 

challenges for the caregiver. 
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The question ‘how will I manage him?’ seems to highlight the overwhelming feeling of anxiety 

experienced by the caregiver in relation the child’s education. She seemed lost on where to 

start and how to deal with the difficulties associated with child’s educational transition. 

One of the reasons she gave for not letting him go to a public school is that the boy is rough – 

referring to the care recipient’s behaviour. Perhaps, she was worried that he could get himself 

injured due to his rough behaviour, which could be detrimental to his health and those of others. 

Another reason is that going to a public school would have put a huge pressure on her as 

regarding caring for him and keeping an eye on him.  

She stated previously that she does not allow him to be away from her, so letting him go to a 

public secondary school will mean she will not be able to supervise his physical activities. The 

thought of him being away without supervision gave her some concerns: ‘I started thinking'. 

This view was further highlighted in her comment below: 

‘I was thinking that if I should allow him to go and stay there, how will he take his 

drugs? How will he cope?’ (Theresa) 

It seems the challenge of supervision to ensure adherence to medication in boarding school 

created a sense of worry for the caregiver. The care recipient was already tired of taking his 

medication; thus, leaving him alone to manage his medication will not be effective and could 

pose the risk of him falling ill again. This made Theresa worried about how he will cope. 

Consequently, she had to make an arrangement for the supervision of his HIV medication with 

the pastoral care manager of the new school. 

‘After two weeks, I will take the drugs to the school, after two weeks, I will take it, the 

compound master will come, and would help me administer the drugs.’ (Theresa) 

The care recipient was also worried about the care recipient’s academic performance, which 

also contributed to the decision to enrol him in a boarding school. 

‘I told Dr D., she was like why don’t you allow this boy to be a day student? I told her, 

Ma, I will bring his result, I will bring his primary school result. She was asking me 

why do you want to bring him, I told her, his performance was very, very poor for him 

to be a day student.’ (Theresa) 

The language Theresa used to describe the boy’s academic performance ‘very, very poor’ 
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shows the state of his academic performance and the deep concern the caregiver had for his 

education. It seems like she believed that boarding school would provide a better environment 

for helping him improve his academic performance. This is reflected in the much effort she 

made to convince the doctor on the need to enrol the boy into a boarding school. Improvement 

in the child’s academic performance was crucial to her despite the challenges associated to 

enrolling him in a boarding school especially the risks of exposure of the child’s HIV status. 

This was evident in her account below: 

‘So, the compound master booked an appointment with me to meet with the principal. 

I went there and I had to explain myself to the woman. The woman was asking me why 

don’t you want him to be... and God, so kind I went with his report card ‘why don’t you 

want him to be a day student? You know this is a public school eeh private school and 

then other parents will know about it. She started saying so many things, I then removed 

the report card and showed her ‘look at this, how will you feel?’ Right from grade 1 to 

grade 5, look at the report card, it is not encouraging and you are telling me to allow 

him to be a day student.’ (Theresa) 

Theresa made every effort to ensure he is enrolled into a boarding by meeting the school head 

to convince her to enrol her son. The principal was hesitant considering the implication of 

others knowing that he is HIV positive. The school principal’s comment suggests that she 

thought having the boy in a boarding school will make him vulnerable to public knowledge of 

HIV status: ‘You know this is a public school eeh private school and then other parents will 

know about it.’ The caregiver’s statement ‘Look at this, how will you feel?’, as she showed the 

school principal her son’s results, suggests that the academic performance of the child seems 

to be a serious concern for her and she felt bad about and discouraged by it. Her question may 

be to attract empathy from the principal to see things from her point of view and thereby allow 

her son into the school. Thus, she was willing to ignore the potential stigma and find a solution 

to his academic problems.  

Apart from being worried for the boy’s academic performance, she was worried for his health. 

When asked if there are some negatives associated to caring for the child, the caregiver’s 

response showed she was also worried about the child’s health while he was in school away 

from home. Her concern for him made her stay in touch with the school and the boy as well to 

be sure he was okay.  
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‘I am always thinking when he is in school, how is he fairing? That is just it because I 

want to see him every time. And because of that, I have to call the compound master, 

how is he fairing? I call him every other day. Just tell me he is okay. How is he fairing?’ 

(Theresa) 

Her use of the words ‘always thinking’ suggests how often she is worried and anxious about 

her child. Her desire to see him every time might be as a result of her past experience when he 

became ill while she was away. Thus, she always wants to be sure he is doing well. It perhaps 

reflects her preoccupation with caring for the child and how much her life is centred around 

him. The worry about the health of care recipients is not peculiar to Theresa; Sandy explained 

that the health condition of her child makes her worried, too. 

‘I am worried that you know when he falls sick, as a mother, I won’t be happy. Any time 

he falls sick or anytime he is not with me or anytime he loses weight, I become worried 

about it. But it is not every time I am worried because he is not sick all the time.’ 

(Sandy) 

Her narrative shows that worry is one of the emotional effects of care recipients’ illness. She 

stated that it makes her sad as well. Perhaps the reason for being worried and sad when he is 

sick could be the possibility of returning to the hospital where they may spend many days. It 

could also be because of challenges with spending money to buy medicine. Perhaps, she is 

worried and anxious that his health could deteriorate to the point of death.  

She also pointed out that she is worried when he is not with her as she feels others may not be 

able to take good care of him and that could result in him falling ill. Being worried for loss of 

weight implies that loss of weight is linked to the possibility of ill health.  

Sandy provided more explanations to why she feels worried as a mother, as shown in her 

comment below: 

‘Well, it is not an easy task, it very difficult because as a mother, it makes you to, you, 

you don’t concentrate. It makes you to look worried because the child will not be as 

healthy as the other children. And when it happens like that, as a mother, you will look 

worried and devastated. It is not easy to care for such child because that child will look 

sick all the time and you will be coming to the hospital.’ (Sandy) 
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Sandy suggests that the health condition of the care recipient makes her worried and 

emotionally devastated, which reflects in her physical appearance. All of this makes the task 

of caregiving very challenging for her. Her use of the phrase ‘as a mother’ seems to imply that 

close connection she has with the child as a mother makes it more distressing and she finds it 

difficult to stop being worried about him. She states that it makes her lack concentration, which 

may suggest mental and emotional distress because of the care recipient’s poor health. She 

reiterated that the part of the reasons she feels worried is that fact that the child’s sickness will 

mean going to the hospital. Perhaps her concern about hospital has to do the financial cost 

involved and it limits her personal time. 

In narrating their of caregiving experience, participants have identified varied negative 

emotions that are linked to their caregiving roles. Despite these challenges, many of them kept 

their challenges with HIV caregiving and the HIV status of the care recipient’s secret. This is 

explored in the superordinate theme below. 

4.5 Superordinate Theme 4 – Keeping it Secret 

This superordinate theme captures participant’s approaches to managing the care recipients’ 

HIV status. Most of the participants resorted to secrecy to avoid social stigmatisation and 

discrimination that could result from public knowledge of the status of their care recipient. The 

varied approaches adopted by caregivers are highlighted in the following themes: non-

disclosure of HIV status to care recipients, keeping it secret from their social world, caregiver’s 

perception of stigma and discrimination in society, and non-disclosure limiting access to social 

network and support as presented in figure 4.4. 
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Figure 4.4: Superordinate theme: Keeping it secret 

 

4.5.1 Emergent theme 1: Non-disclosure of HIV status to care recipients 
One of the key issues that emerged from the narratives of the participants is that most of the 

caregivers have not disclosed to the care recipients their HIV status. For instance, Theresa 

indicated that her son is not aware of his HIV status when she was asked if she has told the 

care recipient that he is HIV positive. 

‘I have not yet told him.’ (Theresa) 

She does not feel comfortable of disclosing such information at the moment and would want 

to do so when the child gets to a certain age. This was highlighted by Theresa’s excerpt below: 

‘Already this boy has been telling me that he is tired of taking his drugs because I didn’t 

disclose to him that he was HIV positive because I wanted him to be like 14 or 15 years 

before I will be able to tell him this is the problem, because he has been asking ‘why 

are others not taking drugs?’ (Theresa) 

It seems that ignorance of the reason for taking his medication affects his attitude towards it. 

Theresa appears to believe that part of the reason he is tired of taking his medication is that she 

has not disclosed his HIV status to him. Thus, if he was aware, HIV medication would not have 
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been as challenging as it is. However, she seems to be reluctant to tell him until a certain age 

when she can muster the courage to do so. Her use of the phrase ‘I wanted him to be like 14 or 

15 years before I will be able to tell him this is the problem’ suggests the caregiver does not 

feel capable of disclosing it to him at the moment. Maybe she believes that at age 14 or 15, he 

will be mature enough to manage such information. For Theresa, there is a right time for 

disclosing the child’s HIV status to him. 

‘So he will be asking that others should join in taking drugs, but I will tell him they 

don’t have any problems for taking drugs. Then he will be asking ‘why am I taking 

drugs? Why am I taking drugs? I told you when it is time, I will tell you why you are 

taking drugs. When it is time, I will tell you why you are taking drugs.’ (Theresa) 

The need to keep the child’s HIV status secret from him must be very strong for her to 

consistently refuse to tell him why he is taking HIV medication despite his attitude and 

questioning. He wonders why he is the only one doing so but the caregiver maintains her stand 

that she will only inform him at the right time. She reiterated that she will tell him ‘when it is 

time’, referring to the 14 or 15 years of age she mentioned earlier.  

Just like Theresa wants to inform his son of his status at a certain age, Joe stated that he will 

inform his son when he grows to maturity, as seen in his comment: 

‘That is why it is incumbent on me to give him all the support I can [pause] until he 

grows up to maturity and I will be able to explain to him why he is on drugs.’ (Joe) 

His comment suggests that he is waiting for him to mature enough to be able to manage the 

information and to understand his explanation for being on HIV medication. 

Carol also highlighted that she is waiting for her child to get to a certain age before she would 

tell him.  

‘I am still waiting for the day that I will be able to tell him ‘do you know why you are 

taking these drugs?’ but not now but when he comes of age. Now, if you tell him this is 

why you are taking drugs, he will tell you my mummy said that drugs I used to take, no 

I don’t want to. When he comes of age and understands life, then I will tell him this is 

the reason why you are taking the drugs.’ (Carol) 
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Carol’s comment suggests she is curious and possibly anxious about how he will react when 

she tells him about his status and she does not feel capable of doing so now. Moreover, she 

feels he is not mature: ‘but not now but when he comes of age.’ She provided more meaning to 

her comment by stating the need for the child to understand life, which suggests a time when 

he can have a broader and balanced perspective to his HIV infection and will be able to manage 

the information. This explains her hesitation and inability to inform him of his HIV status at 

the moment. She further stated that telling him now may lead to exposure as the child is likely 

to inform others about the reason for his medication.  

It seems that fear of discrimination and stigmatisation is a factor that prevents caregivers from 

disclosing care recipients HIV status to them. This is reflected in her comment below: 

‘The fear now is that he might be playing with other children and he will start telling 

them ‘my mummy said this why I use to take my drugs, oh. And he might tell an adult 

this is the reason why I used to take my drug. In this our life now, in everything, we 

have to take precaution, not somebody, the person is not even better than you but 

hearing this person is HIV, they will want make it look as if they are better than you. 

Meanwhile they are not better than you in anything. So that is just it.’ (Carol) 

Carol indicated that her fear and hesitation towards disclosure is that the child may inform 

other children or adults as to why he takes HIV medication. She emphasised the need for 

precaution, maybe referring to managing the information to avoid negative attitudes of others 

due to one’s HIV status. Her comment ‘hearing this person is HIV, they will want make it look 

as if they are better than you’ suggests her perception of how others may treat the child is they 

know that he is HIV positive. Hence, she does not want to take the risk of disclosing his status 

to him at the moment. 

Sophie also explained that she is concerned that the care recipient will be stigmatised by others 

if they are aware that he is HIV positive and that is one of the reasons they intend to keep it 

secret. 

‘Yeah, if he starts telling people now, some people might be scared of him because it is 

not everybody that understands that really understand some things about this HIV. If 

he tells people, if goes around telling people now, people may despise him, you know. 

Whenever he goes around someone, people will start talking. So for the fact that we 

don’t want him to feel bad, we stopped him from telling anybody.’ (Sophie) 
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Her comment shows that one of the primary reasons for non-disclosure is to protect the care 

recipient from the social and emotional impact of people’s negative attitudes and behaviours 

towards HIV positive individuals.  

In line with Sophie’s perspective about protecting the care recipient, Bianca was asked her 

reason for keeping the child’s HIV status from others and she responded: 

‘Yes! They will not be…maybe if the child grows up, they will not like to relate with 

her. That is why.’ (Bianca) 

Her comment indicates her concern that disclosure will lead to discrimination and 

stigmatisation by others. 

Non-disclosure of HIV status to care recipients could be because informal caregivers do not 

have the courage to do so as they may not know how the care recipients will react to such 

information. For instance, Bianca disclosed that she does not know how to break the news to 

her daughter as result of the uncertainty about the source of her infection. 

I don’t know how I will explain to her when she grows up. That is what makes me to 

shed tears at times. How will I explain to the baby that she has this sickness while other 

of my children, they are free? Me and the father, we are free. How come this baby? 

That is why I shed tears.’ (Bianca) 

Her comment indicates that she plans to inform her when she grows up but feels it will be 

difficult process as she does not have answers to the possible question the child may ask her. 

Unfortunately, the thought of going through the process of disclosure with the care recipient 

affects her emotionally.  

Theresa, on her part, perhaps does not want disclosure of the son’s HIV status to be devastating 

to him; thus she tries to prepare his mind with information about HIV. This is highlighted in 

the extract below: 

‘At times when he talks about HIV, he will say aah, our teacher said that people with 

HIV, they will die, but I said it is a lie. I will just educate him that it is not. It is just like 

any other sickness. That is what I used to tell him. He does not know about it. I am just 

trying to let him know that HIV is just like any other sickness.’ (Theresa) 
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Theresa seems to make the care recipient see HIV as any other sickness so that he will not be 

in shock or afraid of death when he finds out he is HIV positive. This she does by refuting the 

view of his teacher about HIV. The extract shows that the attitude of the care recipient’s school 

teacher is a clear indication of the possibility of stigmatisation, which may be what the 

caregiver is careful to avoid.  

4.5.2 Emergent theme 2: Non-disclosure to avoid stigma 
The previous theme revealed that participants are hesitant to disclose the care recipient’s HIV 

status to the care recipient because they want to do so when the child is mature to be able to 

manage the information and to avoid being stigmatised and discriminated against. However, 

this theme reveals that part of the reasons participants gave for keeping their care recipients’ 

HIV status secret is to protect themselves from being stigmatised and discriminated against. 

For instance, Frank kept the status of his daughter secret and confided only in his wife to avoid 

stigmatisation. This is revealed in his comment below: 

‘Well, not outside my family, I confide in my wife, only my wife because issues like this, 

to avoid stigmatisation you don’t have to confide in anybody. This is because somebody 

that you may confide in today might be the one to tell the world what really is wrong 

with you and your family, and when that happens, that will bring in stigmatisation, 

which I avoided.’ (Frank) 

His comment shows that he does not know who to trust with such information and confiding 

in the wrong individual might result in public knowledge and the family will become 

vulnerable to stigmatisation. Secrecy therefore becomes a strategy for avoiding stigmatisation. 

His use of the phrase ‘what is wrong with you and your family’ implies that he might be HIV 

positive as well as the daughter and he thinks that could result in social discrimination and 

stigma. 

Likewise, Joe seems to be very cautious about avoiding stigma as seen in his comment below: 

‘You know you have to be very careful of stigmatisation. Normally you don’t go on 

blowing your trumpet. That is why when you talked of me coming here to have a chat 

with you, I raised some objections, you know, because I did not want to except for the 

understanding I got from the questionnaire.’ (Joe) 
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For Joe, part of being careful about stigmatisation is to keep secret his status and that of the 

child. His statement ‘normally you don’t go on blowing your trumpet’ implies that it is expected 

that such information is kept secret as a way of avoiding being stigmatised. He expressed his 

reluctance to be involved in the interview until he was assured of confidentiality and 

anonymity. Similarly, Bianca feels that such condition is not for public knowledge as echoed 

in her response when asked if others are aware of the child’s HIV status 

‘Do I have to make an announcement for the people in my environment that my baby 

has that kind of sickness? They are not aware… at all except me, my children and my 

husband.’ (Bianca) 

Bianca has kept the information to herself and her family. Her response suggests that she is not 

going to share such information with others as that would expose her daughter and her family 

to negative consequences associated to HIV infection. Perhaps, she feels repulsed by HIV and 

feels it is a kind of sickness that others should not be aware of as they may feel the same way 

towards her daughter. 

Similarly, Sophie feels that letting others know that her brother is HIV positive may expose 

other family members to the risk of stigma and discrimination as they will think they too are 

HIV positive. This is shown in her narrative below: 

‘Although I did hear him say that he has HIV, he told one of his friends that his dad 

said that he has HIV but to me I shut him down because I don’t want him to understand 

that now. Being a child, he might go and expose it and people that hear of it may think 

that all of us we have HIV positive and people may not understand. They may think 

otherwise. So that is why we don’t want him to really be aware of it for now. We believe 

that in future time, he will get to know.’ (Sophie) 

It seems the care recipient is aware of his status but the caregiver tries as much as possible to 

persuade him otherwise, as implied by her comment ‘I shut him down.’ Her explanation also 

shows how crucial it is for her that she and other family members are not associated with HIV, 

as that could result in others having wrong perception about them. She does not want him to 

be aware of his status because as child, ‘he might go and expose it’, suggesting that it is a secret 

they do not want others to know in order to avoid being stigmatised and discriminated against 

by people in the community. Her comment ‘…people may not understand. They may think 

otherwise’ perhaps implies that people in the community have a negative notion about 
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individuals who are HIV positive and associating them with HIV could damage their public 

reputation.  

Joe reiterated the caregivers’ approach to preventing stigma and discrimination within the 

communities. 

‘Even in the communities, people are affected but they don’t know except those who 

have gone test. And if you go for test and you know you keep it to yourself and then you 

try to protect your reputation because it is your problem.’ (Joe) 

He seems to believe that secrecy and non-disclosure are good strategies to avoid negative 

outcomes that could affect the reputation of HIV positive individuals and their caregivers. His 

view is that individuals who live with HIV must be careful about public perception of their 

HIV status as exposure will ruin their reputation in society. 

On the contrary, Theresa’s narrative of her experience with her husband below also suggests 

that she does not see protecting her reputation to be more important than finding a solution to 

her son’s academic problem.  

‘I went back, I told my husband. When I told my husband, when I told him, my husband 

was screaming; ‘why did you that, you want to expose my child?’ I told him this problem 

of stigmatisation, me, I am not there. I am not there……….I came back and I told my 

husband and he was like, he was so reluctant because he didn’t want his son to be 

exposed because my husband is a popular man in the state.’ (Theresa) 

The arrangement she made with the staff in the boy’s new school to supervise the boy’s HIV 

medication did not go well with the husband. Her comment suggests that her husband sees the 

public knowledge of the boy’s HIV status as damage to his reputation because of how popular 

he is in the state. It was not mainly because he does not want them to stigmatised and 

discriminated against. However, the academic progress of the child and his health seem to be 

more important to her than avoiding the negative effect of disclosure such as stigmatisation 

and ruined reputation. 

This theme has highlighted participants’ efforts towards keeping their care recipients’ HIV 

status secret in order to avoid discrimination and stigmatisation. The next theme explores 

participants’ perception of these concepts in society. 
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4.5.3 Emergent theme 3: Caregiver’s perception about HIV stigma and discrimination 
in society 
Some participants believe that stigma and discrimination associated to HIV is common in their 

community. This affects their approach to managing information about their care recipient’s 

HIV infection in order to avoid such negative effect. This is reflected in Carol’s comment 

below: 

‘People’s mentality, their own mentality is different from me now. Because they have 

lectured us, they have trained us on how to go about it. But they don’t know anything. 

They just believe that sitting close by, they will get infected. Eating or playing with a 

co-child, they will make it look as if it is the worst thing so far. So it is better you just 

be yourself.’ (Carol) 

She believes that people’s mindset about HIV is based on ignorance, which affects how they 

treat individuals who are HIV positive. Her comment ‘they don’t know anything’ encapsulates 

her view about people in her community in relation to how knowledgeable they are about HIV 

infection. Perhaps poor knowledge about HIV within her community is one of the factors that 

influences the level of stigma and discrimination. This is why she sees secrecy as the best 

approach for preventing these negative attitudes. The reason she has a different view is because 

she has gone through some trainings, which helped change her mindset.  

Joe echoed Carol’s views about the mindset of people in the community. However, he believes 

that despite the level of awareness created about HIV infection, the mindset of people in his 

community has not changed. 

‘Notwithstanding the advocacy from health officials, you know, the mentality of most 

of the people is just local and parochial. They will just think that even having a hand 

shake with you is going to worsen the condition and other things, you know. So, eemm 

notwithstanding the arrangements made, the announcement every day, the message, 

the best thing is just to keep it off any other person apart from the health officials.’ 

(Joe) 

He believes that ignorance and narrow-mindedness of the people are the contributing factors 

to HIV discrimination and stigma. As a result of this negative attitude towards HIV-infected 

individuals, it is best to keep it secret and confide only to health professionals. 
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He further stated that as a result of the level of secrecy around HIV, it is difficult to know who 

is HIV positive. 

‘What I mean is that people do not know who is HIV positive. It is a very, very serious 

thing, oh. People are very careful. Nobody knows who is HIV positive and so, you know 

because if you are known in this city, you will be stigmatised.’ (Joe) 

Individuals with HIV do not disclose their status as it is seen as a sensitive issue in community. 

His comments suggest that the whole about secrecy and non-disclosure of HIV status is to 

prevent being stigmatised. Consequently, it is difficult to know who is HIV positive, which has 

made individuals in the community be careful and cautious around others. There seems to be a 

sense of suspicion around people. 

Sandra highlighted her perception about the mindset of people in her community by narrating 

her conversation with her sister whose daughter lives with her, as shown below: 

‘One of my sisters, the one that I told you that has that child that is living with me, she 

does not even know that this very one has HIV. That is the daughter to our brother has 

HIV. Sometimes I will tell her, so, if you know that somebody has HIV, will you like to 

live with that person? She will say God forbid, I will leave that place, I will not eat with 

them. So, I was thinking supposing I was not alive, that girl would have been a forgotten 

soul by now. She would have been a dead human being. So, I use to tell her to forget, 

you will live with that person and there will be no problem and she will say instead of 

her to live with anybody that has HIV, let God punish her. She will say God forbid but 

me I will say, me, I will live. She will say to me ‘don’t say so, oh! God forbid’…… She 

is a nurse in a teaching hospital. She will say, God forbid, oh, she can never live with 

any HIV positive person in the house.’ (Sandra) 

Her sister stated that nothing will make her eat food with or live in the same house with a 

person with HIV. Her sister’s response about living with someone who is HIV positive 

indicates the level of discrimination and stigma associated to HIV even among healthcare 

workers and how common it is in her community. She expects that her sister as a nurse should 

be well-informed about HIV and should have a positive mindset about persons living with HIV. 

Perhaps the attitude of her sister could be the reason she would not be comfortable disclosing 

the girl’s HIV status and her challenges to others. The caregiver thinks perhaps if she was not 

available to provide care for the care recipient, she would have been dead by now since her 
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sister who is a nurse does not want to have anything to do with any individual with HIV. 

Furthermore, it gives her a sense of fulfilment knowing how significant her role of caregiving 

is in the life of the care recipient knowing that her being alive was dependent on her decision 

to provide care.  

Contrariwise to the perception of other participants about the attitude of people about HIV 

infection, Fred suggests that there is a change in the mindset of people about HIV infections, 

as reflected in his comment below: 

‘Initially, to shake hands with HIV positive person, everybody was afraid. It was as if 

it is transmitted through hand shake. Immediately you shake hands, the other person 

will get it but now we are eating, sharing everything together with others. Even 

someone knowing that you are positive, he will not run away from you.’ (Fred) 

His view is that stigma and fear around HIV and HIV persons were very strong in the past but 

have reduced. His comment ‘now we are eating and sharing everything with others’ shows that 

he is HIV positive and that he seems to experience a positive attitude from others even when 

they are aware of his status. Thus, he does not feel the need to hide his HIV status or avoid 

interacting with those that are HIV negative. 

‘Someone will not just hide because if you see someone positive and you have not 

checked your status, you don’t even know that you could have it. So there is no way one 

can say because of the diseases, that you will not interact with people that are not 

positive. Only that the stigma with HIV is such that anybody that hears about it will just 

feel one kind.’ (Fred) 

His view is that he will not let the fact that he is HIV positive prevent him from social 

interactions with others. Moreover, they may not be aware of their status and do not have the 

right to discriminate against him. He pointed out that despite the change in the level of stigma 

and discrimination, people still react negatively to an HIV positive individual once they know 

about it. However, he feels it is more helpful to stay positive and live his normal life despite 

the risk of stigma.  

‘If somebody does not tell you, like me if nobody tells you that I am HIV positive, you 

won’t know. I date girls, I use condom, I play my normal love, life continues. Despite 

the fact that I lost my wife because we did not know on time, if not? But to say you want 
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to think much about it or maybe people are trying to run away from you, you will die. 

And when you die that when the stigma will worse in your family because people will 

say you died of HIV. But just continue to manage it within yourself.’ (Fred) 

His view is that dwelling on the attitude of people or living in fear because of HIV infection, 

will possibly result in death, and that will lead to social stigma on the family members. Death 

due to HIV infection to him is worse than being stigmatised for being HIV positive. 

4.5.4 Emergent theme 4: Non-disclosure – limiting access to social network and support 
Apart from the impact of non-disclosure on the attitude of care recipients to HIV medication 

discussed previously, some participants indicated having limited access to social support and 

social network in their bid to avoid letting others know of their circumstance. These negative 

effects are highlighted under this theme. The extract below exemplified the limited social 

support Frank received from a few of his friends because he was reluctant to inform them of 

his child’s HIV infection. 

‘I don’t have any support from anybody, if I have I won’t be complaining. I don’t have 

any support only some few friends, though they don’t know about my problem but they 

know that I don’t have any work to do and I have a family to fend for.’ (Frank) 

It seems that Frank made a contrasting statement when he stated that he has no support from 

anyone but a few friends. Maybe the level of support they give to him is nothing compared to 

the kind of support he needs. Thus, their support is as good as nothing, else he ‘won’t be 

complaining’. However, he pointed out that they are not aware of his problems. Perhaps, if he 

opens up to them, they may increase the level of support they give to him. However, fear of 

stigmatisation will not allow him to disclose his problems. He seems to be suspicious of 

everyone and does not know who to trust, as highlighted in his comment below: 

‘Well! Mhhhh, when we discovered that eeh she had HIV and it was so bad that eeh my 

neighbours around, you know in African setting, some people will only come to instead 

of coming to sympathise with you, they come in the pretence of sympathising with you, 

they are coming to find out exactly what is wrong. In the community where I stay, I was 

able to manage the situation by not letting people come close to ask questions. They 

will not see when I go out with her, they will not see me when I come in with her. I don’t 

give room for people to begin to ask questions about what is happening.’ (Frank) 
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His narrative shows that the deplorable state of the daughter’s health resulted in neighbours 

seeking to know what was wrong with her and possibly offer support. However, to avoid being 

stigmatised, he prevented them access to him. Such social avoidance as a way of managing the 

situation was rooted in his suspicion and lack of trust on who to confide in. Perhaps, he believes 

that there is a cultural influence on people in his community, such that the aim of their 

inquisition would be to seek information about his daughter’s health in order to use it against 

him. However, it is difficult to distinguish genuine sympathisers who would have provided 

some form of informal support from pretenders. Furthermore, social avoidance seems to limit 

his social network as implied by his comments: ‘not letting people come close to ask questions’ 

and ‘I don’t give room for people to begin to ask questions about what is happening.’ 

Sophie’s account also indicated lack of support as result of not letting people know her 

experience to avoid being stigmatised.  

‘You know where we are staying is a general compound. Personally, I don’t like making 

friends where I stay and I don’t like to share my problem with people that I don’t really 

know. So I keep my problems to myself.’ (Sophie) 

Bianca was asked if she receives any kind of support from other family members, her response 

shows that there is limited access to support because she has kept the information about her 

daughter’s HIV infection between her husband, her son and herself. 

‘This is just between me and my husband and my son because he is grown up. That is 

all. It is generally a painful experience for anyone to tell you the truth, talk less of 

parents that are negative, their child is positive.’ (Bianca) 

It is difficult for them to solicit support when the HIV status of the child not disclosed to others 

and is kept secret in the family. She is of the view that people hide the truth about HIV infection 

even when the parents or caregivers of the child is HIV positive. She feels that parents who are 

HIV negative with a child that is HIV positive, will find it harder to share the truth about their 

child’s infection with others. Thus, accessing support without letting people know the problem 

seems difficult. 

4.6 Superordinate Theme: Positive Coping with Informal Caregiving 
In the previous superordinate themes, some of the challenges and negative impact of caregiving 

as narrated by participants, were elaborated. However, this superordinate theme focuses on the 



166 
 

participants’ narratives in relation to how they are able to cope with issues around informal 

caregiving of HIV positive care recipients. Most participants have adopted positive strategies 

that have enabled them to maintain their caregiving roles despite the difficulties they encounter 

in the process. These approaches are explained in the following emerging themes such as 

coping through support, hope and optimism, the influence of religion and spirituality. See 

figure 4.5. 

 

Figure 4.5: Superordinate theme: Positive coping with informal caregiving 

4.6.1 Emergent theme 1: Coping through support 
This emerging theme addresses some of the positive resources provided to participants by 

others, which are beneficial to managing the informal caregiving process. Some participants 

indicated receiving some form of formal support from health professionals, which they 

described as having a positive effect on their ability cope with their caregiving situation. They 

also described the benefits of receiving informal support from friends, acquaintances or family 

members. For instance, Frank narrated receiving emotional support from some doctors and 

nurses at the hospital where his daughter was admitted and how crucial such support was to 

him.  

‘They thought she won’t survive because her state was so deplorable at that time, at 

that stage, so even some nurses, you know, they stood aloof. Only very few that had that 

human sympathy for human life and love showed concern and I really thank God for 

them, because they really helped a lot. And some few doctors who really came out and 

then showed concern, they always encouraged me not to feel bad that all will be well 

and eventually she was okay.’ (Frank) 
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First of all, he described the negative reactions of some of the health professionals, which 

perhaps made him feel bad. However, having a few doctors and nurses empathise and care 

about his situation was soothing to him. Frank’s comment indicates his desire for emotional 

support and for others to empathise with him. He seems to be disappointed that ‘only very few’ 

health professionals responded positively to his predicament. This suggests he expected more 

medical personnel to empathise with him. However, he was appreciative of those who ‘showed 

concern’, indicating how much he needed their emotional support. Frank seems to be in a poor 

emotional state resulting from the care recipient’s deteriorating health condition but the 

encouragement he received, as shown in his comment ‘they encouraged me not to feel bad’, 

was perceived as a positive emotional resource to him. This provides an insight into the need 

for emotional support by informal caregivers and how crucial the role of health professionals 

could be.  

The positive impact of formal support from health professionals was also expressed by Theresa 

below: 

‘They said I should go for the same test, I went, I discovered that I was positive. So I 

came back, I started, so Dr D., she counselled me on how to take care of it that it is not 

the end of the world. So I summed up courage, I summed up courage and started coming 

to Dr D., so she was there to assist.’ (Theresa) 

Having discovered that her child is HIV positive, Theresa was advised to undergo an HIV test, 

which showed that she too is HIV positive. Dr D. provided her with the right information on 

how to manage HIV infection and helped her have a positive perspective to her situation, as 

seen in her statement ‘it is not the end of the world’. Her comment indicates that the doctor’s 

counsel and assistance was vital to her ability to cope with the negative and distressing effect 

of being HIV positive and having a child in the same situation. Thus, she was encouraged to 

keep going to the doctor for counselling. It also shows that HIV positive caregivers do not only 

deal with the emotional burden of caregiving but the impact of being HIV positive themselves. 

Thus, the formal support they receive from health professionals is very important in coping 

with such situation. 

Below is an extract of Joe’s perspective on the importance of receiving counselling once one’s 

status is known. This perhaps is a reflection of his experience and those of other caregivers. 
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‘When you come here they counsel you, in the hospital. Once you know, when you come 

here and your status is known, they counsel you. They give counselling from time to 

time to help you stay afloat.’ (Joe) 

His comment indicates that there is a counselling programme at the hospital designed to help 

informal caregivers, especially those who are HIV positive and are aware of it. Most 

importantly, he suggests that such counselling helps caregivers to ‘stay afloat’. His use of the 

phrase seems like a metaphoric way of describing the ability of such individuals to cope with 

the negative situation and not to be overwhelmed by such circumstance. 

Some participants suggested that they do not receive any support except free HIV medication. 

These include Joe, who earlier underlined the importance of counselling provided by health 

professionals. He feels that the only support he receives is HIV medication, as seen in his 

comment below when asked if he receives any support: 

‘Nothing except for the drugs which I obtained freely.’ (Joe) 

Perhaps, Joe’s interpretation of support does not include counselling he received from medical 

personnel. Likewise, Jodie when she was asked if she receives any form of support from the 

government, pointed out that apart from the medication and mosquito net, she does not receive 

any other support.  

‘No, I don’t receive any support apart from the drugs they give free and the nets. Apart 

from that, there is no other thing.’ (Jodie) 

Her view reinforces the perspective of others who clearly indicated that there is no other 

support except the medication they get for free. Evelyn and Sandy’s comments below also 

underlined this notion. 

‘There is no support from the government apart from them giving me the drugs for 

free.’ (Evelyn) 

‘The only support that I can say that they support is the drugs that they have been given 

to him.’ (Sandy) 

Sandy and Evelyn seem to understand provision of free HIV medication from the government 

as a form of formal support. However, their comments suggest they expect more than free 
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medication from the government. There seems to be a sense of dissatisfaction with the level of 

support they receive from the government. 

Some caregivers received informal support from others such as religious leaders, friends and 

extended family members, which is crucial to coping their caregiving roles. Take, for instance, 

Frank who described the support he received from his religious leader, as shown in the 

comment below: 

‘And the only person that outside my family who knows what really happened is my 

father in the Lord, my bishop. In fact, he played a very good part in helping us by 

presenting this matter before God, and God really intervened through his prayers. He 

was caring, he showed concern as a father, he really played a very good role. Up till 

this moment, he still plays that role.’ (Frank) 

His description of his religious leader ‘my father in the Lord, my bishop’ perhaps shows how 

much he reveres him and the kind of relationship that exists between them. Thus, he was the 

only person outside his family he could trust to confide in about his challenges with HIV 

infection. Furthermore, he pointed out that the religious leader provided both spiritual and 

emotional support. His comment ‘In fact, he played a very good part in helping us’ suggests 

how important his support was to Frank. He went on to state that the religious leader keeps 

providing positive support, which he describes as ‘a very good role’. Frank’s description of his 

religious leader ‘as a father’ perhaps aligns with the supportive role he plays, which seems 

crucial in helping him cope with the negative emotional and psychological effect of HIV 

caregiving.  

Similarly, Theresa highlighted the roles her religious leader played in supporting her 

spiritually, as reflected in her narrative below: 

‘When he started JS1 [junior school 1], I thought of which school to take him to. I had 

to pray like I said. I called one of my fathers in the Lord, and I told him my problem, I 

confided in him, so he prayed. I had two schools in mind, Tower of Babel and Rhema 

International School; after praying the man asked me to take him to Rhema 

International School.’ (Theresa) 

It seems Theresa was at a point where she was not certain of the school to enrol her son into 

and needed someone she could trust to confide in, for advice. Thus, having the spiritual support 
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and guidance of one of her religious leaders was important to her in making a decision. The 

sensitive nature of her circumstance implies that she could not open up to others except her 

religious leader, probably because of the confidence and trust she has in him. This highlights 

the influence of religion on informal caregivers in coping with the challenges that are linked to 

HIV management and caregiving. 

Some participants also stated that they received financial support from friends and family 

members. For instance, Frank underscored the financial assistance he receives from his friends.  

‘I don’t have any support from anybody, if I have I won’t be complaining. I don’t have 

any support only some few friends, though they don’t know about my problem but they 

know that I don’t have any work to do and I have a family to fend for. Sometimes out 

of their benevolence, they will give.’ (Frank) 

It seems that Frank’s interpretation of support focuses mainly on financial assistance, as seen 

in his comment ‘I don’t have any support from anybody….only a few friends’. This view seems 

to contradict his earlier description of the spiritual and emotional support he received from his 

religious leader and a few health professionals. Though he went on to indicate that he receives 

financial support from a few friends, moaning about not receiving support from ‘anybody’ 

suggests that he desires to have more support, especially financial support, than he receives 

presently. Unfortunately, he is unable to disclose to his friends his HIV status and caregiving 

role, which may result in empathy and more support. As earlier stated, he is afraid of being 

stigmatised if they are aware of his daughter’s HIV status. 

Likewise, Jodie identified financial difficulties as one of the main challenges she is faced with 

in providing care for her niece. However, financial support from the care recipient’s parents 

seems to alleviate such challenge. This view is reflected in her response when asked what her 

caregiving challenges are, as shown below: 

‘Well, in the area of finances, that is the main area I am having some challenges at 

times. But I really thank God that now the parents, they really care for it. They support 

me.’ (Jodie) 

Her comment suggests that the level of financial challenge she experienced before was worse 

than it is at the moment because the care recipient’s parents did not support her in the past. She 

made a contrasting statement that shows they presently support her financially when she used 
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the terms ‘but’ and ‘now’ in her comment. Thus, financial support seems to be important in 

coping with caring for the care recipient. 

Jodie was equally asked if there are other sources of support apart from the care recipient’s 

parents and she indicated that her parents provide support as well. 

‘Yes, my parents. That is the grandparents of the girl. Well, in terms of feeding, 

clothing, and if she fell sick now, they will call me, they will call my attention even if I 

am not around. So that is it.’ (Jodie)  

Her explanation suggests that her parents do not only provide material support but assist her in 

caring for the child especially when she is not at home. Thus, physical support is an important 

element for positive coping with informal caregiving. 

This is also highlighted by Carol’s experience as she receives physical support from her 

mother. 

‘I can go ahead and work because since my mother is still alive to take care of him, to 

help me take care of him. And my mother knows his status. That is the only thing that 

gives me confidence that if I go out at least there is somebody that is there to take care 

of him very well when I am not around.’ (Carol) 

Carol receives physical support and assistance from her mother who provides care for her son. 

She is confident that she can provide quality care and her assistance will allow her the time to 

take up a job if she finds one. There is a sense of positivity in her comment knowing that she 

has a mother who can provide informal support for her. This seems to help her cope with the 

physical demands of her caregiving roles and possibly alleviate the emotional challenges of 

caregiving. The significance of the support Carol’s mother provides is emphasised by her 

expression of how challenging it was to visit the hospital when the mother was ill. 

‘Like the last time I came, that I did not bring him, not because of any other thing but 

because there was nobody to take care of the other child and my mother was not feeling 

fine. So I had to keep him in the house and carried this one just for me to come and 

collect his drugs for him, moreover, where I am staying is too far. It is my mother that 

is everything.’ (Carol) 
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Her statement ‘it is my mother that is everything’ seems to encapsulate her description of the 

significance of the informal support she receives from her mother. The use of the term 

‘everything’ to describe her mother suggests that the role she plays is fundamental to her ability 

to cope with the challenges of caregiving. Such support may transcends physical assistance and 

may include emotional support. It also suggests lack of support from others as her mother is 

the only one that provides support to her.  

The importance of receiving informal support from family members was underlined in 

Bianca’s excerpt below: 

‘I thank God for my husband that he understands. If I am not there when it is time the 

father must make sure he gives her the drugs.’ (Bianca) 

Her comment shows a sense of gratitude for the kind of supportive and understanding husband 

she has. She gave an example of the area he assists in: which is to help maintain adherence to 

HIV medication especially when she is not available. Thanking God for her husband seems 

like an expression of relief that she has someone who could offer he some support so that she 

does not have to carry all the caregiving burden alone. 

Just like Bianca, Theresa also suggested that her husband provides some form of support. 

‘Hmmmmm! I only depend on myself because I don’t let anybody know about the 

situation. And my husband is there to support us.’ (Theresa) 

The sensitive nature of HIV made it impossible for her to confide in others who may be of 

assistance to her. Though she did not specify the nature of such support, her comment shows a 

level of confidence and assurance in the fact that her husband is there to provide support. 

Formal and informal support informal caregivers receive are important positive coping 

resources within the context of HIV caregiving. However, religion and spirituality have been 

described as another significant factor that influence their ability to cope with the burden and 

challenges associated HIV caregiving. This is explored in the emerging theme below. 

4.6.2 Emergent theme 2: The influence of religion and spirituality 
This theme focuses on how religion and spirituality influenced the interpretations participants 

gave to their caregiving experience and how they are able to cope with the challenges 

associated to their caregiving experience. Religious beliefs and resources were identified by 
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participants to be part of the instruments for coping with the negative experiences of 

caregiving. For example, Frank believes the ability to manage the challenges associated with 

caregiving is given to him by God. 

So, in a nutshell, God has always been with me. He has given me the grace to manage 

my challenges, both financially, economically, socially and otherwise.’ (Frank) 

Frank’s explanation is that his ability to cope with the challenges linked to his caregiving 

experience is because God is ‘always’ with him. He used the word ‘grace’ in his comment 

suggests of capacity bestowed on him by God. Having such belief seems to make him resilient 

in the face of varied challenges he mentioned above. 

Similarly, Carol also attributes the ability to cope with the challenges she faced when her child 

was hospitalised for months to divine empowerment. This is implied by her use of the term 

‘grace’, as Frank did. Thus, she is grateful to God for helping her scale through that phase of 

her caregiving experience. 

‘And I thank God because it was his grace and God’s favour I was able to pass through 

that’ (Carol) 

Carol went further to express her strong belief that God provides all her needs, including the 

food they eat. 

‘God sees that I did not dump the child and I want him alive. So he must provide every 

need for us to be alive. Sometimes I used to be surprised. We are eating, in short I used 

to be surprised and I used to say, God, thank you. I am not working, the father is no 

more, he is not for us, my family, everybody is angry but we eat normal.’(Carol) 

The caregiver believes that her willingness to take care of the child especially when his health 

was critical, could be a strong justification for receiving divine assistance. The fact that she 

does not have a source of income, yet they have food to eat, seems like a surprise to her, which 

she attributes to God. Her comment reflects a religious expression of belief in supernatural 

provision despite human source of support or assistance. However, she later revealed that she 

runs a business and occasionally receives support from her father and sister. 

‘Hmmm! Nobody knows what I am going through. You know, I told you I was working 

before, so the little I had, I tried to like fix in some business but it is not moving because 
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of this bad economy, because of this recession of a thing. I have to see what I can do. 

Sometimes, I call my dad to tell him we are broke or my sister. She will help me, she 

will support me.’ (Carol) 

Her comment contradicts her previous comment that suggests she does not work or receive 

support from anyone. Perhaps, Carol views work as being employed and the support she 

receives is not significant enough to be highlighted. Likewise, Sandra is of the view that her 

survival and coping ability is linked to her faith and religion. This is reflected in her comment 

below: 

‘Me, as you see me, anytime now, if I have a little chance in the office, I will run to 

church, that is the only thing I am surviving on. I don’t have anybody to support me, it 

is only Jesus. Only Jesus Christ that is supports me, no other person.’ (Sandra) 

It seems that being involved in church activities provides a sense of hope and relief from the 

challenges she is faced with. Survival in this context perhaps refers to the ability to cope with 

HIV-related challenges and not physical survival. She went on to state that she does not have 

any support except Jesus; a statement she repeats for emphasis. This may suggest her reliance 

on her faith and spiritual connection for emotional consolation for lack of support from others. 

Having no one to support her, she draws emotional comfort from the belief that ‘only Jesus’ 

supports her. 

Similar to Carol’s view, Joe identifies his religious beliefs as the reason for his positive attitude 

and disposition towards challenges associated to HIV caregiving. 

‘As far as I know and my religion actually tells me not to worry so much, that I should 

be content. If you don’t learn to worry so much when you have your hopes and belief 

that the Almighty can provide your need, then you will lack nothing. That is what has 

been keeping me o, even in the face of abject poverty, I still have something to hold on 

to. So I think, I believe my trust in God is very essential.’ (Joe) 

Joe’s narrative underscores his religious belief about worry and contentment and divine 

provision. He is of the view that imbibing a positive outlook and hope in God for provision is 

an important coping mechanism. He pointed out that his religious belief and trust in God is 

fundamental to his resilience despite facing difficult financial situation. 
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Some participants also expressed their faith in God for providence and survival of their care 

recipients. For instance, Bianca is of the view that the daughter’s survival was divine 

providence and intervention. 

‘The doctor did not even believe that the child will live. She can explain to you. That 

child is a living testimony. I believe that God preserved her life for a purpose. That is 

my own believe because she is a child that should have been forgotten by now.’ 

(Bianca) 

Stating that the doctor did not believe her daughter will survive seems like a way of making a 

strong point on her belief that the care recipient’s survival was supernatural and for a divine 

purpose. Perhaps such strong belief that her survival was for a purpose provides the caregiver 

a reason to hope and optimism. Such disposition may result in a strong resolve to continue 

providing care for the child despite the difficulties associated to the process. She went further 

to reiterate her belief in divine preservation and purpose for the child’s survival. 

‘Well, I believe that God preserved her life for a purpose. I believe that this thing 

happened for a purpose. That is my believe. I still believe that God that made it to 

happen can still heal that child for me. That is what I believe.’ (Bianca) 

Likewise, Frank believes that his child would have died a long time ago if not for God.  

‘I thank God for everything because God has been my sustenance. If not for God’s 

intervention, I would have missed her a long time ago.’ (Frank) 

The caregiver expresses a sense of gratitude to God for ‘everything’, relating it to God being 

his ‘sustenance’. His comment indicates that he strongly believes in divine intervention 

resulting in the survival of the child. He went further to compare the daughter’s experience 

with other individuals with similar experience but they did not survive. 

‘There were other people that similar, that were in that kind of condition but they never 

made it, they did not survive but in her own case she survived through the miraculous 

power of God. So, all the same, I still give God all the glory for helping us, for making 

her to survive that stage and now she is okay, she is healthy, though she is still on drugs, 

she is eeh she has finished her high school, and I look forward to sending her back to 

school.’ (Frank) 
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It seems that religion and spirituality provide the caregiver with a sense of meaning, values, 

transcendence and hope in relation to his experience with HIV and the responsibility of 

managing a child who is HIV positive. Perhaps the experience of almost losing his child has 

provided an opportunity for self-reflection and gratitude to God for her survival. This is 

revealed through his expression that the child’s survival was ‘through the miraculous power of 

God’. As result of his religious belief in God for her survival, rather than focusing on the 

negative impact of being HIV positive, he seems to demonstrate a positive outlook and attitude 

towards the whole experience.  

It seems that religious resources such as prayer and faith in the divine being create a sense of 

emotional contentment, which serves as a coping mechanism against the challenges associated 

with caregiving as suggested by Frank’s narrative below. 

‘You know as a Christian, you cannot do anything without Christ, he is the author and 

finisher of my faith, without him I can’t do anything. So, I depend solely on Christ Jesus. 

So, he dictates for me what I have to do, so I present this problem before him and I 

know that he is not leaving me alone, he is always with me, he is always with me. He is 

always caring for me daily.’ (Frank) 

His comment seems to reflect an imaginary relationship experience he desires to have but 

cannot as result of the sensitive nature of HIV. However, this thoughts and belief that he shares 

a deep relationship with a divine being provides a sense of consolation for feeling socially 

isolated and lonely. Thus, he draws solace from his spiritual connection and experience.  

Some participants expressed their hope and faith in God to heal their care recipients of HIV. 

They believe that through prayer and faith in God, there is a possibility of eradication of HIV 

infection from their care recipients through supernatural intervention.  

‘I don’t know but I am still giving her the drugs they asked me to give her. But I believe 

in God that one day, God will heal her. Because I am not sure, not that I am not sure, 

I am sure that she was not born with that sickness.’ (Bianca) 

Bianca still adheres to the child’s HIV medication since it is crucial for her survival and 

wellbeing. However, she is hopeful and believes in God for divine healing of her daughter. 

Though she does not know when that will be, but she is optimistic that ‘one day’ referring to 

the future, it will happen. 
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Carol also believes in supernatural intervention to bring an end to her child’s health problem. 

‘I am just leaving it to God and soonest it will be over.’ (Carol) 

Her comment indicates that she is hopeful that with God, the sickness will come to an end. Her 

use of the phrase ‘soonest it will be over’ provides a sense of how soon she wants the problem 

to be over. Her comment reflect the influence of religious beliefs to build hope in spite of the 

challenging situation, which perhaps enables her to cope with her situation.  

This view was elaborated in her comment below: 

‘Another thing is that you go on your knees to pray for God to change everything. I am 

a Christian. I do pray. Then, sometimes in the ward when he was admitted, I used to 

take him out of the hospital to church because there is nothing God cannot do…….I 

believe God can do it. I believe. Anything you do if you don’t involve God, it does not 

work. I can say okay, doctors only treat, God restores life. God can make it happen 

again. The boy is alive today.’ (Carol) 

She also identified prayer as a religious instrument that caregivers need to employ when dealing 

with their challenges. She strongly believes that as a Christian prayer is an effective way for 

dealing with the situation, citing an example of what she did when her son was admitted. Her 

comment implies that she believes the boy’s survival was as a result of God’s intervention. 

Thus, she is hopeful that God ‘can make it happen again’ by providing a lasting solution to 

HIV infection. 

Similarly, Jodie expressed shares her faith in God for a permanent solution, which is to bring 

an end to HIV infection. 

‘I believe that in due time, as far as God is concerned, there must be a solution to this.’ 

(Jodie)  

Just like Jodie, Theresa also relies on God to provide a lasting solution to HIV infection, as 

reflected in her statement below: 

‘So, I am praying every day, that God should bring solution to this problem.’ (Theresa) 
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Though Theresa believes in supernatural power of God to bring a lasting solution to her child’s 

HIV infection, it did not prevent her from adhering to his HIV medication even when she was 

advised not to do so by the members of her religious group.  

‘And one thing my immediate younger sister who is very, very close to me, because she 

knew about it, she was like telling me that God can do it, I believed in God, provided…. 

she was just telling me I shouldn’t give him the drugs, I should just go to church, they 

can pray and the illness will go. I went with her, I went to the church they prayed, they 

told me that I shouldn’t administer the drugs again, that the sickness is gone. I came 

back home but I didn’t stop because I knew what I was passing through, if I stop the 

drugs the boy will be sick, if I continue the drugs, the boy will be okay.’ (Theresa) 

Theresa confessed her belief in God to heal her child, which was proved by her willingness to 

go to church for prayers. However, she found the suggestion to stop his HIV medication as 

conflicting with her knowledge and experience with HIV infection. Perhaps the fear of the boy 

becoming sick again if she stops his medication did not let her heed their advice. Despite the 

influence of religion on the attitude of the caregiver to coping with caregiving, she was able to 

strike a balance between medical guidance to HIV medication and a religious approach to 

medication. 

It seems the idea of avoiding medication and to just believe that the sickness is gone was 

difficult for her because of her experience with the care recipient. Her religious group 

highlights non-adherence to medication as a proof of faith in divine healing while the caregiver 

understands the impact of non-adherence on the health of the care recipient. This suggests that 

spirituality and religious beliefs could also have a negative influence on caregivers’ approach 

to caregiving.  

Perhaps, Theresa believes divine intervention could be through research and potential 

production of curative medication HIV infection. This is reflected in her comment below: 

‘My dear, the only thing, my prayer is that God should just as you are researching and 

others are researching, please, God should just bring in solution to this problem 

because it is a problem, a very big one. So, if there should be a way that eeh drugs 

could cure this permanently, I will be the happiest mum on earth.’ (Theresa) 
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Theresa’s comment and those of other participants who expressed their faith in God for lasting 

solution to HIV infection showed that participants are optimistic and hopeful despite the 

challenging experience of caregiving. Hope and optimism as an emerging theme is elaborated 

in the next section. 

4.6.3 Emergent theme 3: Coping through hope and optimism 
This emerging theme discusses participants’ expression of hope and optimism towards their 

caregiving role and potential of finding solutions to the challenges associated to HIV infection 

of their care recipients. Their narratives suggests that such hope and optimism provide them 

with a motivation for carrying on with their caregiving roles despite the difficulties they 

encounter in the process. For example, Carol hinted that hope for survival motivated her to be 

resilient when her child’s health was poor and her caregiving role was very challenging. 

‘So it not easy, everyone in the compound knows you as a hospital goer every day and 

the baby then was [she sighs], it was hell. It was hell then. I was just been… [pause] I 

cannot throw him away. I cannot abandon him. I can’t let him be or just watch him like 

that. Let me just do something. It will be well one day. And he is well now.’ (Carol) 

The caregiver’s comment showed a sense of shame and frustration as a result of being 

associated with a child who requires frequent hospital visits. Thus, she seemed to have thought 

of abandoning the care recipient because of his health condition and the negative emotion 

associated with the perception of people in her community due to her frequent visit to the 

hospital. However, she was resilient and carried on caring for him because of the hope and 

optimism she had that he would survive. This view is expressed in her statement ‘let me do 

something. It will be well one day’. Such attitude of hope and resilience paid off since she 

confirmed he is no longer sick at the moment. 

Similarly, Joe expressed his hope for a permanent cure in the future, as shown in his comment: 

‘So, there is that ray of hope that one of these days, something permanent will come out 

and we will be relieved. That is hope.’ (Joe)  

His use of the phrase ‘ray of hope’ suggests that he has a reason for believing that there will be 

a permanent cure for HIV in the future. He seems convinced that such solution is not far-

fetched and will provide a relief. Hope for a permanent cure appears to be a strong reason to 
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carry on knowing that the child’s condition will not last forever. His statement ‘we will be 

relieved’ indicates he is saddled with caregiving challenges he desires to get over with. 

‘And I will also give him some assurances that in no distant time, there will be a 

permanent cure. But then for now, let us keep going with the temporary drugs. You see 

I am always very hopeful and I always look forward to time when maybe there will be 

ultimate pronouncement of a cure, a permanent cure. That will be my happiest day.’ 

(Joe) 

His comment reflects his attitude towards his role of maintaining adherence to medication, 

which he sees as a temporary measure as he hopes for a potential permanent cure. His 

conviction of a potential cure is shown by his desire to instil hope in the care recipient as well. 

Perhaps having a sense of hope and optimism for a permanent cure in the future serves as an 

emotional buffer to the negative impact of managing HIV infection and a source of motivation 

to carry on with his caregiving role. Joe believes that when a permanent solution will bring him 

an excitement and relief; it will be the happiest day of his life. 

Bianca revealed that hope for a lasting solution is her strategy for emotional comfort. 

‘When I sit down, I start thinking. A times I console myself that this sickness will leave 

the baby, it will end. That is my believe.’(Bianca) 

Bianca’s comment shows that feels worried and anxious about her daughter but having the 

belief that the infection will come to an end serves as an emotional defence mechanism that 

helps her feel better emotionally. 

Participants also base their hope and optimism for a permanent cure on the understanding that 

there are ongoing research work in relation to HIV treatment and potential cure. For instance, 

Jodie believes that the global effort towards researching a lasting solution, will one day pay 

off. 

‘Yes, as far as research is going on all over the world because it is not only here in 

Nigeria that we have this problem, so I believe there will be a time there will be solution 

to it.’ (Jodie) 
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Joe shares Jodie’s view of looking forward to a permanent cure through ongoing research 

around HIV/AIDS. He seems confident that there will be permanent cure very soon as a result 

of his understanding regarding ongoing research work on HIV/AIDS.  

‘Definitely, I am hopeful that in no distant time, I will be out of this problem because 

we have heard of moves made by research institutes and other research organisations, 

medical units; they are all working hard to bring out a permanent cure.’ (Joe) 

Some participants appear to stay positive towards life generally. Such positive attitude seems 

like a coping strategy that helps them deal with the negative experience of informal caregiving 

and HIV infection. This is reflected in Joe’s comment below: 

‘Everything has the good and the bad side like a coin. And eeh normally, I am always 

looking at the good side of life and forget about the bad side because you cannot be 

looking forward and eyeing the backward, you will lose your track. I am always focused 

to look forward.’ (Joe) 

His narrative suggests that even though he sees HIV infection and his caregiving role as 

challenging, he believes there is a positive side to his situation. Rather than focus on the 

negative aspect of his experience, he tends to have a positive view to his situation. It seems that 

this approach helps him cope with the situation better. He pointed out that he understands that 

life is not without challenges but having a positive view of these challenges positively affects 

one’s perception of how enormous and unmanageable they are. This view was further 

expressed in his comment below: 

‘So, I cannot say there are no challenges but they are just daily challenges which are 

surmountable, because I know that I have to cut my coat according to my own size. But 

where you begin to stress out unnecessarily, there is where you begin to see the 

challenges as insurmountable.’ (Joe) 

Joe acknowledges the problems he has a caregiver and HIV positive individual; however, part 

of his coping mechanism is to view these challenges as what he can manage on daily basis and 

to maintain a mindset that sees challenges as surmountable.  
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4.7 Summary 
In this section, the analysis of participant’s narratives of their experience of caregiving within 

the context of HIV has been presented. The superordinate themes presented have highlighted 

the negative consequences and challenges experienced by informal caregivers as a result of 

their caregiving roles. It has also underlined varied strategies these participants have adopted 

in coping with the negative experience of caregiving. Overall, the superordinate themes are 

common across the research participants; however some areas of divergence were highlighted.  

  



183 
 

CHAPTER FIVE: DISCUSSION  
 
5.1 Introduction 
This research set out with the overall aim of exploring the experience of loneliness and 

depression among informal caregivers of children with HIV/AIDS in Nigeria. In order to 

achieve this aim, a set of objectives were outlined which are: 1) to explore the relationship 

between informal caregiving, loneliness and depression among informal caregivers; 2) to 

explore features associated with loneliness and depression among informal caregivers of 

children with HIV/AIDS in Nigeria; and (3) to develop and evaluate a theoretical model that 

explains loneliness and depression among informal caregivers of children with HIV/AIDS 

within the Nigerian context.  

Semi-structured interviews were conducted, which involved 11 informal caregivers of children 

with HIV/AIDS in Nigeria. This chapter discusses the findings of the study with reference to 

the research question and in light of pre-existing evidence. It includes a critical evaluation of 

the study and opportunities for potential future research, as well as implications for existing 

theory and practice. Using interpretative phenomenological analysis (IPA) to analyse the 

account of participants, five superordinate themes were identified. These superordinate themes 

are: ‘caregiving – a challenging experience’, ‘HIV medication – a solution and a problem’, 

‘struggle with negative emotions’, ‘keeping it secret’ and ‘positive coping with caregiving’, 

and they provided an overall account of the experience of caregiving among informal 

caregivers of children with HIV/AIDS in Nigeria. The first three themes highlight issues about 

the negative experience of caregiving including caregiver burden, loneliness and depression; 

while the last two superordinate themes focus on caregivers approaches to dealing with these 

consequences. The sections discuss how the findings of this study fits into the proposed 

conceptual framework, in relation to existing empirical evidence highlighted in the literature 

review chapter. It highlights how the study met its aim and objectives; providing new insights 

and in-depth understanding of the experience of loneliness and depression among informal 

caregivers of children with HIV/AIDS. Consequently, a new theoretical framework has been 

developed, which reflects the experience of informal caregivers of children with HIV/AIDS 

within the Nigerian context. This new framework is presented in this section. Furthermore, this 

chapter highlights some recommendations for policy and practice and for future research based 

on the findings of the study. The strength and the limitations of the study are also presented. 
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5.2 Evaluating the results in relation to the study’s conceptual framework 

The focus of this section is to discuss the findings of the study in relation to the conceptual 

framework of the study, and to subsequently propose a refined framework that explains 

loneliness and depression among informal caregivers. The new framework highlights some 

aspects of the original framework which are supported by the research findings, while the new 

components of framework emerged from the findings of this research. A distinction between 

the conceptual framework proposed for the study and the modified framework based on the 

research findings is presented. 

 

The originally proposed conceptual framework for the study contains 6 domains, as shown in 

Figure 2.3, while the new theoretical framework is made up of 8 domains. These are: 1) 

background and context of caregiving, 2) caregiver characteristics, 3) caregiving role, 4) care 

recipient characteristics, 5) secrecy, 6) caregiver burden, 7) outcomes and 8) mediating factors, 

as shown in figure 5.1.  

 
5.2.1 Background and context of caregiving 
‘Background and context of caregiving’ is one of the domains in the original conceptual 

framework which underlines the significance of the kind of relationship existing between the 

caregiver and the care recipient, cultural background in which caregiving takes place, and 

psychosocial factors such and stigma, discrimination and social isolation. The framework 

suggests that these features have the potential to affect informal caregivers’ experience of 

caregiving. The finding of the study shows that the relationship informal caregivers share with 

their care recipients may have influenced their uptake of caregiving role and their experience 

of informal caregiving. Most of the informal caregivers were parents (8 out of 11 participants) 

and relatives. As parents, they found their caregiving role as an obligation and a sense of care 

and commitment to the wellbeing of the care recipients. Previous studies have shown that the 

influence of informal caregivers’ relationship with care recipients on their experience of 

caregiving (Pinquart and Sorensen, 2011; Litwin et al., 2014). 

Cultural norms and values might have also played a part in the uptake of the caregiving role 

and the experience of informal caregivers. Though the finding of the study highlighted informal 

caregivers’ experience of caregiving as challenging, they could not give up such a role having 

a sense of cultural obligation: a reflection of their collectivism cultural orientation and the 

Ubuntu spirit of African people (Chaplin, 2006; International HIV/AIDS Alliance, 2012; 
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Achema and Ncama, 2016; Triandis, 2018). The interplay of the features such as stigma, 

discrimination, social isolation and religion within this domain, impacted on the caregiving 

experience of informal caregivers of children with HIV/AIDS. 

5.2.2 Characteristics of the caregiver 
Caregiver characteristics such as age, gender, marital status and socioeconomic factors, and 

health status, as were presented in the conceptual framework for the study, are an important 

domain in the caregiving process. Pearlin et al. (1990), emphasised the influence of these 

characteristics on the negative outcomes of caregiving. The nature of the study made it difficult 

to clearly show the influence of these demographic features on caregivers’ experience of 

caregiving. Nevertheless, socioeconomic status (financial constraint and unemployment) 

emerged as an important feature that influenced informal caregivers’ experience of caregiving 

and the quality of care they provide. This will be discussed in details within ‘caregiver burden’ 

domain. The theoretical framework for the study suggests that the health conditions of the 

informal caregiver influence their experience of caregiving (Lee et al., 2010; Kidman and 

Thurman, 2013; Casale et al., 2015). However, this seems not to be in congruence with the 

findings of this study. Some of the participants who indicated being HIV positive did not imply 

that their HIV status affected their experience of caregiving.  One of the participants who 

narrated that caregiving is not challenging to him, was HIV positive. Only a participant who is 

HIV positive indicated feeling guilty and self-blame for being responsible for his child’s HIV 

infection. On the other hand, two participants who are HIV negative, expressed the pain and 

hurt they go through as a result of their caregiving roles. This contradiction could be explained 

based on the view that the subjective appraisal of informal caregiving influences the positive 

or negative impact of informal on the caregiver (Folkman and Lazarus; Chung et al., 2010; Van 

Groenou et al., 2013). 

5.2.3 Caregiving roles 
This domain highlights the impact of caregiving roles (ADL/IADL) and most importantly, 

managing HIV medication, which seems central to informal caregivers’ experience of informal 

caregiving. The findings of the study show that the participants underlined the significance of 

HIV medication to the survival and the health improvement of their care recipients after 

diagnosis. Participants expressed their relief as they noticed the positive effect of ART on the 

health of their care recipients. Thus, they view managing HIV medication as an integral part of 

their caregiving role and perhaps the most important IADL, as care recipients are required to 
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consistently adhere to their medication in order to maintain their health and wellbeing. Though 

managing HIV medication was seen as distressing, most informal caregivers continued with 

the process as it is crucial to the survival of the care recipient and long-term care and treatment 

(Biadgilign et al. 2011; Gourlay et al., 2013). Thampanichawat (2008) reported that informal 

caregivers were committed to providing the best care for their care recipients in order to 

prolong their lives, and maintaining adherence to HIV medication was an important action 

aimed at achieving this. 

On the other hand, the findings of the study show that HIV medication was not only a source 

of health solution to HIV care recipients, it was also a source of challenges for informal 

caregivers. Most of the participants recounted the difficulties they experienced in relation to 

managing adherence to HIV medication. The medication requires a strict routine such that it is 

administered twice daily and at a specific time. Participants found such routine to be rigorous 

and distressing. Maintaining adherence to medication was perhaps an aspect of caregiving 

many of them were not happy to engage in but felt it was an obligation and a necessary process, 

which is crucial to the health and wellbeing of the care recipients. Thus, they perceive 

management of HIV medication as a crucial and integral part of their life, which they cannot 

do away with. The benefits and challenges associated to HIV medication, seem to have created 

a feeling of ambivalence towards its management. The conflicting feeling towards HIV 

medication was also extended towards the care recipients’ long-term dependence on ART for 

survival. Having a child whose life depends on HIV medication and not the routine of HIV 

medication was emotionally distressing. One of the participants termed the dependence on HIV 

medication a ‘useless life’, as result of how distressing he perceives the process to be. 

Previous studies have shown the importance of HIV medication and the challenges associated 

to it (Gourlay et al., 2013). In Bejane et al. (2013) for instance, informal caregivers underscored 

the importance of ART as their care recipients’ physical symptoms improved when they 

commenced treatment; and this resulted in emotional relief and hope for survival. However, 

they understood that the effectiveness of the medication depended on adherence; and this was 

challenging as care recipients required constant supervision to maintain adherence. They were 

also worried that their care recipients will have to depend on HIV medication for the rest of 

their life. The findings of previous studies also indicated that caregivers were overwhelmed 

and felt worried about their care recipients’ dependence on HIV medication for the rest of their 

lives (Nelms, 2005; Biru et al., 2015).  
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Part of the distress resulting from the management of HIV medication, was its ineffectiveness 

at some point in the life of the care recipient.  Some participants shared their concern regarding 

the ineffectiveness of the first line of HIV medication after a period of time and treatment 

failure when switching to the second line of medication. This is consistent with the finding of 

a previous study by Beals et al. (2006), in which caregivers reported great concern over 

treatment failure and potential side effects of HIV medication on care recipients. Participants 

also indicated that managing HIV medication was distressing and overwhelming as result of 

the negative behaviour and attitude of their care recipients. The negative attitude of care 

recipients towards their medication was a source of emotional distress as they were worried 

that poor adherence to HIV medication could result in illness and possibly death of their care 

recipients. Care recipients complained about the frequency of HIV medication, the size as too 

big, and lack of justification for taking the medication in the first place. Thus, they had to devise 

strategies to keep motivating the care recipients to adhere to the routine of their medication. 

Caregivers had to make financial sacrifices to provide whatever the care recipients requested 

as an inducement for taking their medication. This is similar to the findings of previous studies. 

For instance, Thampanichawat (2008) found that informal caregivers encountered challenges 

with getting care recipients to adhere to their HIV medication. Many of them complained of 

the size, smell, taste, quantity and frequency of medication. However, caregivers placed much 

importance on HIV medication and had to devise strategies for managing adherence. This 

included explaining the reasons for adherence, cutting of the pills into fragments, and 

sometimes threats or punishments, rewards and incentives. Furthermore, Das et al. (2017) 

identified the rigorous and prolonged medical regime as a key barrier to adherence to HIV 

medication as caregivers found it difficult to persuade care recipients to continue taking their 

medication, which made managing HIV medication a distressing process. This made 

caregiving a stressful experience. Similarly, Bejane et al. (2013) underscored that challenges 

associated with getting the care recipients to adhere to their medication as a source emotional 

distress among informal caregivers. They reported that some care recipients gave varied 

reasons for their unwillingness to adhere to their medication, which was frustrating for their 

caregivers. Their findings also highlighted how challenging and frustrating managing HIV 

medication was for caregivers whose care recipients refused to take their medication. 

The majority of them are not aware of their HIV status thus did not see the need to adhere to 

their medication. HIV-infected children are more likely to be non-adherent if they are not aware 

of their status (Wasti et al., 2012; Mutwa et al., 2013; Seth et al., 2014).  
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HIV medication seems to serve as a physical evidence indicating the positive HIV status of the 

care recipient to others. Consequently, it affected informal caregivers’ approach to maintaining 

secrecy and social involvement. Social restriction for both the care recipient and the caregiver, 

and avoidance of social contacts were to limit other people’s awareness of the child taking their 

medication. Since daily intake of HIV medication is essential for care recipient’s survival and 

wellbeing but also a symbol of being HIV positive, they had to keep the medication secret by 

limiting the places and the people (including friends and family members) they visit, and the 

duration of such visits.  

Management of adherence to HIV medication was seen as an important caregiving role of 

which caregivers may require assistance or support. It also influenced caregivers’ appraisal of 

quality of caregiving provided and who could is competent to provide care for her care 

recipient. For instance, one of the caregivers (Sandy) was not comfortable with her care 

recipient’s father caring for the child because he could not manage HIV medication effectively. 

‘Yes, the other challenge I have is that his father, anytime he is with his father, they 

don’t give the him medication the way it should be, so that will make him to become 

sick and in fact, he become sick and the sickness will be worse than at first.’ (Sandy).  

However, many of the participants did not trust others to manage HIV medication effectively 

and consequently, did not receive adequate support or assistance. This seems to have made 

informal caregivers spend more time providing care, so could not engage in social activities 

and some of them felt left alone to provide care for their care recipients. Bejane et al. (2013) 

show that some informal caregivers could not engage in family and social activities as they 

could not entrust others with their care recipients’ medication and were dedicated to managing 

the medication themselves. 

5.2.4 Secrecy 
This domain highlights secrecy as informal caregivers’ approach to managing HIV caregiving 

so as to avoid being exposed to stigma and discrimination. Participants resorted to non-

disclosure of the HIV status of care recipients to them; thus, most of the care recipients were 

not aware of their HIV status. They highlighted care recipient’s immaturity to handle such 

sensitive information in terms of maintaining secrecy as a reason for non-disclosure. Previous 

studies have shown that majority of HIV positive children are not aware of their status (Atwiine 

et al., 2015; Britto et al., 2016; Gyamfi et al., 2017) and informal caregivers are reluctant to 
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disclose the care recipients’ HIV status to them as they feel they may not be prepared to manage 

such information and maintain secrecy (Lorenz et al., 2016). Another reason for non-disclosure 

is the fear that care recipients may be devastated by such information. Thus, it was important 

to disclose to them at an age when they believe they are mature. This finding supports previous 

studies in which many children with HIV were not aware of their HIV status even though they 

were receiving treatment and caregivers were reluctant to disclose the HIV status of these 

children because they were not sure how they will react to such information and they fear care 

recipients may be too young to understand (Pinzon-Iregui et al., 2014; McHugh et al., 2018).  

Most participants believe that non-disclosure of HIV status to their care recipients is a control 

mechanism that is crucial for protecting themselves and the care recipients from the risk of 

social stigma and discrimination. The findings of Mwinituo and Mill (2006) showed that 

informal caregivers reported feeling the need to hide their caregiving roles from others so as to 

avoid being stigmatised. Likewise, Bogart et al. (2008) found that the feeling of stigma and 

fear of discrimination resulted in secrecy and non-disclosure among informal caregivers of 

children affected by HIV/AIDS. 

Previous studies reported that disclosure of a child’s HIV status presents unique challenges of 

risk of stigma and discrimination against informal caregivers partly because most paediatric 

HIV infection results from vertical transmission. Thus, disclosure implies exposing the 

informal caregiver’s HIV status and likely suggest a stigmatised ‘risk’ behaviour in the 

caregiver or one or both parents (Wiener et al., 2007; Cluver et al; 2015) As many of these care 

recipients are infected perinatally, their parents have reported concern about being blamed and 

identified as responsible for their infections, hence the resort to secrecy (Lorenz et al., 2016).  

Informal caregivers of children with HIV/AIDS are at the risk of being stigmatised by people 

in their communities (Bogart et al., 2008; Singh et al., 2011). 

The findings also highlighted study participants’ perception of HIV stigma and discrimination 

among people in their community. They are of the view that HIV is a highly stigmatised 

condition due to the persistence of considerable misinformation and ignorance about HIV 

among individuals in the community. This perception seems to have influenced their approach 

to managing information about their care recipients’ HIV status as many of them resorted to 

secrecy and social avoidance. Paintsil et al. (2015) found an increased level of perceived HIV 

stigma among informal caregivers of children with HIV/AIDS in Ghana, which was seen as a 
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barrier to non-disclosure. Other studies provide evidence that the fear of stigma after disclosure 

is a primary barrier to disclosure (Vreeman et al., 2010; Kallem et al., 2011). 

Thus, secrecy about care recipients’ HIV status is seen as the right approach to reducing the 

risk of exposure to HIV stigma and discrimination. Chauhan et al. (2016) reported that non-

disclosure of HIV status among informal caregivers of children with HIV/AIDS is seen as a 

safeguard against social stigma, discrimination and social rejection associated to HIV. 

Unfortunately, non-disclosure seems to hinder adherence to medication as care recipients 

showed negative attitude and behaviour towards HIV medication. Most of them did not 

understand why they were subjected to continuous HIV medication. Pinzon-Iregui et al. (2013) 

reported that although secrecy and partial disclosure was a common practice among parents of 

children with HIV, most reports that evaluated the result of disclosure suggest that it led to 

increased adherence to medication and did not have the feared consequences in some care 

recipients. Caregivers in the study engage in various actions and behaviours to maintain secrecy 

such as restriction of movement and social interaction, avoidance of social contacts, hiding of 

HIV medications or removing of labels on medications, and denying the reasons for frequent 

hospital visits. Some of the participants could not visit friends and family members whenever 

they wanted because they did not want their care recipients to be identified as HIV positive.  

 
5.2.5 Characteristics of the care recipient 
Care recipients’ characteristics was highlighted in the conceptual framework of the study as an 

important feature that could influence the caregiving experience of informal caregivers. This 

domain highlights the impact of the care recipient’s health condition and behaviour problems 

on informal caregivers.  

Participants in the study described the negative impact of their care recipient being diagnosed 

with HIV. Some participants expressed rude shock and emotional devastation knowing that the 

care recipient is HIV positive. In some cases, they had to undergo medical tests to know their 

own HIV status. This seemed to create a sense of worry, anxiety and emotional stress. 

Similarly, Thampanichawat (2008) found that informal caregivers of children with HIV 

experienced shock, anxiety, grief or denial when they learnt of their care recipients’ HIV 

infection. 
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Poor health condition of the care recipient was a source of increased demand for caregiving; 

thus, informal caregivers had to spend more hours taking care of the care recipient. Some other 

participants indicated feeling bad and distressed because of the continuing health problems of 

the care recipient. They highlighted that deterioration in the health of their care recipients made 

their caregiving roles overwhelming and burdensome. 

This is because the care recipients’ poor health condition was linked to constant visits to the 

hospital, spending more time observing and monitoring them and increased number of hours 

spent looking after the care recipients. It perhaps creates a sense of worry and fear of losing 

the care recipient. One of the participants reported having sleepless nights as she felt helpless 

and hopeless because of the care recipient’s condition. She was also concerned about the 

increased financial demand on her as she needed money to pay for hospital bills, food and 

medication. These findings also align with Murray et al.’s (2017) qualitative study that 

explored caregivers’ mental health and HIV-infected child wellness, and showed that the poor 

health condition of the care recipient increased caregiver burden and impacts on the mental 

health of the caregiver as it involves taking the child to healthcare providers, monitoring the 

child, and procuring and administering medicine. Informal caregivers experience depleted 

resources and they struggle to afford care recipients’ medicine or transport to hospital. In 

Thampanichawat (2008), informal caregivers expressed anxiety and fear of losing their child 

while ill or during frequent hospitalisation. 

Similarly, Lentoor (2017) reported that continuing health problems of the care recipient were 

reported as a common problem by informal caregivers; the panic experienced whenever the 

care recipient falls sick coupled with lack of resources increased the mental health impact of 

HIV caregiving. Raina et al. (2004) identified care recipient’s health condition as a feature that 

constituted increased demand for caregiving, which has been associated to caregiver burden 

and could increase the risk of poor mental health associated to caregiving.  

On the other hand, an improvement in the health condition of the care recipients resulted in a 

sense of relief among these caregivers and a positive outlook despite the distress linked to their 

caregiving experience. This is consistent with the finding of Thampanichawat (2008) and 

Jankey and Modie-Moroka (2011) in which the improved health conditions of children with 

HIV brought relief to their informal caregivers.  
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Furthermore, the poor health condition of the care recipients also significantly influenced 

participants’ negative experience of caregiving as it resulted in frequent visits to the hospital 

and sometimes, the caregivers had to spend days or weeks at the hospital, and increased cost 

of caregiving as they pay hospital bills, buy needed medication and take care of the cost of 

transportation to hospital. The poor health condition of care recipients created worry, anxiety, 

fear and other distressing emotions. Furthermore, it increased the demands for caregiving; 

perhaps, informal caregivers had increasing need to focus on them and limited personal time 

and restricted social life. Raina et al. (2004) suggest that care recipients’ characteristics are 

made up of features that are objective conditions of caregiving: the manifestation of the child’s 

poor health which increases the demand for ADL and IADL. The poor health condition of the 

care recipient could result in caregiver burden and depression, which could be manifested in 

feelings of isolation and loneliness (Reinhard, 2008).  

Additionally, the findings of the study indicate that the care recipients’ negative attitude and 

unwillingness to take their medication, was underscored as a behaviour problem that made 

caregiving caregivers’ roles, especially managing adherence to HIV medication, more 

challenging and distressing. 

5.2.6 Caregiver burden 
The findings of the study indicate that informal caregiving is a challenging process that is 

overwhelming and burdensome to many caregivers of children with HIV/AIDS. The 

participants in the study revealed their understanding and interpretation of HIV caregiving, 

which they described as ‘suffering’, ‘challenging’, ‘pain’ and ‘hell’, which represent the social, 

emotional, physical and financial challenges that are associated to the process. Participants’ 

negative perception of their caregiving responsibilities was captured in the superordinate 

theme; ‘caregiving – a challenging experience’; under which the emerging themes ‘caregiving 

as suffering’, ‘financial burden of caregiving’, ‘loss of freedom’ and ‘doing it alone’ were 

discussed. One of the participants described caregiving as a ‘cluster of weight’, indicating a 

heavy burden that creates a sense of powerlessness and helplessness.  

Informal caregivers’ interpretation of these challenges aligns with the concept of caregiver 

burden as presented in the conceptual framework.  As explained in the literature review, in 

qualitative studies, caregiver burden may be conceptualised by respondents by using different 

terms that represent their actual experience of the concept (Bastawrous, 2013). It seems that 

caregivers’ interpretation and conceptualisation of their caregiving experience focuses more 



193 
 

on the subjective component of caregiver burden and not the objective burden. While the 

objective burden relates to the observable impact of caregiving activities including ADLs and 

IADLs, (Bezance and Holliday, 2014), the subjective burden highlights the emotional or 

psychological impact of caregiving on the caregiver.  

Financial burden was perhaps an important feature that influenced the relationship between 

informal caregiving, loneliness and depression among informal caregivers as most of the 

participants identified financial challenges as a major issue that contributed to their negative 

experience of caregiving. Financial constraint was also an important factor that influenced 

informal caregivers’ interpretation of caregiving as a challenging and frustrating experience. 

Participants highlighted that money was needed for the payment of HIV medication, 

transportation to the hospital, food and the upkeep of the care recipients. Some of them struggle 

to provide for the basic needs of their care recipient, which makes caregiving a challenging 

task.  Furthermore, having other children who depend on informal caregivers for their 

wellbeing seemed to compound the financial constraint they experienced. Similar to this 

finding, Orner (2006) found that the negative psychosocial impact of informal caregiving was 

linked to limited income and added responsibilities of caring for other family members. 

Some participants seem overwhelmed by the financial responsibility associated to their 

caregiving role such as the cost of HIV medication, which created a feeling of hopelessness 

and helplessness. This is the case especially where there are no or insufficient financial support 

from family members or friends or where informal caregivers could not disclose their HIV 

caregiving roles so as to avoid stigma and discrimination. Participants who had financial 

constraints but did not receive any financial support from others who were aware of their need 

and caregiving roles, emphasised that they were left alone to provide care for their care 

recipients. This suggests a lack of satisfaction in the quality of their social network. Though 

they have access to their social network, yet they have a feeling of dissatisfaction for not 

receiving expected financial support, perhaps due to poor quality social relationships. Perlman 

and Peplau (1982) posit that loneliness is a subjective variance between one’s expected social 

relationship and the actual social relationship. 

Financial constraint was also compounded by unemployment as four of the participants were 

unemployed and had low income. Unemployment resulting in financial constraints perhaps 

seems to affect informal caregivers’ self-worth. One of the participants emphasised that 

unemployment affects his capacity to provide adequately for his family and consequently his 
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self-worth. Furthermore, financial constraint experience by informal caregivers affect the 

quality of care they provide, which then creates a feeling of failure and frustration. 

This finding is consistent with previous studies that explored the experience of caregivers of 

children living with HIV. In Das et al.’s (2017) study, informal caregivers of children with 

HIV/AIDS highlighted financial constraints as a common challenge of caregiving. Caregivers, 

especially those who are HIV positive, indicated that their economic situation was worsened 

by their caregiving roles as they were unable to work. Osafo et al. (2017) suggested that many 

informal caregivers are burdened with economic hardship, resulting in scarcity of food and 

funds for daily provisions. Informal caregivers spent more time providing care, which made it 

difficult to spend more time on income related activities. They suggest that financial hardship 

had negative impact on their physical, emotional and psychological wellbeing. Their finding 

indicated that the caregiving role became more challenging due to unemployment or loss of 

job, making daily provision and survival difficult. Orner (2006) found that informal caregiving 

creates a disruption in some informal caregivers’ social and working patterns in which some 

of them give up their employment or were dismissed from work for inconsistency in their work 

pattern.  

Lentoor (2017) underlined poor financial resources as a major socioeconomic stressor, which 

intensifies the negative impact of HIV on both the care recipient and the caregiver. Participants 

suggested that having a source of income was crucial to their ability to provide quality care to 

their care recipients. Thus, participants’ understanding of caregiving as a negative experience 

is linked to their inability to meet the financial demands of their caregiving roles. Provision of 

care in a poor resource setting resulting in poor nutrition, limited access to healthcare services, 

and inability to provide basic needs of the family members, especially the care recipient, have 

been underlined as contributing factors to the negative consequences of informal caregiving 

(Kuo and Operario, 2010; Majmdar and Mazaleni, 2010; Casale et al., 2015; Frederick; 2018). 

Deventer and Wright (2017) identified poverty as having a major impact on the psychosocial 

wellbeing of informal caregivers. On the other hand, access to economic resources is important 

in alleviating the negative impact of caregiving (Schulz, 2016). However, there were other 

issues that created negative experience of caregiving, for instance, the health condition of the 

care recipient.  
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As stated earlier, the challenges associated to managing HIV medication, the health condition 

of the care recipient, which made the role of caregiving to be overwhelming, seem to have 

resulted to physical burden and emotional burden.  

5.2.7 Outcomes 
Two major outcomes were presented in the original conceptual framework: loneliness and 

depression. However, the findings of this study showed three major outcomes: caregiver 

burden, loneliness and depression. In the proposed framework, caregiver burden was a factor 

that was associated with the other two outcomes, but the findings show that caregiver burden 

is not only linked to other consequences of caregiving but is distinguished as an outcome as 

there were participants who expressed their experience of caregiver burden without any 

indication of the feeling of loneliness or depression. Thus, it is included as one of the outcomes 

that emerged from the study as part of the negative experiences of caregiving, as discussed in 

the last session. Furthermore, it is important to note that the identification of these outcomes 

was based on the researcher’s subjective interpretation of the participants’ narratives as the 

study approach and focus was not to measure such outcomes but to identify what emerged from 

the data analysis. Caregiver burden has been highlighted, thus loneliness and depression will 

be presented below. 

i. Loneliness 
As highlighted in the conceptual framework, loneliness has been associated to informal 

caregiving (Ekwall et al., 2005; Wagner and Brandt, 2015; Vasileiou et al., 2017). The result 

of the present study highlighted loneliness as part of the caregiver’s experience. The findings 

revealed that some participants expressed feeling stuck with their care recipients and seem to 

have lost the freedom to live their lives the way they desired. They no longer had time for 

themselves and were no longer free to make as much social contact as they desired since their 

life was centred around the need to provide care to their care recipients. For instance, the need 

to maintain adherence to HIV medication resulted in one of the participants (Theresa) being 

preoccupied with thoughts of administering HIV medication to the care recipient. She 

expressed the need to always be with the care recipient, like she is stuck with her caregiving 

role. 

The demanding nature of the caregiving role required the caregiver’s attentiveness to the needs 

of the care recipient, and this subjected the caregiver to the risk of diminished social interaction 

and social isolation. These in part occasioned the feeling of loneliness. It equally reduced the 



196 
 

caregiver’s personal time and space, diminishing their ability for leisure and self-care. 

Loneliness has been identified in terms of diminished personal space and social interaction 

resulting from the restrictions imposed by their caregiving roles (Vasileiou et al., 2017). As 

stated earlier, the role of caregiving and the HIV status of the child restricted the caregiver’s 

opportunity for social interaction and social network as a result of perceived stigma and fear of 

discrimination associated to HIV. This was highlighted by study participants’ strategy of non-

disclosure and secrecy around the HIV status of their care recipients.  

Likewise, informal caregivers distanced themselves from their social world and the possible 

benefits of social support from the larger social network with the aim of preventing stigma and 

discrimination even when they desired to have such social connections and support. Some 

participants also expressed the need for physical and financial support from family members 

in order to alleviate the overwhelming burden associated to caregiving but did not receive such 

support. This resulted in their feeling helpless and hopeless and left alone to carry out their 

caregiving roles.  Social avoidance in order to avoid the risk of stigma and discrimination seems 

to make participants feel socially isolated and lonely as they indicated a desire to connect with 

others. Social disconnectedness, which is characterised by lack of contact with others and the 

subjective experience of restricted social resources such as support and companionship, have 

been linked with the feeling of loneliness (Waite et al., 2008; Holt-Lunstad et al., 2015). The 

finding of Ekwall and Hallberg (2005) suggests that informal caregivers with larger social 

network reported feelings of loneliness less often. Thus, small social network was significantly 

linked to loneliness among informal caregivers. Social disconnectedness may not necessarily 

be the reason for loneliness but the informal caregivers’ subjective evaluation of their social 

disconnectedness (De Jong Gierveld, 1998). 

Furthermore, some participants reported feeling left alone to manage HIV caregiving and not 

necessarily because there is any restriction on their social network. This is suggestive of their 

emotional state in relation to a sense of lack of satisfaction with the existing relationship 

characterised by the ignorance and lack of understanding of others to the challenges they go 

through. This feeling of abandonment or emotional emptiness is suggestive of emotional 

loneliness. 

ii. Depressive feeling 
 
The theoretical framework highlighted an interlink between informal caregiving and 
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depression. The results of the study suggest a relationship between informal caregiving and 

depression among informal caregivers. Depressive feeling was one of the emerging themes 

under the superordinate theme ‘struggle with negative emotions’, which captured the emotional 

distress and pain experienced by informal caregivers as a result of their caregiving roles.  

The findings of this study show that some participants expressed overwhelming feeling of pain 

and frustration as they are saddled with the financial responsibilities linked to their caregiving 

roles. They indicated that the cost of HIV medication and hospital treatment was too high and 

they did not have sufficient income to be able to deal with such huge financial cost. Some of 

them needed money for food, transportation to the hospital for routine visits and the care 

recipient’s upkeep. Some participants highlighted that the overwhelming negative feeling they 

experienced resulted in weeping often and sleepless nights. Previous studies have shown that 

stressors, such as higher caregiving demand, have been reported to be associated to higher 

depression among informal caregivers of people with chronic infection (Moore et al., 2006; 

Casale et al., 2015; Biru et al., 2015). Deventer and Wright (2017) reported that informal 

caregivers experienced a spectrum of emotions such as helplessness, hopelessness, sadness and 

feeling overwhelmed as they were confronted with the overriding financial burden of 

caregiving. Low socioeconomic status was identified as a primary predicator of depression 

among informal caregivers of children with HIV in Calabar, Nigeria (Ochigbo et al., 2018). 

They suggest that socioeconomic status as a predictor of depression highlighted in the study 

may be an indirect or direct outcome of caregiving stress relating to the provision of care 

recipient’s needs and the needs of others in the family including the caregiver. Lack of financial 

resources was identified as a major socioeconomic stressor that exacerbated the negative 

impact of HIV on informal caregivers (Lentoor, 2017). 

Participants also indicated experiencing emotional distress and depressive feeling as a result of 

their care recipients’ HIV diagnosis. The knowledge of their care recipient’s HIV status was 

emotionally devastating as they struggled to come to terms with the reality of having a child 

with HIV. Some participants could not say for certain the source of the care recipients’ 

infection, which they found frustrating and perhaps resulting in a sense of dejection and internal 

dilemma. For instance, one of the participants (Bianca) indicated feeling bad and dejected since 

the day she discovered her child was HIV positive. She always shed tears to express such 

negative emotions. Part of her reasons for shedding tears is that she is not sure of the source of 
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the child’s infection. She thinks it could be from the carelessness of a nurse at a hospital where 

the child had medical treatment. 

Some participants also felt emotionally distressed and overwhelmed by the responsibility of 

managing adherence to HIV medication despite its importance to the survival and wellbeing of 

the care recipient. The finding also showed that caregivers may feel depressed for being HIV 

positive and not only because of their caregiving roles. One of the participants in the study 

clearly stated feeling depressed as result of being diagnosed with HIV as he feels he could have 

avoided the activities that led to it. Findings from the study of Casale et al. (2015) show that 

compared to healthy caregivers, caregivers living with HIV/AIDS are more likely to experience 

depression than caregivers with other non-HIV-related illness after controlling for key 

sociodemographic factors. This aligns with the findings of Ochigbo et al. (2018), which 

reported depression among majority of informal caregivers who are HIV positive in Calabar, 

Nigeria. They suggest that the depression reported among HIV positive informal caregivers 

may be linked to the cost of accessing healthcare, social isolation, stigma and discrimination.  

Other studies show higher risk of depressive symptoms in HIV positive individuals than HIV-

uninfected individuals (Do et al., 2014; Bernard et al., 2016; Nydoo et al., 2017; Lwidiko et 

al., 2017).  

The finding also showed that the experience of stigma and discrimination resulted in emotional 

pain. One of the participants reported feeling emotional pain because of how he and his care 

recipient were treated by some of the healthcare professionals when she was diagnosed of HIV. 

He used the phrase ‘treat with disdain’ to express his view of his experience. Mitchell and 

Knowlton (2009) found an association between stigma and increased depressive symptoms 

among informal caregivers of people living with HIV/AIDS. 

The result of the study shows that participants felt a sense of shame because of the physical 

condition of the care recipient due to HIV infection. Having a care recipient whose ‘deplorable’ 

health condition can be noticed by others, made caregivers vulnerable to public scrutiny leading 

to a feeling of embarrassment and shame. This negative experience was identified to have 

compounded the emotional stress associated to caregiving. Some participants felt a sense of 

guilt and blamed themselves for being responsible for the care recipients’ health condition. 

They reckoned that their actions must have resulted in the child becoming HIV positive. One 

of the participants identified this sense of guilt as part of the reasons he felt depressed.  
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Previous studies conducted in Nigeria among informal caregivers of adults with HIV have 

indicated the experience of depression among the study participants (Abasiubong et al., 2011). 

Similarly, the findings of Deventer and Wright (2017) highlighted the feeling of emotional pain 

experienced by informal caregivers of individuals with HIV/AIDS. In their study, a sense of 

worry, hopelessness and despair were common experience among informal caregivers. 

Similarly, Orner (2006) found that provision of care for people living with HIV/AIDS places 

so much emotional demand on informal caregivers and negatively impacts their mental health. 

Depression is a subjective and multifaceted concept (Durbin, 2013) and it is difficult to 

emphatically state that informal caregivers in this study experienced overt depression 

considering nature of the study. However, the participants’ narratives of hopelessness, 

helplessness, emotional pain expressed through weeping and in some cases, sleepless nights, 

guilt, shame and other distressing emotions associated to their caregiving roles, were 

subjectively interpreted to suggest a feeling of depression among informal caregivers. Thus, 

establishing a potential relationship between informal caregiving and depression among 

informal caregivers of children with HIV/AIDS in Nigeria. 

The findings of this study have shown that informal caregivers of children with HIV/AIDS 

experience loneliness and depression; however, it did not indicate if loneliness has any impact 

on participants’ experience of depression, or vice versa. The connection between these 

phenomena may be the common features associated to them. These features are discussed 

further below. 

5.2.8 Mediating factors 

The framework underlined the significance of mediating factors namely, social support and 

coping strategies, which are important resources for informal caregivers in managing the 

demands of informal caregiving (Chang et al., 1998; Herbert et al., 2006; Wilkins, 2018). 

The result of the study has shown that most of the participants interpreted caregiving as a very 

challenging process, especially when they are not able to access support and are vulnerable to 

social stigma and discrimination because of their care recipients’ HIV status. The findings of 

the study showed that informal caregivers adopted different strategies for managing the care 

recipients’ HIV status.  
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i. Coping through support 
The finding of the study highlighted formal and informal support participants received as an 

important coping feature identified by informal caregivers. The superordinate theme ‘positive 

coping’ underscored these coping resources implemented by informal caregivers in managing 

the challenges associated to their caregiving roles.  

Some participants’ narratives show that they received support from healthcare professionals in 

the form of counselling and emotional support, which they described as important in their 

ability to cope with the challenges of their care recipients’ HIV infection. This form of support 

is described as formal support, which is support provided by social service and healthcare 

personnel to improve the wellbeing of informal caregivers (Lethin et al., 2016). Others 

identified HIV medication as a form of formal support they received. Informal caregivers in 

previous studies highlighted support received from healthcare workers as an important element 

in their ability to cope with the challenges of caring for their care recipients. Biru et al. (2017) 

highlighted the importance of formal support such as counselling from health-workers, which 

strengthened informal caregivers’ commitment to caregiving and helped them cope with the 

challenges associated to the process.  

Some participants narrated receiving informal support from some friends and family members. 

Some participants indicated receiving assistance with ADL from their family members, which 

helps alleviate the physical demands of caregiving. Most of the participants emphasised and 

interpreted informal support primarily as financial assistance, which seemed to reduce the 

financial burden they experienced. These findings align with Osafo et al. (2017), in which 

informal caregivers of children with HIV reported that they were able to cope as a result of 

constant provision of varied forms of support, which include school fees, payment for 

medication and transportation to health facilities, from charitable organisations and family 

members. Likewise, in Murray et al. (2017) informal caregivers received support in the form 

of money and food. Similarly, Amoateng et al. (2015) found that informal caregivers who had 

food challenges, financial challenges or unpaid medical bills, did not cope well with caregiving 

compared to those who received support in form of food and finance.  

The findings of the study have shown that though social support is a coping strategy that 

alleviates the negative impact of informal caregiving, HIV-related stigma and discrimination, 

which lead to secrecy around HIV caregiver roles and non-disclosure of care recipients’ HIV 

status, are barriers that may limit informal caregivers from accessing social support. Vasileiou 
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et al. (2017) suggest that courtesy stigma can restrict informal caregivers from accessing social 

support because it is denied or is not provided by others or because informal caregivers 

withdraw or disconnect from others.  

Similar studies have shown that social support and social relationships play crucial roles in 

mental wellbeing and coping with informal caregiving (Otis-Green and Juarez, 2012; Vasileiou 

et al. (2017). Casale et al. (2014) reported a direct association between social support and 

mental health including depression among informal caregivers in HIV-endemic communities. 

On the other hand, real or perceived lack of social support was linked to negative experience 

of caregiving (Deshields et al., 2012; Casale et al., 2015).  

ii. Coping through religion and spirituality 
The findings of the study indicate that spiritual and religious resources were important coping 

strategies adopted by informal caregivers. The emerging theme ‘the influence of religion and 

spirituality’ highlighted the spiritual and religious resources and beliefs that caregivers engaged 

in, which influenced their ability to cope and manage the challenges of providing care for a 

child with HIV/AIDS. Koenig (2012) posits that religion is a multifaceted construct that 

involves practices, rituals and beliefs related to the transcendent, where the transcendent is 

described with different terms; for instance, God in Christian religion or Allah in Islamic 

religion. These religious beliefs, rituals and practices may be undertaken in private or public 

settings but are partly derived from existing traditions that developed over time within a 

community. He went further to define spirituality as a form of connection to that which is 

sacred, the transcendent. Spirituality in the context of coping with informal caregiving 

represents a dimension of coping that focuses on participants’ internalised resource which 

emanated from their perception of close relationship with a higher being (Chang et al., 1998; 

Hebert et al., 2006). 

The findings of the study show that religious and spiritual resources provided the caregiver 

with a sense of meaning, values, transcendence and hope in relation to their experience with 

HIV and the responsibility of managing the HIV status of the care recipients.  

Religion and spirituality have been identified as important for some informal caregivers as the 

distressing experience of caregiving could make them seek to provide meaning to their 

challenges, to establish a sense of control and mastery, and ways to alleviate these negative 

experience of caregiving (Wilkins, 2018). In their study, some caregivers used prayer as a 



202 
 

survival strategy, as it was instrumental in accessing daily provision of food. They believed 

and prayed to God for provision of food.  

Religious resources also seem to have provided a sense of emotional contentment and 

consolation among informal caregivers who highlighted sharing a deep relationship with a 

divine being, which most likely served as a buffer to the social isolation and loneliness some 

of them experienced.  

Participants highlighted the influence of religious resources such as prayers, faith and beliefs 

in helping them stay positive despite the challenges they are faced with. Religious beliefs also 

provided hope and optimism as some of them narrated their strong belief in God to heal their 

care recipients and provide a lasting solution to their problems. This sense of hope and faith in 

God reflects the extent to which religion and spirituality have influenced their ability to cope 

with the challenges of caregiving. The hope for healing and a lasting solution to HIV infection 

made them resilient and motivated to keep providing care to their care recipients. 

The findings also highlighted the role of religious leaders in helping participants cope with the 

challenges of HIV caregiving. Two of the participants underscored the guidance and support 

they received from their religious leaders. They were able to share information about their care 

recipients’ HIV status with them, which they did not share with anyone else. 

Most of the informal caregivers in the study attributed the ability to manage the challenges 

associated with caregiving to divine providence and empowerment. Some participants 

expressed the view and belief that the survival of their care recipients and their sustenance were 

divine. Lentoor (2017) study findings highlighted that faith in God was an essential element 

for some informal caregivers of children with HIV’s coping mechanism. Osafor et al. (2017) 

reported the role of religion and spirituality in helping informal caregivers of children with 

HIV/AIDS cope with the negative experiences of caregiving. 

Chang et al. (1998) investigated the relationship between religious and spiritual coping with 

caregiving conditions and psychological distress among 127 informal caregivers of disabled 

elders. They found that informal caregivers who used spiritual or religious beliefs as a coping 

mechanism had better relationships with their care recipients, and this was linked to a reduced 

level of depression. Other studies also show that informal caregivers who used religious and 

spiritual resources such as prayers, support from faith groups and beliefs in the transcendent as 

coping strategies are more likely to describe better caregiving experience, improved 
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relationship with the care recipient, improved mood spiritual wellbeing and better mental and 

physical health (Abernethy et al., 2002; Fenix et al., 2006; Herbert et al., 2006; Hoe and 

Koeske, 2011; Koenig, 2012; Marquez-Gonzalez et al., 2012; Vitorino et al., 2018). 

A new theoretical model based on the findings of this study is presented in Figure 5.1. 
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Figure 5.1: New theoretical model of informal caregiving based on research findings 
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The theoretical model based on the findings of the study shows the interrelationship between 

the features in the eight domains presented. The model includes arrows indicating the input of 

these features to caregivers’ experience of caregiving. For instance, culture in the first domain 

influences the informal caregiver’s uptake of caregiving notwithstanding their low income or 

unemployment status. The low social economic status of informal caregivers in the ‘caregiver 

characteristics’ domain is linked to caregiver burden while fear of stigma led to social isolation 

and inability to access social support, thereby creating a feeling of loneliness and potentially 

depression. The fear of stigma also influenced the caregivers’ approach to managing HIV 

medication as they resort to secrecy, which leads to social avoidance and isolation, and lack of 

social support. This may invariably result in increased caregiver burden, loneliness and 

depression. However, religious resources may serve as a coping mechanism to these negative 

effects that are rooted in fear of stigma. 

5.3 Summary 

The updated theoretical framework, which was developed and evaluated based on the existing 

literature and the integration of findings of the study highlighted the relationship between 

informal caregiving of children with HIV/AIDS and the experience of loneliness and 

depression. It also underscored the interaction of certain features that influenced informal 

caregivers’ negative experience of HIV caregiving, and varied approaches adopted by informal 

caregivers in mediating the challenges associated to their caregiving roles. This provides new 

insight and in-depth understanding of the experience of caregiving among informal caregivers 

of children with HIV in Nigeria. 

 

.  
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5.4 Theoretical implications of the study  

The findings of this study provide rich contribution to an under-researched area because few 

similar studies have been presented in the literature which have explored the experience of 

informal caregivers of children with HIV/AIDS; but to the best of the researcher’s knowledge, 

no study has specifically explored the research question within the Nigerian context. A similar 

study is Ochigbo et al. (2018) who conducted a quantitative study to investigate the burden of 

care on informal caregivers of children with HIV/AIDS in Calabar, Nigeria. However, the 

qualitative approach of the present study provides an in-depth understanding of the lived 

experience of informal caregivers in relation to loneliness and depression as compared to the 

quantitative approach of the above-mentioned study. Consequently, a number of the findings 

of the study are novel; thus the study makes an original contribution to the literature. 

The study findings showed that informal caregivers understood and interpreted their experience 

of providing care for children with HIV/AIDS as very challenging and burdensome. The 

findings of the study identified key features that made caregiving a challenging process, which 

include: limited finance required to meet the daily demands of caregiving, managing daily 

routine of HIV medication to ensure its adherence, lack of financial and physical support with 

their caregiving roles, and the poor health condition of the care recipients.  

The findings of the study suggest a relationship between informal caregiving, loneliness and 

depression, which are linked to the varied areas of challenges mentioned above. A key outcome 

of the study is the role of HIV medication in determining the challenging nature of informal 

caregiving. Participants indicated that managing the routine and ensuring adherence to HIV 

medication was a challenging role, especially when they were left alone to do so. Adherence 

to HIV medication was a key area in which care recipients showed negative behaviour and 

attitude, as some of them were reluctant to continue with the medication particularly those who 

were not aware of their HIV status. 

HIV medication also played a central role as a physical evidence of HIV status, thereby 

influencing coping mechanisms. Informal caregivers’ approach to secrecy through social 

restriction for both the care recipient and the caregiver, and avoidance of social contacts, was 

to limit other people’s awareness of routine medication. Since daily intake of HIV medication 

is essential for the care recipient’s survival and wellbeing and equally a ‘symbol’ of being HIV 

positive, they had to keep it secret to avoid being stigmatised and discriminated against.  
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The finding of the study suggested a relationship between caregiving, loneliness and 

depression. The need for social avoidance and restriction to avoid stigma and discrimination 

resulted in limited access to social support and social network. Thus, informal caregivers were 

left alone to manage caregiving responsibilities, which seems to have created a feeling of 

loneliness as they desired to connect and receive support from others. The findings also 

indicated a feeling of depression among informal caregivers due to the financial burden of 

caregiving, health condition of the care recipients and a sense of guilt and self-blame for the 

HIV status of the care recipient. 

The findings indicated that informal caregivers received both formal and informal support, 

which were crucial mediating factors to the challenges that are related to informal caregiving. 

The findings of the study also suggest that religious resources such as prayer, faith and hope in 

God for lasting solutions to the challenges of HIV/AIDS provided caregivers the motivation 

and resilience to carry on with their caregiving roles. 

5.5 Research strengths and weaknesses 

The study implemented IPA, which is an aspect of qualitative research methods that focuses 

on the lived experience of participants. Though few studies have qualitatively explored the 

experience of informal caregivers of children with HIV/AIDS in different countries in Sub-

Saharan Africa, there is no known study that has explored loneliness and depression among 

informal caregivers of children with HIV/AIDS in Nigeria using IPA. The uniqueness of this 

methodology is its idiographic nature and double-hermeneutics. In relation to the in-depth 

idiographic nature of IPA, each participant is given a ‘voice’ as their unique lived experience 

of informal caregiving of paediatric HIV care recipient was explored. Furthermore, the double-

hermeneutics of IPA allowed the researcher to make sense of the participants’ sense making 

process of the phenomena of interest. Due to the small sample size and the idiographic nature 

of this study, generalisation is not viable, and indeed, was not the focus of the study. However, 

the findings can serve as a theoretical reference point for further studies in this area. Smith et 

al. (2009) recommend consideration for ‘theoretical transferability since generalisation is not 

likely in IPA. 

The study also found that the recruitment of informal caregivers of HIV positive children is a 

key issue as getting informal caregivers to participate in the study was challenging, perhaps 

because of the sensitive nature of the research and the stigma associated to HIV. Participant 
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recruitment needs to be considered in conducting further studies in this area. Further studies 

need to be implemented to explore these concepts in a different research setting to provide 

more understanding of these concepts.  

The interview schedule included questions that were very broad and limiting, which had the 

potential of significantly affecting the data collected and invariably, the findings of the study. 

However, the purpose of interview schedule in IPA is to facilitate a convenient interaction 

between the researcher and the respondent. This will enable participants to provide a rich and 

detailed account of their experience; thus, questions were open and expansive Smith et al. 

2009). Furthermore, few of the participants were not as detailed as possible resulting to few 

short transcripts. This could be as a result of the broad nature and few number of the questions 

asked. On the other hand, some of the participants were not very comfortable to share in details 

their experience as result of the sensitive nature of the study. This could justify the limited 

depth in their narratives. 

With regards to the research methods, purposive sampling was implemented to recruit a 

homogenous sample of informal caregivers of children with HIV/AIDS. This representation of 

a homogenous and unique set of individuals could be seen as a limitation as the findings are 

based on a specific group of individuals. However, participants provided perspectives that are 

unique to them and the findings may have been different with different participants.  

The sample size of the study can be seen as a limitation as there were only 11 participants 

recruited for the study. It is important to consider the methodological approach of the study, in 

which the analysis was in depth and findings were based on the researcher making sense of the 

participants making sense of their individual experience of caregiving. This use of small sample 

allowed for depth and detailed analysis, as is the case with IPA. The focus of this interpretative 

approach was not to provide a broader conclusion and be generalisable. The key strength of 

the study is its idiographic approach and depth, as explained in chapter three. 

The use of English language to conduct the interview rather than the participants’ languages 

might have limited the interpretation they provided in relation to their experience. The 

idiographic approach advocated in IPA means that the focus must be on each participant’s 

cognitive, affective, physical and linguistic expression of their experience (Pringle et al., 2011). 

Linguistic expressions and meanings relating to participants’ experience might not have been 

conveyed fully as English language is not the first language of the participants (Tribe and 
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Keefe, 2009). However, the ethical and methodological implications of conducting interviews 

in participants’ first language were significant, as explained in chapter three.  

Part of the processes for ensuring trustworthiness of results in a qualitative study is to confirm 

results with participants. This is process is known as member checking or participant or 

respondent validation (Morse et al., 2002; Birt et al., 2016). Part of the ethical considerations 

of the study is that the researcher would not have access to the identity of the caregivers to 

maintain anonymity. Thus, the researcher could not conduct member checking with the 

respondents as he does not have their contact details. However, other strategies for ensuring 

trustworthiness were implemented. 

The researcher would have liked to interview the respondent more than once as there were 

issues that emerged during the data analysis; he would have wanted to explore the areas of the 

findings for which respondents did not provide rich data for analysis. Unfortunately, the 

logistics linked with recruiting and conducting another phase of interviews, which requires 

travelling to and from Nigeria coupled with the limited time for PhD studies, would have made 

it difficult to do so. 

The double-hermeneutic approach of IPA underlines the importance of the researcher’s input 

to the outcome of the study. On the other hand, personal experiences and biases of the 

researcher could threaten the trustworthiness of the findings. However, the researcher 

addressed this potential limitation by the use of a reflective diary during the analysis and 

writing up of the data. A detailed description of the strategies implemented to ensure 

trustworthiness of the research findings has been presented previously in chapter three. 

Furthermore, an audit trail in appendix (6) has been included showing the researcher’s attempt 

to present legitimate and coherent interpretation that is attentive to the words and meaning 

intended by the participants (Pringle et al., 2011). 

5.6 Recommendations for policy and practice 
The findings of the study align with previous literature on the experience of loneliness and 

depression in relation to informal caregivers of children with HIV/AIDS. It has provided some 

insight into the challenges that these caregivers are faced with and how their coping strategies 

and their needs. It is therefore important to make recommendations for social workers and 

healthcare professionals on how to meet their needs based on the findings of the study. The 
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findings of the study highlighted lack of finance to meet the financial responsibilities of caring 

for a child with HIV as one of the issues informal caregivers are faced with, resulting in the 

risk of caregiver burden, loneliness and depression. The Nigerian national HIV and AIDS 

response includes advocacy for research evidence, which is important for designing and 

implementing HIV prevention, treatment, care and support intervention programmes that is 

cost-effective and efficient, holistic and comprehensive, client-focused and community centred 

(National Agency for the Control of AIDS (NACA), 2019). These research findings are to be 

translated into policies and programmes in ways that ensure that HIV/AIDS response is tracked 

to achieve national goals in an efficient and cost-effective way, an in turn contribute 

appropriately to global progress. There seems to be no detailed policies and intervention 

programmes that specifically target informal caregivers of children with HIV/AIDS in Nigeria. 

However, the findings of the study indicate that a holistic HIV care response must offer 

informal caregivers’ access to comprehensive support services that should include food 

security, a level of financial compensation or support, capacity building opportunities, reduced 

risks to stigma and discrimination, and emotional, mental and spiritual support. Consequently, 

the findings of this study will be crucial for Nigerian national HIV/AIDS response as it provides 

an in-depth understanding of the experience of informal caregivers and their care recipients, 

within the Nigerian context.  

The study underlined the importance of informal and formal support to informal caregivers in 

alleviating the negative challenges associated to informal caregiving. Participants in this study 

received emotional and spiritual support from their religious leaders, which was an important 

mediating factor. Informal caregivers in this study also highlighted the significance of 

counselling and emotional support they received from health professionals. Based on the 

findings of the study, it is imperative that the government collaborate with these key 

stakeholders including informal caregivers to identify the best approach for providing 

emotional and social support for informal caregivers. For instance, counselling programmes 

that will involve a collaboration between religious leaders and healthcare professionals, may 

be effective.  

Furthermore, support groups that will include informal caregivers with related experience, need 

to be created to provide adequate support for informal caregivers. Asuquo et al. (2013) suggest 

that government should encourage the formation of HIV community support groups to provide 

social support among informal caregivers. This will help mitigate some of the challenges 
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informal caregivers are faced with. Involvement in support groups have been linked with 

decreased feeling of loneliness and isolation (Prachakul  and Grant 2003). 

 
There is need for government agencies to provide funding for intervention programmes that 

focus explicitly on supportive services for informal caregivers of children with HIV/AIDS.  For 

instance, welfare programmes such as food banks for low income informal caregivers, soft 

loans for businesses and monthly allowances. Furthermore, it is important to creates jobs and 

employment opportunities for informal caregivers who desire to be employed and earn some 

income.  Osafo et al. (2017) posit that direct social intervention programmes from government 

in relation to daily provisions such as food to poor informal caregivers of individuals with HIV 

is urgently required for viable home-based HIV caregiving.  Jankey and Modie-Moroka (2011)  

posit that changing the conditions in which caregiving is provided through financial, 

psychological or social support of informal caregivers of HIV will not only relieve them of the 

burden and stress of caregiving but will better the lives of children who are HIV positive.  

The findings of this study are also relevant to the Nigerian National strategic framework for 

2019-2021, which highlights elimination of mother-to child transmission of HIV as one of its 

primary goals. This would involve the prevention of new infection or transmission of HIV 

infection from infected mothers to their children and the provision of treatment, support and 

care to infected mothers, their husbands/partners and children (NACA, 2019). Understanding 

the central role and impact of managing HIV medication on informal caregivers, invariably 

care recipients, will be crucial towards the designing and implementation of intervention 

programmes towards scaling up ART access and adherence. The study showed that managing 

adherence to HIV medication was central to the wellbeing of care recipients; it also played a 

significant impact on caregivers’ experience of caregiving.  Consequently, relevant training 

and support programmes on the effective management of HIV medication should be designed 

and implemented, as this is likely to enhance informal caregivers’ capacity to cope with the 

challenges associated managing adherence to medication. 

The findings of the study indicate that the risk of social stigma and discrimination affect 

informal caregivers’ approach to dealing with the challenges of HIV caregiving and thereby 

limit their ability and willingness to access potential social support.  Most of them resorted to 

secrecy and nondisclosure of care recipients’ HIV status.  The impact of stigma is exacerbated 

by the need and importance of manging HIV medication, which impacts on adherence and 

consequently HIV prevention and treatment.  
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The Nigerian National Strategic Framework on HIV and AIDS (2017-2021) identified stigma 

and discrimination as violation of human rights that pose huge challenge to effective HIV 

response and management, and is therefore committed to addressing these issues. The  Nigerian 

National Assembly passed into law the HIV and AIDS Anti-discrimination Act in June 2014. 

This law makes it illegal to discriminate against people based on their HIV status. It also 

prohibits employer from making HIV test a pre-requisite for employment or access to services 

(UNAIDS, 2015). However, the adoption of these laws remain a challenge as people living 

with HIV face discrimination as a result of pre-employment HIV test results or loss of jobs 

resulting from change in HIV status. Furthermore, there are no specific budgets for anti-stigma 

programmes and no system of reporting and documenting the violation of the rights of people 

living with HIV/AIDS. Consequently, part of the focus of the Nigerian National HIV/AIDS 

strategic framework is to reduce AIDS-related discrimination and stigma to zero level by 

improving access to HIV services, and strengthening interventions focused on reducing stigma 

and discrimination against people living with HIV (National Agency for the Control of AIDS, 

2019).  

Furthermore, funding needs to be allocated for anti-stigma programmes and there is need to 

review and implement the HIV and AIDS Anti-discrimination Act (2014) to reflect current 

findings on HIV/AIDS related stigma and discrimination among informal caregivers of 

children with HIV/AIDS in Nigeria. The in-depth knowledge and evidence relating to 

HIV/AIDS stigma provided by the study, will be relevant in formulating and implementing 

interventions for addressing HIV-related stigma and discrimination. This may require a 

collaboration between HIV informal caregivers and stakeholders within the government and 

non-governmental organisations. For instance, religious leaders play significant role in helping 

informal caregivers cope with impact of caregiving. They connect with HIV caregivers and 

understand their circumstances; thus, they are likely to make vital input in stigma and 

discrimination reduction interventions. Rai (2008) highlights the effectiveness of this approach 

in communities where HIV related stigma were common. 

The findings of the study also indicated the impact of the stigmatising and discriminating 

attitudes of some healthcare workers on informal caregivers. Thus, action plan to eliminate 

these attitudes, should be implemented. For instance, training of healthcare workers to improve 

their attitudes towards HIV positive children and their caregivers, and establishing of 

HIV/AIDS management policy that will include a system of reporting and documentation of 

the violation of the rights of people living with HIV/AIDS. This approach has been found to 
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be effective as it resulted to an improvement in health-care workers attitude about HIV positive 

persons (Pulerwitz et al., 2010).  

 

The findings of the study suggest experience of loneliness and depression among informal 

caregivers of children with HIV/AIDS. It is important that mental health screening be 

conducted for willing informal caregivers to evaluate their mental health and to provide 

necessary support they may need. Furthermore, the increased risk of social isolation due to fear 

of discrimination and stigma, which predisposes the feeling of loneliness, can be reduced by 

creating more awareness on the important roles caregivers play and the challenges they face. 

This could lead to greater social recognition and appreciation and support from their social 

network 

 Asuquo et al. (2013) suggest the importance of developing and promulgating policies that can 

systematically access the mental health and psychosocial needs of informal caregivers and to 

provide adequate support they need. It is also important that policy makers reduce those 

barriers that limit the implementation of existing evidence-based intervention programmes. 

Policies and intervention programmes for children with HIV/AIDS must take into 

consideration the roles and challenges of their caregivers and how to alleviate such challenges. 

5. 6 Future research recommendation 

There is need for further studies on the experience of informal caregivers of children with 

HIV/AIDS in Nigeria to investigate the prevalence of loneliness and depression among these 

group of individuals and to establish a causal relationship between informal caregiving and 

these concepts. Though the finding of this study is suggestive of such a relationship, the small 

sample size makes generalisation of findings challenging.  

The findings of the study identified religious and spiritual resources as coping strategies 

adopted by many participants in the study. Further research to explore the effectiveness of this 

approach needs to be undertaken in order to harness and maximise this approach, considering 

the cultural context of Nigeria as a religious society. 

Further studies in relation to the experience of paediatric HIV caregiving will enlighten 

healthcare providers on the challenges faced by informal caregivers and serve as evidence to 

drive and promote the provision of appropriate support informal caregivers of children with 
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HIV/AIDS may need (Jankey and Modie-Moroka, 2011; Ochigbo and Oparah, 2018). Schulz 

(2016) is of the view that there is need to launch a robust multi-agency research programme 

that will evaluate interventions for informal caregivers in healthcare and community setting 

across diverse caregiving conditions and a broad array of outcomes, which are efficacious and 

cost-effective. Part of the Nigerian National strategic interventions plans towards HIV/AIDS 

is to conduct appropriate research to identify strategies for improved care and support for 

people living with HIV/AIDS and vulnerable children, and for the reduction of HIV- related 

stigma (National Agency for the Control of AIDS, 2019). The findings of this study provides 

relevant evidence for improving care and support informal caregivers and their care recipients 

and the need for the reduction of HIV-related stigma.  

The developed theoretical model based on the lived experience of informal caregivers of 

children with HIV/AIDS in Nigeria offers a useful platform for future studies of the concept of 

loneliness and depression within the context of paediatric HIV caregiving as it will serve as a 

guideline for studies that are focused on investigating the concept of informal caregiving, 

loneliness and depression. However, the theoretical model is a proposition that needs further 

exploration to provide more understanding of the interrelationship between the concepts 

presented and possible modifications need to be made. Thus an observational study to explore 

and refine the model and subsequently intervention studies to test the model, may be relevant. 

5. 7 Conclusion 

The main aim of this study was to explore the experience of loneliness and depression among 

informal caregivers of children with HIV/AIDS in Nigeria using a qualitative method known 

as IPA. The results of the study were found to be consistent with existing literature that are 

related to the lived experience of loneliness and depression among informal caregivers of HIV.  

The study findings revealed there to be a relationship between informal caregiving and the 

experience of loneliness and depression. Participants described caregiving as emotionally 

distressing due to the challenges involved with their care recipient’s health condition, the 

management of HIV medication, the attitude of care recipients towards their medication, and 

perceived stigma and discrimination. HIV medication was an important element that influenced 

informal caregivers’ approaches to coping with HIV caregiving, such as non-disclosure and 

secrecy, which limited their access to social support and intensified feelings of loneliness.  

Religious resources were highlighted as an important part of participants’ coping strategies. 

They were also optimistic and hopeful for a lasting solution to HIV infection and related 
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problems. Based on the findings of the study, a new theoretical framework that explains the 

experience of informal caregivers in the context of paediatric HIV/AIDS is proposed. The study 

makes recommendations for policy and practice and for future research. 

Overall, it is hoped that this study has offered an in-depth idiographic exploration of the lived 

experience of informal caregivers of children with HIV/AIDS while underlining the unique 

experiences that may have theoretical implications based on the findings and the proposed 

theoretical model, and practical implications based on the recommendations made. 
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APPENDICES 

Appendix 1: Interview schedule 
 
Interview schedule  
 
Loneliness and depression among informal caregivers of children with HIV/AIDS in 
Nigeria. 
 
Introduction 
• Thank the participant for accepting to participate in the study. 
 
• Introduce myself, role, and research aims and reminder of key ethical points 
 

- I am a research student with the University of Bedfordshire 
- The focus of the study is to understand participant’s experience of caregiving of 

children with HIV/AIDS 
 
• Brief explanation of the interview process and the discussions to be carried out during the 
interview and the estimated duration of the interview. 
 
- I will be interviewing participants by asking them questions that are related to my research 
and will invite them to give as much details as possible. The interview will be audio-recorded 
so as to capture everything they say, which is important for accurate and detail data analysis. 
- The interview will last for about 60-90 mins. 
- Ethical considerations, anonymity, confidentiality of the data will be adhered to. It will be 
highlighted that is not a test and there is no right or wrong answer. It is important that they 
tell the truth as they see it.  
 
• Participants will be given the opportunity to ask any questions regarding the process. 
 - Ask the participant about his/her background information (date of birth, age, marital status, 
employment status, educational status, religion and religiosity, ethnicity, relationship with 
care recipient). Questions on the background information have been presented in a tabular 
form below: 
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BACKGROUND INFORMATION OF THE INFORMAL CAREGIVER 
 

The following questions and probes/prompts will be used to explore the interview 
participants’ experience of caregiving in relation to loneliness and depression. 
 

QUESTIONS ANSWERS 
Nationality   

Ethnicity  

Age  

 
Gender 

Male      
 
Female 

Marital Status  
Single 
Married/Civil  
Partnership 
Divorced  
 
Separated 
 
Widowed  

Educational qualification 
What is your highest educational 
achievement? 

  

Employment status 
 
 
 
What is your occupation? 

Employed  
Unemployed 
Self-employed  
 
............................................................................ 

 
How long have you been providing 
care for a child with HIV/AIDS? 

 
Years………………… 
Months…………………. 

  

What is your relationship with the care 
recipient? 

 
Parent    
Relative 
Acquaintance  
 
Others (specify)…………… 

Do you consider yourself to be 
religious? 
 

Yes     No     Maybe  
 

From the scale of 1 to 10, how will you 
rate yourself in terms of religiosity? (1 
means ‘low’, 5 means ‘moderate’, and 
10 means high) 

 
1,2,3,4,5,6,7,8,9,10 
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Questions to explore caregiver burden 
5) What is it like caring for a child with HIV/AIDS? 

Prompts: Can you describe your role as a caregiver? Did caregiving affect your daily 
activities? How will you describe your experience of caring for a child with HIV? Can you 
explain further?  
 
Question and prompts to explore depression among informal caregivers 

6) Does caring for a child with HIV affect your everyday life?  
Prompts: Are there some challenges associated to caregiving? Are there some positive 
aspects of caregiving? Can you describe these positives/negatives?  
 
Question and prompt to explore social and emotional loneliness 
 

7) How do the people within the community relate to you in considering that you care for a child 
with HIV? 

(Prompts: do you have anyone close to you that you can talk to about personal issues? Do 
you see friends and relatives as often as you want to? Do you have time for other activities 
aside caring for your child? Can you explain further? Any examples?)  
 
Question and prompts to explore mediating factors: 
 

8) How do you cope with your caregiving roles? 
(Prompts: Any examples of coping strategies? Do you receive any form of support from 
your family, government, community or NGOs? Can you give some examples?) 
 
Closing Question 
 

9) Do you want to add any further information regarding any aspect of what we have discussed 
until now? 

 
Closing 
 

• Thank the participants for their time and contribution. 
• Remind the participants that their responses will be treated with confidentiality. 
• The participants will be informed of the services available to them. 
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Appendix 2: Ethical approval – University of Bedfordshire  
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Appendix 3: Ethical approval – University of Uyo Teaching Hospital 
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Appendix 4: Interview distress protocol and safety protocol 
INTERVIEW DISTRESS PROTOCOL 
According to Draucker et al. (2009), a study is seen as sensitive if identification of study 

participants could lead to stigmatisation and the dissemination of research findings could 

negatively affect those involved. Jorm et al. (2007) suggest that individuals who undertake 

sensitive research may experience anxiety, embarrassment, acute stress reactions or depression 

as they recall, re-examine and highlight their experiences. 

Consequently, the sensitive nature of HIV/AIDS-related studies, considering its association to 

discrimination, stigma and general emotional distress, means that there is the possibility that 

the interview process could create an awareness of loneliness and depression among 

participants who may not be aware of this before the interview. This could result in emotional 

distress during the interview. Hence, the researcher will undergo sensitive interview training 

and will continue to read and critically reflect on similar sensitive studies to improve sensitivity 

to potential emotional distress and how to manage emotional reactions of participants. To 

minimise emotional distress of participants, the researcher will be careful to ensure the 

interview questions are carefully scripted, hence a pilot study and a review of potential relevant 

questions asked successfully in previous sensitive qualitative research, will be conducted. 

Furthermore, the researcher will monitor the participant’s emotional reaction during the 

interview. This can be achieved by designing a distress protocol, which will provide the 

necessary steps to be taken to during the interview process to manage participants’ emotional 

distress. This includes questions to ask if the participant gives a hint of emotional distress and 

the appropriate action to be taken.  

A review of 46 studies on distress after participation in psychiatric research, showed that less 

than 10% of participants reported distress immediately after participation, and participants who 

reported distress were those with mental health disorder or who showed signs of psychiatric 

symptoms before participating in the research (Jorm et al. 2007). This suggests the possibility 

of a minimal level of distress among participants as a result of the interview process and a small 

risk of emotional distress among participants who will participate in the interview. 
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Interview and distress protocol 
 

Clues to distress during 
the interview 

Follow-up questions Severe Emotional 
distress/safety 
concern? 
Yes, Maybe or No 

Actions to be taken 

No indication of emotional 
distress during the 
interview 

How did you feel 
about the interview? 
 

NO Participants will be debriefed at the end of the interview session. Additional 
information on available social or psychological services will be provided 
for anyone who may need it. 

Indicate that they are 
experiencing a mild level of 
emotional distress OR 
show behaviours that 
suggest the interview 
maybe distressing such 
crying, incoherent speech, 
etc 

 
Do you feel/think you 
can continue with the 
interview? 

 
 
Maybe 
 

• Stop the interview. 
• Give the participant a break. 
• Assess the emotional state of the participant after the break to 

know if he or she is in a state to continue the interview. 
• If respondent’s distress level is more than what is expected in an 

interview involving a sensitive topic but he or she is willing to 
carry on, offer support, allow the participant time to regroup before 
carrying on with the interview but start with a question that may 
not trigger similar feeling. Be sensitive to the feeling and behaviour 
of the participant. Once there is a repeat of emotional distress as 
you proceed, end the interview. 

Indicate that they are 
experiencing a high level of 
emotional distress OR 
show behaviours that 
suggest the interview is 
very distressing such as 
incoherent speech, sudden 
silence, crying, indications 
flashbacks, etc. 

Do you feel/think you 
can continue with the 
interview? 
 
Will you want to talk 
to someone about your 
emotional/psychologic
al state? 

 
 
YES 

• Stop the interview. 
• If the participant shows that he or she is experiencing severe 

distress, more than what is expected in an interview involving a 
sensitive topic, end the interview process. 

• Provision of information on relevant organisation he or she could 
access for support. 

 
Adapted from: Draucker et al. (2009) 
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SAFETY PROTOCOL 
 
There are many risks inherent in conducting sensitive research as highlighted by many authors 

(Dickson-Swift et al. 2008). Consequently, the Social Research Association (SRA), UK 

(2003), has identified some risks that researchers need to consider. These are: 

• risk of physical threat or abuse 
• risk of psychological trauma as a result of actual or threatened violence or the kind of 

information disclosed during an interview 
• risk of being in a compromising situation in which there might be accusation of 

improper conduct; 
• risk of causing physical or psychological harm to others 
• increased exposure to the risks of everyday life and social interaction, such as road 

accidents and infectious illness. 

How to deal with these risks: 
 
Constant communication/ contact 
The researcher be in contact with the gatekeeper prior to arranging interviews. He will also 

inform another individual (supervisor and family member of the time, date and address of the 

research activity. He will also carry a mobile phone with him always, so as to stay in touch 

with the supervisors, family member and gatekeeper and to report the daily data collection 

plans. This will also enable the researcher to contact the local police or emergency service, in 

case of emergency. The aim is to reduce the risks of physical and emotional harm (Dickson-

Swift et al., 2008).  

Awareness and sensitivity to his environment 
The researcher will be very much aware of his environment/ research setting and will be 

security conscious. Adequate plans will be made regarding conducive and secure 

accommodation, transportation. The research will take into account the tiring effects of spells 

of intensive fieldwork, which could reduce the level of alertness to risks and increase the 

researcher’s vulnerability to emotional distress and burn out (Social Research Authority, 2003). 

Thus, interview time-tabling will provide a more relaxed schedule. 

Debriefing with my supervisors  
Silvell et al. (2015) are of the view that creating opportunities for researcher debrief is 

important in dealing with the emotional important of conducting a qualitative interview. Thus, 

the researcher will debrief with the supervisors on a regular basis during the data collection 
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process. The researcher will keep a reflective diary so as to record his experience and lessons 

learnt during the data collection process. This will be useful for the researcher and supervisors 

to reflect on his adherence to the research guidelines and to raise any difficulties experienced 

in meeting these guidelines. Furthermore, any incident that could have impact on the wellbeing 

of the researcher needs to be reported to the appropriate authority including the supervisory 

team. Incidents that need urgent attention must be dealt with immediately (Dickson-Swift et 

al., 2008, Draucker et al., 2009). 

  



268 
 

Appendix 5: interview 5 
 

Interviewer 

The first thing I want to ask you, first of all I want you to be as free as possible, explain in 

details. There is no right or wrong answer. Thank God you are into academics, so you 

understand what I mean. So the first thing I want you to tell me is what is like being a father 

caring for a child with HIV/AIDS? 

Respondent 

Well it is eeh cumbersome in the sense that you really have to extra mile to eemm get the child 

eemm move on with his drugs eemm time table. You know, most of these children are not 

mature, some of them may not even know what is in place in terms of the ailment. So it is now 

your responsibility, in fact, you are playing the part of the sufferer as a caregiver because you 

want to effect the implementation of the drugs rightly and timely. So that makes it a bit 

cumbersome because you have to eemm always ensure that it is done and appropriately done 

at the right time. 

Interviewer 

Since you discovered about this situation, does it affect your personal activities? 

Respondent 

It does not. It is just a question of eeh onset, you know this is the state of affairs and having 

known, it does not stop you from going about your daily business or routine with some 

exceptions. Because of the prevalence of this ailment, it has some you know interdiction you 

really have to guard against but that doesn’t mean you cannot go about your business. You will 

be keeping an eye on some of these areas of eem, some of these no go areas. For instance; you 

are taking the drug, you may not be allowed to take any other drug without the authorisation 

of the health officials. So and eeh try to adhere to the time table. 

Interviewer 

Before we started recording, you mentioned that talking about it makes you feel depressed… 

Respondent 

Definitely! 
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Interviewer 

 Can you elaborate more on that please? 

Respondent 

Really, the concept of depression is psychological because you know I wouldn’t have imagined 

myself to be in this kind of mess. And apparently, I may not have voluntarily worked myself 

into it. It was you know involuntarily eeh and out of my knowledge, because of my…you know 

engagement, little did I know that such a case would arise along the line. So that is what gives 

me depression. And that is what makes me take a very stern stand, firm stand to be very very 

very personal to watch what I do. I am no more a free person. 

Interviewer 

Can elaborate on how you came realise, for you to express; for instance, if someone ask you 

how do you know you feel depressed about it? 

Respondent 

Definitely. There have been advocacies for people to go and know their status and I thought it 

wise that I should know because at a point in time, my health was receding; it was not what it 

used to be. I was not very strong. You know, there was a complete deterioration in my health. 

And so having tried every other way of you know of resuscitating myself to no avail, eemm I 

felt that I should come up for a test. That probably, there could be something else that is 

working against all my efforts. So when I came in for the test, I discovered that I was positive. 

Though I said okay, no wonder eemm, I would have even died if I did not come because I had, 

my health had dwindled. Every other medication was defied (pause) because it did not 

synchronise with modern medical approach to issues like this. Not until I came and was placed 

on the drug, that was when I started regaining my strength and then all those symptoms and 

sickness, they have all build up. Most of the time I feel so bugged up with taking the drugs. It 

is eehh, because you just have to. You may not want to but you have to take it. You know 

morning and evening. Such a dreadful thing. So that makes you look a bit depressed but what 

cannot be avoided must be endured. And so normally, it has to do with keeping one’s health 

normal. I have to brace up and embrace the whole exercise and I have been doing it. Eemm, so 

my concept of depression is just that I regret all the activities I have been doing that have led 

to this mess. That is why I feel depressed. You know you cannot be happy over something that 

has cost almost your life. So that is what makes me look depressed. But then, I feel that in as 
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much as I have been on drugs, I have the chance to eemm live this life but I should not go back 

to all those things that led me to this. 

Interviewer 

Beyond your personal experience, which you said makes you feel depressed, what about taking 

care of your child? 

Respondent 

Eemm! As I said earlier, you know (pause), sometimes I look at the child as very innocent and 

I begin to wonder. My area of depression also centres around that innocence and that I feel I 

am the cause of his problem. And he has, it is not his fault. So I feel depressed and he is going 

about, he doesn’t know. That is why it is incumbent on me to give him all the support I can 

until he grows up to maturity and I will be able to explain to him why he is on drugs. And I 

will also give him some assurances that in no distant time, there will be a permanent cure. But 

then for now, let us keep going with the temporary drugs. 

Interviewer 

Apart from depression, are there some other challenges associated to you been a father caring 

for your child with HIV? 

Respondent 

Well you know, life is not without challenges (coughs). Life is not without challenges but you 

see, what makes life fascinating is the ability to eemm face these challenges squarely and 

successfully. As far as problems are concerned, they are made for man to solve. So I cannot 

say there are no challenges but they are just daily challenges which are surmountable, because 

I know that I have to cut my coat according to my own size. But where you begin to stress out 

unnecessarily, there is where you begin to see the challenges as insurmountable. As far as I 

know and my religion actually tells me not to worry so much, that I should be content. If you 

don’t learn to worry so much when you have your hopes and belief that the almighty can 

provide your need, then you will lack nothing. That is what has been keeping me o. even in the 

face of abject poverty, I still have something to hold on to.So I think, I believe my trust in God 

is very essential. 

Interviewer 

Beyond physical needs, are there some other needs, emotional needs, psychological needs 

associated to this? 
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Respondent 

Eemm! Psychological needs are not there because I am educated and I don’t feel having missed 

out in anyway anywhere I go. I can fit in anywhere. So that is normally what could have been 

a challenge that will always put me off but I may not have enough money to spray but I think 

at least I always have food to eat. So I am a happy person. 

Respondent 

Are there some positives or good side to all of these? 

Respondent 

Well! Everything has the good and the bad side like a coin. And eeh normally, I am always 

looking at the good side of life and forget about the bad side because you cannot be looking 

forward and eyeing the backward, you will lose your track. I am always focused to look 

forward. 

Interviewer 

So in this case, what could you pinpoint as the positives to take from the whole experience of 

caring for your child? 

Respondent 

Definitely, I am hopeful that in no distant time, I will be out of this problem because we have 

heard of moves made by research institutes and other research organisations, medical units; 

they are all working hard to bring out a permanent cure. If very daring diseases like Ebola could 

be treated, they could find cure permanently, how much more. And that one was very very 

daring, It will just start and kill, imagine this. So there is that rare of hope that one of these 

days, something permanent will come out and we will be relieved. That is hope.  

Interviewer 

What else can you say Sir? 

Respondent 

I believe that since most research fellows are not sleeping, I feel very elated especially when I 

see people like you who are actually researching into areas of this nature because it has to do 

with those eeh problems and prospects for the very people who are involved, who are affected 

either directly or indirectly…. And I believe that whatever you succeed in putting up as the 

product of the research, is going to go a long way to create a platform for other people to build 
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on their studies and make more eeh make more findings and also proffer solutions to problems 

related to caregivers. because as I said, these areas have been fallow. There are so many things 

you will definitely discover as you gone on with your research. You know, you get to know 

that the caregivers themselves, they are sometimes depressed. And eeh they have it upon 

themselves to ensure that the siblings are well-guided to take their drugs because they are not 

aware. And then they have to do everything possible to ensure that they adhere to the 

instructions of the health officials for the wellbeing of the siblings. So, eehh when I meet people 

like you, I am aware that you are playing a vital role because it also a means of finding out the 

problems caregivers encounter, their challenges and the way forward out of these challenges. 

And it is only after this kind of research work, the summary that will be able to build up a 

scheme that will take care of the challenges of these caregivers.  

Interviewer  

Do you think that keeping to the drug prescription is one of the toughest challenges or areas as 

it has to do with you as a caregiver or are there other things you can talk about? 

Respondent 

Well you know, principally, I will say yes because the idea of keeping to the drug schedule, 

very important. It makes you timely and you don’t miss out. And so it is a very very harrowing 

experience (acutely distressing experience). Interviewer (what did you call it?) It is a harrowing 

experience because you don’t do it voluntarily; a times you have to do it involuntarily; not on 

your own likeness because it is incumbent on you to do it so as to save that life that endangered. 

And so it is not very very fascinating, but then having done it as a routine, it becomes part and 

parcel of you; and so where you would have felt depressed, it becomes a kind of leisure but 

with the mind that you are saving life 

Interviewer 

So what happens if you miss out taking the drug as at when due? 

Respondent 

You know normally you are going to have a break down in your system and you know it is 

going to be fatal. You know the viruses have been overpowered by the intake of these drugs 

regularly, and if you begin to falter with it, you are going to upset the system. And then it is 

going to be kind of rebounce, which may be very hesitant and so it is safer and advisable to 

adhere to the order of drug taking. 
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Interviewer 

How do the people within your community relate to you knowing that you knowing that this is 

the situation? 

Respondent 

You know you have to be very careful of stigmatisation. Normally you don’t go on blowing 

your trumpet. That is why when you talked of me coming here to have a chat with you, I raised 

some objections you know because I did not want to except for the understanding I got from 

the questionnaire (Interviewer) ‘participants information sheet’, (Respondent) definitely! It is 

very comprehensive, it is not indicting in any way. If it had to do with you say this, you do this, 

you write your name, I always object to it because it is my right. I have my right to privacy. 

And so, normally you will not go out and telling people ‘I am HIV positive.’ No, because you 

don’t want to be stigmatised. All I know is that I should be very careful with my lifestyle 

because you are protecting yourself and protecting your environment and every other person. 

You see, you avoid what is avoidable. 

Interviewer 

What do you have the issue of stigmatisation, is it common in the community? 

Respondent 

What I mean is that people do not know who is HIV +. It is a very very serious thing oh. People 

are very careful. Nobody knows who is HIV positive and so, you know because if you are 

known in this city, you will be stigmatised. It is few people like us when we look at people we 

look at their ailment, we will know. We just psychologically can predict that this is the case. 

And true when I look at certain ailments that are predisposed to that, I know, in all human 

beings. Sometimes, I see the way they are affected, their feeling,the complaints I listen to, I 

just know that you need to go and do screening. I just know that there is something there, which 

is going to manifest… but definitely even in the communities people are affected but they don’t 

know except those who have gone test. And if you go for test and you know you keep it to 

yourself and then you try to protect your reputation because it is your problem. 

Interviewer 

Does it mean if people are aware, they will isolate you? 
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Respondent 

Definitely, definitely. Notwithstanding the advocacy from health officials, you that the 

mentality of most of the people is just local and parochial. They will just think that even having 

a hand shake with you is going to worsen the condition and other things you know. So, eemm 

notwithstanding the arrangements made, the announcement every day, the message, the bitter 

thing is just to keep it off any other person apart from the health officials. 

Interviewer 

Do you have people you can confide in? 

Respondent 

I don’t confide in anybody except my wife, just my wife and probably my children. They know. 

Another question I want to ask you is does it affect how you relate with friends and loved ones, 

that is do you see them as much as you would want to? 

It has not changed anything. 

Interviewer 

How do you cope with this? Do you receive any support from the government? 

Respondent 

Nothing except for the drugs which I obtained freely. 

Well, you know it is all about survival. So you have to squeeze out money from anywhere by 

any means to ensure that you pay your bills to be alive.` 

Interviewer 

What about NGOs? 

Respondent 

Like which one have you known? 

Interviewer 

I don’t know I am just making a finding. 

Respondent 

No other NGO other than what the government is doing, like this kind of support (showing the 

medication). This is a kind of subvention for the drugs. They pay, outside that, nothing else.  
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Interviewer 

Do they provide emotional support? 

Respondent 

Yeah the NGOs you know, they do campaigns, they do a lot of advocacies, they press for 

people to go and know their status. And then they do advocate for people to keep to their drugs 

As the only way to help yourself. And then other people should refrain from having multiple 

sexual partner because that is what predisposes to all these. 

Interviewer 

The programmes the NGOS have are they directed to the informal caregivers may be to provide 

counselling? 

Respondent 

When you come here they counsel you, in the hospital. Once you know, when you come here 

and your status is known, they counsel you. They give counselling from time to time to help 

you stay afloat. 

Interviewer 

I think that is the last question I have but beyond that, is there anything you want to add maybe 

what I have asked or what you have in mind to share concerning the area of my research? 

Respondent 

Eemmm I may just give a parting comment. You see I am always very hopeful and I always 

look forward to time when maybe there will be ultimate pronouncement of a cure, a permanent 

cure. That will be my happiest day. And if I can walk myself out of this cluster of this weight, 

it will be the best thing that will ever happen to my life. I don’t think any other thing can ever 

drag me back into that kind of mess. So I am actually praying that there should be a 

breakthrough, something permanent. As far as the researchers are always up and doing, people 

like you, other organisations, I still remain hopeful that the sky is open and one of these days, 

there is going to be a permanent treatment and we will hiss a sigh of relief. So I wish to 

compliment your effort actually and thanking you. I pray that God will give you the grace to 

do it. 
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Interviewer 

Thank you very much for taking out your time to share your experience with me, I do 

appreciate. Thank you. 

Respondent  

You are welcome. 
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Appendix 6: Audit trail (Interview 5) 
 

Emerging Theme  Line number 
Caregiving as burdensome 689-890 

Caregiver as a sufferer  871-873 

Restricted personal activities  877 
Financial challenge 928-930, 935,1022 

Burden of caregiving 1047 
The importance of medication 907-908 
Anxiety due to medication 908, 911, 
HIV medication- an obligation 963-964, 974 
HIV medication, a part of caregiver’s life 974-977 
Fear of health deterioration or death 901-904 
Dangers of non-adherence to medication 983-984 
Shame and regret for past actions. 913,984,894,1047 
Feeling depressed 895, 900, 911, 913-916, 919-921 
Unhappy state 914-915 
Living by the rules 881-882 
Self-blame and guilt 919-921 
Cautious and disciplined 882-884 
Opportunity and hope for survival 915-916 
Avoidance of past mistakes 916 
Hope and assurance for the future 923 
Hopeful and optimistic for a permanent cure 958-958, 1044-1046 
Resilience and positive perspective over life challenges 927-930 
Desperate for long term cure 1047 
Effect of religion and spirituality on coping with challenges 933-936 
Optimist about HIV related research  949-953 
Loss of freedom 885-896 
Ambivalent 908-911 
A sense of powerlessness and hopelessness 1046-1047 
Importance of HIV testing 900-905 
Looking at the positive side 943 
Self-sufficient and a sense of contentment 940-941 
Secrecy as the best approach to avoid stigma 996-998 
Privacy and anonymity 989-990 
Non-disclosure to avoid stigmatisation. 1002-1004 
HIV is a sensitive issue in the community 996-998 
Cautious of stigmatisation 987-989 
Reluctance to share personal information about HIV 987-989 
Secrecy and non-disclosure to avoid stigmatisation 996-998 
Avoidance of negative public perception 1002-1003 
Protecting personal reputation 1003 
Social isolation 1007 
Stigma and discrimination  1008-1010 
Limited close relationships 1015-1016 
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No access to support 1025-1027 
Formal support 1027-1035, 1037-1039 
Prospect and problems linked to HIV infection 958-960 
Benefit of HIV diagnosis 903-905 
Acceptance of HIV status 879-880 
Cautious living 993-994 
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Appendix 7: Data analysis (Interview 5) 
TRANSCRIPT Description/content Language use Interrogative/ Interpretation Emerging themes 
Interviewer 

The first thing I want to ask 

you, first of all I want you to 

be as free as possible, explain 

in details. There is no right or 

wrong answer. Thank God 

you are into academics, so you 

understand what I mean. So 

the first thing I want you to 

tell me is what is like being a 

father caring for a child with 

HIV/AIDS? 

Interviewee 

Well it is eeh cumbersome in the 

sense that you really have to go 

extra mile to eemm get the child 

eemm move on with his drugs 

eemm time table. You know, 

most of these children are not 

mature. Some of them may not 

even know what is in place in 

terms of the ailment. So, it is 

now your responsibility, in fact, 

 

 

 

 

 

 

 

 

 

 

 

 

 

Caregiving is burdensome 

 

Managing adherence to medication 

requires extra effort 

 

Lack of maturity of care recipients 

 

Poor knowledge of HIV infection 

by care recipients 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Cumbersome- heavy weight? 

Complicated/ complex? 

Extra mile- more effort? 

Doing more? 

Move on- mobility? Progress? 

‘It is now’- immediate/present 

state? 

‘Playing the part’- take up 

responsibility/ role? 

 

 

 

 

 

 

 

 

 

 

 

 

 

Is caregiving like a weight or a complicated 

process as a result of managing adherence to 

medication, which requires extra effort? 

Was he referring to the difficulty in getting the 

child to follow through with the routine of 

medication when mentioned ‘cumbersome?  

Immaturity and poor understanding of HIV 

infection by care recipient creates immediate 

need for taking up the responsibility of 

managing the care recipient’s medication. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Caregiving as 

burdensome 

 

 

 

 

Immature care 

recipient 
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you are playing the part of the 

sufferer as a caregiver because 

you want to effect the 

dispensing of the drugs rightly 

and timely. So that makes it a bit 

cumbersome because you want 

to eemm always ensure that it is 

done and appropriately done at 

the right time. 

 

Since you discovered about 

this situation, does it affect 

your personal activities? 

Interviewee 

It does not. It is just a question 

of eerh onset, and eerh you 

know this is the state of affairs 

and having known, it does not 

stop you from going about your 

daily business or routine with 

some exceptions. Because of the 

prevalence of this ailment, it has 

some you know interdiction 

which you really have to guard 

against but that doesn’t mean 

you cannot go about your 

 Take up the responsibility of the 

care recipient 

Caregiving role of managing 

adherence to HIV medication 

 

Ensuring adherence to HIV 

medication makes caregiving 

really difficult 

 

 

 

 

 

 

 

Caregiving has no effect on daily 

activities with some exceptions 

 

Knowledge of infection 

 

 

 

Guarding against certain actions 

 

 

 

‘the sufferer’- care recipient? 

someone who is suffering? 

 

‘a bit’- partly 

‘always’- consistently 

 

 

 

 

 

 

 

 

 

‘Onset’- From the beginning? 

 

‘Some exceptions’- what are 

the exceptions? 

 

‘this ailment’- why avoid the 

use of HIV? 

 

 

‘Interdiction’- rules? 

Prohibitions? 

 

 ‘Playing the part of the sufferer as a 

caregiver’- how does timely and appropriate 

management of HIV medication make the 

caregiver a ‘sufferer? Negative experience/ 

Problematic 

 

 

Caregiving is difficult due to managing 

adherence to HIV medication 

 

 

 

 

 

 

Has he come to accept the fact that he is 

dealing with HIV? Acceptance 

‘Some exceptions’- this could imply that there 

are some activities that are affected by 

caregiving. What are those activities? 

 

The caregiver’s response indicates that he is 

also HIV positive. He indicated that his status 

has placed some restrictions on him. What 

does he mean by interdiction and what are the 

no go areas? Interdiction in this context could 

 

Caregiver as a 

sufferer  

 

 

 

 

The challenge of 

managing 

adherence to HIV 

medication 

 

 

 

 

 

 

Acceptance of HIV 

status 

 

 

Restricted personal 

activities  
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business. You will be keeping 

an eye on some of these areas of 

eem eem, some of these no go 

areas. For instance; you are 

taking the drug, you may not be 

allowed to take any other drug 

without the authorisation of the 

health officials.  

So and (pause) eeh try to adhere 

to the time table. 

 

 

Before we started recording, 

you mentioned that talking 

about it makes you feel 

depressed…  

Interviewee:  

Definitely! 

 Can you elaborate more on 

that please? 

Interviewee 

Really, the concept of 

depression is psychological 

because you know I wouldn’t 

have imagined myself to be in 

this kind of mess. And 

Cautious of some restrictions 

around HIV infection 

 

 

Adherence to medical instruction- 

an example of restrictions 

 

Adherence to medication 

 

 

 

 

 

 

 

 

 

 

 

Emphatic 

 

 

Understands depression to be 

psychological 

 

Unexpected negative condition 

‘Keeping an eye’- cautious?  

 

  

 

 

 

 

‘try’- attempt 

 

 

 

 

 

 

 

 

 

‘Definitely’-certainty 

 

‘imagined’- envisioned? 

Envisaged? 

‘Kind of mess’- complicated 

situation? What other kind of 

mess? 

 

‘I may not’- not certain? 

be referred to certain things the caregiver who 

is HIV positive are prohibited from doing; to 

avoid getting others infected and to keep 

himself safe. 

 

 

A sense of caution and discipline over certain 

actions. 

 

‘Erm erm’- difficulty in articulating his point? 

self-monitoring? 

Effort towards adherence to HIV medication 

but seems not to be emphatic about it. 

 

 

 

 

 

 

 

Did he mean ‘definitely, he feels depressed or 

that he mentioned feeling depressed before the 

interview? Depression 

 

‘I wouldn’t have imagined myself to be in this 

kind of mess’- Unexpected circumstance. 

Living by the rules 

 

 

 

 

Cautious and 

disciplined 

 

 

 

 

 

 

 

 

 

 

 

 

 

Emphatic about his 

feeling depressed 
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apparently, I may not have 

voluntarily walked myself into 

it. It was you know involuntarily 

eeh and out of my knowledge, 

because of my (pause) you 

know my engagement, little did 

I know that such a case would 

arise along the line. So that is 

what gives me the eeh 

depression. And that is what 

makes me take a very stern 

stand, firm stand to be very very 

very personal to watch what I 

do. I am no more a free person. 

 

 

 

 

Can you elaborate on how you 

came to realise that you feel 

depressed for you to express 

it? For instance, if someone 

ask you how do you know you 

feel depressed what will you 

say about it? 

 

 

 

Avoidance of personal 

responsibility for HIV infection. 

 

Unaware of the possibility of 

infection 

HIV infection resulting from his 

action 

 

Ignorant of the outcome of his 

engagement 

 

Regret and depression 

 

Rigid and cautious of his actions 

 

Not free 

 

 

 

 

 

 

 

 

 

‘walked into’- action? 

‘out of my knowledge’- 

ignorant/clueless? 

 

‘my (pause)’ finding it 

difficult to talk about his 

action. 

‘So that is what gives me the 

eeh depression’- Emphatic 

statement. 

‘very very very’-

repetition/emphasis? 

‘no more’- he was but it has 

ceased to be. 

 

 

 

 

 

 

 

 

 

 

 

Beyond his imagination/ mystified by being 

HIV positive. 

Unaware or ignorant of the consequence of the 

actions that led to his infection. He did not 

‘voluntarily walked’ into it. It was an 

unsolicited or unplanned circumstance. 

 

What does he mean by ‘engagement’? Sexual 

activities? He seems to struggle with being 

explicit about his action that led to his 

infection that he chooses the word 

‘engagement’. This seems to express of shame 

and regret. 

Feeling depressed for not knowing his action 

(engagement) would lead to HIV infection. 

‘No more a free person’-Does he feel 

restricted from living the kind of free life he 

was used to because of HIV status or/and his 

caregiving experience? Loss of freedom/ in 

bondage? 

 

 

 

 

 

 

Unanticipated HIV 

infection 

 

 

 

Shame and regret 

for past actions. 

 

 

 

Feeling depressed 

 

 

Loss of freedom 

 

 

 

 

 

 

 

 

 

 

 

 



283 
 

Definitely. There have been 

advocacies for people to go and 

know their status and I thought 

it wise that I should know 

because at a point in time, my 

health was receding; it was not 

what it used to be. (pause) urm! 

I was not very strong (pause). 

You know, there was a complete 

deterioration in my health. And 

so, having tried every other way 

of you know of resuscitating 

myself to no avail, uhmm I felt 

that (pause) I should come up 

for a test. That probably, there 

could be something else that is 

working against all my efforts. 

So when I came in for the test, I 

discovered that I was positive. 

Though I said okay, no wonder 

eemm, I would have even died 

if I did not come because I had, 

my health had dwindled. Every 

other medication was defied 

(pause) because it did not 

synchronise with modern 

 

 

 

Saw the need for HIV testing 

 

Health deterioration 

 

Stating different past health 

conditions 

 

 

Different failed attempts at health 

improvement 

 

 

Saw the need for HIV testing  

 

 

HIV test leading to diagnosis 

 

 

Diagnosed HIV positive 

 

Survival due to diagnosis 

 

 

 

 

 

 

‘what is used to’- different? 

‘I was not very strong’- 

referring to his health 

condition. He was poorly. 

 

‘Every other way’- 

Alternative 

 

 

 

 

 

 

‘discovered’- found out? 

 

 

 

‘I would have even died if I 

did not come because I had, 

my health had dwindled’-

Factual statement 

 

 

 

 

 

The need for HIV testing was as a result of 

health deterioration. Change in his health 

condition. 

 

Recounting the state of his health before 

diagnosis seems to impact negatively on his 

emotional state during the interview. He 

seems to find it difficult discussing the 

experience. ….. ‘it was not what it used to be. 

(pause) urm! I was not very strong (pause).’ 

 

How does the whole experience of HIV 

testing and diagnosis impact on him? 

Depression? Other negative emotions? 

 

 

 

HIV testing and diagnosis of his HIV status 

were crucial to his survival. Positive aspect of 

HIV diagnosis. 

 

 

Importance of HIV 

testing 

 

 

 

  

Poor health 

condition 

 

 

The need HIV 

testing 

 

 

 

 

 

 

 

Benefit of HIV 

diagnosis 
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medical approach to issues like 

this. Not until I came and I was 

placed on the drug, that was 

when I started regaining my 

strength and then all those 

symptoms and sickness, they 

have all build up. Urm but most 

of the time I feel so bugged up 

with taking the drugs you know. 

It is eehh, because you just have 

to. You may not want to but you 

have to take it. You know 

morning and evening. Is a 

(pause) such a dreadful thing.  

So that makes you look a bit 

depressed but what cannot be 

avoided must be endured. And 

so normally, it has to do with 

keeping one’s health normal. I 

have to brace up and embrace 

the whole exercise and I have 

been doing it. Urm, so my 

concept of depression is just that 

I regret all the activities I have 

been doing that have led to this 

mess. That is why I feel 

Inappropriate HIV medication  

 

 

 

Health improvement due to 

appropriate HIV medication  

 

 

 

Seeing HIV medication to be 

burdensome (The same medication 

that restored his health is seen as a 

problem) 

HIV medication as an obligation 

The routine of medication 

 

Fear of HIV medication 

 

HIV medication, a reason for 

feeling depressed 

 Enduring HIV medication 

The importance of HIV medication 

Embracing the routine of HIV 

medication 

Regret for activities that led to HIV 

infection leading to depression. 

‘Not until’- had a different 

experience before that time. 

 

 

‘Bugged up’-bewildered? At 

loss? 

‘the drug’- medication 

 

‘have to’- a necessity? 

 

‘a dreadful thing’- causing 

anxiety 

‘a bit’- slightly? 

 

‘but what cannot be avoided 

must be endured’-Factual 

statement 

 

 

‘ I regret’- present state of 

mind 

 

‘this mess’- HIV infection 

I feel depressed’- present 

emotional state 

 

 

 

 

HIV medication was a solution to his health 

deteriorating. HIV medication was significant 

to health improvement. 

 

 

A contradictory statement about HIV 

medication. HIV medication resulted in his 

health improvement and at the same time, 

following the routine of HIV medication 

resulted in him feeling ‘bugged up’. 

Burdensome? Depressed? 

Why is HIV medication a problem when in 

actuality, it is a solution to his health problem? 

Ambivalence?  

‘Dreadful thing’- ? Does taking his 

medication make him anxious? Anxiety/ 

negative feeling associated to HIV 

medication. 

Depressed because of HIV medication but 

obliged to keep taking the medication due its 

importance to his health. 

 

 

The importance of 

HIV medication 

 

 

Routine of HIV 

medication as a 

problem 

 

 

Ambivalent 

 

Routine of 

medication- a 

source of anxiety 

 

 

Looking 

depression 

 

 

 

Regretting some 

actions of the past 

 

Feeling depressed 
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depressed. You know you 

cannot be happy over something 

that has cost almost your life. So 

that is what makes me look 

depressed. But then, I feel that 

in as much as I have been on 

drugs (pause), I have the chance 

to eem! live this life but I should 

not go back to all those things 

that may have led me to this. 

 

 

 

 

 

 

 

 

 

 

Beyond your personal 

experience, which you said 

makes you feel depressed, 

what about taking care of 

your child? 

 

HIV as a mess 

 

Unhappy over actions that led to 

HIV infection 

 

 

Resolution to avoid actions that led 

to HIV infection. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

‘cannot be happy’-implies he 

does not expect to be in a state 

of happiness. 

 

 

 

Chance- opportunity? 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

‘Brace up to embrace the exercise’- resilience 

what are the activities that led to HIV 

infection? Sexual activities? 

Regret/ dwelling on the past, which affect his 

present state. Depression.  

Sees HIV infection as a mess- repugnant/ 

negative emotion about his state. 

‘I feel depressed’- present state of emotion 

 

“cannot be happy’- implies he is not a happy 

individual. He feels his emotional state 

reflects on his physical state. (feel 

depressed/look depressed) 

Medication provides opportunity and hope for 

survival. He switches from the negative to the 

positive aspect of HIV medication 

(Ambivalence). 

Change of attitude towards the actions he 

regrets. He resolves to avoid a repeat of past 

mistakes 

 

 

 

 

 

 

 

 

 

 

Unhappy state 

 

 

 

Opportunity and 

hope for survival 

 

Avoidance 

 of past mistakes 
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Eemm! As I said earlier (pause), 

you know (pause), sometimes I 

look at the child as very 

innocent and I begin to wonder. 

My area of depression also 

centres around that innocence 

and that I feel I am the cause of 

his problem. And he has, it is no 

fault of his. So, I feel depressed 

and he is going about, he 

doesn’t know. That is why it is 

incumbent on me to give him all 

the support I can (pause) until he 

grows up to maturity and I will 

be able to explain to him why he 

is on drugs. And I will also give 

him some assurances that in no 

distant time, there will be a 

permanent cure. But then for 

now, let us keep going with the 

temporary drugs. 

 

 

 

Now I want to know, apart 

from.. you mentioned 

 

 

 

 

 

 

Reflects on the child’s innocence 

 

 

 

Feeling responsible for the child’s 

HIV status 

Depressed for being responsible 

for the child’s HIV status 

 

Care recipient is ignorant of his 

HIV status 

Feeling responsible for the child’s 

care 

 

Waiting for maturity to disclose the 

child’s HIV status  

 

Providing hope for permanent cure 

HIV medication- a temporary 

solution 

 

 

‘sometimes I look at-

occasional reflection? 

 

‘Innocence’- not being 

responsible for his HIV status 

 

 

 

‘He doesn’t know’-unaware 

 

 

 

‘I will be able’- capacity to do 

something 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 Seems to feel pity and guilt for the child’s 

HIV status.  

The feeling of depression stems from the 

awareness that he is responsible for the child 

problem and the child is not aware of it. Self-

blame/regret/ guilt 

 

How will disclosing to the child about his HIV 

status reduce the sense of guilt that makes him 

depressed? 

 

Is caregiving role a means of paying penance 

for being responsible for the child’s infection? 

Does he feel obliged to provide support for the 

child because of his involvement? Caregiving 

as an obligation 

Unable to disclose the child’s HIV status due 

to the child’s immaturity. 

 

Guilt and self-

blame 

 

Depression 

 

Self-blame and 

guilt 

 

Depression 

 

 

 

Non-disclosure of 

care recipient’s 

HIV status 

 

Caregiving as an 

obligation 

 

Hope and 

assurance for the 

future 
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depression, apart from that, 

are there some other 

challenges associated to you 

been a father caring for your 

child with HIV? 

 

Well you know, life is not 

without challenges (coughs). 

Sorry 

Interviewer: that is fine. 

 Life is not without challenges 

but urh (pause) you see, what 

makes life fascinating is the 

ability to (pause) face these 

challenges squarely and 

successfully. As far as problems 

are concerned, they are made for 

man to solve.  

So I cannot say there are no 

challenges but they are just 

daily challenges which are 

surmountable, because I know 

that I have to cut my coat 

according to my own size. But 

where you begin to stress out 

unnecessarily, there is where 

 

 

 

 

 

`!"#$%& 

 

 

 

 

 

 

 

 

Acknowledging life challenges 

 

 

 

The beauty of resilience to life 

challenges 

 

Perspective to life challenges 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Punchy statement of his belief 

about life challenges 

 

‘Fascinating’- interesting? 

 

 

Repetition: emphasis? 

 

 

‘Cut my coat according to my 

own size’/cloth- idiomatic 

expression/proverb? 

On what ground does he plan to provide 

assurance for a permanent cure? Hope/ 

positive outlook for the future. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

What exactly was he referring to when he says 

‘challenges’? Physical, emotional, social, 

financial or psychological problems? 

How does he face these challenges? 

Paradox? How does the ability to face 

challenges make life fascinating? 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Resilience and 

positive 

perspective over 

life challenges 

 

 

 

Financial 

challenges 
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you begin to see the challenges 

as insurmountable. As far as I 

know and my religion actually 

tells me not to worry so much, 

that I should be content. If you 

don’t learn to worry so much 

when you have your hopes and 

belief that the almighty can 

provide your need, then you will 

lack nothing. That is what has 

been keeping me o. even in the 

face of abject poverty, I still 

have something to hold on to. 

So I think, I believe my trust in 

God is very essential. 

 

 

 

Beyond physical needs, are 

there some other needs, 

emotional needs, 

psychological needs 

associated to this? 

 

Urm! Psychological needs are 

not there because I am educated 

Acknowledgement of daily life 

challenges 

 

 

Approach to life challenges 

 

 

 

 

 

Influence of religion on managing 

life challenges 

 

 

Positivity and hope based on 

religious beliefs  

 

 

Affirms personal experience of 

divine sustenance 

 

 

Highlights the significance of 

spirituality and religious beliefs. 

 

 

‘But where you’- Why not ‘I’? 

Making a general statement? 

‘Stress out’- worry? 

‘tells me’- teaching? 

 

 

 

 

 

 

‘lack nothing’- what exactly? 

 

‘In the face of abject poverty’-

his condition? 

 

 

 

 

 

 

 

 

 

 

 

 

 

Why did he mention cutting his coat according 

to his own size? It seems that part of the 

challenges he had in mind is financial 

challenge as his statement implies. Managing 

his limited resources accordingly? 

See those challenges as surmountable and 

refuse to worry about them. 

Religious beliefs and values as coping 

strategy. 

 

‘Provide your needs, then you will lack 

nothing’- Strong believe in divine provision of 

his needs. Caregiver’s perception and its 

impact on coping with the burden of 

caregiving. 

Abject poverty’-Does it mean he is struggling 

financially? Financial challenges 

 

 

 

 

 

 

 

 

Positivity and hope  

 

 

 

Effect of religion 

and spirituality on 

coping with 

challenges 

 

Financial 

challenges 
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and I don’t feel having missed 

out in anyway anywhere I go. I 

can fit in anywhere. So that is 

normally what could have been 

a challenge that will always put 

me off but I may not have 

enough money to spray but I 

think at least I always have food 

to eat. So I am a happy person. 

 

 

 

Are there some positives or 

good side to all of these? 

Well! (pause)Everything has the 

good and the bad side like a 

coin. And eeh normally, I am 

always looking at the good side 

of life and forget about the bad 

side because you cannot be 

looking forward and eyeing the 

backward, you will lose your 

track. I am always focused to 

look forward. 

 

 

 

 

 

 

 

 

 

 

Self- confident 

Highlights his ability to socialise 

 

 

Self-sufficient  

 

 

 

A happy person 

 

 

 

 

 

 

 

 

‘I don’t feel’- Feeling? 

Certain? 

 

‘Anywhere I go’- social 

functions/network 

 

‘Normally’- ordinarily? 

 

‘I may not’- not emphatic/ 

probable 

‘A least’- minimum 

 

 

 

 

 

 

 

‘Well (pause)’- hesitant to 

make his point or was he 

thinking of what to say? 

‘Everything’- including HIV 

infection? 

 

‘Lose your track’- what does 

he mean? Life focus? 

 

 

` 

 

 

 

 

 

 

 

How does being educated take care of 

psychological needs?  

‘I can fit in anywhere I go’- He discusses his 

self-confidence in terms of social interaction/ 

relationships. 

 

Basic need of food seems not to be a problem 

as he highlights at least food to eat ‘always’. 

How can he depressed and claim he is a happy 

person? 

His happiness in this context has to do with the 

fact that he has the basic need of food.  

Contentment/ self-sufficiency 

 

 

 

 

 

 

Confident in his 

sociability 

 

 

 

 

Self-sufficient and 

a sense of 

contentment 

 

 

Happy man 

 

 

 

 

 

 

 

 

 

Looking at the 

positive side 
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So in this case, what could you 

pinpoint as the positives to 

take from the whole 

experience of caring for your 

child? 

 

Definitely, I am hopeful that in 

no distant time, I will be out of 

this problem because we have 

heard of moves made by 

research institutes and other 

research organisations, medical 

units; they are all working hard 

to bring out a permanent cure. If 

very daring diseases like Ebola 

could be treated, they could find 

cure permanently, how much 

more. And that one was very 

very daring, It will just start and 

kill, imagine this. So there is 

that ray of hope that one of these 

days, something permanent will 

come out and we will be 

relieved. That is hope.  

 

 

Sees both the positive and the 

negative sides of caregiving 

 

 

Focusing on the positive side of life 

 

 

Looking forward to the future 

 

 

 

 

 

 

 

 

 

Optimistic about permanent cure to 

HIV 

 

 

 

 

 

Comparing HIV to Ebola 

 

‘Focused to look forward’- to 

envision a better life? 

 

 

 

 

 

 

 

 

 ‘I am hopeful’- futuristic 

 

 

‘we have heard’- who are 

‘we’?  

 

 

 

 

 

 

 

 

 

 

 

‘I am always looking at the good side of life 

and forget about the bad side’-What good side 

of HIV infection does he always look at? And 

how can he forget the negative effect of HIV? 

Living in denial? Suppressing the negative 

effect of HIV? 

Coping by creating an imaginary/idealistic 

positive experience contrary to his present 

experience? 

 

 

 

 

 

 

 

 

 

 

What problem was he referring to? Informal 

caregiving or his HIV status? It seems he is 

affected more by his HIV infection as 

reflected in his comments than the experience 

of caregiving. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Hoping to be free 

from HIV infection 

 

 

 

Comparing HIV 

with Ebola 
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What else can you say Sir? 

I believe that since most 

research fellows are not 

sleeping, I feel very elated 

especially when I see people 

like you who are actually 

researching into areas of this 

nature because it has to do with 

those eeh problems and 

prospects for the very people 

who are involved, who are 

affected either directly or 

indirectly…. And I believe that 

whatever you succeed in putting 

up as the product of the 

research, is going to go a long 

way to create a platform for 

other people to build on their 

studies and make more eeh 

make more findings and also 

proffer solutions to problems 

related to caregivers. because as 

 

 

 

Hope for cure 

 

 

 

Anticipating a relief 

 

Hopeful 

 

 

 

 

 

 

 

 

Optimism and hope 

 

 

 

Acknowledgment of research work 

on HIV 

 

 

‘Ray of hope’-small amount 

of hope 

 

‘one of these days’- in the near 

future? 

 

‘we’- who does mean? HIV 

positive individuals or 

caregivers? 

 

 

 

‘not sleeping’- active? 

 

 

‘Those eeh problems and 

prospects’- what does he mean 

here? Challenges and 

solutions linked to HIV/HIV 

caregiving? 

 

 

 

 

‘Product of the research’- 

findings and 

 

He strongly believes that if Ebola could be 

eradicated, HIV can. Does he really 

understand the key limitation to creating 

permanent cure for HIV? 

 

 

 

 

 

Having a ray of hope seems to suggest he is 

not completely certain it will happen but he 

thinks there is a possible. Does it mean there 

is no sense of relief until there is a lasting 

solution? 

 

 

 

 

 

 

Placing so much hope on research outcomes 

for a permanent cure for HIV. How desperate 

is he to be free from HIV infection? How long 

can he stay hoping for a solution and what 

 

 

 

Hoping for a 

permanent cure 

 

 

 

 

 

 

 

 

 

Hope and 

optimism 

 

 

 

 

Prospect and 

problems linked to 

HIV infection 
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I said, these areas have been 

fallow. There are so many 

things you will definitely 

discover as you go on with your 

research. You know, you get to 

know that the caregivers 

themselves, they are sometimes 

depressed. And eeh they have it 

upon themselves to ensure that 

the children are well-guided to 

take their drugs because they are 

not aware. And then they have 

to do everything possible to 

ensure that they adhere to the 

instructions of the health 

officials for the wellbeing of the 

children. So, eehh when I meet 

people like you, I am aware that 

you are playing a vital role 

because it is also a means of 

finding out the problems 

caregivers encounter, their 

challenges and the way forward 

out of these challenges. And it is 

only after this kind of research 

work, the summary that will be 

 

 

 

 

Sees the benefit of research 

outcomes as opportunity for further 

studies and solution to HIV 

caregiving 

 

 

Limited studies on HIV caregiving 

 

 

 

 

Certain the researcher will make 

some findings about caregivers 

 

 

Believes caregivers are sometimes 

depressed 

 

Caregivers’ roles  

 

Non-disclosure of HIV status 

 

recommendations of the 

study? 

 

 

 

 

 

Definitely? Emphatic 

‘Many things’- like what? 

‘You know, you get to know’-

To have an 

information/knowledge? 

 

 

 ‘not aware’- of their HIV 

status or the guideline for 

medication? 

 

‘to do everything possible’-

indicating commitment 

 

 

‘people like you’- 

researchers? 

 

 

happens to him if there are no lasting solution? 

Disappointment? Frustration? 

What are the problems and prospects for 

informal caregivers and people living with 

HIV/AIDS? He recognises that people can be 

directly and indirectly affected by HIV. 

 

 

 

 

He seems to expect the solution to problems 

faced by caregivers are linked to research 

findings.  

 

 

 

 

Why is he certain researcher will discover 

many things about caregivers? And does he 

mean by many things?  

He seems to make his personal experience of 

depression that of other caregivers and thinks 

researcher will ‘definitely’ find that out. 

 

 

 

Optimism in HIV 

research 

 

 

 

 

 

 

 

Certain about 

research finding 

 

 

Projecting 

personal 

experience of 

depression on 

others 

 

 

Managing HIV 

medication and 

adherence 
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able to build up a scheme that 

will take care of the challenges 

of these caregivers.  

 

Interviewer  

Do you think that keeping to 

the drug prescription is one of 

the toughest challenges or 

areas as it has to do with you 

as a caregiver or are there 

other things you can talk 

about? 

Well you know, principally, I 

will say yes because the idea of 

keeping to the drug schedule, 

very important. It makes you 

timely and you don’t miss out. 

And so it is a very very 

harrowing experience (acutely 

distressing experience).  

Interviewer (what did you call 

it?) It is a harrowing experience 

because you don’t do it 

voluntarily; a times you have to 

do it involuntarily; not on your 

own likeness because it is 

 

Caregivers ensure adherence to 

medication 

 

 

 

 

Highlights the significance of 

related research to caregivers 

 

 

 

 

 

Expecting programmes to tackle 

the challenges of caregivers 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

‘Principally’- primarily 

 

 

 

‘very very’- repetition for 

emphasis 

 

Places a lot of emphasis on HIV medication 

and adherence, which is an important 

caregiving role. His commitment to it 

indicates how crucial it is to him even though 

he does not like it. 

 

 

 

 

Appreciates the relevance of research in 

proffering solution to problems/challenges 

associated HIV caregiving. This is an 

indication of his strong believe in research as 

a source of permanent solution to HIV 

infection. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Optimist about 

HIV related 

research  
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incumbent on you to do it so as 

to save that life that endangered. 

And so it is not very very 

fascinating, but then having 

done it as a routine, it becomes 

part and parcel of you; and so 

where you would have felt 

depressed, it becomes a kind of 

leisure but with the mind that 

you are saving life 

 

Interviewer 

So what happens if you miss 

out taking the drug as at when 

due? 

You know normally you are 

going to have a break down in 

your system and you know it is 

going to be fatal. You know the 

viruses have been overpowered 

by the intake of these drugs 

regularly, and if you begin to 

falter with it, you are going to 

upset the system. And then it is 

going to be kind of rebounce, 

which may be very hesitant and 

 

 

 

 

Adherence to HIV medication is 

crucial 

 

 

Adherence to HIV medication as 

acutely distressing 

 

 

 

 

The routine of HIV medication- an 

unpleasant obligation  

 

HIV- medication is important to 

save one’s life 

 

HIV medication- part of the 

caregiver’s life. 

 

Attitude to medication affects 

feeling of depression 

 

 

‘voluntarily’- willingly? 

‘Involuntarily’- unwillingly?  

‘incumbent’- necessary as a 

duty or responsibility. 

 

‘life that is endangered’- life 

of the care recipient? 

 

 

‘routine’- daily activity 

 

 

‘Leisure’- What does he imply 

by leisure?- relief? 

 

 

 

 

 

‘Normally’- as expected? 

 

 

‘Break down’- deterioration 

 

 

 

 

 

 

Presents a contrasting views about adherence 

to medication. It is very crucial as well as 

creating a distressing experience for the 

caregiver. 

 

 

Positive and negative feeling/experience 

associated to HIV medication 

 

 

 

 

He sees HIV medication as an obligation, 

which he does not enjoy doing. The primary 

motivation is the survival and wellbeing of the 

care recipient. 

 

 

Though he does not find HIV medication 

interesting, he acknowledged that it becomes 

an integral part of his life, which he cannot do 

Importance of 

adherence to HIV 

medication 

 

Adherence to HIV 

medication as 

distressing 

experience 

 

 

 

 

HIV medication- 

an obligation 

 

 

 

 

HIV medication, a 

part of caregiver’s 

life 
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so it is safer and advisable to 

adhere to the order of drug 

taking. 

 

 

 

 

How do the people within 

your community relate to you 

knowing that you knowing 

that this is the situation? 

You know you have to be very 

careful of stigmatisation. 

Normally you don’t go on 

blowing your trumpet. That is 

why when you talked of me 

coming here to have a chat with 

you, I raised some objections 

you know because I did not 

want to except for the 

understanding I got from the 

questionnaire. 

(Interviewer) ‘participants 

information sheet’, 

(Interviewee) definitely! It is 

very comprehensive; it is not 

Managing HIV medication as 

saving life 

 

 

 

 

Poor adherence to HIV medication 

is dangerous 

 

 

 

 

 

Adherence to medication crucial to 

health of persons living with HIV 

 

 

 

 

 

 

 

 

 

 

 

‘fatal’- deadly 

 

‘Falter with it’- inconsistency 

in taking HIV medication 

‘Rebounce’- to bounce back? 

 

 

 

 

 

 

 

 

 

 

‘Very’- emphasis  

 

 

‘blowing your trumpet’—

sharing information? 

 

 

 

 

 

 

away with. This understanding influences his 

perception about the process. Rather than feel 

negative (depressed) about it,  

 

 

 

 

He understands poor adherence to HIV 

medication to lead to health deterioration and 

could result to death of the care recipient. 

Does he manage adherence to medication 

because of fear of death of his child/himself? 

 

 

 

‘It is going to be kind of rebounce’- what does 

he mean? Maybe he was referring to HIV 

gaining resistance against the medications due 

to non-adherence to medication. 

The implication of non-adherence to HIV 

medication could be that the medication 

would no longer be effective due to resistance. 

To avoid such situation, he thinks it is safer to 

adhere to medication. 

 

 

 

Fear of health 

deterioration or 

death as a 

motivation to 

adherence to 

medication 

 

 

 

 

 

 

Dangers of non-

adherence to 

medication 

 

 

 

 

 

 

 

 

Cautious of 

stigmatisation 
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indicting in any way. If it had to 

do with you say this, you do 

this, you write your name, I 

always object to it because it is 

my right. I have my right to 

privacy. And so, normally you 

will not go out and telling 

people ‘I am HIV positive.’ No, 

because you don’t want to be 

stigmatised. All I know is that I 

should be very careful with my 

lifestyle because you are 

protecting yourself and 

protecting your environment 

and every other person. You 

see, you avoid what is 

avoidable…….. 

But do you have the issue of 

stigmatisation, is it common in 

the community? 

What I mean is that people do 

not know who is HIV +. It is a 

very very serious thing oh. 

People are very careful. Nobody 

knows who is HIV positive and 

so, you know because if you are 

 

 

Careful about stigmatisation 

 

Secrecy 

 

 

 

 

Interview participation due to 

anonymity 

 

 

 

 

 

 

Privacy and anonymity seem 

important to him 

 

 

 

Non-disclosure of HIV status  

 

 

Avoidance of stigmatisation 

 

 

 

 

 

 

‘I always’- All the time? 

 

 

 

‘I have my right to privacy’- 

making a statement of fact. 

 

‘You will not’- referring to 

himself but using a second 

person pronoun. 

 

 

 

 

 

 

 

 

 

 

 

 

Why the concern about stigmatisation? Has he 

experienced such? 

 

HIV status is not disclosed to others to avoid 

stigmatisation. 

The caregiver disclosed he was hesitant to 

participate in the interview due to fear of 

stigma. 

 

 

 

 

 

 

 

 

 

‘I always object to it’- He indicated that he 

would never allow his identity to be disclosed 

whenever he shares personal information 

about HIV. This indicate how serious he takes 

the issue of stigmatisation. 

 

 

 

Reluctance to 

share personal 

information about 

HIV 

 

 

 

 

 

 

 

 

 

Privacy and 

anonymity 

 

 

Non-disclosure to 

avoid 

stigmatisation. 
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known in this city, you will be 

stigmatised. It is few people like 

us when we look at people we 

look at their ailment, we will 

know. We just psychologically 

can predict that this is the case. 

And true when I look at certain 

ailments that are predisposed to 

that, I know, in all human 

beings. Sometimes, I see the 

way they are affected, their 

feeling,the complaints I listen 

to, I just know that you need to 

go and do screening. I just know 

that there is something there, 

which is going to manifest… 

but definitely even in the 

communities people are 

affected but they don’t know 

except those who have gone 

test. And if you go for test and 

you know you keep it to 

yourself and then you try to 

protect your reputation because 

it is your problem. 

 

 

 

Careful about his lifestyle to 

protect himself and others 

 

 

 

 

 

 

 

 

HIV infection is considered a 

severe social issue 

 

 

Disclosure could lead to 

stigmatisation 

 

 

Knowledge about signs and 

symptoms of HIV infection 

 

 

 

 

‘Very very’- repetition for 

emphasis. 

 ‘serious thing’- 

delicate/sensitive issue 

 

‘if you are known in this city’- 

aware of one’s HIV status 

 

‘look at’- to observe? 

 

 

 

 

Factual statement? 

 

 

 

 

 

 

‘There is something there’- 

High probability of HIV 

infection 

‘definitely’- certainty 

 

 

Non- disclosure of his HIV status is primarily 

to avoid stigmatisation. 

 

How does he protect himself, his environment 

and every other person by being careful with 

his lifestyle? Does he mean being careful with 

sexual behaviours that may expose others to 

HIV infection?  

 

 

 

 

 

Individuals with HIV do not disclose their 

status as it is seen as a sensitive issue in 

community. ‘People are very careful’- how 

did he know that others are careful when he is 

not aware of those who are HIV positive? 

 

His comments suggest that the whole about 

secrecy and non-disclosure of HIV status is to 

prevent being stigmatised. 

 

It seems such secrecy creates room for 

suspicion over who is HIV positive. 

Careful with his 

lifestyle 

 

 

 

 

 

 

 

HIV is a sensitive 

issue in the 

community 

 

 

Secrecy and non-

disclosure to avoid 

stigmatisation 
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Interviewer 

Does it mean if people are 

aware, they will isolate you? 

Interviewee 

Definitely, definitely. 

Notwithstanding the advocacy 

from health officials, you know, 

the mentality of most of the 

people is just local and 

parochial. They will just think 

that even having a hand shake 

with you is going to worsen the 

condition and other things you 

know. So, eemm 

notwithstanding the 

arrangements made, the 

announcement every day, the 

message, the best thing is just to 

keep it off any other person 

apart from the health officials. 

Interviewer 

Do you have people you can 

confide in? 

 

 

 

 

 

 

 

The importance of HIV testing 

 

 

Ignorance of HIV status in the 

community 

 

Secrecy and non-disclosure of HIV 

status 

 

Protection of personal reputation 

 

 

 

 

 

 

 

 

‘people are affected’- people 

are HIV positive 

 

 

 

 

 

 

 

 

 

 

 

 

‘Definitely’-certainty 

 

 

‘local and parochial’- narrow-

minded? 

 

 

 

 

 

 

‘Keep it off’- hide it 

 

 

 

 

 

 

 

 

 

 

 

 

Secrecy and non-disclosure seem like 

strategies to avoid negative outcomes that 

could affect his reputation. Careful about 

public perception. His comment suggests that 

having anything to do with HIV could attract 

negative public perception. 

 

How does being HIV positive affect one’s 

reputation that it needs to be protected? 

Shame, discrimination, guilt? 

 

 

 

 

 

 

 

 

 

Secrecy and non-

disclosure 

 

 

Avoidance of 

negative public 

perception 

 

Protecting 

personal 

reputation 

 

 

 

 

 

 

Social isolation 
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Interviewee 

I don’t confide in anybody 

except my wife, just my wife 

and probably my children. They 

know. 

Another question I want to 

ask you is does it affect how 

you relate with friends and 

loved ones, that is do you see 

them as much as you would 

want to? 

 

It has not changed anything. 

 

How do you cope with this?  

 

Do you receive any support 

from the government? 

Nothing except for the drugs 

which I obtained freely. 

Well, you know it is all about 

survival. So you have to squeeze 

out money from anywhere by 

any means to ensure that you 

pay your bills to be alive.` 

What about NGOs? 

Disclosure will lead to social 

isolation 

 

 

Ignorance drives stigmatisation 

 

 

 

 

 

 

 

 

Secrecy as the right approach 

 

 

 

 

 

 

Confides in his wife and children 

 

 

 

 

 

 

 

 

 

 

‘I don’t confide in anybody 

except my wife, just my wife 

‘- statement of fact. 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Caregiver feels he will be isolated if others are 

aware of his and his child’s HIV status. He 

believes ignorance and narrow-mindedness of 

the people are the contributing factors to HIV 

discrimination and stigma. 

 

 

 

 

 

 

 

For the caregiver, hiding one’s HIV status 

seems to be the best option to avoid the 

negative experience linked to disclosure. 

 

 

 

 

 

If he confides only in his wife and probably 

his children, does it mean he does not have 

close relationships outside his family? This 

may imply he has limited social relationship. 

Stigma and 

discrimination  

 

 

 

 

 

 

Secrecy as the best 

approach to avoid 

stigma 

 

 

 

 

 

 

Limited close 

relationships 
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Like which one have you 

known?  

Interviewer: I don’t know I 

am just making a finding. 

Interviewee 

No other NGO other than what 

the government is doing, like 

this kind of support (showing 

the medication). This is a kind 

of subvention for the drugs. 

They pay, outside that, nothing 

else.  

Interviewer 

Do they provide emotional 

support? 

Yeah the NGOs you know, they 

do campaigns, they do a lot of 

advocacies, they press for 

people to go and know their 

status. And then they do 

advocate for people to keep to 

their drugs as the only way to 

help yourself. And then other 

people should refrain from 

having multiple sexual partner 

 

 

 

 

 

No effect on his relationship 

 

 

 

 

 

 

Free medication 

 

 

Fighting to survive 

 

 

 

 

 

 

 

 

 

 

 

Squeeze out- difficult effort to 

make something happen. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Factual statements about the 

roles of charitable 

organisations 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Caregiver has access to free medication, 

which is important to the wellbeing of the both 

the caregiver and the care recipient. 

 

It seems the caregiver is fixated with the mind-

set that being HIV positive means the primary 

focus is to stay alive. He feels money is crucial 

for survival as he must pay bills. What bills 

was he referring to? Medical bills? Food? 

Using the phrase ‘squeeze out’ implies that 

financial provision is difficult but he goes the 

extra mile to make that happen. 

 

 

 

 

 

 

 

 

 

Free medication 

 

 

Focused on staying 

alive 

 

 

Challenges with 

finance crucial for 

survival 

 

 

 

 

No access to 

support 
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because that is what predisposes 

to all these. 

 

The programmes the NGOS 

have are they directed to the 

informal caregivers may be to 

provide counselling? 

When you come here they 

counsel you, in the hospital. 

Once you know, when you 

come here and your status is 

known, they counsel you. They 

give counselling from time to 

time to help you stay afloat. 

 

Interviewer 

I think that is the last question 

I have but beyond that, is 

there anything you want to 

add maybe what I have asked 

or what you have in mind to 

share concerning the area of 

my research? 

 

Interviewee 

 

No support except medication 

 

Free medication as a form of 

support received. 

 

 

 

 

Awareness and advocacy for HIV 

positive persons 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

‘Once you know’- Aware of 

your HIV status 

 

 

‘status is known’- known by 

who? Medical personnel? 

 

 

 

 

 

 

 

 

 

How does the caregiver cope with caregiving 

since there are no support other than the free 

medication from the government? 

 

 

 

 

 

 

 

 

The caregiver affirmed to charitable 

organisations providing some form of support 

through advocacies and campaigns. How does 

he interpret these activities as emotional 

support? 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Formal support 
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 Eemmm I may just give a 

parting comment. You see I am 

always very hopeful and I 

always look forward to time 

when maybe there will be 

ultimate pronouncement of a 

cure, a permanent cure. That 

will be my happiest day. And if 

I can walk myself out of this 

cluster of this weight, it will be 

the best thing that will ever 

happen to my life.  

 

 

 

 

 

 

 

 

 

 

 

I don’t think any other thing can 

ever drag me back into that kind 

of mess.  

 

 

Free counselling 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Hopeful and optimistic about a 

permanent cure 

Lasting solution will bring 

happiness to him 

 

 

 

 

 

 

 

 

‘always hopeful’- a constant 

disposition 

 

 

 

 

 

 

 

‘walk myself out’ - become 

free 

 

cluster of this weight- a 

complex and overwhelming 

 

 

 

 

 

 

 

 

Who provides the counselling at the hospital? 

Health professionals? ‘your status is known’ – 

Those who provide counselling are likely to 

be those who are aware of the caregiver’s HIV 

status.  

He talks about himself as one living with 

HIV/AIDS and not as a caregiver. 

 

 

 

 

 

 

 

 

 

 

 

 

Hopeful and anticipates a permanent cure for 

HIV in the near future. This stand is a crucial 

coping mechanism as it helps the caregiver 

Formal support 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Hope and 

optimism  
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So I am actually praying that 

there should be a breakthrough, 

something permanent. As far as 

the researchers are always up 

and doing, people like you, 

other organisations, I still 

remain hopeful that the sky is 

open and one of these days, 

there is going to be a permanent 

treatment and we will heave a 

sigh of relief. So I wish to 

compliment your effort actually 

and thanking you. I pray that 

God will give you the grace to 

do it. 

 

 

 

 

 

Experience of HIV as a prolonged 

burden 

 

Desperate for long term solution 

 

 

 

 

 

 

 

 

 

 

 

Resolved to avoid actions that led 

to HIV infection  

 

 

 

 

 

 

‘drag me’- like he was forced 

into the problem 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

‘Heave a sigh of relief’- good 

feeling due to an end to a bad 

experience 

 

cope with the challenging aspect of 

caregiving. 

 

He underscores his high expectation for a 

permanent cure, which will be culminated by 

his experience of the happiest moment of his 

life.  

How does he intend to walk himself out of 

HIV, which he described as a ‘cluster of 

weight’? A sense of powerlessness and 

helplessness for not being able to walk himself 

out of the cluster of weight. The weight in this 

case is a metaphor that describes the 

emotional, physical and financial burden 

associated to being a caregiver and as well for 

being HIV positive 

His comments show desperation for long term 

solution to HIV infection ‘it will be the best 

thing that will ever happen to me’ 

 

 

Resolution to avoid whatever made him 

become HIV infected in the past. A sense of 

regret and disappointment. 

 

 

 

 

 

A sense of 

powerlessness and 

hopelessness 

 

 

 

Burden of 

caregiving/HIV 

infection 

 

Desperate for long 

term cure 

 

 

 

A sense of regret 
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Praying for a solution 

 

 

 

Hope and optimism for a 

permanent cure 

 

 

Permanent treatment will bring a 

relief. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Still hopeful and optimistic for a long-term 

solution to HIV infection. He reiterated his 

believe in the effort of researchers and related 

organisations to find a lasting cure to HIV. 

 

 

The fact that he looks forward to a time when 

he will ‘heave a sigh of relief’ implies that he 

is not in a happy state as result of his HIV 

infection/caregiving experience. 

 

 

 

 

 

 

Hopeful and 

optimistic for a 

permanent cure 
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Appendix 8: Consent form 
 

CONSENT FORM 

TITLE OF STUDY: Loneliness and depression among informal caregivers of children with 
HIV/AIDS in Nigeria 

Lucky Gospel Amaugo (PhD Student) 

 

Institute of Health Research 

University of Bedfordshire,  

University Square, Luton 

LU1 3JU United Kingdom 

Date: 

 

Permission for research 

• I have read and understood the information provided in the information sheet and I am aware 

that I have the opportunity to ask questions  

• I am aware that participation is voluntary and I can withdraw at any time without providing any 

reason 

• I agree to participate in the interview and give my permission for audio-recording of the 

interview, for the use of quotes without disclosing my identity.  

• I am aware that the data might be looked at by the researcher’s supervisors, examiners and 

research ethics committee for review without my identity being disclosed.  

• I understand that the information I will provide will be treated with complete confidence.  

• I understand that I have the opportunity to have any supplied data destroyed on request (up to 

a specified date)  

• I am aware that this study has received ethical approval from Institute for Health Research 

Ethics Committee, University of Bedfordshire, Ministry of Health, Akwa Ibom State and the 

University of Uyo Teaching Hospital Ethic Committee, and that all ethical issues will be strictly 

adhered to.  
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I agree to take part in the research. 

 

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

 

Initials of Participants        Signature             Date 

 

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

 

Name of researcher         Signature             Date 
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Appendix 9: Participant information form 
 
PARTICIPANT INFORMATION FORM 

My name is Lucky Gospel Amaugo. I am a research student from the University of 

Bedfordshire (Institute for Health Research). My study explores the experience of caregiving 

among informal caregivers of children with HIV/AIDS in Nigeria. 

I would like to invite you to participate in this research study. However, it is important that you 

understand the purpose of the research and what it entails before you decide to be part of it. 

 

What is the purpose of the study? 

 

This study is undertaken in part fulfilment of a Doctor of Philosophy. The study aims to 

understand the psychological impact that caring for a child with HIV/AIDS could have upon 

caregivers.  

 

Why am I invited? 

 

You are invited because the target population for the study is informal caregivers of children 

who are thought to be HIV positive. I would like to invite you to participate in this research 

study if you live in Nigeria, you are aged 18 years or above, you can communicate in English, 

and you have been an informal caregiver of a child (i.e. not being formally paid to care) who 

is older than 6 months but under the age of 18 years.  

 

Do I have to take part? 

 

No. It is completely your decision whether to participate in this study or not. If you decide to 

participate in this research study, please you will be required to read and sign the ‘informed 

consent form’ below. Should you decide to participate but choose to withdraw after you have 

started the interview process, you are free to do so at any time without needing to provide a 

reason. A decision to withdraw will not affect you in any way. If this happens, the information 

you will provide before withdrawal will not be used in the research. Any agreed expense 

incurred for the purpose of the interview such as travel cost will be reimbursed you. 
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What do I have to do? 

  

You will be required to take part in a one-to-one, face-to-face semi-structured qualitative 

interview with me during which we will discuss in depth your personal experiences in relation 

to caregiving and your wellbeing. The duration of the interview will be approximately 45 

minutes to 1 hour. The interview will take place in a quiet and confidential area and will be 

audio recorded. 

 

What are the benefits and risks? 

 

The study would help highlight some of the experiences and challenges informal caregivers 

face. The learning from this study could have a positive influence on health and social care 

providers and the formulation of relevant policies in this area. 

Since this is a sensitive study topic, there is a possibility that sharing your personal experience 

could prove to be emotionally distressing for you. 

 

Will my taking part in this study be kept confidential? 

 

All of information collected during this research study will be kept strictly confidential. No 

names and no information that allows us or anyone else to identify you will be collected or 

reported. All of the data will be stored confidentially in compliance with the UK Data 

Protection Act 1998 and will be securely using a cloud encrypted software accessible to the 

only the researcher and his supervisory team.  

 

What will happen to the results of the study? 

 

The interview will be transcribed and analyzed and written up within my PhD thesis which will 

be freely available to access at the University of Bedfordshire’s library. The writing may 

include your quotes and those of other participants without disclosing your identity. The 

findings of this study will be used for educational purposes, which include conference papers 

and journal publications within the relevant academic journals. 
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How will the results be disseminated to the participants? 

 

Informal caregivers who participated in the study may ask for a copy of the thesis and/or the 

published articles.  

 

Who is funding and reviewing the research?  

 

The research is self-funded. It has been granted ethical approval from the University of 

Bedfordshire’s Institute for Health Research Ethics Committee and the ethics committee of the 

University of Uyo Teaching Hospital, AkwaIbom State. 

 

If you have any questions, please feel free to contact either me or my supervisors.  

 

CONTACT INFORMATION: 

 

My name: Lucky Gospel Amaugo, University of Bedfordshire, Putteridge Bury Campus, 

Hitchin Road, Luton, Bedfordshire, LU2 8LE. Telephone number: +447414520026. 

E-mail: lucky.amaugo@study.beds.ac.uk 

 

My supervisors:  

Dr. Chris Papadopoulos, University of Bedfordshire, Putteridge Bury Campus, Room 32, 

Hitchin Road, Luton, Bedfordshire, LU2 8LE. 

 E-mail: chris.papadopoulos@beds.ac.uk 

 

Dr Anthony Farrant,  

University of Bedfordshire Putteridge Bury campus Hitchin RoadLuton, LU2 8LE, United 

Kingdom. E-mail: Anthony.Farrant@beds.ac.uk 

 
 




