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ABSTRACT

Background: Given that there is 57.7 million HIV-diagnosed people living in South Africa
and the government has established the largest public antiretroviral programme in the
whole world but only 53% are adhering. Adherence remains a challenge, due to presence
of mental health issues among HIV diagnosed. Aim: The aim of this study was to
investigate adherence to antiretroviral therapy and mental health of HIV-diagnosed
patients in Vhembe District, Limpopo Province.

Methods: This was a mixed method study using a combination of quantitative and
gualitative research approaches. In the quantitative approach, triangulation was utilised in
the form of a questionnaire and patients records. Simple random sampling was used to
select 134, descriptive analysis using SPSS version 25. For the qualitative approach, a
phenomenological research designs was considered and convenience sampling was used
to select fifteen participants (15). Data was collected using semi-structured interview;
responses were analysed using a computer-aided program called, ATLAS ti. Results: The
self-report of adherence was 94.8 %, objectively 39.6% of CD4 count <200c/mm3 at
baseline and 34.3% CD4 count after six months was found. 16.5% of females and 2% of
males defaulted treatment and 14.9% of missed medical appointments 1-6 times. This
study also revealed the mental health issues that HIV-diagnosed patients are struggling
with after the diagnosis include the stages of grief, stress, depression, anxiety, mistrust,
shame, stigma and discrimination. Recommendation: Effective strategies need to be
enhanced and tailor made in effort to encourage patients to take ART diligently. The
healthcare providers, community members and the government should be made aware of

mental health issues.

Keywords: Acquired Immune Deficiency Syndrome, Adherence, Anti-retroviral, Human

Immunodeficiency Virus, (HIV) Diagnosed Patients, Mental Health.
Xiv
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CHAPTER ONE: INTRODUCTION

Human Immunodeficiency Virus/Acquired Immune Deficiency Syndrome (HIV/AIDS) is one
of the most destructive epidemics the world has ever encountered, for decades. HIV has
become a burden both in developed and developing countries and since the beginning of
this epidemic, more than 70 million people have been infected with HIV, while 35 million
people have died due to the virus (Global HIV and AIDS statistics, 2016). It was estimated
that 33.4 million people live with HIV worldwide, in 2009 and it is those living in Africa who
constitutes the largest number of people infected with HIV, as nearly two-thirds of these
people live in South Africa (SA) (WHO, 2009; UNAIDS, 2010). According to the 2016
statistics collected by Global HIV and AIDS, new figures revealed that it is 36. 7 million
people who are living with HIV. The initiation of Antiretroviral Therapy (ART) brought a
dramatic revolution for those infected, around the globe (UNAIDS, 2011; Global HIV &
AIDS statistics, 2018). Lester, Ritvo, Mills, Kariri, Karanja and Chung (2010) have shown
that to delay therapy results in the disease’s progression to AIDS. Presently, South Africa
is leading the biggest antiretroviral therapy (ART) programme globally, hence, above 80%
of patients diagnosed with HIV/AIDS are receiving medications (Simelela, Venter, Pillay &
Barron, 2015) although an uncompromising obligation is required from diagnosed patients
in taking ART as instructed without fail, for satisfactory results. Research confirms that the
95% ideal adherence is rarely attained due to interlinked innumerable factors (Johnson,

Dilworth, Taylor, Darbes, Comfort & Neilands, 2012).

South Africa has introduced a universal access to treatment for HIV/AIDS, HIV diagnhosis
has led the government to introduce the 90-90-90 strategy to target HIV epidemic from
2015 (UNAIDS, 2014; UBain, Nkoke & Noubiap, 2017). This strategy serve as a way of
laying foundation for, that is the reason why a powerful and achievable target has been set

that by 2020, 90% of HIV-diagnosis, 90% of all those diagnosed with HIV will receive
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sustained ARV’s and lastly 90% of all HIV-diagnosed people will receive ARV’s and have

viral load suppression (UBain, Nkoke & Noubiap, 2017; UNAIDS, 2016).

The effective use of ART has huge benefits among HIV-diagnosed patients who start ART
early; adherence reduces the chances of AIDS-related events by 32% (CDC, 2017;
UNAIDS, 2011). Optimal adherence is hindered by many factors, including the presence of
mental health issues among HIV-diagnosed patients (Johnson, Dilworth, Taylor, Darbes,
Comfort & Neilands, 2012). Mental healthcare has been integrated into Human Immune
Virus (HIV) programs in many countries, for many years (John, Dan & Alan, 2008). North
American and European studies suggest that people with HIV often suffer from
depression, anxiety disorders when adjusting to the diagnosis; they struggle with the
meaning of a positive HIV test result, adapting to life with a chronic life-threatening illness,
anticipating and receiving news of the disease’s advance, and witnessing the death of

similarly-diagnosed friends and family (Cielsa & Roberts, 2001; Kevin, 2014).

This chapter addresses the background, problem statement, rationale of the study, aims,
objectives, hypothesis, research questions, delimitations of the study, significance of the

study as well as definition of key concepts.

1.1 BACKGROUND OF THE STUDY

According to the World Health Organisation (WHO), (2007) HIV is a retrovirus that infects
cells of the immune system, destroying or impairing their function. As the infection
progresses, the immune system becomes weaker, and the person becomes more
vulnerable to any form of infections. Even though ART does not completely cure
HIV/AIDS, evidence shows that it decreases the viral load and thus contributes to

lessening the disease’s burden (Murphy et al., 2010; Azia, Mukumnang & Van Wyk, 2016).
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ART is globally known and it is a formalised way to treat HIV and prevent it from

progressing rapidly.

ART has sustained a lot of people who have been diagnosed and are living with HIV/AIDS,
hence, it has given millions of people living with HIV new life and hope. According to the
United Nations Programme on HIV/AIDS (UNAIDS) Report on the Global Aids Epidemic
(2010), by the end of 2009 more than 5 million people were receiving ART for the very first
time worldwide, with an increase of 30% in number of people receiving the ARVs in a
single year. The number of people receiving therapy has increased by 13-fold from 2004,
with more than 5 million of these people living in low- and middle-income countries. South
Africa has the largest number of people infected with HIV, worldwide (WHO, 2010). South
Africa has got one of the most successful ARV roll-outs in the entire world; more than half
of people living with HIV & AIDS (PLWHA) in the world receive ARV’s. Accessibility to
ARVs has contributed 19% in decreasing deaths among people living with HIV, between
2004 and 2009; recently, the mortality rate of HIV-related diseases has decreased by 94%

(UNAIDS, 2010; Maswikiti, 2011; Eyawo et al., 2017).

Mental health is one of the reasons for poor adherence among HIV-diagnosed patients
(AIDS Care, 2004). As the rate of ARVs users among PLWHA continues to increase in
South Africa, so too does the need to integrate mental health services into HIV care (John,
Dan & Alan, 2008). Incorporating these services into routine ARV care, with support from
dedicated HIV mental-healthcare providers would benefit patients who suffer from different
mental health issues. Adherence to ART is a compound and difficult exercise. Numerous
obstructions to optimal adherence to ART have already been recognised by various
studies in both high, low and middle-income countries (Mills et al., 2006). Studies
expressed different findings with regard to biographical variables envisaging optimal
adherence to ART (Simoni, Amico, Pearson & Malow, 2008), however, findings are

consistent regarding the impact of socio-economic status on ART adherence (Weiser et
3
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al., 2010); psychosocial factors have also been identified as having an adverse effect on
adherence (Gilbert & Walker, 2010; Ncama et al., 2008). In addition, HIV-diagnosed
patients often suffer from stress, anxiety and depression as a result of processing the

news for the very first time (Green & Smith, 2004).

1.2 PROBLEM STATEMENT

HIV/AIDS continue to be a major problem in the public- health sectors and those
diagnosed experience enormous stress (Brown & Vanable, 2011). Low ART adherence
rates among HIV-diagnosed patients increases the detrimental effects on physical health,
increases drug resistance and as a result leads to high mortality rates among HIV/AIDS
people (Murphy et al.,, 2010; DOH, 2010). Without a 95% optimal ART adherence,
antiretroviral agents are incapable of subduing HIV duplication because the medication
absorption in the blood will not be sufficient and may lead to complications with regards to
subduing plasma viral load (Phelps, Hathcoc, Werdenberg & Schultze, 2010).
Consequently, ascertaining and alleviating the elements that decrease optimal adherence
combined with ART are essential to achieve long-term recovery outcomes among HIV-
diagnosed patients (Phelps et al., 2010).

There is no health without mental health. Mental health issues are highly prevalent among
people living with HIV/AIDS, with major depressive disorder (MDD) occurring almost twice
as frequently among this group, than in the general population (Cielsa & Roberts, 2001;
Collins, Holman, Freeman & Patel, 2006). Depression reduces the motivation of HIV-
diagnosed patients to seek health care, impairs adherence to therapy, decreases quality of
life, and increases mortality. The most difficult aspect patients struggle with is taking
strictly the medication as prescribed (WHO, 2004). Globally, people seem to struggle with

adherence and consequently the public health system bears the burden (UNAIDS, 2011).
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The most common basis of high mortality rates among HIV/AIDS diagnosed patients in
South Africa is linked to low adherence to ART (DOH, 2009). In addition, the infection rate
is increasing rapidly despite efforts made by government, with 2.1 million new infections in
2016 (UNIAIDS Fact Sheet, 2017). South Africa has the fastest growing rates of new HIV
infection in the whole world (Maswikiti, 2011) with Limpopo Province in the seventh

position with 9.2% prevalence rate (Stats SA, 2017).

Donald Fraser Hospital is one of the public provincial hospitals situated in Vhufuli, Vhembe
District, Limpopo Province where many individuals are being diagnosed with HIV/AIDS
daily, and the number is increasing daily (Info4africa, 2017). The researcher went to the
Clinical Manager of the hospital to explore the prevalence of HIV as measured by people’s
consultation at Fulufhelo clinic. Donald Fraser hospital has 700+ people who are
diagnosed with HIV and evidence suggests that there are many factors contributing to
these people relapsing once they have started their therapy (Bhat, Ramburuth, Singh, Titi,
Anthony & Chiya, 2010). Given the fact that in South Africa mental health is not given the
same priority that is afforded to physical health, the researcher saw a need to explore on
mental health issues associated with adherence to ART (Kleintjes, Lund, Fisher & MHaPP

Research Programme Consortium, 2010).

Often, individuals who struggle with adherence face multiple barriers that would impact on
the success of any single modality intervention; this decrease life expectancy and the
quality of life (Rudy, 2009). Mental health and adherent behaviour among HIV-diagnosed
patients has not been sufficiently researched, especially in the Limpopo Province. A gap
exists between the diagnosis and identification of those who suffer from mental health

issues and their therapy status, as the health system is overburdened and overwhelmed.

There is a paucity of behavioural research on adherence to ART and mental health in the

rural settings of the Limpopo Province. This information should be relevant in planning and

5
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implementing tailored programmes and strategies to address problems faced by patients
receiving ART in Limpopo and similar settings. In the context of this background, this study
seeks to investigate adherence to antiretroviral therapy and mental health of HIV-

diagnosed patients in Vhembe District, Limpopo Province.
1.3 RATIONALE

The researcher was motivated to conduct this study because of her background training in
Psychology, from the acknowledgment that adherence is a complex concept and that
mental health status play a role in some ways. Studies have been conducted in South
Africa, but none of them has been conducted specifically at Donald Fraser in Limpopo
Province. The focus of other studies was on the experiences towards ARV’s and HIV
diagnosis, perceptions of care and adherence level among stigmatised patients (Ndou,
Maputle, & Risenga, 2013; Ndou, Maputle, & Risenga, 2016). This study will incorporate
almost all the covered areas from other studies, but it will clearly bring into light

tremendous issues affecting adherence.

Low adherence to ART is associated with the presence of mental health issues and higher
hospitalization rates, due to disease progression (Melissa et al., 2010). Contemporary
medicine has brought about major breakthroughs in the prevention of HIV spreading
widely. A major breakthrough is the introduction of ART and its increasing availability
worldwide. Between the year 2003 and 2008, access to antiretroviral medication in the low
and middle-income countries rose by 10-fold (Maswikiti, 2011; UNAIDS Fact Sheet, 2017).
The AIDS Epidemic Update, (2009) reports that South Africa has the largest ART
programme in the world, the consequence of which is significant public health benefits and
improved access for HIV-positive people. Implementation of the 90-90-90 strategy that is
helping to implement HIV programmes within Institutions of Higher Learning such as

Universities, Technical and Vocational Education and Training (TVET) Colleges and

6
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Technicon’s, that each quarter HIV testing awareness or campaign should be conducted
(UNAIDS, 2016). With the increase awareness of mental health issues comes the benefits

of healthy mental wellbeing among HIV-diagnosed patients (Maswikiti, 2011).

A major concern, however, is that not much research has been done in Limpopo to explore
and understand the relation between mental health and adherence of the HIV-diagnosed
patients. Several researchers have highlighted the importance of doing research on
various aspects such as the status of people living with HIV/AIDS and their ART
adherence, factors and barriers to ART adherence and what interventions can be tailor-
made and be efficient in this context (Dlomo, 2010; Kotzé, 2013; Sendagala, 2010). The
researcher is of the idea that this study will shed light about facts that sustain adherence
which can then serve as a catalyst for curbing the HIV pandemic by tapping into

adherence to ART and mental health.

1.4 THE AIM

The aim of the study is to investigate adherence to antiretroviral therapy and mental health

of HIV-diagnosed patients in Vhembe District, Limpopo Province.
1.5 OBJECTIVES
Phase 1: Quantitative

e To determine the prevalence rate of adherence to ART among HIV patients at

Fulufhelo Clinic in Limpopo Province.

Phase 2: Qualitative

e To explore the mental health of patients diagnosed with HIV.

© University of Venda



7S
>

) (o

,
L

University of Venda
Creating Future Leaders

1.6 RESEARCH QUESTIONS
Phase 1: Quantitative

e What is the prevalence rate of adherence to ART among HIV patients at Fulufhelo

Clinic in Limpopo Province?
Phase 2: Qualitative

e What are the mental health issues that patients diagnosed with HIV face?

1.7 DELIMITATIONS OF THE STUDY

The study focused on investigating adherence to antiretroviral therapy and mental health
of HIV-diagnosed patients in Vhembe District, Limpopo Province. The population
comprised of Tshivenda-speaking males and females, who are taking ARVs, whose ages

ranged between 18-65, who consulted at Fhulufhelo Clinic at Donald Fraser Hospital.

1.8 SIGNIFICANCE OF THE STUDY

Patients -The outcomes of this study might be of benefit to HIV-diagnosed patients.
Findings might bring awareness of mental health issues that hinder them, from either

accepting their status and to adhere to therapy, accordingly.

Community -Throughout this study, an assumption is made that the community may also
become aware of the mental health issues faced by HIV-diagnosed patients during
feedback sessions, hence, the community of Vhembe District could also contribute by

supporting the HIV-diagnosed patients.

Healthcare Providers - From the findings of this study, health-care providers will become

more aware of the reality of mental health issues that occur after an HIV diagnosis;
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therefore they will continue to refer HIV-diagnosed patients with their deeper

understanding, to get relevant professional help.

Government -The findings of this research it is anticipated will promote effective
implementation of ARVs adherence in South Africa, by further improving the knowledge
and understanding on mental health of HIV-diagnosed patients and challenges to adherent
behaviours that follows after diagnosis. The findings will enhance and strengthen
intervention programmes that relate to mental health for HIV-diagnosed patients and

consequently will improve adherence rates, for the benefit of patients.

Government Policies -The current findings might enhance existing policies and contribute
to future review of the HIV/AIDS protocols, regulations relating to healthcare providers and

health education programs for HIV-diagnosed patients in South Africa.

1.10 DEFINITIONS OF CONCEPTS

Adherence- Taking any medication or any form of as prescribed or instructed by a
healthcare provider; this could be a doctor or a nurse (HIV/AIDS Glossary, 2018:4). In this
study, adherence its ability to follow prescription as dictated by healthcare providers when

on ART, without failing and also meeting the golden standard of 95% adherence

Anti-retroviral Therapy (ART) - Is the use of HIV-combination medicines, daily, in order
to treat HIV infection (HIV/AIDS Glossary, 2018:10). In this study ART are the drugs that

HIV-diagnosed patients take to treat HIV/AIDS.

Behaviour- Is the repeated and typical way of behaving or repeating the same action over
and over again (Sinclair, 2006:117). In relation to this study, behaviour is the range of

actions repeated over and over as a way of being.
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HIV- The WHO (2007:8), defines HIV as a retrovirus that infects cells of the immune
system, destroying or impairing their function. Operational definition for this study explains
HIV as a virus that affects and weakens the immune system impacting on the individual's

ability to function.

HIV-Diagnosed Patients- In this study HIV-diagnosed patients are the individuals who
have been diagnosed with HIV, on whom two HIV tests have been done - preliminary and

confirmatory — and they have both come back positive.

Mental Health- From the perspective of positive psychology or holism, mental health may
include an individual's ability to enjoy life (WHO, 2014; WHO 2007:7). In the study, mental
health is referred to as the ability to function efficiently, effectively regardless of what is

happening around an individual’s environment.

Treatment- Any form of medicines that act to prevent the progression of HIV/AIDS and
lowers persons viral load to undetectable levels (HIV/AIDS Glossary, 2018:172). For this
study, this refers to any western medication taken by a patient that is meant to reduce

symptoms, or to attempt to cure or mitigate HIV & AIDS, such as the ARVSs.

1.10 STUDY OUTLINE

The study followed a mixed method approach - a combination of Quantitative Phase 01

and Qualitative Phase 02. The chapters of the study are as follows:
Chapter 1: Introduction

The emphasis in this chapter is on the background, problem statement, research aim and
objectives, hypothesis, delimitations, significance of the study and lastly definitions of

concepts.

10
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Chapter 2: Theoretical Framework

This chapter gives an introduction and detailed overview of three theoretical frameworks,
during this adherence and mental health is applied in the theories discussed. Two

theories were considered social cognitive theory and health belief model.
Chapter 3: Literature Review

The chapter provides an in-depth review of different literatures in order to understand the
mental health and adherence in HIV-diagnosed patients. Also deliberated are HIV status in
relation to adherence and mental health in relation to status of adherence, the prevalence
of HIV, mental health and adherence internationally, in three African countries, in South
Africa and in Limpopo province. Lastly, in the chapter, is identified the mental health issues

that HIV-diagnosed patients are faced with after diagnosis.
Chapter 4: Methodology

In this chapter there is an outline of the research methods and research designs including
the location of the study, background, population setting and population characteristics.
The two phases - Phase 1: Qualitative and Phase 2: Quantitative - both entail different
research design, sampling, sampling method, research instruments, reliability and
validity/trustworthiness, pretesting, data collection and analysis; these are discussed here.

The ethical considerations that were relevant for the current study are detailed here.
Chapter 5: Results

This section gives a detailed presentation and description of the analysis and research
findings. Phase 1 is where the statistical findings presented, and phase 2 presents the
themes and quotations from the participants who participated in the study. The results
were presented in the following format demographic information, objective one and then

objective two findings.
11
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Chapter 6: Discussion

In this chapter are detailed discussion of the research results and integration of the results,
incorporating the findings of other researchers and theoretical explanation based on the

objectives of the study.

Chapter 7: Introduction, Summation, Strength, Limitations, Recommendations,

Contribution and Conclusion

This section has an introduction, the summary of the chapters, things that had limited the
study and its strength. Then the recommendations that were made, its contributions and

the conclusion made based on the results of the study.

1.11 CHAPTER SUMMARY

In this chapter the researcher had provided detailed information regarding the topic of the
study, the background, problem statement and rationale. Details were also provided on the
study’s aim, objectives, research question and hypothesis, delimitations, significance,

definition of the concepts and the research outline.

12
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CHAPTER TWO: THEORETICAL FRAMEWORK

2.1 Introduction

The theoretical framework is defined as the structure that holds the supporting theories
that can be used to support the rationale of the study (Welman, Kruger & Mitchell, 2005).
This chapter addresses the theories that were considered relevant and appropriate in the
current study. The theories which will be discussed in detail in relation to this study are

Social Cognitive theory and Health belief model.

2.2 SOCIAL COGNITIVE THEORY (SCT)
2.2.1 Historical Background of SCT

Social Cognitive Theory (SCT) is a theory that was developed by Edwin B. Holt and Harold
Chapman Browns in 1931 when they wrote a book on the behaviour of animals. The
theory emphasized that the actions of all animals are aimed at fulfilling the psychological
needs of feelings, emotions and desires (Holt & Brown, 1931; Lennerling & Forsberg,
2012). In later years, in 1941, the book written by Holt was revised by Neal E. Miller and
John Dollard and it dwelt on social cognitive theory and imitation with an addition of four
factors arguing on how behaviour is influenced. Albert Bandura, a Canadian psychologist,
is the one who expanded SCT so that it can be more informational and applicable to many
situations. Bandura, along with his colleagues and students conducted the Bobo doll
experiment in 1961 and 1963 in an attempt to understand how children behave over
certain aggressive situation’s when growing (McAlister, Perry & Parcel, 2008; Pajares,
Prestin, Chen & Robin, 2009). The experiment helped in developing a good sense of how
adults behave in contrast and supporting the work of Holts; from then onwards a good
understanding of how behaviour is acquired by human being was revealed. The

application of SCT in health promotion started with the publication by Bandura in 2011; this
13
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theory has been applied to many human areas of functioning, such as career choices,
organizational behaviour, understanding classroom interactions, motivation, learning,
achievement and lately on has been applied to antiretroviral therapy among HIV-

diagnosed patients (Bandura, 2011).

2.2.2 Concepts of SCT

Social Cognitive theory describes the behaviour of human beings in terms of dynamics
and triadic. The basis of this theory is that behaviour is learned through the cognition’s
acquisition of what has been observed and has been approved as good behaviour
(Lennerling & Forsberg, 2012). So when it comes to living healthy, it is those who have full
control over their cognition who will take preventive measures to adhere to ART and those
who do not have full control over their cognition and have been learning through a
modelled behaviour are more likely to default ART treatment (Bandura, Caprara,
Barbaranelli, Pastorelli & Regalia, 2001; Nabi, Clark, 2008). The following are the concepts

that were articulated by Bandura:

* Ability of an

* Determine the et
individual to

likelyhood of
behavioural perform a
occurance specific

REINFORCE
MENT

behaviour

OUTCOME
EXPECTATION ~

OBSERVATIO
NAL
LEARNING &

MODELLING

» Learning by
observing the
behaviours of
others

* Ability to assess
the outcome of
the performed
behaviour

Figure 2.1: The main concepts within Bandura’s Social Cognitive Theory
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Self-Efficacy

Self-efficacy is the ability within one’s belief of being able to articulate a particular
behaviour and the zeal to be able to perform such action. Patients engage in certain
behaviour with the desire to produce certain outcomes, such as taking ART for the
betterment of their HIV and decreasing the levels of viral loads. In handling ART, self-
efficacy is the ability to continue taking ART regardless of the mental health issue and
other predicament or obstacles that may rise when doing so (Gauchet, Tarquinio &

Fischer, 2007).
Outcome expectation

Outcome expectation is the ability to assess the expected results after behaviour is
performed which can be negative or positive. HIV-diagnosed patients know that by
defaulting ART they increase the chances of being ill and consequently minimizing their
lifespan and when they take their ART, they decrease the chances of HIV progressing to

AIDS rapidly (Lennerling & Forsberg, 2012; Nabi, Clark, 2008).
Observational learning or modelling

Observational learning or modelling is the process of following the behaviours and actions
from other people who are desired and seen as role model in our lives. Through observing
other people, HIV-diagnosed patients learn to take their ART as prescribed, if those they
associate with are also taking it as instructed by healthcare providers. Social influence
impacts on how patients behave after modelling behaviour from those who are highly-
regarded (Bandura, 2011; Lennerling & Forsberg, 2012). An understanding is granted to
the self to perform the learned and further developing other traits to add on to the desired

behaviour based on what the patients is thinking when it comes to their diagnosis.

15
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Reinforcement

Reinforcement is a concept that explain more about how behaviour works when rewards
are apparent at the end; outcomes will elicit response to behaviour determining whether
the behaviour will be likely repeated in the future or not. When the reinforcement is
positive, the behaviour will be repeated but when it is negative the behaviour is likely to be
avoided in the future (Gauchet, Tarquinio & Fischer, 2007; Lennerling & Forsberg, 2012).
Adapting the theory to HIV diagnosed patients on ART, it can be concluded that HIV-
diagnosed patients are more likely to continue with therapy when they get internal (when
they feel better after adhering, when they see improvement in their health as compared to
the time when they were not taking ART) and external reinforcement. This is apparent
when significant others reinforce their persistence in adhering to ART and comments from

healthcare providers.

2.2.3 Application of the theory to the study

Albert Bandura defines human behaviour as a triadic, dynamic, and reciprocal interaction
of personal factors, behaviour and the environment (Pajares, Prestin, Chen & Robin,
2009). According to Bandura, (2001) an individual's behaviour is uniquely determined by
each of these three factors. Behaviour is regulated antecedently through cognitive
processes; by the way individuals perceive their conditions. Behaviours are regulated
through consistent cognitive processes and the response to the consequences of
behaviour is used to form expectations of behavioural outcomes (Bandura et al., 2001,
Nabi, Clark, 2008). Each behaviour can consequently change a person’s thinking
(cognition). Emphasis is placed on one’s cognition as the mind is active in constructing
individual reality through selecting useful information and performing behaviours that are

valued and appreciated by an individual.
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Consistent with the current study, through feedback and reciprocity, a patient’s own reality
is formed by the interaction with the environment and one's cognitions. According to
Bandura, (2001) it is the ability to form these expectations that will give HIV-diagnosed
patients the ability to predict the outcomes of not taking ART, by allowing various mental
health issues to incapacitate them, which is the capability to predict the outcomes of
behaviour before the behaviour is performed. In addition, Social Cognitive Theory posits
that most behaviour is learned vicariously (Bandura et al., 2001), therefore, patients must
have a sense of personal agency or self-efficacy with respect to performing preventive
behaviour of taking anti-retroviral medication regardless of what is happening around them
(Pajares, Prestin, Chen & Robin, 2009; Tuldra, Fumaz, Ferrer, Bayes, Arno & Balague,
2000). HIV-diagnosed patients must also believe in themselves, and develop the skills and

abilities necessary for performing acceptable behaviour under an HIV diagnosis.

2.3 HEALTH BELIEF MODEL (HBM)

2.3.1 History of HBM

This is the first developed theory for health behaviour and it was the first one to be used to
explain the change in relation to health behaviour. Health Belief Model (HBM) was
established late in the 1950s by Irwin M. Rosenstock, Godfrey M. Hochbaum, S. Stephen
Kegeles and Howard L. (Dennill, King, Lock & Swanepoel, 1999; Tarkang & Zotor, 2015).
It was used first to measure and understand the widespread failure and screening
programs for tuberculosis (TB) in the United State (US), within the public health services
(Tarkang & Zotor, 2015). It can, however, also be used on a wide variety of health-related
behaviours, like understanding and screening for the symptoms and immunization against
underlying diseases. This model has been widely used to show the perception of people,
of the consequences and self-efficacy in medical, financial and social settings. It aims at

promoting effective behaviours and reducing the perceived barriers, mostly (Preacher,
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Rucker & Hayes, 2007; Mikhail, 2006). According to Dennill, King, Lock & Swanepoel,
(1999) and Tarkang & Zotor, (2015) in health-promoting behaviours, HBM it is specifically
productive when providing training for the cues and action for reminding and encouraging
patients in engaging fully in health-promoting behaviours, regardless of the barriers that

are present.

2.3.2 Concepts within HBM and its Application in the study

This model posits that people’s beliefs, health problems, perceived benefits, actual effects,
and self-efficacy, basically help in explaining the engagement actions of health-promoting
behaviours for their health conditions (Tarkang & Zotor, 2015; Mikhail, 2006). HBM can
best be explained through the following six concepts that are regarded as being the core of

this theory:

N

PERCEIVED
SUSCEPTIBILI ALSO PERCEIVED AS A
TY > THREAT TO HEALTHY
PROMOTING
BEHAVIOURS

PERCEIVED LEADS TO HEALTHY \
BARRIERS PROMOTING PERCEIVED

BEHAVIOURS SEVERITY

CUES AND PERCEIVED

ACTIONS BENEFITS

Figure 2.2: The Health Belief Model
Perceived Susceptibility

Perceived susceptibility refers to the ability of an individual to take preventive measures on

the chances of them contracting different diseases that will be difficult to cure and mitigate.
18
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It can also be referred to as individual’'s perceptions that a health problem is important and
should be treated with immediate effect, regardless of its presenting symptoms and signs
(Groenewold, Bruijn & Bilsborrow, 2006; Zimmerman, Nowalk, Raymund, Tabbarah, Hall,
Wahrenberger & Ricci, 2003). For an immediate step to take place, there should be action
that needs to be acted upon, in order to increase the vulnerability of that specific health
condition that requires treatment (Mikhail, 2006; Tarkang & Zotor, 2015; Jones & Bartlett,
2010). So people who view themselves as susceptible to HIV diagnosis will be more willing
to go for HIV testing, especially, voluntary testing and they will be more likely to take their
ART treatment adherently if they find out that they are HIV positive; but those who view
themselves as unsusceptible will be more unlikely to go for HIV testing and even when
they find out that they are HIV-positive in another way, they are most likely not going to

take ART treatment.
Perceived Severity

Perceived severity is the individual’'s assessment of the seriousness of a health problem
that is occurring and its severity after considering its consequences. So if the patients
perceive their health condition as being - serious and life threatening, causing damage
within themselves or causing disability and as well as having other effects in their
functioning regarding their school, work and financial life (Zimmerman, Nowalk, Raymund,
Tabbarah, Hall, Wahrenberger & Ricci, 2003) - they are more likely to take any preventive
measures that are possible to prevent the occurrences of such consequences in their lives
(Tarkang & Zotor, 2015; Pender, Murdaugh & Parsons, 2011). So it is among those HIV-
diagnosed patients who will evaluate the effects of not taking their ART treatment, who will
be willing to take ART adherently to avoid HIV progressing to AIDS rapidly. It is, hence, the

seriousness regarding a health condition that will influence taking preventive measures,
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however, those patients who do not perceive such, with their health conditions, will be

more likely not to take preventive actions.
Perceived Benefits

The focus in perceived benefits reside mainly on the value or efficacy for taking the
relevant and required steps to reduce the danger, seriousness and consequences of the
health condition that patients are encountered with (Pender, Murdaugh & Parsons, 2011).
Patients evaluate the actions to be taken and on how to perform them and if these are
beneficial in return and there is evidence based on the success of its application in their
lives and in other people’s lives, then they will take the therapy (Scarinci, Bandura, Hidalgo
& Cherrington, 2012; Jones & Bartlett, 2010. So, in the current study it will be that, if an
HIV-diagnosed patient has witnessed someone who has been living healthily using the
ART for a certain period of time and it was effective, they will be more likely to take the

ART treatment as prescribed by the healthcare providers.
Perceived Barriers

Perceived barriers refer to individual assessment of the effects and obstacles around the
health condition while following the preventative measures (Scarinci, Bandura, Hidalgo &
Cherrington, 2012; Jones & Bartlett, 2010). The obstacles and effects may be the phobia,
side effects of the medication and psychological effects (Tarkang & Zotor, 2015; Pender,
Murdaugh & Parsons, 2011). Relating to our study, HIV-diagnosed patients will look at the
stigma, discrimination, mental health issues that may develop while living with the
diagnosis and the side effects while using ART treatment. If the perceived barriers
assessed through the use of ART are not dangerous, it will influence patients in taking

their ART treatment adherently.
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Cues to Action

Cues to action refer to action and events that can help the patients to be more
knowledgeable and informative regarding the health condition; it can be external or
internal. Internal cues are specifically the physiological symptoms that are linked with
health condition; when they occur, they will remind a patient to take his or her treatment
(Glanz & Bishop; 2010; Tarkang & Zotor, 2015). External cues are the reminders that can
be made on our patient’s personal gazette such as alarm set on phones to remind patients
about the time to take their treatment (Zimmerman, Nowalk, Raymund, Tabbarah, Hall,
Wahrenberger & Ricci, 2003). These cues are also the support from our loved ones,
announcement on radios and magazine articles with information regarding HIV treatment;
these can all help. When considering the current study, HIV-diagnosed patients who
perceive that they are in need of help, will disclose their status to their loved ones so that
they can get necessary help from them to deal with their diagnosis. In cases where they
will not be reluctant in taking their ART through the symptoms that are brought about by

HIV, they will be definitely forced to adhere.
Self- Efficacy

Self-efficacy is the last concept of HBM which is mostly about individuals believing in
themselves to be able to perform a specific action that has good results within their health
condition (Tarkang & Zotor, 2015). Patients should feel capable and able of taking the
preventive measures to alleviate their health conditions; it is a belief in themselves that will
make them succeed in performing the necessary action that is expected (Mikhail, 2006;
Tarkang & Zotor, 2015; Jones & Bartlett, 2010). It is basically about individual perception
in completing necessary and important actions to better proceed with an acceptable
behaviour; HIV-diagnosed patients need to attend their medical appointments with

healthcare providers to succeed with their ART treatment and take their ART medication
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regardless of the presence of mental health issues that can hinder them and suppress

them in taking them adherently is necessary (Pender, Murdaugh & Parsons, 2011).
2.3 Chapter Summary

The researcher has discussed in details SCT and HBM theories with regard to their
history, how they developed, by who and when, main concepts and their application in the

current study.
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CHAPTER THREE: LITERATURE REVIEW

3.1 Introduction

Literature review is defined as an evaluative and analysed report of information that has
already been collected by other researchers in their studies. It describes, summarises and
gives a theoretical base for the current study (Lawrence, 2011, Literature Review Tutorial,

2015).

HIV continue to be a major disease in all countries, therefore, it is not surprising that HIV-
diagnosed patients do require support in order to stimulate their emotional, cognitive and
psychological wellbeing (mental health). Mental health is affected mostly by any trauma
that is experienced and with HIV, after patients becomes aware of their diagnosis for the
very first time, from the stigma attached to HIV and the fact of living with an incurable
disease (Castro, 2005; Moore & Posada, 2013). It has been recognised that HIV-
diagnosed patients face a number of mental health issues that interfere with their ability to
adhere to medication properly. In this chapter, the researcher reviewed relevant literatures
such as books, journals and articles in relation to the topic of the study. The literatures
helped in widening the study and giving deep sense and understanding of the objectives
formulated in the study. The researcher will discuss HIV status in relation to adherence
and mental health including the status of adherence and mental health internationally; in
three African countries and engage in more detailed look at South Africa, narrowing the
discussions to Limpopo province and Vhembe District. Lastly, the mental health issues

that HIV-diagnosed patients are faced with will be elaborated upon.
3.2 HIV AND ART ADHERENCE

Adherence is defined as taking any medicines correctly, timely and at the right dose as

prescribed by the doctor, nurse and any professional healthcare provider (Maskew et al.,

23

© University of Venda



)
o

&5 ) university of Venda
C

2007). Strict adherence is required among HIV-diagnosed patients and taking ART daily
helps to achieve therapeutic successes in HIV management. Adherence is a highly
recognised clinical factor that is influenced and aimed at worldwide, especially when it
comes to HIV (Sunpath et al., 2011; Nachega, 2004). It is those who are living healthily
and adhering to ART who improve their wellbeing and mental health capacity (Wang et al.,

2008).

3.2.1 Overview of the CD4 count and Viral load

CD4 count is the results that come afterwards of administering HIV test, showing the levels
and number of CD4counts cells presence within an individual’s blood (Yeni, et al., 2002).
This test helps the healthcare providers in determining the strength and weakness of the
immune system. And determining the damages that had occurred in the immune system
and what can possible happen in future if the antiretrovirals are not taken at all or not
adherently (Ford et al., 2017; Johnson et al., 2013). After HIV diagnosis is a must that all
patients who are HIV positive should take the ART in order to attain a normal range of
CD4 starting from 500c/mm3 to 1,400c/mm3 (Govender, et al., 2014; Yeni, et al., 2002).
Above 350c/mm3 patients are advised to take their ART treatement and adherently so,
while between 200c/mm3 and 350c/mma3 is risky and patients are advised to take their
ART (Dybul, Fauci, Bartlett, Kaplan & Pau, 2002; Yeni, et al., 2002). Whereas below
200c/mm3 is highly risky and patients are recommended to take their ARV’s as in this
state they will be vulnerable to many infectious diseases and HIV is advanced to can

easily progress to AIDS (Govender, et al., 2014; Yeni, et al., 2002).

CD4 counts goes hand in hand with the viral load. Viral load is the concentration or
amount of the virus in the blood as a way of showing how sick the patient is. The higher
the level of viral load the higher the chances of HIV progressing from one state to another
and the possibilities of the patients becoming more weaker and sick (Dybul, Fauci, Bartlett,
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Kaplan & Pau, 2002; Yu et al., 2018; Tang et al., 2017). When the viral load is over 1000
copies/ml HIV is considered to be high, between 50-1000 copies/ml shows that there is
actually no change in HIV status and ART is needed while adherence must be addressed
with the patients (Dybul, Fauci, Bartlett, Kaplan & Pau, 2002, Johnson et al., 2013;
Govender, et al., 2014). Lastly below 50copies/ml it's in undetectable/suppressed and it
indicates that ART are taken adherently and they are successfully controlling the virus.
The CD4 count should increases when taking ART adherently and whiles the viral load
should decreases overtime when patients takes ART (Dybul, Fauci, Bartlett, Kaplan &

Pau, 2002; Govender, et al., 2014).

3.2.2 Overview of the importance of ART adherence

Optimal ART of 95% is important to attaining the best outcomes when managing
HIV/AIDS. ART is a long-term plan for HIV/ AIDS and requires the patient to have at least
95% adherence to prevent the emergence of drug resistance (WHO, 2006; Collins,
Holman, Freeman & Patel, 2006). High levels of adherence are essential for optimal
benefit of ART. ARV medication has to be taken every single day at the same time for the
rest of the patient’s life for the simple fact that the disease process is chronic and ARVs

manage and suppress the virus (Maswikiti, 2011; Wang et al., 2009).

When therapy fails then the disease rapidly progress leading to ill health, dire
consequences and more burden to the healthcare resources, world-wide (DOH, 2010).
Adherence to ART continues to be a challenge because when patients default it limits their
options (Nwokike, 2004). The chronic nature of HIV/AIDS demands commitment from
patients to be prepared to take medication (correct dosage, minding the specified time and
in a particular way taken concurrently with food or after eating) for the rest of one’s life
(Peltzer et al., 2010). The Department of Health ensures that there is sufficient pre- and
post-testing counselling; given the burden, the process seems overwhelming (Holstad,
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Pace, De & Ura, 2006). Numerous factors can affect how adherent a patient is and mental
health is at the core, including psychosocial, cultural, healthcare provider, and diagnosed
person’s own factors. Studies also maintain that the supply of ART in the society may
hinder some people from pursuing ART because privacy and confidentiality are not
protected and consequently they default (Fredlund & Nash, 2007; Peltzer et al., 2010); too
many pills may also lead to relapse (Wang et al., 2008); studies have also identified that
social and psychological support serve a critical component in encouraging patients to

continue to adhere to their medication (Holstad et al., 2006; Nachega, 2004 ).

Beer et al., (2012) note that a high level of adherence to antiretroviral therapy is essential
to achieve sustainable viral suppression and better clinical outcomes in HIV-diagnosed
patients. Other studies have supported this idea that higher levels of ART adherence is
linked with improved, immunological and good clinical outcomes, and also adherence has
been found to be the most attainable way to determine outcomes from HIV-diagnosed
patients (WHO, 2006; Matchtinger & Bangsberg 2006). ART adherence is one of the major
concerns in the public health sector and it is critical for people living with HIV or AIDS; for
its effectiveness, HIV-diagnosed patients has to adhere to prescribed ART medications.
Adherence to ART it is far more than just taking the pills, it is a lifestyle of living healthy,
exercising and eating healthy food. Adherence is also a form of a process and HIV-
diagnosed patients are expected to be an active member in the same process (Nachega,
2004; Sunpath et al., 2011; Mills 2011). Health-care providers also believe that ART
adherence is more than taking one’s medication, it also includes diet, and or executing

lifestyle changes.

3.2.3 HIV and AIDS adherence in South Africa

In South Africa, various studies have been conducted on HIV/AIDS. Bhat et al., (2004)

found 37,5% of poor adherence to ART; Nachega, Stein, Lehman, Hlatshwayo,
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Mothopeng, Chaisson and Karstaedt (2004) has established 95% level of ART adherence
in Soweto; Peltzer et al., (2010) they all- got 82.9% level of adherence from newly initiating
ART patients at one of the 3 public hospitals in KwaZulu-Natal; Laurent et al., (2002) has
established 87.9% level of adherence among HIV-diagnosed patients on high antiretroviral
therapy from a 18-months follow-up study; Oyugi et al.,, (2004) revealed91%-94% of
adherence in HIV antiretroviral therapy in a resource-limited setting; Harries et al., (2001)
collaboratively emphasised that there is poor adherence to ART treatment in sub-Saharan
Africa including, here in SA (Gill et al., 2005). According to Wood et al., (2007) in SA
many studies have been conducted pertaining to HIV and adherence to ART, however,
results always show a low level of adherence being attained from these previous studies

and there are many barriers to ART adherence.

3.2.4 Barriers to ART adherence

Being HIV-positive to some people is perceived as some sort of a curse; some patients
after discovering their status, prefer to hide it until a later stage, when they are ready to
disclose, then they inform their loved ones. Mothers or caregivers who are infected with
HIV struggle with the diagnosis alone, in secret (Mellins, Brackis-Cott, Dolezal & Abrams,
2004). Mills et al., (2006) conducted a meta-analysis in 72 high-income countries and 12
low- and middle- income counties, comprising of five African countries and found that
barriers to ART optimal adherence include fear to admit one’s positive HIV status, complex
medication, being absent, and failure to remember to take medication. In addition, social,
historical, and geographical contexts have an effect on the level of adherence (Gilbert &
Walker, 2009); Socio-economic constraints and interruption in the supply of medication,
insufficient knowledge about HIV/AIDS and stigma obstructed optimal adherence (Kempf

et al., 2009).
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Studies conducted in Zambia looking at the determinants of ART adherence found that
lack of social support, depression, discrimination and the inability to speak openly about
one’s HIV status, food insecurity, health service- related factors, medication and side
effects were acknowledged as barriers to ART adherence (Dahab et al., 2008; Murray et

al., 2009; Kip et al., 2009).

Nordqvist, Sodergard, Tully, Sonnerborg & Lindbald (2006) note that in an Australian
sample, out of the 270 HIV-infected patients who were not adhering to ART, the most
common reason that was provided related to being afraid of the side effects. Defaulting is
also as a result of fear of disclosing own status and many miss doses leading to lower
rates of adherence (Musheke et al.,, 2012). Some HIV-diagnosed patients fear being
discriminated by other people once they find out that they are HIV positive, however,
causes of these fears stem from disclosure and rejection, losing loved ones, death,
transmitting HIV to a partner, change in quality of medical care, changes in the manner of
obtaining HIV medication and lastly HIV progression (Kylma, Julkunen & Lahdevirta,

2003).

The following are some of the patient-related factors that other researchers have found
and agree may lead HIV-diagnosed patients to stop taking their medication - non-
disclosure, adjustment to the diseases, failure to understand and accept the diagnosis,
travelling far away from home maybe due to work or visiting relatives, staying too far from
the hospital/clinic, some patients preferring to receive ART far away from home as a way
of hiding their diagnosis; too sick to attend the medical appointment; relocation or transfer
to their nearest clinics; running out of ART medicines and patients not seeing that it is
problematic, being hospitalized as a result of HIV progressing to AIDS; all these reasons
weaken the immune systems (Chesney, 2000; Chesney, Morin & Sherr; Smit et al., 2006;

Tweya et al., 2018).
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3.3 Adherence and Mental Health, Internationally

HIV was originally found in 1930 as mutation virus in a chimpanzee and then it later found
its way to the shores to US and was first discovered by the doctors in US as Kaposi's
sarcoma and pneumocystis pneumonia in 1960; HIV was specifically identified in human
beings in US in 1981 (Wilson, Wright & Isbell, 2008). HIV was thought as affecting gays in
a large number and indeed about 70% of HIV-infected people are particularly gay men and
other men who have sex with men and bisexuals. Many studies evaluating the prevalence
of mental health challenges for HIV-infected individuals have been conducted (Gaughan,

Hughes, Oleske, Malee, Gore & Nachman, 2004).

In the US about 1.1 million people are infected and live with HIV, and about one in seven
(more than 180,000) are not aware that they are infected with HIV. The United State of
America (USA) has an on-going HIV epidemic and around 37,600 new infections occur
yearly; in 2016 there was 39,782 new HIV diagnosis, while 692,790 people have died due
to AIDS-related illnesses (SAMSA, 2017). The expected level of adherence in the US is
=/> 95%; that is regarded as good adherence. There are various studies that had been
conducted in the US showing different levels of adherence. In the study by Beer &
Skarbinski, (2015) there was 100% of self- reported adherence among the HIV-diagnosed
participants; O'Connor et al., (2013) established a 100% rate among 5,295 HIV-diagnosed
patients whom were receiving ART; Tedaldi et al.,, (2012) also found 100% level of
adherence among HIV-infected adults in the US. Hogg et al., (2002) found < 75% of
patients taking ART for period of 1 year, while de Olalla, Knobel & Carmona, (2002) found
<90% level of adherence in Spain in a study of impact of adherence on highly active
antiretroviral HIV-diagnosed patients.; Sax et al., (2012) established 95% level of

adherence to ART among self-reporting individuals.
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The levels of adherence are high in US although there are many people who are living with
HIV. The US has introduced an innovation of incooperating mental health and addiction
services within HIV care, which results in the improvements in quality of life and health of
PLWHIV (Dodds, Nuehring, Blaney, Blakely, Lizzotte, Lopez & Sullivan, 2004; Nebelkopf &
Penagos, 2005). Other studies have indicated that people living with HIV are more likely to
be affected by mental health problems than other people in the general population;
problems include depression, anxiety, suicidality and substance use (Catalan, Harding,
Sibley, & Clucas, 2011; Clucas, Sibley, Harding, Liu, Catalan & Sherr, 2011; Rackstraw,
2011). HIV-related stigma remains a huge barrier in preventing ART, and continues to
increase people’s reservations to getting tested, as well as increasing poor adherence to
among HIV-diagnosed patients, mostly young people in the US (SAMSA, 2017; UNAIDS
report, 2017). Additionally, mental health issues continues to play a major role in
preventing HIV-diagnosed patients from accepting and living a healthy life and having
plans for their future. HIV appears to be the one disease that comes with many extensive
effects on human beings and drains their ability to think and act properly (Clucas et al.,

2011; Nebelkopf & Penagos, 2005).

The US has integrated mental health services into HIV programmes after identifying that
those diagnosed suffer depression. The following section examines some of the numerous
studies that had been conducted, although, their findings are more or less the same.
Diliorio, (2009) reported that among the HIV-diagnosed self-efficacy plays a role through
its relationship with adherence which may lead to depression and increase the level of
stigma and discrimination against HIV-diagnosed patients; Cardarelli, (2008) measured the
health status of patients on ART and found that depression and stigma were some of the
factors that lead to poor adherence; Crues, (2007) established 12.8% to 75% depression
rate among HIV diagnosed adult living in the US; Berg, (2009) reported a 9% rate of

depression contributing to the presence of unbearable pain among the HIV-diagnosed
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patients; Cha, (2008) reported that depression symptoms among HIV-diagnosed patients
predicts ART adherence. It is also evident that except for the adherence level decreasing
there are some form of mental health issues that are playing a role. Stigma and
discrimination among PLWHIV hinders them from taking ART treatment adherently. The
self-perceived stigma and external stigma that can be experienced are directed at HIV-
diagnosed patients from the society and this is occurring in countries such as US, United
Kingdom, Brazil, Botswana, and China (Nam et al., 2008; Sabina et al., 2008; Dlamini et
al., 2009; Kip et al., 2009; Naidoo et al., 2009). Brazil also highlighted that it is not only
HIV-diagnosed adults who experiences stigma even children diagnosed with HIV do
experience stigma (Abadia-Barrero & Castro, 2006). In the US there was 36% 1-year
prevalence of depression and 16% prevalence of anxiety among a large national sample
of HIV-positive men and women (Bing et al., 2001). Mental health issues are playing a role
in such a way that it discourages HIV-diagnosed patients from taking the ART treatment at

the required adherence level.

3.4. ADHERENCE AND MENTAL HEALTH AND HIV IN THREE AFRICAN COUNTRIES:

BOTSWANA, LESOTHO AND ZIMBABWE

3.4.1 Botswana

Located in the centre of southern Africa is Botswana which has the second highest rate of
HIV infection worldwide; the first HIV case was reported in 1985 (National ARV project
team MoH, 2006; UNAIDS, 2016). It is believed that HIV was firstly diagnosed from people
with TB, Pneumonia, meningitis and Kaposi's sarcoma; these are the same mode of HIV
diagnosis in most parts of Africa, however there is no actual proof as to how HIV started

and in which way (HIV & Aids in Botswana, 2013).

The prevalence and impact of HIV/AIDS is hard to determine, however HIV prevalence is

estimated to be around 17.6% for the general population and 24% in adult ranging
31

© University of Venda



)
o

&5 ) university of Venda
C

between 15 and above age group; the prevalence rate of HIV women is 26.3% and for
men is 17.6%, while the percentage of HIV people who knows their status is 85%.
There has been 3900 people dying of HIV-related illnesses in Botswana (UNAIDS, 2016;
Botswana National Vision Council, 2016). In Botswana there are more people on ARV
than any other country in sub- Saharan Africa and the only country that provides it free for

all, with a coverage of 83% on ART programmes (Gupta et al., 2010).

Numerous studies have been conducted in relation to adherence. In Botswana 54% level
of adherence to ART treatment was reported among patients living with HIV by Weiser,
(2003); 77.0% adherence was reported by Kgatlwane et al., (2006); 83.0% adherence
among HIV-diagnosed patients by Nwokike, (2003); 95% ART adherence level was
established among 300 HIV-diagnosed patient respondents by Ehlers & Tshisuyi, (2015).
This gives an assumption that people are not adhering to their ART treatment, due to the
mental health issues that their encountered. There are several studies that have been
conducted in assessment of different mental health issues. It is reported that 25.3% of
women and 31.4% of men are in depression among individuals living with HIV; Elizabeth
et al.,, (2012) established 48% of depression among HIV-diagnosed patients on ART
treatment in Gaborone; Setlhare, Wright & Couper, (2014) found HIV infection results on
both internal and external stigma which led to emotional disturbances among PLWHIV.
Based on the studies that have been found, it is clear that the levels of adherence are low
due to the mental health issues that HIV-diagnosed patients are experiencing after the
diagnosis. Stigma is also common in Botswana with 38% of adult reporting at least one
stigmatizing attitude that they have experienced (Smart T. & AIDS in Practice, 2005).
Another study by Lawler et al., (2011) revealed that about 24 to 38% of depression was
reported among HIV-diagnosed patients, while they also experienced suicidal ideation at a
level of 9 to 12%. The major mental health issues that affect HIV-diagnosed patients in

Botswana is stigma; this highly decreases the level of adherence.
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In the beginning of 2002, Botswana formalised a national programme providing universal
access to ART for HIV-diagnosed patients on the basis of medical necessity, and as from
February 2006, 60470 out of 110 000 HIV-diagnosed patients have been enrolled in this
programme. The programme helped to reduce denial, stigma and discrimination among
HIV-diagnosed patients because before formalising the national programme in Botswana
there was strong evidence that HIV stigma was spreading rapidly (Wolfe, Weiser &
Bangsberg, 2006; Wolfe et al., 2008). Botswana was the first country in Africa that
introduced the provider-initiated testing and counselling for HIV (PITC) in all its public-
sector facilities in 2004 (Farahani, Vable, Lebelonyane, Seipone, Anderson, Avalos, 2014).
Mental health has been long initiated for HIV in 2004, with the PITC. HIV testing and
counselling (HTC) services being provided in all networks in private, public, and non-
governmental organizations and guided by comprehensive national guidance (NACA,

2014).

3.4.2 Lesotho

Located 29.6100° S, 28.2336° E of South Africa is a small landlocked country enclave,
with a population of 2.2 million called Lesotho. The population is facing a serious crisis
with regard to HIV as the prevalence rate is rising every day; this has been recognised

since 1993 (LENEPWHA, 2014; Axelsson, Hallager & Barfod, 2015).

It has the second highest prevalence of HIV among adult of 25% and it is one of the
world’s third highest prevalence rate country which is offering a highly active antiretroviral
therapy; 330 000 people living with HIV and 53% of HIV-diagnosed patients are on ART;
21 000 new infections and 9900 deaths which are HIV-related were reported in 2016
(Bureau of Statistics, 2007; NAC, 2011; UNAIDS, 2013; UNAIDS, 2017). HIV was first
diagnosed in Lesotho in 1981 when the first case was recorded; the HIV epidemic is

increasing rapidly in the small country (Turkon, Himmelgreen, Daza & Noble, 2009).
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There is high level of HIV diagnosis so the adherence level is also expected to rise
proportionally to the diagnosis; current adherence levels mostly range between 70% to
90% and 74% of people are using ART while 64% of children are also using ART
(Axelsson, Hallager & Barfod, 2015; Lesotho Ministry of Health, 2017). Some studies that
have been conducted in Lesotho had revealed the levels of 95% adherence among HIV
inmate prisoners by Uthman, Oladimeji & Nduka, (2016); 87.7% level of adherence was
reported by Fielding et al., (2008), however, another study found 95% defaulting among
HIV diagnosed migrant workers and only 15% adherence to ART (Bygrave et al., 2010). It
is obvious that HIV-diagnosed patients in Lesotho are adhering to their ART treatment

slowly shown by the levels at which adherence is ranging from these different studies.

In Lesotho HIV-related stigma and discrimination also remain a barrier preventing HIV-
diagnosed patients from taking their medications, living healthy and getting proper health
services, including mental health care. Depression increases the stigma among HIV-
diagnosed patients based on the symptoms they present with due to HIV, and it is also
associated with social stigma among HIV-diagnosed patients (Forsman, Nyqvist,
Schierenbeck, Gustafson, & Wahlbeck, 2012; LENEPWHA, 2014; Meer, Lunau, Oberth,
Daskilewicz & Miiller, 2017). Another study by Corno & de Walque, (2013) reported 38.
7% respondents who believe that they would not like it if their family members disclosed
their HIV diagnosis to other people to avoid being discriminated and stigmatised by the
community people. In Lesotho, the Ministry of Health has set a ground for research to be
conducted within a period of five years (2013-2018); the initiative has 190 research areas
which are classified under three main focus area - health programmes and services,
specific health conditions and lastly support services. HIV/AIDS is classified under the
category of ‘specific health conditions research; and is seen as a high-level priority need
(Government of Lesotho, 2013; Mugomeri et al., 2017). About 50% of patients who

consult in hospitals and clinics are HIV-diagnosed patients; approximately 60% plus were
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hospitalised and very ill (Lesotho Ministry of Health and Social Welfare, 2010; Nyaphisi &

Obioha, 2015).

There is a functional care system that assumes community action for HIV-diagnosed
patients, and the units of the community which take responsibility for such actions are
hospitals, spiritual leaders, traditional healers and professionals such as social workers,
counsellors, nurses and volunteers. They work on an integrated perspective in caring for
HIV-diagnosed patients in their own home environment (Nyaphisi & Obioha, 2015; Thope,

Emeka, Mpheni & Mpheni, 2008).

3.4.3 Zimbabwe

Located in between the Zambezi, Limpopo Rivers and bordered by SA in southern Africa
is Zimbabwe. HIV/AIDS was first reported in this country in mid-1980s and currently there
are many people living with HIV (Alison et al., 2017; MoHCC, 2017). In Zimbabwe the
most infected group among the whole population are adults aged between 15 and 49
years. There are 1.3 million people living with HIV which is 13.5% of adults; for those living
with HIV, 74% self-reported cases currently use antiretroviral therapy. There were 40 000

new infections and about 30 000 HIV-related deaths in 2016 (UNAIDS, 2017).

Zimbabwe has the sixth highest HIV prevalence in sub-Saharan Africa and 75% of the
population know their status and are living with HIV. From 2009 there has been a
significant decline in HIV prevalence due to change of behaviour among the people and
use of condoms among sex street workers, and the high death rates of HIV-diagnosed
patients (National HIV and AIDS Estimates, 2009). Additionally, several studies have
indicated the levels of adherence from HIV-diagnosed patients had suddenly decreased.
Alison et al., (2017) established a 39.1% adherence from HIV-diagnosed women on ART
who were breastfeeding their babies; MoHCC, (2015) found that 67% of HIV-diagnosed

patients were adhering; WHO, (2011) reported that 47% adults living in Zimbabwe were
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adhering and taking ART seriously, therefore high adherence has been recorded in this

country.

The impact of discriminatory attitudes towards PLWHIV, HIV/AIDS-related stigma and
discrimination has been reported; 65% among PLWHA have experienced stigma and
discrimination (Zimbabwe National Network of People PLWH, 2014). Stigma acts as a
barrier to Voluntary Counselling and prevents HIV-diagnosed patients form taking ARV
adherently (Abadia-Barrero & Castro, 2006). Disclosure among HIV-diagnosed people is
limited since in Zimbabwe, patients fear that they will be discriminated and are afraid that
they will not get appropriate support from spouses, families and friends as they believe
that people are less cooperative when it comes to HIV-related issues, especially, with
giving adequate help or support (Kidia et al., 2015; Mucheto et al., 2011). Depression also
has impacts on PLWHA as it prevents them from adhering to their ART, as well as other
issues like impairing concentration, memory, problem solving, and motivation; these have
huge impact on the mental health of HIV-diagnosed patients (Mills et al., 2010; Pearson et
al., 2008). These challenges lead to poor mental health for those who are HIV-diagnosed,
additionally, poor mental health contributes to the progression of HIV to AIDS faster than it
normally does with an HIV patient who is taking ARVs. Pearson et al., (2008) reported that
HIV-diagnosed Zimbabwean men live in fear of stigma and it makes them to delay in
starting ART treatment. Shubber et al., (2017) established different levels of depression as
one of the contributing factor to poor adherence as reported by HIV-diagnosed patients on
ART - 15.5% adults, 25.7%, adolescents and 15.1% children. Mental health and HIV
comorbidity are rated high in Zimbabwe, as many HIV-diagnosed patients are
encountering many mental health issues; however, 94% of facilities are offering mental

health care for HIV-diagnosed patients (Chibanda et al., 2011).
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3.5. SOUTH AFRICA

Located in between the Zimbabwean border, Lesotho, Zambia and Mozambique in
northern Africa is SA. Sub-Saharan Africa continues to be the one that has the highest rate
of HIV/AIDS and the first two official cases to be recorded about HIV/ AIDS was in 1983
among two people (Ras, Simson, Anderson, Prozesky & Hamersma, 1983; UN Joint
Programme on HIV/AIDS, 2010; UNAIDS, 2017). SA is one of the countries that fall within
sub-Saharan and it has the largest HIV epidemic in the world (Shisana, Rehle, Simbayi,
Zuma, Jooste & Pillay-van-Wyk, 2009). The following are the rates of HIV prevalence’s in

SA from 2002 to 2018.

37

© University of Venda



3

o

Q University of Venda
& ) Creating Future Leaders

8,00

7,00

6,00

5,00

4,00

3,00

HIV POPULATION INJMILUONS

2,00
1,00

0,00
2002 | 2003 | 2004 | 2005 | 2006 | 2007 | 2008 | 2009 | 2010 | 2011 | 2012 | 2013 | 2014 | 2015 | 2016 | 2017 | 2018

|I 4251445462 4,78 | 492 |5,09|527|547 569 (592 (6,17 | 642 | 665 | 689 | 7,13 | 7,32 | 7,52

Figure 3.1 HIV Population over time, 2002-2018 (Mid-year SA statics, 2018)

Table 3.1 HIV prevalence (%) estimates and the number of people living/with HIV in
South Africa, 2011- 2017. (2016 Mid-year SA statics; UNAIDS, 2017)

Years Women 15-49 | Adults 15-49 Youth 15-24 | Total
Population(millions)
2011 21.2 18.1 6.3 11.8
2012 21.5 18.3 6.2 12.0
2013 21.8 18.5 6.1 12.2
2014 22.0 18.7 5.9 12.4
2015 22.2 18.8 5.8 12.5
2016 22.3 18.9 5.6 12.7
2017 21.17 18.9 4.64 12.57

The Table shows increases in HIV prevalence from 2002 up until 2017. The total number
of people living with HIV in 2017 was 7.1 million which is 12.57%, and the prevalence of
death caused by AIDS is 25.03 % which is approximately 110 000 people in number; the

prevalence of women (15-49) living with HIV is 21.17%, adults (15-49) is 18.9% and lastly
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youth (15-24) is 4.64%; there were also 270 000 new HIV infection (Simelela & Venter,

2014; UNAIDS, 2017).

In SA an accepted level of HIV adherence is 95% but there is 80% adherence among HIV-
diagnosed patients living in SA (Simelela et al., 2015), however, there is 93% overall level
of adherence among HIV diagnosed patients among the adolescents (Kim, Sung-Heea,
Gerver, Sarahc & Helen, 2014). The Health system and patient factors play a huge role,
however, SA still is confronted with a burden heightened by limited resources; there is
54% coverage of ART in SA (Myer et al., 2008; UNAIDS, 2017). In an effort to achieve
optimal adherence, most provincial services endorse the importance of integrating mental
health into Primary Health Care (PHC), and some training initiatives have been undertaken
for PHC nurses. There have been several studies that have been conducted in view of the
level of adherence among HIV-diagnosed people. Evans et al., (2013) elaborated that
there is 87.40 % adherence among adolescents from an HIV clinic in Mpumalanga;
Mutevedzi et al., (2011) established a 81.68% level of adherence among adults on ART in
rural South Africa; Eyassu, Mothiba & Mbambo-Kekana, (2016) found 77% adherence
among HIV/AIDS patients form Kwa-Thema clinic in Gauteng; Nachega et al., (2009)
found 63. 04% of adherence among adults and adolescent living with an HIV diagnosis;
Nglazi et al., (2012) established 90.07% level of adherence among adolescents from a
community-based ART clinic in South Africa, whiles Van Cutsem et al., (2010) found that
among the youth and adolescents on ART at Khayelitsha, there was 94.76% adherence.

There is, however, low levels of adherence among HIV-diagnosed patients in SA.

Studies done in SA revealed that HIV-diagnosed patients are faced with stigma at high
levels which affect their mental health and lead to a decline in adherence behaviours.
Stigma and discrimination also lead to a heighted degree of depressed mood which can

also compromise the functioning of the immune system among HIV-diagnosed patients
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(Colombini, James & Ndwiga, 2016; Woollett & Hatcher, 2016; Petersen & Lund, 2011). In
addition, stigma seems to cause people to avoid Voluntary Counselling Testing (VCT),
many feel that it is better to live without knowing one’s status so as to avoid suffering
emotionally. HIV was also found to lead to violence and conflicts within couples as the
disclosure of one can lead to arguments and blaming of one another for bringing the
diseases into the marriage (Colombini, James & Ndwiga, 2016; Pitpitan, Kalichman &

Eaton, 2012).

Myer et al., 2008; Cluver, Orkin, Gardner & Boyes, (2012) suggest that there is a lot of loss
of trust as spouses struggle with disclosure; this aggravates the situation of 2. 4 million
children being left orphaned due to HIV/AIDS in SA (HIV nursing matters, 2014, Pitpitan,
Kalichman & Eaton, 2012; Woollett & Hatcher, 2016; Cluver & Gardner, 2007; Cluver &
Gardner, 2006). Depression, suicidal ideation, unsatisfactory behavioural including social
difficulties and anxiety account for negative mental health (Freeman, Nkomo, Ntlabati &
Kleintjies, 2005; Myer et al., 2008; Smit, Myer, Middelkoop, Seedat, Wood, Bekker & Stein,

2006).

Unsatisfactory mental health in SA as a whole is 22,7% and among HIV-diagnosed
patients on ART, 25.4% to 30.6% as HIV-diagnosed patients on ART have shown some
symptoms of anxiety and depression (Campos, Guimardes, & Remien, 2010; Pappin,
Wouters, & Booysen, 2012). A small percentage of a medical doctors training is devoted
to mental health, while 21% of undergraduate nursing training is devoted to mental health
(Day, Gray, & Budgell, 2011; Pitpitan, Kalichman & Eaton, 2012). Department of Health,
(2009) estimated that in May 2009 in SA, there were approximately 4624 government-run
VCT sites, 96% of those were being operated in public facilities, such as hospitals, health
centres and clinics. There are organisations that provide educational workshops for mental

health problems for both HIV-positive and HIV-negative people. For example, the South
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African Depression and Anxiety Support Group (SADAG) help people in identifying
symptoms of depression. In South Africa, client-initiated VCT is one of the most relied
means of implementing HIV/AIDS- related care, like ART (Haffejee, Groeneveld, Fine,

Patel & Bowman, 2010; Seedat, 2012).

Various studies have been conducted in SA to measure the level of depression among
HIV-diagnosed patients. Myer et al., (2008) established that there is 14% level of major
depression; Brandt et al., (2007) found an increase of 12.3 % level of depression; Thom et
al., (2008) found 21% level of major depression among HIV-diagnosed patients; Freeman
et al., (2008) established that there is 35% of major depression; Shishana et al., (2005)
found 41.6 % level of depression and Moosa et al., (2005) and Moosa & Jeenah, (2012)
established 40%-56% level of depression among HIV-diagnosed patients. These are only
some of the studies that have measured the level of depression and have identified it as

one of the mental health issues among HIV-diagnosed patients.

3.5.1 Limpopo Province

Limpopo is a province illustrating the low adherence rates of South Africa. It is one of the
poorest provinces in the country; it has poor infrastructure, public services and health
including mental health; it has many hospitals, clinics and health centre (DHIS, 2016). In
Limpopo province, the government has measured the availability of assessment and
protocols, for key mental health conditions, in primary health care clinics; it was found that
there is 0% of Physician-based PHC clinics and 81-100% of Non-physician-based PHC

clinics (WHO, 2010).

The prevalence of HIV in Limpopo province is 9.2% for both men and women aged
between 15 and 49, and 1105987 individuals were infected with HIV in 2015 and 2016
(DHIS, 2016). There is 31.4% level of adherence among HIV-diagnosed patients (WHO,
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2016). Mulelu, (2016) in a study on “Knowledge, attitudes and experiences of people living
with HIV who are on ART at a public health clinic in Limpopo, South Africa” found that
there is suboptimal level of adherence. Ledwaba, (2016) studied the Outcomes of the ART
intervention in Mankweng and found that failure to achieve good viral load lead to low
adherence. The need to integrate proper services for the HIV diagnosed patients must be
given attention to address mental health needs of the patients (Mabunda, Ramalivhana &

Dambisya, 2014; Mashau & Davhana, 2009).

3.5.2 Vhembe District

Vhembe District is located in the northern part of Limpopo Province. It comprises four sub-
districts, namely, Musina, Mutale, Thulamela and Makhado. The district has a population
of 1 367 186, with a population density of 53.4 people per km2. From April 2015 to March
2016, 259 227 of the 1 516 487 people in Limpopo were HIV-positive, while 52 408 people
were found to be HIV positive out of 387667 in Vhembe district (Erasumus, 2016). There
are 116 clinics, 07 hospitals that are helpful and in these health facilities, there are 74, 3%
of HIV-diagnosed patients who are engaged on ART programmes (Info4Africa, 2016;
WHO, 2016). There are 11, 48 % deaths which were HIV-related that had occurred in all
these facilities (Mid-year SA statics, 2016). In overall, in the Vhembe district, there is 5.4%

of ART adherence among people living with HIV (WHO, 2016).

Ndou, Maputle, & Risenga, (2013) focused on HIV-diagnosed patients’ experiences
towards ARV treatment; Ndou, Maputle, & Risenga, (2016) conducted a study of
perceptions of care at selected ART clinic located in Vhembe district, however, their
studies did not reveal the adherence level. One study found that there was 68.9% of
adherence while 55.8% of adherence among HIV diagnosed patient from Nzhelele who
were experiencing stigma (Mathivha, 2012). The majority of the adhering participants, 55,

8% and 68.9% of the non- adhering group never experienced any negative reaction from
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their families after disclosure. According to Mashau and Davhana, (2009) HIV continue to
be a major problem as there are issues of disclosure among the HIV-diagnosed patients,
therefore they find it difficult to disclose and many only speak when they are very sick. Not
many studies have been conducted in Vhembe district specifically for ART adherence and

mental health among HIV- diagnosed patients.
3.6 MENTAL HEALTH ISSUES FACED BY HIV -DIGNOSED PATIENTS

When patients are diagnosed with HIV at an early stage, their physical health is not the
only issue they have to deal with along with the physical illness, there are mental health
issues that may come up, such as grief, distrust, major depression, anxiety and stress
(WHO, 2010; Petersen & Lund, 2011). Mental health is referred to as the overall well-being
of a person, including a person's mood, emotions, and behaviour and the ability of an
individual to function effectively, with the absence of a mental illness (Chege, 2004).
Patients become surprised when learning of their HIV status; some feel overwhelmed and
the reactions towards the infection differ with patients’ perception and personality (DOH,

2007). Some feel overwhelmed by the changes that they will need to make in their lives.

3.6.1 STAGES OF GRIEF

Grieving is an unavoidable part of living for all of us. People grieve when they lose loved
ones or when diagnosed with chronic illness. HIV-diagnosed patients begin to grieve when
they think of the diagnosis as HIV as a life-threatening disease (Kevin, 2014). Being
diagnosed with HIV and AIDS has a significant effect in one’s life, since it involves huge
changes, emotionally, physically and psychologically (Demmer, 2001; Lewis, 2001). When
a person finds out that he or she is HIV-positive, that in itself becomes a living nightmare;
immediately HIV-diagnosed patients are informed about their diagnosis, their world

becomes blurry for a moment, thinking that they will be dead soon; they experience shock,
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disbelief, anger, numbness, guilt, fear and denial. These and some other emotions occur;
they further struggle in accepting their diagnosis, how people will react to their diagnosis,
how will they face their diagnosis and how will they disclose their status to their spouses,
family and friends. The fear of death is what makes HIV the ultimate feared disease, and
this fear destroys relationships and friendships (Tanner, 2016). There are five stages that
a person undergoes when diagnosed with a fatal illness. Its acronym is DABDA, which
stands for Denial/isolation, Anger, Bargaining, Depression, and Acceptance (Amandia,
2005; Demmer, C. (2001). In this study we will focus on these stages of grief in relation to

HIV & AIDS of diagnosed patients.
. Denial/ Isolation

Denial is defined as the refusal to accept reality. In the first stage, an HIV-diagnosed
patient might refuse to believe what he/she is hearing from the nurse/doctor or any
medical professional. HIV-diagnosed patients deny their positive results and isolate
themselves and refuse company (Crain, 2012; DABDA Process of HIV/AIDS, 2015;
Tanner, 2016). This is a transitory reaction in closing down and isolating themselves; this
allows them to endure the initial onslaught of pain (Kevin, 2014). Papadatou, (2000) notes
that the patient may think or believe this is a nightmare; that the doctor’s diagnosis is
inaccurate or that something went wrong during the screening process or that there was a
mix-up with their result, even after confirmatory testing shows that it is a true positive result

(Anderson, 2005; Papadatou, 2000; Parry, 2007).

Patients feel that it is only a dream, that they will soon wake up from this dream; what is
amazing is that this dream takes too long for one to awaken from. It is later, when a few
days have passed, that patients will then realize it is indeed true; next they question how
they contracted HIV, what led to this position. The stage of denial serves as another way

of seeking protecting by HIV-diagnosed patients from facing the reality; once the patients
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transit from the ‘dreaming world’, reality hits and the patient begins to ask himself/herself
many questions (Demmer, 2001; Lewis, 2001; United States Agency for International
Development, 2000). According to Anderson, (2005) it is the first natural and normal
reaction to such situation; it is a normal response in the sense of the overwhelming
emotions and it is a defence mechanism that shields the HIV-diagnosed patients from the
immediate shock. Patients continuing with the questions now asks - how many partners
they had had, how many they had slept with; could it be Jimmy or Mary who gave me the

infection? After these questions, patients then proceed to the anger stage.
. Anger

At this stage patients become angry with people. First, they blame partners that they had
been involved themselves with sexually or the current spouses who they are in a
relationship with. As the stage proceeds, they become angry and dangerous to themselves
and other people in general. It is also normal to feel sad when patients learn that they are
HIV positive (Cheng, Lo, Chan, Kwan & Woo, 2010). Anger acts as a shield for preventing
denial and isolation; it can be directed or aimed at anyone or anything, from close friends
or family to inanimate objects. Anderson, (2005) states that anger can be rational or
irrational. Rational anger refers to when a patient is blaming the medical profession, the
nurse and doctor for perceived incompetence or inaccurate test results. Irrational anger is
when an HIV-diagnosed patient’s anger is directed at an elderly person who has outlived
loved ones; this feeling makes the patients feel guilty which even turns into more anger on

themselves (Amandia, 2005).

Kevin, (2014) explains that anger may also be directed at deceased peoples, like friends,
parents, siblings and spouses and other relevant people; rationally the patients know the
person is not to be blamed, but emotionally they may resent them for leaving them and

causing them pain. In reality the patients knows the person is not to be blamed. Shanthi,
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Damodharan & Priya, (2007) referred to a report of 2014 wherein a woman aged 19,
allegedly admitted to purposely infecting over 300 men after finding out that she was HIV-
positive and although the report’s authenticity could not be confirmed, it left many people

in shock. These leads to the bargaining stage of grieving when diagnosed with HIV.
. Bargaining

The third stage is bargaining, usually done on one’s knees, hands clasped together,
begging for an extended life from a higher power and authorities. Patients often need to
regain control and they ask themselves the ‘if only’ questions in a bid to change the
inevitable (Karasz, Dyche, & Selwyn, 2003). Statements, such as, ‘If only | had listened
more and abstained when there was still time, If only | had gone to the doctor sooner, If
only | ‘did have my test results earlier than this, or If only | had not even engaged in
sexually activities are some of them. HIV-diagnosed patients often bargain with God or
some other higher powers in an attempt to alter the past, knowing exactly that it cannot
happen. It at this stage that HIV-diagnosed patients may pray consistently asking God for
second chance and promising and/or swearing to Him that they will change and become
better Christians and faithful man or women of God. Again this acts as a defence to shield
from a painful, unchangeable reality; some patients even bargain for an extension of their
lives from God by fasting daily or avoiding committing a sin at least for a certain period of
time (Cheng et al.,, 2010; Papadatou, 2000; Demmer, 2001; Karasz, Dyche, & Selwyn,
2003; Tanner, 2016). As the time goes on, HIV-diagnosed patients graduate from this

stage of bargaining to depression.
e Depression

Cheng et al., (2010) reveal that at the fourth stage, patients enter a catatonic state -

unresponsive and unusually sleeping. At this stage, HIV-diagnosed patients are more
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dangerous to themselves than to others; there are two types of depression associated with
grief (Karasz, Dyche, & Selwyn, 2003; Tanner, 2016). This is most definitely, a difficult
stage to pass through as the HIV-diagnosed patients are now aware that it is true - they
are definitely positive and there is nothing they can do to change the diagnosis; it is what it
is (Kevin, 2014). Depression is defined as a heterogeneous disorder that affects how the
person feels, thinks and acts. A person has to present with at least four symptoms of
depression, in order to be diagnosed with depression (APA, 2000). To diagnose
depression there has to be four or more of the following symptoms occurring at once within
an individual - feeling sad, having depressed mood, loss of interest in pleasurable
activities, changes in appetite, insomnia, fatigue or losing energy, increased focus on
physical activities; feeling guilty and/ or worthless, feeling helpless, experiencing difficulty
in concentrating, wanting to spend time alone and suicide ideation (DSM-5, 2013). The
first reaction in depression is reactive depression that is the practical implications of the
illness - sadness and regrets - (Parry, 2007). HIV-diagnosed patients worry about how
their lives have changed; they further ask themselves how they will cope and also worry

that they are not spending time with loved ones (Papadatou, 2000).

In reactive depression, HIV-diagnosed patients withdrew from other people friends and
family and spend most of their time indoors, alone, thinking about their diagnosis, and in
their work, they will create a distance from their colleagues and spend time working alone
and go for lunch alone, creating more time to think about the diagnosis (Demmer, 2001).
The second reaction is when the HIV diagnosed patients worry about how their lives will
change with additional questions of how to cope with the change socially, psychologically,
physically, emotionally and spiritually (Anderson, 2005; Nyambeni, 2009; Parry, 2007).
Depression among HIV diagnosed patients leads to patients being sad against
themselves, blaming themselves because of the diagnosis, thinking that being HIV-

positive is the end of the world, that they will die sooner or later and more focus is placed
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on the diagnosis rather than taking their ART treatment, adherently (Freeman, Nkomo,
Ntlabati & Kleintjies, 2005; Myer et al., 2008; Smit, Myer, Middelkoop, Seedat, Wood,
Bekker & Stein, 2006; Freeman et al., 2008; Thom et al., 2008; Meer, Lunau, Oberth,

Daskilewicz & Muiller, 2017; Berg, 2009).

e Acceptance
Cheng et al., (2010) defined ‘acceptance’ as the final stage in the stages of grief, wherein
the patients have accepted their fate; when a soothing calmness takes over and they tell
themselves that it is going to be alright. Eventually for most HIV-diagnosed patients at
some point, they reach some form of acceptance with regard to their HIV diagnosis.
According to Papadatou, (2000) patients now finally are aware of their status and accept
that being HIV-positive is life changing and is a status for their whole life. It is internalized
and patients can now see beyond the events of the death and perceive their life as a
whole. They have normalised and come to the world of living; now able to understand the
advantages and disadvantages of taking their ARVs (Anderson, 2005). HIV-diagnosed
patients come to terms with their HIV status and disclose their status to their spouses,
family and friends. Acceptance is marked with a return to a more normal life when the
patient starts to take their medication (Papadatou, 2000; Karasz, Dyche, & Selwyn, 2003;

Tanner, 2016).

3.6.2 PSYCHOLOGICAL FACTORS
3.6.2.1 Stress

In a medical or biological context, according to Merriam-Webster, (2015) stress is defined
as a physical, mental, or emotional factor that causes bodily or mental tension. Stressors
can be external (from the environment, psychological, or social situations) or internal
(illness, or from a medical procedure. It is also a result of encountering traumatic events in

life, financial, medically, social and environmental; these are the stressors causing a
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consistent worry in an individual. According to Brown and Vanable (2011), HIV-diagnosed
patients differ in the rate of progression through the following three phases of HIV
infection: Acute HIV infection, Chronic HIV infection and AIDS; some remain fixed for
extended periods on one phase due to responding well to the ARVs, whereas for other it is

very simple for HIV to progress to AIDS even if one is using ARVs as prescribed.

Stress account for the variability of HIV progression among HIV-diagnosed patients who
are traumatised by their diagnosis. PLWHA face a number of on-going coping challenges
as HIV-diagnosed patients must cope with a number of challenging stressors, ranging from
worrying about the issue of disclosing their status to their family members, challenges
posed by highly-active antiretroviral therapy, adherence and medication side effects, to
navigating decisions about sexual activity and pregnancy desires (Bhavna & Rejani, 2015;
Gonzalez et al., 2012). Stress also accounts for the development of anxiety disorders and
increases an individual’s risk for the development of drug- and alcohol-use dependence
due to the inability to manage stress (Courtenay, Wolitsk, Parsons & Gomez, 2006).
Significant proportion of patients report difficulties with coping with stress which are
encountered by HIV-diagnosed patients (Olley, Zeier, Seedat & Stein, 2005; Bhavna &

Rejani, 2015).

When patients are diagnosed with HIV, they experience trauma due to the fact that they
were not expecting to hear that they are HIV positive, hence, HIV and stress go hand in
hand. Stress is also accompanied by failure in sexual activities; for example, when
engaging in sexual matters, performances may become low or one may have no interest in
sexual activities but is forced to engage because the spouse or partner wants to do so;
there are changes also as result of the medications’ side effects (Martinez, Israelski,

Walker & Koopman, 2002; Olley, Zeier, Seedat & Stein, 2005).
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3.6.2.2 Major Depression

According to Mental Health America (2003) major depression is the disabling condition
characterized by a persistent sad mood, a diminished sense of wellbeing and feelings of
guilt, anxiety, or self-loathing. Symptoms interfere with a person’s ability to work, sleep,
study, eat, and enjoy once-pleasurable activities, and they prevent normal functioning of
the individual (Campos, Guimaraes & Remien, 2008). Apart from these symptoms that are
displayed by major depression, stress also interferes with HIV-diagnosed patients’ ability

to take their medication.

Depression is consistently associated with poorer medication adherence among HIV-
infected individuals (Freeman et al., 2008; Moosa & Jeenah, 2012). It is also associated
with being less likely to receive antiretroviral medication and with HIV-risk behaviours.
Major depression on its own is the most common mental health disorder among PLWHA, it
has been estimated that about 60 % of PLWHA have a high chance of experiencing
depressive episode at some time during their illness (Boarts, Sledjeski, Bogart &
Delahanty, 2006). There is also strong evidence indicating that an HIV infection is
associated with greater risk of major depressive disorder, although a review of research
also found that most PLWHA appear to be psychologically resilient (Ciesla & Roberts,

2001).

According to Campos, Guimaraes & Remien, (2008) both men and women are affected in
various ways, with women worrying more about playing a major role in their child rearing,
especially, in breast-feeding, and they also worry about their family after their death. Other
studies also found that feelings of guilt are also present and they incapacitate HIV-
diagnosed patients from taking care of themselves and their families, which results in
helplessness, hopelessness and worthlessness (Bhavna & Rejani, 2015; Karasz, Dyche, &

Selwyn, 2003; Nyambeni, 2009; Parry, 2007). Depression in men is also evident, due to
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fear of death, helplessness and guilt feelings which are prominent as most men have high-
risk behaviours and usually that they are the cause of the transmission of the infection
within the family (Papadatou, 2000). During the depressive phase, more concern is
focused on how to inform and face the family members rather than on how to manage the
diagnosed HIV status (Shanthi, Damodharan & Priya, 2007). There numerous literatures

have different findings about HIV and depression in PLWHIV, in the whole world.

According to Ramovha, Khoza, Lebese & Shilubane, (2012) in their study entitled
“Psychological experience of HIV and Aids by newly-diagnosed infected patients at
hospital A of Vhembe District, Limpopo Province” they found out that HIV-diagnosed
patients were experiencing depressive symptoms that where brought about by their
diagnosis; in the same study another participant verbalised that he got depressed when he
was told that he is HIV-positive and his CD4 count was low which meant that he had a
weak immune system. Similarly studies add to the fact that diagnosed HIV-diagnosed
patients suffer from depression that basically occurs mostly 6 months after the diagnosis,
however, depression is also triggered by repeated episodes of stress and inability to adjust
and accept the diagnosis (Jin, 2006; Murphy, Moscicki, Vermund & Muenz, 2000; Simbayi,
Kalichman, Strebel, Cloete, Henda & Mgeketo, 2007). Several studies have found that
among all the mental health problems, HIV-diagnosed patients are commonly presenting
with depression more than the general population and other people suffering with other
chronic diseases like cancer, sugar diabetes and high blood pressure (Kaharuza et al.,
2006; Olley, 2006; Antelman et al., 2007; Poupard et al., 2007; Myer et al., 2008; Simbayi
et al., 2007). Major depression is common and occurs among PLWHIV globally, especially,
among those who do not accept their diagnosis. There is also sufficient evidence that
depression is hindering HIV-diagnosed patients from taking their ART adherently, although

depression can be prevented among diagnosed patients (Chibanda, 2017; Wagner, 2016).
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3.6.2.3 Anxiety

This is defined as the feeling of panic or apprehension (APA, 2000). Anxiety can be
accompanied by depression or be seen as a disorder by itself, often caused by
circumstances that result in fear, uncertainty, or insecurity. Anxiety interferes with a
patient’s daily function, for example, being unable to work, leave home, attend to medical
care; it also interferes with personal relationships, and causes marked subjective distress
in HIV-diagnosed patients (Gonzalez, Zvolensky, Parent, Grover & Hickey, 2012). Anxiety
is one of the common co-morbidities that are often overlooked in treating patients with
HIV/AIDS, although it is mostly diagnosed among HIV-diagnosed patients than the general
population (Karasz, Dyche, & Selwyn, 2003; Mental Health & HIV/AIDS, 2003). Among
those who have been recently diagnosed with HIV, anxiety has been shown to be more
predominant among patients with stress or excess social stigma related to their diagnosis.
It has been observed that it can also lower adherence to ART and medical

recommendations and to HIV in general (Bhavna & Rejani, 2015).

Anxiety does exist among HIV diagnosed patients (Bing et al., 2001; Brandt et al., 2017).
According to a study by McNally, (2002), HIV symptoms are anxiety sensitive; meaning
that it is simple for an HIV diagnosed patients to suffer from anxiety because PLWHIV are
vulnerable. Another studies reported higher prevalence of anxiety in females diagnosed as
living with HIV than males (Olley, Seedat, Nei & Stein, 2004, Liu, 2013; Stewart, Jones &
Minor, 2011). Lack of support when a person has been diagnosed or is living with HIV is a
huge burden and further makes it impossible for an individual to disclose his/her status,
therefore it causes such individual to worry when it comes to how they will disclose their
status to their loved ones and whether if they disclose their status they will they be
fortunate enough to receive support (Dinkel, 2014; Varni, Miller, McCuin & Solomon,
2012). Anxiety is triggered by worry about how they will disclose their status and how will

people react to their diagnosis. Consistent worry is accompanied by patients being
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stigmatised and discriminated by their society and community people, due to their HIV

status.

3.6.3 PERSONAL FACTORS
3.6.3.1 Mistrust

Mistrust refers to lack of trust within HIV-diagnosed patients lack trust in their medical care
providers and the government. These are the barriers to HIV prevention and appropriate
use of ARTs (Kathryn, Susan, Rachel, & Laura, 2008; Beer, Fagan, Valverde & Bertolli,
2009; Oliveira, Gimeniz, Vieira, Dayse, Sammyla, Gilmara & Ferreira, 2016). Lots of HIV-
diagnosed patients in South Africa are complaining about the services they receive from
the clinics and hospital staff; they even advise each other to log complaints so that the
Department of Health is obliged to open an investigation into those people who are

displaying inappropriate behaviours towards the HIV-diagnosed patients.

The ability of HIV to incapacitate particularly where it is rare has been capitalized on and
turned into a potent weapon of war among countries. HIV has been described as a
psychological and biological weapon in the recent conflicts in Rwanda, Sierra Leone, the
Democratic Republic of Congo, and Liberia through mechanisms of widespread rape by
infected military members (Elbe, 2001). The statement above implies that men are allowed
to rape women in order to reduce the number of people living in such countries. These
activities will hinder HIV-infected patients from seeking appropriate services due to their
mistrust directed at their government and the country as a whole (Oliveira et al., 2016).
There are also some studies which reported some causes of mistrust in the healthcare

providers.

There has been several studies that have been conducted and they reported that one of

the reasons that the HIV-diagnosed do not want to consult the healthcare providers, is
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because they feel that healthcare providers do not keep their medical information secret,
and the traditional healer cannot disclose their status as they do not record anything
anywhere of their presenting symptoms but rather these healers just treat them (Sankar &
Jones, 2005; Arkell, Osborn, Ivens & King, 2006; Audet, Hamilton, Hughart & Salato,
2015). HIV-diagnosed patients, hence, feel more protected when consulting with the
traditional healers though they lack information regarding their CD4 count and viral load.
The traditional healers do not have resources to do that, therefore, traditional healers
commonly treat HIV-diagnosed patients without referring them to the healthcare providers

(Poudel et al., 2005; Babb et al., 2007).

3.6.3.2 Shame

Shame is defined as a feeling of distress and humiliation that is caused by a wrongful act
or behaviour (APA, 2000). Some people when diagnosed with HIV, become overly
overwhelmed by the diagnosis, especially these days when we are all aware of the method
of transmission with HIV. HIV-diagnosed patients become ashamed of themselves as they
find that they have been infected with a debilitating disease which cannot be cured
(Karasz, Dyche, & Selwyn, 2003). The shame is preceded by the factor that they have to
disclose their status to their loved once, family and friends as they do not know how these

people will react towards them after they had shared the news.

A Cambodian woman contracted HIV from her late husband, who committed suicide in
2013. She was left with her son and they were stigmatized and shamed and their house
was even burnt by the people from the community. She moved back to her home and a
year later she tested HIV positive and her family also turned on her (Voa News, 2014).
These are some of the examples of the traumatising stories that HIV diagnosed patients
encounter in their daily lives. HIV-diagnosed patients asked themselves whether to tell

anybody that they are HIV-positive, and that maybe rejection may follow after that
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(Nyambeni, 2009; Stigma & Discrimination, 2017). Living with HIV nowadays in a
community where information regarding HIV is provided left and right embarrasses HIV-
diagnosed patients, mostly the newly diagnosed ones. HIV-diagnosed patients develop
psychological problems and they view themselves as unworthy and are hopeless due to
the diagnosis; they then accept that they are not like other and that makes them to live
their lives like outcasts (Kampala, 2009; Olley, Ogunde, Oso & Ishola, 2016). Feeling

shame leads to failure to disclosure their status.

3.6.4 SOCIAL FACTORS
3.6.4.1 Stigma

Stigma in accordance with the purpose of the study, are things that people are afraid of
such as people living with HIV, especially in Africa where people fear those who are very
ill, who they see as dying, someone who is not supposed to be touched by anyone.
Globally HIV stigma has been described as a main source of stress and anxiety among
HIV-diagnosed patients (Hatzenbuehler et al., 2011; Tanner, Naar-King & MacDonnel,
2012). Stigma has been identified as potentially increasing sexually risky behaviours

among PLWHIV.

It poses a huge threat among HIV-diagnosed patients and it interferes with their ability to
take their medication properly and create a barrier to HIV care; it is also associated with
compromised antiretroviral medication adherence by HIV-diagnosed patients on ART
programs (Dowson, Kober, Perry, Fisher & Richardson, 2012; Smith et al., 2012). HIV-
related stigma becomes problematic to the healthcare system as it impacts on patients’
engagement with healthcare professionals, health care, and ultimately their quality of life
(Kalichman & Simbayi, 2003; Qiao et al., 2015). HIV-diagnosed patients’ daily quality of life
is affected by the stigma and their effectiveness in taking their medication, adherently. It is

those living with HIV who suffers from being stigmatized by their families, societies and
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communities. It also affects HIV diagnosed patients psychologically to see themselves as
‘low’ and to have low self-esteem (Olley, Ogunde, Oso & Ishola, 2016). Many authors have
found that stigma has an impact on HIV-diagnosed patients and also interferes with how

they take their ART treatment.

Stockton, Giger & Nyblade, (2018) report in their study that among the HIV-diagnosed
patients who participated in their study, when looking at barriers to mental health
treatment, stigma was categorised among anxiety and depression. It is also the issue of
stigma that influences non-disclosure among HIV-diagnosed patients; PLWHIV experience
stigma daily basis and it affects their self-efficacy and they then undermine themselves
and their capacity to live with their diagnosis, thereby further preventing self-disclosure and
their ability to perform necessary actions (Arrey, Bilsen, Lacor, & Deschepper, 2015;
Adebiyi & Ajuwon, 2015; Overstreet, Earnshaw, Kalichman, & Quinn, 2013). Additionally,
Olley, Ogunde, Oso & Ishola, (2016) reported that stigma is the main source of non-
disclosure among HIV diagnosed patients; they fear what would become of them as
people stigmatize them in their daily living. It is also possible that stigma can exacerbate
the stress level of people caring for HIV-diagnosed patients (Khan, Pai, Kulkarni &
Ramapuram, 2018). Stigma associated with HIV leads to discrimination and the ignoring of

Human Rights among HIV-diagnosed patients and their family members

3.6.4.2 Discrimination

Discrimination is defined as a favour or distinction in favour of or against HIV people, but
mostly with PLWHIV, it is against them. We cannot actually separate discrimination and
stigma, since these two both happen on the same occasions, but are of different forms.
PLWHIV are more likely to experience discrimination than other people suffering from
other chronic diseases, such as tuberculosis and high blood pressure; discrimination,

hence, negatively affect HIV-diagnosed patients.
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Discrimination is associated with HIV/AIDS and, it affects HIV-diagnosed patients’ families,
caregivers, healthcare workers and community home-based care assistants. The increase
in discrimination against HIV-diagnosed patients increases the chances of them not
disclosing their status and also causes fear to emerge among those who would be able to
help them with their health (Mawusi, 2011). HIV discrimination among PLWHIV has many
forms, like isolation by family members and neighbors, loss of job and refusal of a job
placement and may cause extreme violent conflicts and murders. These forms of
discrimination on their own causes and inflict pain, physically and psychologically on HIV-
diagnosed patients (Bogart, Landrine, Galvan, Wagner & Klein, 2013; Olley, Ogunde, Oso
& Ishola, 2016). There are reasons why HIV-diagnosed patients are being discriminated

against by people in the communities.

When HIV was diagnosed years ago, it brought two active epidemics with it, one medical
and the other of widespread fear and discrimination among those who were diagnosed
with HIV (Sears, Cooper, Younai & Donohoe, 2012). HIV/AIDS is perceived by people as a
‘speed-killing disease’, more than other chronic diseases heard of, hence, people living
with the fear of being infected with HIV display unacceptable behaviours towards HIV-
diagnosed patients (UNAIDS, 2000). Discrimination occurs in different forms, in the home,
hospital, schools and workplaces although the occurrences and the levels at which it takes

place may differ (Kampala, 2009; Simbayi et al., 2007).
3.7 Chapter Summary

In chapter three the researcher has given information from relevant literatures regarding
adherence, its importance and the barriers. Also discussed are HIV prevalence, adherence
and mental health issue, together with some ways that had been developed and used to
help HIV-diagnosed patients. This was done with reference to several countries, three

African countries and South Africa. Finally, the mental health issues that patients

57

© University of Venda



)
o

&) university of venda
Creating Future Leaders
C

diagnosed with HIV are faced with after the diagnosis, the stages of grief and

psychological, personal and social which influence patients’ treatment.
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CHAPTER FOUR: METHODOLOGY

4.1 Introduction

In this chapter, the researcher describes the research methodology that was used in the
study. Methodology is the procedure which helps the researcher to carry out the research
study, systematically (Swartz, De La Rey, Duncan & Townsend, 2011). This section
introduces the research approach, background, population setting, population
characteristics and the research processes for phase one and phase two including the
design, sampling, research instrument, reliability, validity, trustworthiness, entry
negotiation, pretesting, data collection method, data analysis and lastly ethical

considerations.
4.2 Research Approach

The research process is the flow of actions embarked upon in order to achieve specific
results. In this study, mixed method approach was used (Gray, 2009). Mixed method is the
use of two research approaches in order to compare the results and increase the accuracy
of the results. For the purpose of the study, the researcher had to use a combination of
guantitative and qualitative research approaches (Altshuld & Witkin, 2000). A combination
of qualitative and quantitative helped the study to be richer and more comprehensive. It
had also helped in broadening the research findings (Altshuld & Witkin, 2000). Using
multiple data collection method improved the reliability and validity of a study, as the data

collected was compared and consistent (Golafshani, 2003).
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Figure 4.1 Methodological framework

4.3 Background of this Study

This study is nested within HIV/AIDS & Global Health Research Program based at the
University of Venda in a project investigating HIV/AIDS in the northern part of South Africa.
The HIV project is generally investigating “transmitted and acquired drug resistance,
adherence to, oncoviruses, blood pathogens, and host genetics”. The project has been
running since 2015 with ethical clearance from the University of Venda

SMNS/15/MBY/23/0710 and Ref: 4/2/2 from the Department of Health.

The research team is looking at antiretroviral outcomes, the development and transmission
of resistant viruses in adults and children, and the prevalence, risk factors and genetic
variants of cancer-associated viruses such as HBV, HHV8 and HPV. In order to
understand how viruses develop resistance once treatment is initiated, people who are
about to start antiretroviral were recruited and are being followed up for a maximum of 36

months while they are under ARV. The goal is to find out if resistant viruses are being
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transmitted. The results of the project will help in determining whether HIV-resistant
variants are being transmitted; whether individuals failing first and second test have been
infected with virus bearing resistant mutants. This information may be useful in
understanding the impact of the Highly Active Antiretroviral Therapy (HAART) rollout in
Limpopo Province and the prevalence of other related viruses. In general, the data that is
being generated may impact policies in the management of HIV/AIDS. The current study
is looking at adherence and mental health of people living with HIV at Donald Frazer

Hospital in Vhembe District, Limpopo Province, South Africa.

4.4 Population Setting

The study was conducted at Donald Fraser Hospital located in Vhufuli under Vhembe
District in Limpopo Province. Limpopo is South Africa's Northernmost province which lies
within the great curve of the Limpopo River. Its capital city of Polokwane have 4 languages
- northern Sotho 52 %, Tsonga 24.0%, Venda 16.7% and Afrikaans 2. 3 %; it has a
population of 5 404 868 (South Africa Info, 2015). Vhembe District contributes 22.1% of
the population in Limpopo Province. Vhembe has three (3) hospitals, one of which is
Donald Fraser, eighteen (18) health care centres and one hundred and twenty-six (126)

clinics.

The study only focused on Donald Fraser Hospital, a government/public hospital situated
in Vhufuli, Vhembe District, Limpopo Province. It is a provincial facility which is operated
by the Department of Health. It is located 80 km North-East of Louis Trichadt and 16 km
North of Thohoyandou (South Africa Info, 2015). It offers free services to pregnant,
breastfeeding women and children under (six) 6 years while other citizens pay certain
amount according to the government stipulated hospital rates. It operates 7 days a week
for 24 hours each day. Donald Fraser Hospital has an HIV clinic called ‘Fulufhelo’ (Hope)

to HIV-diagnosed patients exclusively. Fulufhelo clinic provides HIV, AIDS and TB-related
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care and support services onsite, while the hospital in general provides awareness,
training and prevention services, psycho-social support and related services. Referral to
Tshilidzini Hospital and Mankweng is made for further intervention and medical attention if
necessary. It provides HIV counselling and testing and conducts further tests to determine

the patient's CD4 count (Info4dafrica, 2017).
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Vhufuli, Sibasa, Limpopo (Infodafrica, 2017).

A monthly support group is run for TB and PMTCT for chronically ill and HIV-positive

patients; there are two forms of support groups, one group is for children and the other one
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is for adult PLWHIV (Info4africa, 2017). Fhulufhelo staff is composed of one Operational
manager, four nurses, one nutritionist, one dietician, two social workers and two data
captures. On yearly basis, approximately seven hundred (700)+ people are diagnosed
with HIV at Donald Fraser Hospital, Fulufhelo Clinic (Personal communication, October 25,
2018: 9h30), and about 2-5 individuals are diagnosed with HIV on a daily basis, and 6-7
follow up are made with HIV-diagnosed patients. The staff helps about 40+ HIV-diagnosed
patients every week. Even though patients are helped, there is an opportunity to transfer
about 4-5 HIV-diagnosed patients daily to their nearest clinics until the patient is much
healthier and has a good viral load; there are 15-20 transfer per month. The annual
statistics for a monthly number of patients who have been diagnosed, received ARVs and
came for follow up session in 2017 was provided (Personal communication, October 16,

2018:12h03).

Table 4.1: 2017 annual static for HIV-diagnosed patients assisted monthly at Donald

Fraser Hospital.

Month Number of patients Assisted
January 638

February 642

March 723

April 594

May 679

June 678

July 647

August 690

September 588

October 654

November 640

December 541

TOTAL 7714
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So far in 2018 about six hundred and ninety-four (694) HIV-diagnosed patients are
receiving their ARV’s from Fhulufhelo clinic; the number of patients receiving ARV’s on a
weekly basis ranges between fifteen (15) and sixty (60), the number fluctuates, however, it
does not go beyond sixty (60) or below 15 (Personal communication, October 16, 2018:
12h03). The number of patients receiving ARVSs is increasing as they are following a new
implemented guideline, TEST & TREAT at the same time. They are doing so to decrease

mortality rate among HIV-diagnosed patients and to improve the health of patients.
4.5 Population Characteristics

Population refers to all the persons who share the similar characteristics which are set by
the researcher to compose a population (Lawrence, 2011). The respondents comprised of
patients who were diagnosed with HIV and are at Donald Fraser Hospital. The patients
who were recruited have been taking medication at least for a period of three (3) months.
The respondents were Tshivenda-speaking, black, males and females and their age
ranged between 18 to 65 years. The same population characteristics were also used for

the qualitative in phase 02.

4.6 PHASE 01: QUANTITATIVE
4.6.1 Research Approach

Robson, (2011) defines research approach as the method by which the research process
is conducted. The current study employed quantitative research approach for phase 1.
Quantitative is a formal way to solve social and human problems and uses numbers and
words to quantify the phenomenon that is being studied over a general population. In a
guantitative study, individuals are best studied at their natural settings from their own
perceptions and it enables the possibility of generalising the findings to the whole

population (De Vos, Strydom, Fouche & Delport, 2011).
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4.6.2 Research Design

A research design is the plan and structure of investigation conceived so as to obtain
answers to research questions (Kerlinger & Lee, 2000). Cross sectional research design
was utilised because it involves collecting data from people sharing the same
characteristics and it takes place at one time. The design has provided the researcher with
an opportunity to look at numerous characteristics at once and had also helped in
providing useful information of what was happening among HIV-diagnosed patients

(Creswell, 2003).

4.6.3 Sampling

Sampling is defined as a process of selecting individuals to participate in the study and be
representatives of the population of interest to the researcher (Welman, Kruger & Mitchell,
2005).

Sampling Method - In this study, probability sampling method was used. Simple random
sample was employed to ensure that all respondents had an equal and fair chance of
being selected to participate in the study (Babbie, 2007). To select participants the
researcher requested a register and made a list of all eligible participants, after which
numbers where assigned and randomly selected to be part of the study (Lawrence, 2011,

Welman, Kruger & Mitchell, 2005).

Sampling Size - According to Lawrence (2011), the sampling size is the group of
participants who the researcher selects from the larger population to make generalizations
about the entire population. A total number of seven hundred (700) patients were
diagnosed with HIV in 2016 at Donald Fraser Hospital. One hundred and twenty eight
(128) HIV-diagnosed patients were selected according to Slovin’s formula which ensures
that a researcher is 99% (a margin error of 0, 02) or 95% (a margin error of 0, 05) sure

about the population (Ariola, 2006). Slovin's formula is written as:
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n = Number of samples N = Total population e = Error tolerance. In this study the

researcher has used 92% whose margin error is 0, 08.

n=N/(1+Ne"2), n=700/ (1+ (700x0.08) ~2), n=700/ (1+ (700x0.0064)), n=700/ (1+4.48),

n=700/5.48, n=127.7372263 or n= 128 (rounded to the nearest)

According to Solvin’s formula one hundred and twenty-eight (128) respondents should
form part of the study, however the researcher exceeded the calculated number by six (6)
due to the respondent’s willingness to participate in the study, and it would not be
appropriate to deny them an opportunity when they expressed willingness to participate. In
total the respondents who participated in this study where one hundred and thirty-four

(134).
Inclusion and Exclusion Criteria

Inclusion criteria comprised of Tshivenda-speaking males and females who were aged
between eighteen (18) and sixty-five (65) years and were on ARVs for HIV/AIDS infection,
were attending Donald Fraser Hospital and have been diagnosed and had been living with
HIV for at least three (3) months. The time frame was chosen to allow the researcher to
have baseline information of patients’ CD4 count. The exclusion criteria for the current
study excluded all people who were from other ethnic groups and not Tshivenda speaking,
those who have been admitted and were critically ill and those who had just learned about
their diagnosis. The same inclusion and exclusion criteria were also applied in the

gualitative research.

4.6.4 Research Instrument

According to Welman, Kruger and Mitchell, (2005) a research instrument is a tool that the

researcher uses to collect data or to implement a research. The researcher triangulated
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data methodological through the use of patients record/file and a questionnaire when

collecting data.
Patients’ records review

Patients records, is a systematic file that is used to information regarding patient’s medical
history including the care over time with things such as CD4 counts, viral loads and
medication type that are being used by the patients (Judson & Harrison, 2010). In this
study patients records/file were also used to collect information regarding each patient’s
CD4 count for objective assessment of adherence to ART. Baseline data of CD4 count
was recorded upon recruitment and after 6 months each patient's CD4 count was recorded

again.
Questionnaire

In the study, questionnaire was used. A questionnaire is a printed self-report form
designed to elicit information that can be obtained through written responses (Creswell,
2003). Since this is a nested study from a bigger research project, the questionnaire
composed of four sections which closed-ended questions were, only two sections were
relevant for this study, namely: demographic information with six (6) questions and
adherence with thirteen (13) questions. The instrument was adapted from a study
conducted on HIV baseline patients at the University of Virginia
(http://globalhealth.virginia.edu/). A team of experts in Psychology was tasked to scrutinise
the instrument in order to assess its relevance and suitability to the current population and
some adjustments were made to ensure that the questions were suitable. The instrument
was then translated from English to Tshivenda so that respondents could be able to
understand better since the dominant population in the Vhembe District are Tshivenda
speaking. There was an opportunity for a language specialist to back translate and also

ensure that the questions retain the original meaning.
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4.6.5 Reliability and Validity

According to Golafshani (2003), reliability means that the numerical results that the study
reproduces do not vary because of characteristics of the measurement’s process. Joppe
(2000) maintains that validity determines whether the research truly measures that which it

is intended to measure or how truthful the research results of the study are.

The researcher checked for internal consistency which is the degree to which every test
item measures the same construct with regard to adherence items and Cronbach’s alpha
of .96 was found for this study. The base line study in Virginia found the test-retest
reliability which was calculated as an intra-class coefficient (ICC) an ICC>0.7 and
considered Cronbach’s alpha >0.80 and an acceptable Construct Validity (CV) CV 20.70

which was similar to the current population.

4.6.6 Entry Negotiations

This study was nested within an HIV/AIDS & Global Health Research Program. The
researcher became part of the project in order to carry out a portion focusing on
adherence and mental health as an additional aspect to be considered when issues of
adherence are of concern. The project sought ethical clearance from both the Department
of Health (Polokwane) and the University of Venda. The Donald Frazer Hospital
management was involved to allow researchers to enter Fhulufhelo Clinic. The nursing
staff at Fhulufhelo were instrumental in informing patients about the study when they came
for consultation; information sheets were provided for each eligible respondent according
to the list that was compiled. Participation in the study was voluntarily and all patients who

were willing to participate were given consent form to sign.
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4.6.7 Pre-Testing

Pre-testing involves the testing of elements such as sampling frame and data collection
tools. The researcher administered ten (10) questionnaires to pre-test the instrument to
ensure that it was appropriate for the study and changes were made where it was
necessary. The respondents who took part in pretesting had similar characteristics and

were from Donald Fraser Hospital, but they did not form part of the real study.
4.6.8 Data Collection

According to Welman, Kruger and Mitchell, (2005) data collection is the gathering and
preparation of information from different sources. Data was collected from Fhulufhelo clinic
at Donald Frazer. The researcher employed survey, a quantitative data collection method
that is mostly used by researchers widely; it was the most appropriate way to get quality
data from respondents. It provides accurate, reliable and valid data, however it also

requires serious effort from the researcher (Lawrence, 2011).

Appointments with HIV-diagnosed patients were made to brief them about the study and
data collection began immediately after obtaining consent from those who were willing to
participate; the researcher elaborated about the study to the respondents (both literate and
illiterate), and it took thirty (30) to forty-five (45) minutes. The researcher asked questions

and filled in the questionnaire only for the illiterate and elderly respondents.

The questionnaires were administered face to face with the respondents, the HIV/AIDS &
Global Health Research questionnaire (http://globalhealth.virginia.edu/). Closed questions
were used with the format of yes/no responses (Lawrence, 2011). Respondents were
informed about the purpose and nature of the study, then the data collection process

began and it lasted for a period of four (4) months.
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4.6.9 Data Analysis

Data analysis is the process that involves breaking up data into manageable themes,
patterns, trends and relationships. The researcher adopted descriptive statistics analysis
(Babbie & Mouton, 2001). Statistical Package for the Social Sciences (SPSS) version 25
was employed. It is a widely used program for statistical analysis in social sciences; a
software package used for statistical analysis (Bryman & Cramer, 2011). Descriptive
statistics is a general type of simple statistic that is used by researchers to describe basic
patterns from data and to make sense of the data that can be summarised in some way;
this ensures that the reader is able to construct a clear mental picture of the data and the
people involved (De Vos, Strydom, Fouche & Delport, 2011). The researcher analysed and
summarised the data. The data collected were presented in the form of summaries, tables,
pie chart and line graph in order to understand. A further analysis of the chi-square test
was used to check whether there was any association between the demographic
information and adherence; the test was applied at a statistical significance value of 0.05.
This will help the researcher to get more information on what demographic items links with

adherence.

4.7 PHASE 02: QUALITATIVE
4.7.1 Research Approach

Qualitative research approach is a systematic subjective approach used to describe life
experiences and give meaning and it focuses in individual’s perspective. The study
selected qualitative approach because it is clear, simple, easier to carry out and generates
truthful results from a small group of people (Babbie, 2007). It helped the researcher to
gain insight; explore the depth, richness, and complexity inherent in the phenomenon, it
also helped the researcher to get in-depth information from the participants (Donalek,

2004).
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4.7.2 Research Design

The researcher has adopted the phenomenological research design which is defined as
the study of human beings and their real experiences from their natural setting, as humans
are trying to make sense of their life and the world they live in (Babbie & Mouton, 2010). It
basically aims to understand people. According to phenomenological research design,
individuals are continuously and always constructing, developing and changing their
everyday life. It was pertinent to understand the multiple realities of HIV-diagnosed

patients

4.7.3 Sampling

Non-probability sampling method was utilised and it is described as a less accurate
substitute when wanting a representative sample (De Vos, Strydom, Fouche & Delport,
2011). In the study, the researcher employed convenience sampling when recruiting the
participants. Convenience sampling is a type of non-probability sampling of which
participants who participate in the study are selected based on the fact that they are easy
and accessible to contact (Babbie & Mouton, 2010). Participants had to be willing to
participate in the study and were not forced. In the current study, patients who met the
inclusion criteria, who were at Fhulufhelo clinic at the time that Phase 2 was conducted,

were requested to be part of the study.

A total number of fifteen (15) participants, HIV-diagnosed patients, were selected using
convenience sampling to participate in the study; these participants were selected from
Donald Fraser Hospital, where the data collection process took place. Relying on the
characteristics of the inclusion criteria, data were collected until data saturation was

reached (Pitney & Parker, 2009).
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4.7.4 Research Instrument

Central questions for the purpose of in-depth individual interviews were used to guide the
discussion with participants. There were three (3) open-ended questions based on the
objectives of the study and were translated from English to Tshivenda (See Appendix 3).
The central questions were developed by the researcher with the assistance of the

supervisors and the questions were developed based on the objectives of the study.

4.7.5 Pre-Testing

During pretesting, three (3) participants was interviewed using Tshivenda Language; the
interviews were audio-recorded and evaluated for improvement and input from experts in
the field of Psychology; the participants who formed part of the pre-testing did not form
part of the real study. Wording of the central questions were adjusted to accommodate the

dialect that is used around Donald Frazer Hospital area.

4.7.6 Data Collection

Face to face interviews were conducted individually with each participant in a private room
that was provided at Fhulufhelo Clinic. The interview was conducted in Tshivenda
language for all the participants (Babbie & Mouton, 2008). Semi-structured interview was
used to collect the data; this is more of a guided conversation than a strictly-structured
interview. Semi-structured interviews gather data through the use of open questions and
participants were allowed to talk in-depth, choosing their own words, and in return it helped
the researcher to develop a real sense of a person’s understanding of a situation (Babbie
& Mouton, 2008). Before the interview began, the researcher obtained a consent from the
participants after the researcher had explained in detail the nature, purpose and procedure

of the study. Appointments were made before hand for the interviews.
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Each interview lasted for a period of forty (40) to forty-five (45) minutes. The researcher
was taking some notes using a notebook while recording the interview using a digital audio

recorder; the researcher obtained consent from participants to record the interviews.

4.7.7 Data Analysis

The researcher utilised the ATLAS program for analysis. The researcher used Atlas a
computer-aided program - a powerful workbench for qualitative data analysis that is
particularly used when conducting a larger study that has large sections of text, visual and
audio data (Smit, 2002). The texts were analyzed and interpreted using the codes and
annotating activities. This means that the data collected were presented in diaphragms
(Smith, Flowers & Larkin, 2009; Pietkiewicz & Smith, 2012). The researcher had followed

the following steps when anaylsing the data:

Step 01: The researcher had to search for all the themes that were emerging from the

transcriptions, systematically, through the use of Atlas ti program.

Step 02: The researcher tried to find the connections within all the themes that were
identified within each of the transcription and went through all of them carefully, one by
one, and then coded each theme using Atlas ti by going through all the participants’

transcription.

Step 03: Lastly the researcher had to look for the patterns into which the themes were
emerging, with the aim of finding the major themes. The identified themes were grouped
into a table dividing them as whole and then into two portions in order to develop
subthemes. The table was divided into two columns, themes (major) and subthemes;
major themes were on the right-hand side of the table and supporting subthemes on the

left-hand side (Breakwell, 2004; Pietkiewicz & Smith, 2012).
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4.7.8 Trustworthiness

Trustworthiness refers to a demonstration that the evidence for the results reported is
sound and the arguments made based on the results are strong. Trustworthiness helped
to establish validity and reliability of qualitative research; it also helped to verify the
findings’ authenticity (Bowen, 2009). In the study the following two factors of

trustworthiness were considered:

Credibility is the relevance between what the researcher has transcribed and the
information collected from the participant. The researcher ensured that the data were
interpreted correctly to increase credibility by referring back to the audiotaped and the
transcribed data (Babbie & Mouton, 2010). Credibility was attained through the following

steps:

e Prolonged engagement- The researcher stayed at Donald Fraser Hospital collecting

data from Fhulufhelo clinic until data saturation occurred.

e Persistent observation- The researcher tried and interpreted the data in different
ways, in conjunction with the process of constant and tentative analysis. Searching

for multiple influences and what is significant and not necessary to the study.

e Member checks- Checking the information of the study- both the data and its
interpretation. The aim of this was to assess the unintentional errors and mistakes
made by the participants, correcting the obvious errors and adding volunteer

information from the participants. (Babbie & Mouton, 2010).

Transferability refers to the extent to which findings can be applied to other contexts or
with other participants (Babbie & Mouton, 2008). A qualitative researcher improves
transferability by accepting the participants’ input and never generalizing to the entire

population without taking recognition of participant’s inputs.
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4.8 ETHICAL CONSIDERATION

Institutional ethics- Institutional ethics was obtained by first presenting the proposal to
the Department of Psychology and the School of Human and Social Sciences Higher
Degree’s Committee. Then the proposal was submitted to the University’s Higher Degrees
Committee (UHDC) for approval and lastly to the University’s Research Ethics Committee

for ethical clearance.

External ethics- The permission to conduct the HIV/AIDS & Global Health Research
Program at Donald Fraser Hospital in Vhembe district was granted from the University of
Venda REC project number SMNS/15/MBY/23/0710, Refer appendix number 5. An
approval to conduct this study in the facility (Donald Fraser Hospital) was obtained from
the Department of Health at the provincial office in Polokwane Ref: 4/2/2, appendix

number 6.

4.8.1 Informed Consent

As stated by the Economic and Social Research Council, (2015) informed consent, is a
written statement that entails and explains the aspects of the study, so that prospective
participants are able to make informed and free decision on their possible involvement.
The researcher obtained written informed consent from the patients after the researcher
had thoroughly and truthfully informed all about the nature, purpose and objectives of the
study, as well as the procedures for the collection of data (Lawrence, 2011). Furthermore,
they were informed about their right to withdraw from the study at any time as their

participation was voluntary.

4.8.2 Confidentiality

According to the School of Psychology, (2015) the participants’ information should be kept

confidential. The researcher made sure that confidentiality was maintained throughout the
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course of the study. The information was kept confidential and not divulged to other
parties. In cases where the participants’ information was shared, it was with the supervisor
and the researcher duly informed the participants prior to obtaining consent. The audio
recorded interview responses of the participants were kept in a safe place and
guestionnaires were locked in a cabinet while the transcriptions were stored in a USB that
is password protected, stored safely in a locked cabinet. Additionally, there was a backup
storage which is an external hard-drive that is also password protected and safely stored
(Lawrence, 2011). The researcher and the supervisor are the only ones who have access
to the data collected. Both the questionnaires and the transcriptions will be kept for a

period of five years.

4.8.3 Anonymity

The researcher-maintained anonymity by keeping the names and identities of all patients
anonymous. The information provided by the participants was not linked in any way to their
names or any other identifiers such as their location (Babbie & Mouton, 2010). The identity
and location were not revealed but was protected. Instead, the researcher used numbers
and alphabets to name the respondents and participants, for example, respondent 1, 2
and participant A, B and so forth, to avoid revealing the identity of the

respondents/participants (Lawrence, 2011).

4.8.4 Debriefing

According to the School of Psychology, (2015) the researcher must have a debriefing
session with the respondents/participants after participation. Following the collection of
data, the researcher discussed with participants the outcome of the study and allowed
them to ask questions (De Vos et al., 2005). The researcher had to find out what their
experiences were during the course of the interviews and questionnaires; it enabled the

researcher to ascertain if respondents and participants had experienced any psychological
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harm so that relevant and appropriate action could be made if necessary; in cases where
anyone required further assistance, they were referred to the clinical psychologist onsite at

Donald Fraser Hospital.
4.9 Chapter Summary

This chapter described the methodology on how the study was carried out, in detail and
what major steps were taken to achieve the objectives of the study. The researcher had
given information regarding the research approach, background, population setting and
characteristics, with the research processes phase 01: quantitative and phase 02:
gualitative. Elaboration was also provided on the external ethics wherein a letter of
approval was obtained from the Department of Health and Vhembe District, together with
the ethical clearance from UNIVEN and the ethical consideration considered in the study -

informed consent, confidentiality, anonymity and debriefing.
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CHAPTER FIVE: RESULTS

5.1 Introduction

This chapter addresses the summary of the findings of the study. One hundred and thirty-
four (134) respondents from Donald Fraser Hospital participated in phase 1 of the study,
fifteen (15) participants participated in phase 2 of the study. Data were analysed using the
Statistical Package for Social Sciences (SPSS) version 25 and Atlas ti version 7. The
results include demographic profile, adherence of HIV-diagnosed patients, and lastly the

mental health issues that the HIV -diagnosed encounter with their diagnosis.
Data management and response rate

All questionnaires were filled fully and the responses of the respondents met all the
anticipated requirement. The next step was to sort data, code them and all data were then
entered into SPSS using all the relevant codes as expected. The researcher then did
descriptive analysis to familiarise herself with the data, made summaries that were more
understandable. Chi-square statistics were utilised to examine the relationship between
variables and the researcher was helped by a statistician to unpack the process of data

analysis properly and effectively.
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Table 5.1 Demographic factors with the frequencies (n) and percentages (%)
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DEMOGRAPHIC FACTORS

FREQUENCY AND PERCENTAGE (%)
n=134

Gender

Male 54(40%)
Female 80(60%)
Age(in years)

18-30 22(16.4%)
31-45 56(41.8%)
46-55 31(23.1%)
56-65 25(18.7%)
Marital status

Single 46(34.3%)
Married 40(29.9%)
Widowed 29(21.6%)
Divorced 19(14.2%)
Highest level of education

No education 12(9%)

Primary 22(16.4%)
Secondary 61(45.6%)
Matric 22(16.4%)
Tertiary 17(12.7)
Occupation

Unemployed 112(83.6%)
Employed 14(10.5%)
Student 7(5.2%)
Employed & studying 1(0.8%)
Religions

Islam 1(0.8%)
Hinduism 1(0.8%)
Christianity 107(79.9%)
Tradition 17(12.7%)
Christianity & Tradition 8(6%)
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Summary of the findings in Table 5.1, shows that out of 134 respondents, 60% were
females. The majority of respondents were aged between 31-45 years at 41.8% and single
category accounted for 34.3%; 45.6% of those who were in secondary level or had left
school at secondary level formed the majority of the respondents. Many of the

respondents were unemployed at 83.6% and Christians accounted for 79.9%.

5.3 OBJECTIVE 1: PREVALENCE RATE OF ADHERENCE TO ART AMONG HIV AND

AIDS PATIENTS

5.3.1 Self- report of adherence

Respondents at 94.8% reported that they were adhering to medication whiles 22.4%

among them were defaulting when taking ART.

5.3.2 Baseline CD4 count at ART initiation with Age

Table 5.2 Baseline CD4 count at ART initiation
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The researcher noted that 39.6% of the respondents from Table 5.2 CD4 count which is
below 200c/mm3, and 28.4% of the respondents have a CD4 count which is greater than
350c/mm3. 10.5% of the respondents had their CD4 count ranging between 200-
350c/mm3, while 21.6% of the respondents did not know anything about their baseline
CD4 count. 15.7% of respondents aged 31-45 years had most of their CD4 count below

200c/mma3.

5.3.3 Latest CD4 count after at least 6 months with Age

Table 5.3 Latest CD4 count after ART initiation

The majority of the respondents, 34.3% demonstrated that they had a CD4 count which
was less than 200c/mm3; a total of 32.1% of respondents’CD4 count was unknown. 21.6%

respondents had a CD4 count which was greater than 350c/mm3.
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5.3.4 CD4 Count at baseline and 6 months after ART initiation

CD4 Counts at baseline and after 6 months

==@=Baseline CD4 count == CD4 count at 6 months

R 5
X

0
£30
c
()]
=
520
s
10
0
<200¢c/mm3 200-350¢c/mm3 >350c/mm3 Unknown
CD4 Counts

Figure 5.1 CD4 counts at baseline and after 6 months of ART initiation

The researcher noted that among the respondents at the baseline, 39.6% of the
respondents had CD4 count which is below 200c/mm3 while after six months 34.3%
accounted for less than 200c/mm3 respectively, 28.4% of the respondents had the CD4
counts which is greater than 350c/mm3 at baseline while 21.6% accounted for follow up;,
21.6% of the respondents’ CD4 count was unknown at baseline while 32.1% accounted for

follow up respectively.
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5.3.5 ART and defaulting

TAKING ART DEFAULTING
80 - 60 -
70 - 50 -
0 40 -
50 -
10 - 30
30 20 1
27 10 |
10 -
0 : & 0 | ‘
Yes | No Yes ‘ No Yes No ‘ Yes No ‘
Male Female Male Female

Figure 5.2 Frequencies of male and female patients taking ART and defaulting
The current findings revealed that 56.7% of females were taking ART and 38.1% of males
respectively; 16.5% of females indicated that they defaulted treatment and 2% of males

respectively.

5.3.6 Count of missed medical appointments

H1-6 times

712 times
W 13-19 times
EHone

Figure 5.3 Count of missed medical appointments in the last six months
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The majority of the respondents 76.1% did not miss any medical appointments.
Respondents who missed appointments 1 - 6 times accounted for 14.9%, 7.5% missed

appointments 7-12 times and 1.5% have missed appointments 13-19 times.

5.3.7 Reasons for missing appointment in the past 6 months

80.6% of respondents did not miss any appointment, while 19.4% missed and below are

the reason for missing a medical appointment with the healthcare provider.

Table 5.4 Reasons for missing medical appointments in the past 6 months

REASONS FREQUENCY | PERCENTAGE
| had other commitments 26 19.4%

The appointment was not at a convenient time for | 26 19.4%

me

| was feeling better so did not go 17 12.7%

| could not get transportation 17 12.7%

The appointment was not with the health care 15 11.2%

provider of my choice

| was too sick to attend 13 9.7%
| was in the hospital at the time 7 5.2%
| forgot about the appointment 3 2.2%
| overslept 1 0.8%

*Numbers are overlapping (respondents could report more than one reason)

The findings in Table 5.4 highlighted that among the respondents, the majority 19.4% said
the appointment was not at a convenient time and respondents had other appointments;
12.7% couldn’t get transportations and respondents indicated that they were feeling better;
11.2% highlighted that the appointment was not with the healthcare provider of choice;
9.7% of respondents indicated that they were too sick to attend the appointment; 5.2%

were hospitalised; 2.2% forgot about the appointment and 0.8% overslept. These are the
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reasons that had caused respondents to miss their medical appointments with healthcare
provider, and other respondents gave no responses by choosing none, as they did not

miss any medical appointments in the last 6 months.
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5.4. OBJECTIVE 2: MENTAL HEALTH OF PATIENTS DIAGNOSED WITH HIV

Table 5.5 Socio-demographic characteristics

Participant No | Age | Gender | Education Occupation | Religions Duration living with HIV
A 30 Female | Matric Unemployed | Christianity 3-12 months
B 52 Female | Primary Unemployed | Christianity 8 years and above
C 38 Male Secondary Unemployed | Christianity 5-7years
D 37 Female | Secondary Unemployed | Christianity 3-12months
E 39 Female | Matric Unemployed | Christianity & Tradition | 3-12months
F 53 Male Tertiary Unemployed | Christianity 8 years and above(but on ART 3-12 months)
G 31 Female | Secondary Unemployed | Christianity 3-12months
H 61 Male Primary Employed Christianity 8 years and above
I 63 Female | No Education | Unemployed | Christianity 2-4 years (but on ART 3-12 months)
J 56 Female | Primary Unemployed | Christianity 8 years and above (but on ART 3-12 months)
K 44 Female | Matric Unemployed | Christianity 2-4years
L 36 Female | Matric Unemployed | Christianity 2-4 years (but on ART 3-12 months)
M 47 Female | Secondary Unemployed | Christianity 3-12months
N 44 Female | Tertiary Unemployed | Christianity 8 years and above (but on ART 3-12 months)
@) 40 Male Matric Unemployed | Christianity 3-12months
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Table 5.5 highlights the demographic information of the participants who participated in
phase 2 of the study. There was eleven (11) females and four (4) males, participants were
aged between 30-63 years, seven (7) participants had no matric its either they left at
primary and secondary level, five (5) participants left school at matric level, only two (2)
had tertiary qualifications, fourteen (14) were unemployed and fourteen (14) were
Christians. Among the participants when it comes to the duration living with HIV, most
participants knew of their diagnosis and had been living with HIV for a period of 8 years

and above; some participants were diagnosed within 3-12 months which is recent.

5.4.2 Findings from the Interviews

PSYCHOLOGICAL I SOCIAL FACTORS |
FACTORS
e Stress * Stigma
ES OF GRIEF | o e ¢ Discrimination

} Depression

> Diziiel * Anxiety

e Anger

e Bargaining hd

* Depression PERSONAL

e Acceptance FACTORS
e Mistrust
e Shame

Figure 5.4 Summary of the findings, identified and sub- themes

5.4.3 STAGES OF GRIEF

In this study grief was expressed by many participants to be prevalent and five stages
were depicted from the results and these findings are presented in detail below; the stages
include denial, anger, bargaining, depression and acceptance.
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5.4.3.1 Denial

Most participants revealed that they denied their diagnosis when they were informed after
testing, they felt that it was an inaccurate result. This was illustrated by the following

guotation:

“When | first discover that | was HIV positive, it was so hard for me to accept. It was
difficult because the day | discover it | got disturbed mentally, and | was admitted at the
psychiatric ward. When | went to the hospital | was admitted because | had diarrhoea but
when they do Pap smear they told me that | am HIV positive, then | collapsed and | woke
up and found myself at the psychiatric ward, immediately when | was told my head had a
huge headache and | felt that | had carried something, and it was during that time when
they use to say that if you are HIV positive you will die. Then I felt that it is now time that |
would leave my children suffering when | die, | could not believe it” (Participant L, 36

years).

“I felt like nothing happened to me, | tried to ignore the results. | was scared that | won't be

able to have children for the rest of my life” (Participant O, 40 years).

“l was a bit nervous and filled with disbelief” (Participant M, 47 years).

5.4.3.2 Anger

Participants highlighted that they were angry with themselves and did not understand how

they were diagnosed with HIV. This was illustrated by the following quotations:

“l was angry for some time and | have told another person at home that it is very difficult”

(Participant A, 30 years).

‘I became angry at the first time and | felt pain, when | was told that | am HIV positive”

(Participant J, 56 years).
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‘I am so ambitious like | have said, so | was angry that | will not be able to succeed my
things well. | developed fear and even now | do not have that much peace, because some

of my dreams will not be able to come true” (Participant F, 53 years).

5.4.3.3 Bargaining

The majority of participants reported that after diagnosis they asked themselves how they
were going to live with it; they had to surrender to a higher being, to God and ask to be

healed and that their days be increased. This was illustrated by the following quotation:

“I have left a lot of things of this world, | have restrained myself from lot of things of this
world and | am focusing on going to church, | am looking forward on God as He is the
giver of life. So a person should shun away from evil doings like drinking, adultery and so
on, you should leave some of the things. | am praying too much and knowing God more; |

want Him to lessen the pain that | am feeling” (Participant D, 37 years).

‘As for me | always pray, prayer is my daily activity, but mmmh | only go to church and
pray that’s all. As when praying is like telling God to increase the days of my life and

decrease the pain that | feel in my body” (Participant E, 39 years).

“I don't attend church services, but | even went to ECG church and | was prayed for so that

| can be well” (Participant A, 30 years).

5.4.3.4 Depression

Most of the participants were depressed once they find that they were HIV positive as they
had to adapt to a new state of living, with the diagnosis. This was illustrated by the

following quotations:

“I had depression, at first after the diagnosis | would even seat down and cry when | think

of the diagnosis” (Participant A, 30 years).
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“‘But when | started | didn’t have a huge depression of which | could be hospitalized but it

touched my heart and | was in pain” (Participant K, 44 years).

5.4.3.5 Acceptance

Some participants indicated that they had accepted that they are HIV positive and they

had to live with it. This was illustrated by the following quotations:

“So | accepted my status and | am living well and am not losing any weight, if | did not
accept my status | wouldn’t be healthy and fat, | would be thin and people would be able to

recognize that | have a problem” (Participant B, 52 years).

“But as times goes on where | was collecting the ARV’s we were receiving them in large
number, so | started realizing that | am not the only one in this situation we are many,
like.... So many people.... | mean here there are no people. We would be so many, and

then | started accepting that this disease is of everyone” (Participant K, 44 years).

“l ended up accepting the reality” (Participant A, 30 years).

5.5 PSYCHOLOGICAL FACTORS
5.5.1 Stress

Participants experienced stress because of their diagnosis. This was illustrated by the

following quotations:

“l was experiencing a little bit of stress, but it (HIV diagnosis) touched me and | thought

that | am going to die and how would I live” (Participant |, 63 years).

“l was having a little bit of pressure and stress, maybe for period of a week being affected

by stress” (Participant K, 44 years).

91

© University of Venda



7S
>

) (o

,
L

iversity of vends
5.5.2 Major Depression

The majority of participants reported that they were thinking hard about the diagnosis, the
thinking was accompanied by their inability to accept the diagnosis and they would prefer
spending time alone, some even developed suicidal thoughts. This can be verified by the

following illustrated statements:

“I would be thinking that is better if | kill myself once. It has occurred the day before
yesterday; | locked myself inside the house not wanting anyone to disturb me. That man
(my husband) just entered into the room and he came and stood by me, | was seating on
the bed and he said ‘I should get out’, and | replied and said no | do not want go out and |
don’t need any person inside this room | want to seat alone. | would feel nothing it is just
that | will be thinking a lot, that it is better if die because there is nothing | am living for,

that’s all | think of, | was always sad” (Participant G, 31 years).

“I would always be sitting alone and it was hard for me to accept that I'm HIV positive. |
believed in my results when they informed me, but | was under a lot of pressure and | end

up having high blood pressure, always crying and sad” (Participant N, 44 years).

‘I am very moody, as when a person does things that annoy me | sweat a lot, | overly
sweat. So when it happens like that when am feeling annoyed | choose to confront the

person and talk with him or her, overwhelmed with hopelessness and helplessness

(Participant B, 52 years).

“l engage in something else so that | would avoid thinking. During that it will be a time
wherein | don’t need anybody near me because | will be thinking about my things, so | will
be in need of my own space, sad, always tired, not interested in anything” (Participant J,

56 years).
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5.5.3 Anxiety

Most participants reported that they were very worried about their diagnosis especially
thinking about how to proceed with life and how they will disclose their status. The

following are direct quotations from participants:
“l was very worried” (Participant A, 30 years).

‘I was so worried to a point where | wouldn’t feel comfortable while seating with other
people. What gave me the fright the most was the changes that are going to take place in
my life. | was thinking about my future because | wasn't expecting to live my life relying on

medications” (Participant N, 44 years).

5.6 PERSONAL FACTORS
5.6.1 Mistrust

Several participants in the study had doubts in their results at first when told that they were
HIV-positive. They had to consult another clinics/hospital to test again hoping that a
different healthcare professional will have different results and to verify results. Mistrusting
the healthcare provider made participants to seek confirmatory test. This was verbalised

by the following quotations:

“No, | got tested in the clinic and | also came here and got tested again. | got tested also

on the 9" (Participant A, 30 years).

“I felt that they made a mistake with the results that they have told me. | went back again
to get tested again for confirmatory test, and it came back the same” (Participant G, 31

years).
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“I did not get angry at first when | was told about my diagnosis by the Doctor then | was
transferred to another Doctor for confirmatory test and that was when | believed that | am

indeed HIV positive” (Participant B, 52 years).

5.6.2 Shame

The majority of the participants in this study reported that they were feeling ashamed
because of their diagnosis and were thinking of how other people will think and view them.

This is illustrated by the following statements:

“No | can't tell another person about my diagnosis, what if | tell the person and the same
person start spreading rumours about my status, | would feel ashamed” (Participant K,

44 Years).

“But | can share my status with a person who is in the same situation as | am. | was very

sceptical about this diagnosis and also ashamed of myself” (Participant C, 38 years).

“l allow people to speak about HIV and | even add some information and you will hear
them saying someone is infected with HIV, and when | look at myself | don't think any
person can tell by just my look that | am HIV positive and | was ashamed” (Participant E,

39 years).
5.7 SOCIAL FACTORS

5.7.1 Stigma

Most of the participants reported that they have been subjected to stigma as a result of
being HIV positive. The following quotations help to verify the existence of stigma among

HIV-diagnosed patients:
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“I knew that there was HIV, but when | was told that | was HIV positive, many things came
in my mind at once, like how people will take me and | was scared of being judged”

(Participant L, 36 years).

“People speak of HIV as if it is a bad disease. And the same belief makes them to hate

and reject us when they do their things in the community” (Participant O, 40 years).
5.7.2 Discrimination

Participants reported incidents of discrimination that had occurred, such as being treated
like foreigners because of the diagnosis. The following quotations help to verify

participant’s exposure to discrimination after HIV diagnosis:

“And many men who proposed me once | told them about my diagnosis they would stay

away from me” (Participant L, 36 years).

‘I become afraid, because | have witnessed other people who were HIV positive being
treated like a foreigner and even now some people they see us(HIV diagnosed people) like

disgusting things” (Participant J, 56 years).

Figure 5.4: The summary of the findings, identified themes and sub-themes

5.8 Linkages between mental health issues

In the current study there were many linkages among the mental health issues themes;
you may find that participants had experienced almost three to four mental health issues.

This information is best explained through the following figure:
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Figure 5.5 Network of linkages between mental health issues themes

5.9 Chapter Summary

In this chapter the researcher presented the results of the study starting with demographic
information, followed by objective one with results presented in a form of graphs, tables
and pie charts from SPSS. And lastly, findings from objective two were explained with
verbatim quotations displayed from ATLAS ti based on the following themes that had
emerged -stages of grief, and psychological, personal and social factors affecting HIV-

diagnosed patients.
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CHAPTER SIX: DISCUSSIONS

6.1 Introduction

This chapter contains a discussion about key findings of the quantitative results presented
in the preceding chapter in light of the literature review. The summary and interpretation of
the research findings on the adherence to ART and the mental health of HIV-diagnosed
patients on antiretroviral therapy will be discussed in the context of other studies
previously completed integrating the relevant theoretical framework. The researcher
discussed the findings according to the objectives of the study and different themes that
have emerged in this study. The main aim was to investigate adherence and mental health

of HIV/AIDS patients on ART at Donald Fraser.
6.2 DEMOGRAPHIC INFORMATION
Gender

Females comprised 59.7% as compared to males at 40.3% in the sample of the study. The
number of males found to be attending at the hospital to receive their ART was expected
to be low. Similarly, Tweya et al., (2018) found 58% females were HIV positive as
compared to 42 % males. Other studies have found that females are more likely to attend
Voluntary Counselling and Testing (VCT) services and also they seek healthcare more
actively than males (Shisana et al., 2005; Shisana, 2014). Shisana et al., (2012) found that
low rates of males patients was accounted for by the fact that most women were
unemployed and able to collect ART from their hospital while males collected their
medication in their place of work, while some did not like the long queue, hence, avoided

consulting.
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Age

Regarding the age group of respondents, more than 41.8% were between the ages of 31-
45 years. This is consistent with other results that have showed a significantly higher
incidence of HIV in sexually-active people within this age group (Shisana et al., 2005). This
might further indicate that the adult population are more willing to check their HIV status
than the younger age groups. The current study also revealed that the same age group is
more highly infected by HIV than respondents of the other age groups. Other similarly
results were reported in Ethiopia (Negash & Ehlers, 2013). Additionally, Afolabi, ljadunola,
Fatusi, & Olasode, (2009) found that 40.1% of the respondents were aged 40 years and

below while 59.9 % were aged 40 years and above.
Marital status

The majority of respondents were single at 34.3%. This means that there are high rates of
infections among single people compared to married or widowed; single people are more
willingly to check and be aware of their HIV status and may be engaging in unprotected
sex with numerous partners (Shisana, 2004; Shisana et al., 2005; Peltzer et al., 2010).
Surprisingly, the second highest rates of respondents were married at 29.8%; for married

respondents, this could be the results of extramarital affairs (Kaiser et al., 2011).
Education

45.5% of the respondents for the current study had secondary level education. These
results correlate with other findings where 86.5% had at least secondary education (Choi
et al., 2016; Tran et al., 2013). Additionally, Peltzer et al., (2010) found that 61.9% of
respondents were in Grade 8 or informal education in a study conducted among HIV-

diagnosed patients in KwaZulu-Natal.
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Occupation

The majority in the current study 83.5% were unemployed; 10.4% were employed,
similarly (Lourdes et al., 2005) found 54% of respondents were unemployed and 66%
were unemployed and depressed due to their diagnosis. Correspondingly, 61.9% HIV-

diagnosed patients were unemployed and living in rural areas (Peltzer et al., 2010).
Religion

When it comes to religion it was found that the majority of 79.9% were Christians although,
people who are Christians and are living with HIV are perceived to be sinners and not
following the commandment of God (Isezuo & Onayemi, 2004; Mohamed, 2007; Zou et al.,

2009).

6.3. OBJECTIVE 1: PREVALENCE RATE OF ADHERENCE TO ART AMONG HIV AND

AIDS PATIENTS

Failure to respond to ARV therapy creates opportunities for transmission of ARV drug-
resistant strains of HIV, however it also makes HIV virus to progress to AIDS rapidly,
therefore it is important for HIV-diagnosed patients to adhere strictly to their ART (Quinn,
2000). It is of very Importance that HIV-diagnosed patients take their ART medicines
willingly in order to improve their health. The self-report regarding adherence showed
94.8% for the current study, similarly Mills et al., (2006) found 77%, of ART patients
attained the expected 95% level of adherence in 27 studies from 13 African countries;
Gesesew, Ward, Woldemichael, Mwanri, 2017 also find that 82% were adhering to ART;
Logie, et al., 2018 found that about 83% took their ART. Environmental setting was found
to be the basis for poor adherence. In low- and middle-income countries adherence is the
main problem due to many adversities and situational factors. The demand to take ART at

a proper time, correct dosage as instructed by the health care provider is critical to achieve
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the optimal adherence rate of 95% (Lima, Harrigan, Murray, Moore, Wood, Hogg, 2008).
Peltzer et al., (2010) also found that 84.5% adherence and 15.5% non- adherent of self-

reported from the patients.

The medical evidence of adherence in this study indicated a different picture. Baseline
information showed that 39.6% had <200c/mm3 CD4 count, 15.7% among patients aged
31-45; 10.5% accounted for patients with 200-350c/mm3 CD4 count while 28.4% had
>350c/mm3 CD4 count. Worryingly was the 21.6% of patients whose CD4 count was
unknown for reasons ranging from defaulting and missing medical appointments.
Furthermore, follow-up after 6 months indicated that 32.1% of patients’ CD4 count was
unknown; this is an increase from baseline which negatively implies that many of the
patients might have defaulted within the period of 6 months. Additionally, those whose
CD4count was 350c/mm3 declined to 21.6% as compared to 28.4% baseline, implying that

many patients still remained at the same level and some declined

Positive findings for the current study show that there was a slight improvement regarding
patients with <2000c/mm3 CD4 count account for 34.3% compared to 39.6% at baseline;
11.9% accounted for those whose CD4 count was 200-350c/mm3 as compared to 10.5%
at baseline; a slight improvement was also observed for CD4 count of <200c/mm3 (14.9%)
compared to 15.7% at baseline. This implies that there is slightly improvements for those
who adhere to ART. According to the HBM theory, patients are more likely to adhere to
their ART treatment if they see themselves susceptible to HIV and also after considering
the seriousness of their diagnosis and side effects of not taking their ART. Although to
those who do not perceive themselves vulnerable to HIV infection and not considering the
seriousness of their diagnosis, they do not adhere to ART (Jones & Bartlett, 2010). The

rate of adherence seems to fall short of the golden standard (95%) seemingly patients are
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aware of the implications on their health of not taking their medications, hence visible

efforts to adhere are found from various studies.

The CD4 is considered normal when it is between 500 to 1400c/mm3 and patients who have
<200c/mm3 CD4 counts are at risk of being infected by numerous infections which may lead
to death (Hogg, et al., 2001; Johnson et al., 2013). Similar findings where the CD4 counts of
respondents continued to decrease have been discussed (Braunstein et al., 2011; Ohene
& Forson, 2009; Tran et al., 2013). This implies that patients struggle to take ART as
prescribed. Similarly, Mountain et al., (2014) found that some patients had <200c/mm3 of
CD4 count at initiation of ART (Braunstein et al., 2011; Gesesew, Ward, Woldemichael,
Mwanri, 2017; Yu et al., 2018). In agreement with these earlier findings, studies conducted
in China and Kwazulu-Natal found that 84.5% of the respondents had CD4 counts which
was less than 350c/mm3 & 10% of the respondents had CD4 counts which was 350—
499c/mma3 respectively (Yu et al., 2018; Tang et al., 2017). In the beginning, CD4 count
was used to determine when and who must initiate ART, but randomised trials revealed
the importance and advantages of starting ART immediately after the diagnosis.
Nonetheless, CD4 count is the finest tool to assess the patient's immune system, the
likelihood of contracting other infections due to being susceptible, and the count makes it
possible for healthcare providers to inductively decide especially for those patients in more
advanced stages of HIV (Ford et al., 2017; Johnson et al., 2013). In the current study,
many patients still remain with CD4 count of <200c/mm3, meaning that most patients are
vulnerable to additional infections; this will result in higher rates of admissions in the
hospital which will continue to add a burden to the health sector for both government and

healthcare providers in terms of workload for medical and clinical staff.
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6.3.1 ART treatment and defaulting

The self-report about defaulting indicates that 22.4% of patients defaulted with 16.4%
being females and 6% males. Self-report for those patients who were not taking their

medication showed 5%, with 3% accounting for females and 2% for males.

Similarly, Gesesew, Ward, Woldemichael & Mwanri, (2017) found 2.9% males and 2.2%
females who were defaulters. The current study also illustrates that patients may not
always be truthful, because there is a high percentage of adherence level but the reported
defaults’ rate indicates a slightly higher number than expected based upon self-report.
Although most of the respondents reported taking ART findings also confirms that some
respondents defaulted which is a contradiction. SCT in correlation with HBM theories state
that behaviours can be learned and if approved or rewarded the possibilities are that such
behaviours will be more likely to be repeated in the future. Just like HIV-diagnosed patients
those who are experiencing difficulties when taking ART, are more likely to default as they
are not getting any good rewards when using them, and to those that values and
understand the importance and benefits of using ART, they will adhere (Bandura, 2011,

Lennerling & Forsberg, 2012).

However, there were some respondents who were defaulting when taking their ART, this is
an indication that respondents are not taking their ART adherently; they take when it suits
them perhaps; when feeling better they skip or quit for some time (Katz, 2013; Lourdes et
al., 2005). In support of the current study, 20% of women reported missing pills twice

(Claude et al., 2003).

6.3.2 Count of missed medical appointment

The majority of the respondents 76.1% did not miss any medical appointments.

Respondents who missed appointments 1-6 times accounted for 14.9%; 7.5% had missed
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appointments 7-12 times and the least 1.5% have missed appointments at least 13-19
times. Deribe, Hailekiros, Biadgilign, Amberbir & Beyene, (2008) reported that 8% had
missed two or more clinical medical appointments with their healthcare providers. HBM
theory states that when patients are accounting for the barriers or side effects and factors
such as stigma, discrimination and stigma occurs in relation to HIV diagnosis, they will
surely miss their medical appointments. When patients feel intimidated about the barriers,
they would want to avoid such in the lives, so in future they will taker ART treatment
adherently and will attend every medical appointment with the healthcare provider (Glanz
& Bishop; 2010; Tarkang & Zotor, 2015). Furthermore, cues for action will be to seek for
support from other people, disclosing one’s status so that people can be able to assist and

remind the time when a patients is supposed to take the ART.

6.3.3 Reasons for Missing Medical Appointment

Of all the respondents, only 19.4% missed their medical appointments while 80.6% did not
miss any medical appointment. Patients reported that they missed appointment for various
reasons; 19.4% had other commitments and the appointment was not at a convenient
time; 12.7% were feeling better and struggled to get transportation; 11.2% revealed that
the appointment was not with the healthcare provider of the patient’s choice; 9.7% were
too sick to attend the medical appointment. Based on HBM theory if patients perceive the
severity of the diagnosis they are more likely to develop any reason that will help to avoid
anything related to their diagnosis. However, if they do not perceive the seriousness of
their diagnosis and take it serious it is possible that they will miss medical appointments
with their healthcare providers (Groenewold, Bruijn & Bilsborrow, 2006; Jones & Bartlett,

2010).

The current study differs with findings from Tran et al., (2013) who reported that 21.5%
forgot about their appointments; only one female overslept. Hansana, (2013) on the

103

© University of Venda



)
o

&5 ) university of Venda
C

contrary, found a slightly higher rate of 62.2% of patients who forgot taking their ART
(Hansana, 2013); 33% reported that they were busy working (Tran et al., 2013). Similarly,
Tweya et al., 2018; Chesney, 2000; Chesney, Morin & Sherr, 2000; Chesney, 2003; and
Maskew et al., 2007 all found that some patients missed their appointment due to being
too sick, appointment was not scheduled with the healthcare provider of their choice, some
struggled with transportation while others were feeling better. Katz, 2013; Lourdes et al.,
2005 reported that patients also missed appointments because they were feeling better
and some decided to stop taking ART for some time. According to the HBM if a patient
does not perceive the seriousness of the diagnosis, s/he is more likely to take ART only
when ill, stopping to take medication when feeling better (Pender, Murdaugh & Parsons,

2011).

6.4 OBJECTIVE 2: MENTAL HEALTH OF PATIENTS DIAGNOSED WITH HIV
6.4.1 STAGES OF GRIEF

6.4.1.1 Denial

Participants emphasised that once they were informed of their diagnosis they denied their
status right away and had fears of how they were going to live and inform other people
within their inner circle. This correlates with the following findings wherein HIV-diagnosed
patients adopted strategies in order to deal with the diagnosis through denial, blaming
themselves, losing hope and giving up on the treatment (Russell & Seeley, 2010). The first
and common reaction to HIV diagnosis by HIV-diagnosed patients is denial; they become
shocked and surprised by their positive results, and also Isezuo & Onayemi (2004) found

that the rate of denial was 9.4% for the participants in their study.

In the current study participants were failing to accept their diagnosis and thought the

result were not theirs, others also thought it was a mistake. Méda et al., (2016) found that
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all participants felt bad immediately when informed about their diagnosis; they feared for
their lives and thought that living with HIV is a death sentence for them. According to SCT
theory, HIV-diagnosed patients choose to associates themselves with the actions that are
favourable to them at the time, as results of what they have observed and learned from
those whom have model their behaviour when living (Pastorelli & Regalia, 2001; Nabi,
Clark, 2008). In contrast Miller & Hays, (2000) found that some HIV-patients became angry
when they realised that the transfusion of the HIV virus was through blood, and they
eagerly ask for another blood test; this happens after they have had some time trying to
find the cause of their infection and then they become zealous to get tested again to

confirm again, even though, they have found out what had happen.
6.4.1.2 Anger

In this study it was revealed that participants were angry when they found out that they
were positive. Refusal to accept the diagnosis leads to failure in taking ART treatments
among HIV-diagnosed patients; hence, failure in accepting the diagnosis obviously has
negative consequences (Miller & Chang, 2002). According to Fitzgerald, Maxi, Marcelin,
Johnson & Pape, (2004) in their study they found that HIV-diagnosed patients require
logical explanation of the diseases and when such is not attained, unacceptable or
unavailable, they turn to other ways in which they can cope with disease in an effort to
better understand their diagnosis, rather than relying on ART treatment. Shanthi,
Damodharan & Priya, (2007) reported about a young woman who through her anger at
finding out that she was HIV positive, slept around with many man, having unprotected sex
with them. The current study revealed that anger among HIV diagnosed was mostly direct
towards the patients themselves when they think that their lives are going to change.
Isezuo & Onayemi, (2004) reported that 21.1% experienced anger that was preceded by

their reactions to the disclosure of their HIV positive status to loved ones. Patients 28.1%
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went through grief after being diagnosed. Anger also serve as negative though that

patients diagnosed with HIV imitates by being irrational towards their diagnosis.
6.4.1.3 Bargaining

In the present study, participants reported that they were blaming themselves for what had
happened and trying every way possible to change the situation by asking higher power to
change their circumstance. In support of the current study, DABDA Process of HIV/AIDS,
(2015) and Tanner, (2016) found that patients diagnosed with HIV turn to ask for
forgiveness from God and higher authority in order to lessen the pain and for
compensation for the cure to their diagnosis. The current study also found that HIV-
diagnosed patients had been asking themselves how they will face people and if people
will accept them with their diagnosis. In line with HBM theory, bargaining can cause HIV-
diagnosed patients to evaluate their benefits and barriers when living with HIV and the
susceptibility of becoming HIV positive; it is when they value themselves unsusceptible to
HIV that they bargain to higher powers, and are more likely to take ART treatment
(Groenewold, Bruijn & Bilsborrow, 2006; Jones & Bartlett, 2010). Crain, (2012) also found
that some people become more spiritual and holy and even engage in fasting so that their
situation may change and hope to alter what had happened in the past. Kremer, lronson &
Porr, (2009) reported that it is common for patients diagnosed with HIV to view HIV as life-
threatening disease, hence, to seek protection and strength from God and other higher
powers, however, in this study there were participants who had spent time blaming
themselves for the diagnosis, asking many questions about how other people will perceive
them with the diagnosis. These had happened to them as they did not see themselves
vulnerable and susceptible to HIV, believing in such they obviously had to deny their

status.
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6.4.1.4 Depression

Findings of the current study also revealed that when HIV diagnosed patients were going
through the stages of grief, they were depressed at some point. Confirming the findings,
depression worsens the life of HIV diagnosed patients and worsen the burdens of being
HIV positive; the health of patients deteriorate rapidly as a result. Bing et al., (2001) found
that depression is a chronic mental health issue that affects about 30% of HIV-diagnosed
patients. The way that patients perceive and their frame of core beliefs determined coping
mechanism and influences if one adheres strictly to ARV (McLeod, 2008; Corey, 2014).
Furthermore HBM theory posits that individual factors, such as the patient’s demographics,
social support, life style or mental health pre-determine how the patient perceives their
susceptibility to HIV or severity levels; those patients who perceive adherence as
beneficial are more likely to commit to follow ART strictly as instructed by the health care
providers because they will be motivated to take action through decision internally (the
courage to take medication) and externally (pill taking as prescribed) because they
perceive adherence as beneficial to their overall health. In the context of demographic
circumstances wherein a patients is surrounded by poverty, severity levels might be
perceived as threatening and negative, meaning that the patients are more likely to be
depressed and not engage themselves to adhere to ART because they do not see the
benefits of taking ART (Tarkang & Zotor, 2015; Pender, Murdaugh & Parsons, 2011). Do
et al., (2014) found that depression is three times higher in HIV-diagnosed patients than
other people in the general population, and also they found that many of the HIV-
diagnosed patients have experienced symptoms that are consistent with major depression
(New York State Department of Health, 2010). Heckman et al., (2018) reported persistent
symptoms of depressive symptoms among HIV-diagnosed patients after seeing a
therapist. This supports the finding that HIV-diagnosed patients are vulnerable to finding

themselves living a depressed life.
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6.4.1.5 Acceptance

In this study HIV-diagnosed patients reported their willingness to accept their diagnosis.
Similar findings to the current study report patients’ desire to volunteer for HIV counselling
which fosters acceptance that is preceded by preparation for good or bad news in VCT.
HIV counsellors seems to be key in providing support and counselling towards HIV
diagnosis, assuring patients that there is still life after diagnosis; this built hope for the
future within the patients and they accept the diagnosis (Horter et al., 2017; Jenness et al.,
2012). The encouragement and support received from the counsellors seems to be
helping HIV-diagnosed patients in accepting their diagnosis. According HBM theory, based
on the level of self-efficacy concept, HIV-diagnosed patients are more likely to be self-
sufficient when there are high levels of confidence in their ability to successfully perform a

behaviour; acceptance becomes an outcome.

If a patient sees him/herself negatively (I am going to die), view the world and/or others
negatively (people hate me because of my HIV status) and sees the future negatively (my
future is doomed) then acceptance is impossible; the patient will not commit to take ART
consistently because it is not perceived as beneficial (Tarkang & Zotor, 2015; Jones &
Bartlett, 2010). HIV-diagnosed patients will then make necessary decision that would have
good outcomes based on their behaviors, in order to improve health and strengthen
immune system. Acceptance of the diagnosis and disclosure are linked to HIV care;
disclosure enables closure, to receive support and assurance from other people and hope

for the future (Nakigozi et al., 2013).
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6.4.2 PSYCHOLOGICAL FACTORS
6.4.2.1 Stress

Leserman, (2008) maintains that stress is associated with an increased level of CD4 count
and HIV mortality rate; there is a strong association between HIV and stress (Leserman,
2008). In the current study participants were stressed when they thought of the future and
the conception was that an HIV status is associated with death. Similarly, findings revealed
that participants were suicidal and others attempted suicide because they felt
hopelessness, depressed and had the desire to escape the pain and were stressed
(Courtenay, Wolitsk, Parsons & Gomez, 2006). Considering SCT theory stress is also
associated mostly especially to those whom don’t see themselves susceptible to HIV
diagnosis, in this way they won’t accept their diagnosis which will make them over their

diagnosis (Pastorelli & Regalia, 2001; Nabi, Clark, 2008).
6.4.2.2 Major Depression

In the current study participants alluded to being depressed, feeling alienated and were
thinking a lot about their diagnosis. Post-HIV diagnosis patients also indicated that suicidal
thought flooded their thoughts. The finding is consistent with Thai, Jones, Harris & Heard,
(2016) who maintain that 31% of HIV-diagnosed patients have been identified by
psychiatrists as experiencing depression after HIV diagnosis. Olley, Seedat, Nei & Stein,
(2004) and Kaminer, Stein, Mbanga & Zungu-Dirwayi, (2001) found that women living with
HIV are more likely to have a lifetime of major depression as compared to men. Similar,
studies found significant association between the development of depression and HIV

diagnosis (Niu et al., 2016; Liu et al., 2013; Wanga et al., 2017).

According to HBM, HIV-diagnosed patients develop negative thoughts about themselves

and other people and the world, leading to a depressed mood (Glanz & Bishop; 2010;
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Tarkang & Zotor, 2015). Factors like unemployment and poverty among HIV-diagnosed
patients cause depression in addition to the symptoms brought along by the diagnosis

(Allavena et al., 2016; Kanmogne et al., 2017).
6.4.2.3 Anxiety

The current study revealed that HIV-diagnosed patients experience anxiety; the worry was
based upon anticipated failure to accomplish personal dreams because of the diagnosis.
In support of the current findings, functional social support, psychological capital, and
depressive and anxiety symptoms among people living with HIV/AIDS, 45.6% participants
had experienced anxiety symptoms (Liu, Pang, Sun, Qu, Lu & Wang, 2013; Méda et al.,
2016). Women were identified as being more emotional when it comes to reacting to sad
news concerning their healthcare than men (Kaharuza et al., 2006). Validating the findings
of this study, Evangeli & Wroe, (2017) reported that anxiety among participants was due to
the concerns relating to disclosure to loved ones. Similar to what had been found in the
current study, HIV-diagnosed patients were worried about how they will disclose their
status and how life might change. Studies found significant association between the
development of anxiety and HIV diagnosed patients (Niu et al., 2016; Liu et al., 2013;

Wanga et al., 2017).

SCT theory application to HIV-diagnosed patients takes a stance about the outcome
expectation, modelling behaviour and the use of observational learning to adjust
behaviour, therefore if a patient sees others who are HIV positive coping, he/she is more
likely to learn through observation or model the behaviours of other for a positive outcome.
Health care providers can also serve to provide a positive reinforcement when patients are
adhering to ART, through encouragement and acknowledgement of those who are
consistent, others may observe and learn positive behaviours (Bandura, Caprara,

Barbaranelli, Pastorelli & Regalia, 2001; Nabi, Clark, 2008). HBM theory application to
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HIV-diagnosed patients maintain that a negative attitude towards ART can provoke
worrying about the side effects of using ART medication, and in turn patients are more
likely to default in taking ART (Scarinci, Bandura, Hidalgo & Cherrington, 2012). Sharing
one’s HIV diagnosis opens up a canister of dysfunctionality within the families and patients
are certainly not ready for that. Tesfaw et al., (2016) reported that 34% of people living
with HIV were experiencing anxiety and divorced participants were more likely to suffer
from anxiety than married participants due to lack of companionship. Patients diagnosed
with HIV and who have anxiety problems struggle to adhere to treatment (Tao et al., 2017;

Crain, 2012).
6.4.3 PERSONAL FACTORS
6.4.3.1 Mistrust

In this study HIV-diagnosed patients lacked trust in the healthcare providers when they
were informed about their diagnosis; some even went for another HIV test as a way of
confirming the results to find out if they were true. The findings of the current study also
correlate with Stern et al., (2017) who found that participants took two additional HIV tests
to confirm and by consulting two different doctors or hospitals. Furthermore, SCT state that
cognition can be determined by the behaviour and through observation which may mean
that patients have vicariously learned their mistrust issues from other people who act as
role model and in turn are modelling certain behaviours (Nabi, Clark, 2008). Interaction

with the environment can also influence how patients will act towards healthcare providers.

In agreement with the current findings, Bogart & Thorburn, (2005) and Newman et al.,
(2004) found that mistrust in the healthcare providers appears to be a worldwide problem
among HIV-diagnosed patients. Zukoski & Thorburn, (2009) had different findings wherein

participants complained about mistreatments from the healthcare providers, such as being
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guestioned in an intrusive way and given rude treatment such that participants find it

difficult to trust the medication provided by such healthcare providers.
6.4.3.2 Shame

The current study also revealed that HIV-diagnosed patients feel ashamed of their
diagnosis, thus decreases the level of disclose afterwards. Bennett, Traub, Mace,
Juarascio, & O’Hayer, (2016) reported that shame makes HIV-diagnosed people to feel
uncomfortable with the diagnosis and they surely struggle to adjust to living with HIV. Ho &
Goh, (2017) report that some people, when they were diagnosed with HIV felt ashamed of
themselves and also felt that they are shaming their family and have brought humiliation to
their loved ones. Regarding the SCT theory, the HIV-diagnosed may feel ashamed of
themselves after diagnosis because many have observed that HIV people receive
negative reinforcement from significant others and the society (Scott & Freeman, 2010).
People living with HIV encounter difficulties when trying to maintain a positive perception

(Earnshaw, Smith, Chaudoir, Amico & Copenhaver, 2013; Lewis, 2003).
6.4.4 SOCIAL FACTORS
6.4.4.1 Stigma

In the present study it was found that HIV diagnosed patients had experienced stigma in
relation with their diagnosis. There is a lot of stigma that is diverted towards HIV-
diagnosed patients in the workplace and communities, and this furthers lead to
discontinuation in taking ART by the patients (Stuber, Meyer & Link, 2008). Consistent
with the current study there is a high rate of HIV-related stigma among HIV diagnosed
women and this can easily lead to depression; HIV related stigma seem to co-exist
simultaneously with depression (Logie, James, Tharao & Loutfy, 2013). SCT theory’s

reinforcement concept can help in giving an understanding in this way that the behaviour
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of HIV-diagnosed patients is influenced by the environment. |If patients are receiving
negative feedback from the people that surround them (health care providers, significant
others, community), they are more likely to distance themselves from those people and as
a result when a person is stigmatised, this provokes anxiety and depression because
many isolate themselves to avoid experiencing the negative view that others display when
interacting in a social setting (Lennerling & Forsberg, 2012; Scott & Freeman, 2010;
Simelela, Venter, Pillay & Barron, 2015). In relation to HBM theory, stigma would also
serve as barrier to HIV-diagnosed patients taking their ART treatment, since HIV
distinguishes those who are living with the diagnosis from other uninfected individual within
the communities (Pender, Murdaugh & Parsons, 2011). Rangarajan et al., (2014) found

that 41% of HIV-diagnosed patients fear stigma from their community.
6.4.4.2 Discrimination

The current study also found that patients diagnosed with HIV were discriminated against
by the community. It was found those HIV-diagnosed patients were being discriminated
and were treated like foreigners in their own community. Confirming our findings, Parker &
Aggleton, (2003) found that 71% of the participants reported that they perceived
discrimination in relation to their diagnosis from the community people and other people
from the society; they also highlighted that they felt afraid (Simbayi, Kalichman, Jooste,
Cherry, Mfecane & Cain, 2005). The participants in the current study also noted that
people gossiped about them in the hospital and in the community. Some people believe
that people with HIV should not be allowed to work, sell and buy from the shops since they
are not capable of doing such, due to the diagnosis (Parker & Aggleton, 2003). Bogart et
al., (2013) reported that those who reported being discriminated against are associated

with presentation of more symptoms of HIV.
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6.5 Chapter Summary

In this chapter the research had discussed the findings of the study in relation to other
studies and the literature. The findings were discussed in support of our current findings,

using the SCT and HBM theories.
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CHAPTER SEVEN: INTRODUCTION, SUMMATION, STRENGTH, LIMITATIONS,

RECOMMENDATIONS, CONTRIBUTION AND CONCLUSION

7.1 Introduction

The aim of the study was to investigate adherence and mental health of HIV-diagnosed
patients on ART at Donald Fraser Hospital in Vhembe district, South Africa. The study
attempted to determine the adherence level of HIV-diagnosed patients on ART using self-
report strategy and patients files by extracting information regarding each patient's CD4
count as the researcher explored the mental health of the patients taking ART. The Social
Cognitive Theory and the Health Belief Model were utilised as theortical framework for this
study. This chapter presents the limitations recommendations and conclusions based on

the findings of the current study.
7.2 Summation of the Study

Chapter one provided an introduction and background of the study. A research case was
built on ‘why’ the need for a study that investigates adherence and mental health.
HIV/AIDS is a burden worldwide and 95% adherence levels is mandatory in order to
achieve optimal wellbeing. Adherence is therefore central to the management of HIV and
exploring mental health is critical because good health goes with positive mental health
and the demand of adherence necessitates research to investigate adherence and mental

health of patients on ART who are living with HIV.

Chapter two of the dissertation provided details regarding the three theoretical framework

utilised in this study, namely, Social Cognitive Theory and the Health Belief Model.

Chapter three captured the review of the past and present literature that was available and

relevant to ART adherence by patients. Studies done on adherence showed adherence
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level ranging between 53% and 97.2% worldwide, 75% to 100% internationally and in
South Africa it is 50% to 80% (Simelela et al., 2015; Myer et al., 2008; UNAIDS, 2017,
Beer & Skarbinski, 2015). Research evidence shows that patients diagnosed with HIV are
faced with various mental health issues because of the nature and chronicity of HIV. The
researcher explained both adherence and mental health in conjunction with various

studies done internationally, nationally and regionally.

Chapter four, a description of the two methods (mixed method) that were used in the
collection of the data, was given. The study was conducted through the use of both the
guantitative and qualitative research designs, divided into two phases. Phase 1 used a
questionnaire, patients’ files and statistics to analyse the data. In Phase 2, voice-recorded
face-to-face interviews and field notes were used to obtain the qualitative data and ATLAS

ti was used for analysis.
Chapter five presented both quantitative and qualitative results.

Chapter six presented a discussion of the finding on the basis of study objectives in

conjunction with previous studies, integrating the theoretical framework.

Chapter seven presents the study summary, limitations, recommendations, strengths of

the study and concluding remarks.
7.3 Strength of the Study

The first strength of this study is in its approach of mixed methods wherein both
guantitative and qualitative approach were utilised. The current study has brought forward
valuable contribution regarding knowledge especially the aspect of mental health of
patients who are on ART. It is also interesting that self-report of adherence seems to
misrepresent the actual levels of adherence, therefore, future studies must consider other

ways to assess and report on adherence.
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The second strength is that this is the first study that looked at adherence and mental

health at Donald Fraser. This study is the first to the researcher’s knowledge.

The third strength is that the current study taps information from people who are living with

HIV, hence, the source of information is relevant and holds power.

The fourth strength is that the results of this study can be generalised to all patients whose

origin is Venda, living in rural area with similar characteristics as the current study.
7.4 Limitations of the Study

The first limitation to both phases was the representation of ethnic groups and race. The
sample might not have been representative of the entire population in Limpopo Province,
which impacts the generalisation of the results and the possible inferences that could be
made regarding the entire population (Salkind, 2012). People who consult at Donald
Fraser Hospital are dominantly Venda speaking, and Limpopo Province has various ethnic
groups which were not represented in this study, therefore, the results cannot be

generalised to other ethnic groups.

The findings of this study must be interpreted in the light of its limitations. The study was
only conducted at only one hospital in Vhembe District, Limpopo Province it may not be

generalized to the country as a whole.

The second limitation is that the current study did not explore all other factors that
influence adherence, prior HIV diagnosis, such as being bereaved or losing loved ones
and other psychosocial stressors; the focus was more on adherence and the mental health

after HIV diagnosis.
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Thirdly, the use of convenience sampling in phase 2 (qualitative) to select the participants
limited the opportunity to interview patients in different categories, for example, defaulters

or those who are adhering.

Fourthly, responses that were given by people are more prospective to be the same or
repetitive as people were being interviewed at different times in qualitative data and they
were usually collected for the same waiting area so it's possible that they may have

shared the information among themselves.

Fifthly, there was a limited use of the theoretical framework with regard to the deductive
nature of the phase 2 (qualitative) analysis; the theories do not properly describe phase 2

(qualitative) findings to the core.

And lastly there was also lack of examination when it comes to the examination of other
comorbid diseases that people are likely to experience while living with HIV diagnosis such
as Diabetes Mellitus, Cardiovascular disease (CVD, e.g. hypertension), Respiratory

diseases and etc.
7.5 Recommendations

Objective 1: Prevalence rate of adherence to ART among HIV and AIDS patients

Patients strengthening and monitoring measures should be enhanced to encourage
patients to take their ART treatment faithfully. Patient’s follow-up must be strategic
wherein healthcare care providers can give counselling to the HIV-diagnosed patients in
their monthly sessions when they receive their ART. The counselling should focus more on
taking ART adherently, avoiding defaulting, avoiding missing medical appointments,
patients becoming mindful of their CD-4 counts and their meanings, although, this will

require a lot of time and dedication to do such for each diagnosed patients.
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Considering the reasons for missed appointments, it is important that the system in the
Department of Health allows the patients to comment about follow-up. In this current study,
many of the patients who missed their appointment indicated that the appointment was not
at a convenient time, therefore, it will be beneficial if the system can give an opportunity for
patients to indicate if they will be able to make it in order to allocate dates that are
convenient to the patient. Defaulting has far-reaching consequences to the wellbeing of
the patient. Patients can share with their healthcare providers days on which they will be
absent so that if possible appropriate dates can be set in agreement with all of them; the

patients will then be present for their medical appointments.

The government must increase implementing tailor-made programmes to the rural areas in
order to improve the knowledge and understanding of adherence, among HIV diagnosed
patients. And also it will be good when they continue to hand out this information through
books, brochures pamphlets and any materials that are capable of advertising so that they
can distribute information about the importance of taking ART, having an increased CD4

count together with an indictable viral load in order to live a healthy life.

Government policies must strengthen matters regarding adherence because it is critical for
optimal health. Efforts like community-clubs that have been started to strategically meet
with HIV-diagnosed patients after every two months is a good initiative. Efforts must be
increased on the promotion of family and community support for the HIV-diagnosed

patients.

Department of health is accountable to ensure that healthcare providers initiate good
communication with the patients; the ratio of health care workers and patients is still a
challenge in South Africa. The quality of service is also dependant on the ratio between
the two, therefore the Government has a mandate to ensure that the people have basic

necessities to improve health. Training, refresher workshops, debriefing for health care
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providers might help to enhance an already strained system. The Department of Health
and Social development should consider implementing mandatory programmes for all HIV-
diagnosed patients, to equip them with the psychological skills needed to cope with the

demands of adherence.
Objective 2: Mental health of patients diagnosed with HIV

The current study revealed that there are various mental health issues that HIV-diagnosed
patients on ART experience following the diagnosis. Additionally, living with HIV brings an
emotional demand on the patient; ART requires a commitment that is lifelong. On the basis

of the above, these recommendations are made:

Patients must get more counselling from the nurses, lay counsellors and most importantly
from professional registered counsellor or psychologist, for them to become aware of
some of mental health issues that may interfere with their diagnosis. Given the fact that
grief was major factor in this study, it is also advisable that during pre- and post-

counselling, patients should be taught more about the stages of grief after HIV diagnosis.

Community awareness campaigns must be strengthened to address issues such as the
stigma and discrimination that are directed towards HIV-diagnosed patients as this affects
patients in the taking of their ART treatment. There should be talks within the community
members to clarify the impact of stigma and HIV-related information to unify communities.
The community people can also help by supporting individuals living with HIV as it will

enhance them in living healthily and be able to encounter mental health issues.

The healthcare provide must during the pre and post counselling shed some lights to
participant regarding the mental health issues that they most likely can experience such as
grief and depression. This will help patients to have an exposure even of the predicament

about such mental health before their diagnosis.
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The government initiative for community support groups might enhance openness.
Patients must be encouraged to disclose their HIV status to their loved ones, friends and
family to avoid mental health issues such as shame, mistrust, grief, stigma and
depression. Further improving the workshops teaching healthcare providers about the
mental health issues of HIV-diagnosed patients; it should increase their knowledge on how
they can help and encourage HIV-diagnosed patients. It is also advisable that the
government should not be more focused on the physical features that are presented by
HIV and it is recommended that mental health must also be prioritised given the rates of
suicide, depression and anxiety in the country. Psychologists are relevant to ensure that

those experiencing psychosocial stress get the necessary help.
Recommendations for future research

It is recommended that future research on this subject recruit diverse ethnic groups to be
able to generalise the results to a larger population. Since the current study only involved a
single ethnic group (VhaVenda), and therefore the results cannot be generalised to the

entire population in Limpopo Province, South Africa.

In order to better understand the effects of multiple environmental risk factors on HIV-
diagnosed patients, a holistic, multidisciplinary and multilevel approach is needed that
encompasses the complex interactions between the biological, physical, and psychosocial
factors impacting patients’ developmental outcomes. Such an understanding will allow

researchers to effectively intervene.

Finally, future research can be directed towards investigating the effectiveness of
programmes that could be used to promote and increase adherence. The need for

interventions that will increase the potential for optimal adherence is critical.

121

© University of Venda



7S
>

) (o

,
L

Universy of venda
7.6 Contribution of the Study

The findings of this study will contribute to the body of existing knowledge in the field of
health, wellbeing and community psychology. Further, the results have generated some
thoughts regarding the assessment of adherence levels and the mental health status of
those living with HIV/AIDS. It is believed that this study provides relevant knowledge to

patients, health care providers and policy makers.
7.7 Conclusion

The current study found that there is 94.8% of adherence among HIV diagnosed patients
which was suboptimal, 22.4% of patients defaulted treatment so their CD4 counts
decreased after 6 months of ART initiation. The findings also revealed that patients
experience various mental health issues such as grief (denial, anger, bargaining,
depression and acceptance), stress, major depression, anxiety, mistrust, shame, stigma
and discrimination showing the many adversities surrounding a positive HIV result.
Recommendations were made to strengthen programmes that will enhance support to

HIV-diagnosed patients in order to lessen the burden of ART adherence.
7.8 Chapter Summary

This chapter had a brief introduction, the summary of the chapters from chapter one to six,
areas in which the study was limited, the strength including the recommendation based on
the results within each objective. The contribution of this findings and conclusion were also

made.
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9. APPENDICES

APPENDIX 1: INFORMATION SHEET

My name is Manenzhe Tovhowani. | am studying Master of Arts at the University of
Venda. | am conducting research as part of my degree and | am inviting you to take part in
this research project. My research topic aims on investigating the adherence and mental
health of HIV-diagnosed patients on antiretroviral therapy in Vhembe district, Limpopo

Province.

In this study, you will be asked a few questions relating to the topic of the study. The time
estimated for completing the questionnaire is 30 to 45 minutes. The data collected will be
kept safe in a locked cabinet and destroyed after a period of five years. The information
obtained from you will be kept confidentially and your identity will not be traceable or

revealed.

There is no potential risk involved in your participation in this study. You will be protected
when you participate in this study. After your participation, the researcher will ask you to
explain and share your experiences regarding your participation in this study, and if ever
you have been affected psychological, you will be referred to the clinical psychologist

onsite at Donald Fraser Hospital for further psychological intervention.

You will not be discriminated in any way through your participation in this study. And you
are free to ask the researcher where you do not understand, for clarity. You are free to
withdraw at any time if you feel without giving a reason. Your choice to withdraw from the

study will not affect you in any way. Your participation in this study is completely voluntary.

Should you have any question or in need of any information regarding the study, feel free

to contact me on the following email: tovhowanimananzhe@gmail.com. If you would like to
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report any problems or complaints that you have with regard to any part of the research

process you can also contact my supervisor: Dr. A. Maphula on 015 962 8341.

Kind regards

Manenzhe Tovhowani

(Researcher)
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APPENDIX 1: INFORMATION SHEET (Tshivenda Version)

Dzina langa ndipfi Manenzhe Tovhowani. Ndi khou gudela Master Of Arts gudedzeni la
ntha la University ya Venda. Ndi khou ita thodisiso sa tshipida tsha ngudo dzanga ndi khou
vha ramba uri vhavhe tshipida tsha thodisiso idzi. Tshipikwa tsha thodisiso idzi ndi ‘u shela
mulenzhe kha thandela ya u sedza kunwele kwa mishonga na mutakalo wa muhumbulo
kha vhathu vhane vhatshila na tshitzhili tsha HIV vhatshi dzhia mishonga kha tshitirikini

tsha Vhembe, Limpopo Province.

Kha thodisiso iyi, vhado vhudzisiwa dzimbudziso dzo vhalaho dzitshi tumana na thoho ya
thodisiso. Tshifhinga tsho lavhelewaho u fhindula dzimbudziso ndi ubva kha mitheto ya
fumi tharu (30) u swika kha mithetho ya fu ina thanu (45). Mafhungo ane ado
kuvhanganyiwa kha thodisiso iyi ado valeliwa kha cabinet nahone ado tshinyadziwa nga
murahu ha minwaha mitanu. Mafhungo ane ado kuvhanganyiwa ubva kha vhone ado vha
tshiphirini nahone madzina avho hanga do bviselwa khagala na u ri hanga do kona u

tevhelea.

Ahuna masiandaitwa ane avha hone ngakha u dzhenelela havho kha thodisiso idzi.
Vhadovha vho tsireledzea nga khau dzhenelela havho kha thodisiso idzi. Nga murahu ha
u fhindula dzimbudziso, vhado vhudziswa nga mutodisisi uri vha ambe ngaha vhudipfi
havho nga kha u dzhenelela havho kha thodisiso idzi, honeha arali hovha na tshinyalelo
kha kuhumbelele kwavho vhado isiwa kha clinical psychologist hanefha Donald Fraser

Hospital u itela uri vha toliwe muhumbulo wavho.

Ahungavhi na khethululo ngakha masia othe ngakha u dzhenelela havho kha thodisiso
idzi. Nahone vho tendeliwa u vhudzisa mutodisisi hune vhasi pfesese hone, uri vha bvele
khagala. Vho fholowa uri vhanga kona u litsha thodisiso tshifhinga tshinwe na tshinwe, vha
songo nea tshiitisi. U litsha ndowe ndowe yavho kha u dzhenelela kha thodisiso iyi

ahungavhi na vhukwamani navho. U dzhenelela havho kha thodisiso idzi ndi u volunthia.
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Vhangavha na inwe mbudziso kana vhatshi toda manwe mafhungo zwitshi tumana na

thodisiso khavha fholowe u nkwama kha email heyi tovhowanimananzhe@gmail.com.

Arali vhatshi toda unga fhirisa inwe thaidzo kana vhunwe vhudipfi hune vhavha naho,
zwitshi tumana na thodisiso idzi vhanga kwamana na mulanguli muhulwane kha nne

(supervisor): Dr Maphula kha nomboro dzitevhelaho 015 962 8341.

Wavho Munwaleli

Manenzhe Tovhowani

(Mutodisisi)
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APPENDIX 2A: PARTICIPANT CONSENT LETTER AND FORM

Department of Psychology
University of Venda
Private Bag X5050
Thohoyandou

0950

Date

Dear Participant

Thank you for showing interest in this study that focuses on investigating adherence to
antiretroviral therapy and mental health of HIV-diagnosed patients in Vhembe District,
Limpopo Province. | am requesting you to participate in this study; you will be asked
guestions focusing on the aim of the study and some of the information will be recorded
from your medical file. The time estimated for completing the questionnaire is 30 to 45
minutes. The data collected will be kept safe in a locked cabinet and destroyed after a
period of five years. The information obtained from you will be kept confidentially and your

identity will not be traceable or revealed.

There is no potential risk involved in your participation in this study, you will be protected.
After your participation, the researcher will ask you to explain and share your experiences
regarding your participation in this study, and if ever you have been affected psychological,
you will be referred to the clinical psychologist onsite at Donald Fraser Hospital. You will

not be discriminated in any and you are free to ask the researcher where you do not
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understand, for clarity. You are free to withdraw at any time without giving reasons. Your

participation in this study is completely voluntary.

Please answer all the questions as honestly as possible. Your participation in this research

is very important. Thank you for your time and cooperation.

Yours Truly
Manenzhe T. (Masters Student) Date
Dr A. Maphula (Supervisor) Date
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APPENDIX 2A: PARTICIPANT CONSENT LETTER AND FORM (Tshivenda Version)

Department of Psychology
University of Venda
Private Bag X5050
Thohoyandou

0950

Date

Aal

Ndi a livhuwa u sumbedzwa u takalela havho kha ‘u shela mulenzhe kha thandela ya u
sedza kunwele kwa mishonga na mutakalo wa muhumbulo kha vhathu vhane vhatshila na
tshitzhili tsha HIV vhatshi dzhia mishonga kha tshitirikini tsha Vhembe, Limpopo Province.
Ndi khou vha humbela uri vha dzhenelele kha thodisiso idzi, vhado vhudziswa mbudziso
dzo livhana na ndivho ya thodisiso, manwe a mafhungo ado todiwa ubva kha faila yavho
ya mutakalo. Tshifhinga tsho lavhelewaho u fhindula dzimbudziso ndi ubva kha mitheto ya
fumi tharu (30) u swika kha mithetho ya fu ina thanu (45). Mafhungo ane ado
kuvhanganyiwa kha thodisiso iyi ado valeliwa kha cabinet nahone ado tshinyadziwa nga
murahu ha minwaha mitanu. Mafhungo ane ado kuvhanganyiwa ubva kha vhone ado vha
tshiphirini nahone madzina avho hanga do bviselwa khagala na u ri hanga do kona u

tevhelea.

Ahungavhi na khethululo ngakha masia othe ngakha u dzhenelela havho kha thodisiso
idzi, vhadovha vho tsireledzea. Nga murahu ha u fhindula mbudziso, vhado vhudzisa uri

vha ambe ngaha vhudipfi kha u dzhenelela havho kha thodisiso idzi, honeha arali hovha
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na tshinyalelo kha kuhumbelele kwavho vhado isiwa kha clinical psychologist hanefha
sibadela Donald Fraser u itela uri vha toliwe muhumbulo wavho. Ahungavhi na khethululo
ngakha masia othe ngakha u dzhenelela havho kha thodisiso idzi. Ndi a pfesesa u ri ndi
nga litsha u dzhenelela kha idzi thodisiso tshifhinga tshinwe na tshinwe arali ndi sa tsha
takalela na uri tsheo eyo | nga si ntsie ndi na masiandaitwa a si avhudi. Ndi a pfesesa uri
mushumo wa idzi thodisiso zwingasi vhe na vhukwamani na dzina langa, tshiiomo tsha
mutakalo wanga na mafhungo e nda amba anga si bviswelwe khagala. U dzhenelela

havho kha thodisiso idzi ndi u volunthia.

Ndi humbele uri vha fhindule mbudziso hedzi nga u fhulufhedzea, u dzhenelela havho kha
thodisiso idzi, ndi zwa ndeme kana vhuthogwa nga maanda. Ndi livhuwa tshifthinga

tshavho na tshumisano yavho.

Wavho Munwaleli

Manenzhe T. (Masters Student) Duvha

Dr A. Maphula (Supervisor) Duvha
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APPENDIX 2B: INFORMED CONSENT TO BE SIGNED BY PARTICIPANT

I (Full names) hereby

agree to participate in this study which aims to investigating adherence to antiretroviral
therapy and mental health of HIV-diagnosed patients in Vhembe District, Limpopo

Province.

| confirm that | have been informed by the researcher of the aim and nature of this study. |
am interested in participating in this study. | am aware that the results of the study
including personal details regarding my age and diagnosis will be anonymously processed
into the report. Privacy and confidentiality will be ensured. | acknowledge that participation
is voluntary and | have the right to withdraw from participating at any time, without any

prejudice. And | also have the right to ask for clarity where | do not understand.

Signature of Interviewee Date
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APPENDIX 2B: INFORMED CONSENT TO BE SIGNED BY PARTICIPANT(Tshivenda

Version)

Fomo ya thendelo

Nne (Madzina othe) ndi

khou tenda u shela mulenzhe kha “thandela yau sedza kunwele kwa mishonga na
mutakalo wa muhumbulo kha vhathu vhane vhatshila na tshitzhili tsha HIV vhatshi dzhia

mishonga kha tshitirikini tsha Vhembe, Limpopo Province.

Ndi kho khwathisedza uri ndo divhadzwa nga vhudalo nga ha mushumo na ndivho ya idzi
thodisiso. Ndi a pfesesa u ri ndi nga litsha u dzhenelela kha idzi thodisiso tshifhinga
tshinwe na tshinwe arali ndi sa tsha takalela na uri tsheo eyo | nga si ntsie ndi na
masiandaitwa a si avhudi. Ndi a pfesesa uri mushumo wa idzi thodisiso zwingasi vhe na
kwamani na dzina langa, tshiiomo tsha mutakalo wanga na mafhungo e nda amba zwi nga
si bviswelwe khagala. Muthodisisi udo zwiita zwa ndeme uri phindulo dzavho dza
vhudavhidzani dzi do vha tshiphirini. Mutodisisi udo lingedza u sa kwamanya na
dziphindulo dzavho kana u bvisela khagala dzina lavho sa mudzheneleli wa idzi thodisiso.
Ndi dovha nda tendelana na la uri ndina ndugelo yau vhudzisa hune ndasa pfesese uri ndi

bvele khagala tshothe.

Tsaino Duvha
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APPENDIX 3: CENTRAL QUESTIONS

Age:

Gender:

1. When were you diagnosed HIV positive?
2. When did you start taking your ARVs?

3. What are the mental health issues you have been faced with since this diagnosis?
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APPENDIX 3: CENTRAL QUESTIONS (Tshivenda Version)

Minwaha:
Mbeu:

1. Vho divha lini ngaha tshiimo tshavho?
2. Vho thoma lini u dzhia dzi ARV?
3. Ndi u khakhisea hufhio ho bvelelaho kha mutakalo wavho wa muhumbulo nga

murahu ha divha tshiiomo tshavho tsha mutakalo?
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APPENDIX 4: QUESTIONNAIRE

| highly appreciate your willingness to participate in this study. The purpose of the study is
to investigate adherence to antiretroviral therapy and mental health of HIV-diagnosed
patients in Vhembe District, Limpopo Province. You are requested to provide honest
responses on the questions listed below. You responses are useful and will be kept
confidential. It will only take about 30-45 minutes to respond to the questionnaire. Feel free

to ask me if there is anything that you don’t understand.

Please tick using a cross (X) in the appropriate box.

SECTION 1: DEMOGRAPHIC INFORMATION

1.1. Gender

1 | Male 2 | Female

1.2. Age

1 |18to 30 2 | 31to 45 3 |46to55 4 | 56 to 65

1.3. Marital status

1 | Single 2 | Married 3 | Widowed 4 | Divorced

1.4. Highest education level
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1 | No education 2 | Primary 3 | Secondary |4 | Matric 5 | Tertiary

1.5. Occupation

1 | Unemployed 2 | Employed 3 | Student 4 | Employed &
Studying

1.6. Religion

1 |Islam 2 | Hinduisim 3 | Judaisim 4 | Christianity | 5 | Tradition

SECTION 2: ART ADHERENCE

2.1. What was the baseline CD4 count at the time of ART initiation?

<200c/mm3 200-350c/mm3 >350c/mm3 Unknown

1 2 3 4

2.2. What is the latest CD4 count after at least 6 months of treatment?

<200c/mm3 200-350c/mm3 >350c/mm3 Unknown

1 2 3 4

2.3. Are you currently taking any antiretroviral medicines?
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1 YES

2 NO

2.4. Have you ever defaulted since you started on medication?

1 YES

2 NO

2.5. Because of the barriers to care and other reasons, people often find it hard to keep all
of their medical appointments and sometimes miss appointments. Have you missed an

appointment with a doctor, nurse, or other health care provider for HIV medical care?

1 YES

2 NO

2.6. How many times did you miss your medical appointment?

1. 1-6 times

2.7-12 times

3. 13-19 times

4. None

2.7. Please say whether each reason has been true for you as a reason for missing

appointments in the past six months:

1. | forgot about the appointment 1. Yes
2. No
2.1 overslept 1. Yes
2. No
186
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3.The appointment was not at a convenient time for me 1. Yes
2. No

4. | had other commitments 1. Yes
2. No

5.1 was too sick to attend 1. Yes
2. No

6.The appointment was not with the health care provider of | 1. Yes

my choice 2. No

7.1 could not get transportation 1. Yes
2. No

8. | was feeling better so did not go 1. Yes
2. No

9.1 was in the hospital at the time 1. Yes
2. No
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APPENDIX 4: QUESTIONNAIRE (Tshivenda Version)

Ndi livhuwa udi dina havho uri vha dzhenelela kha thoduluso heyi “Yau sedza kunwele kwa
mishonga na mutakalo wa muhumbulo kha vhathu vhane vhatshila na tshitzhili tsha HIV
vhatshi dzhia mishonga kha tshitirikini tsha Vhembe, Limpopo Province. Vhakho humbeliwa
uri vha fhindule ngoho kha dzi mbudziso dzire afho fhasi, ndi tama vhatshi pfesesa uri
phindulo dzavho dzothe ndidza ndeme na uri dzido vha tshiphiri. Ndi humbela vha kondelele,
vhunga zwitshi do dzhia mithethe | linganaho 30-45 u fhindula hedzi mbudziso. Ndi humbela

vha songo ofha u vhudzisa musi vhasa pfesesi.

Vha humbeliwa vha vhee tshifhambano ho teaho kha phindulo yavho (X).

SECTION 1: ZWI DODOMBEDZWA ZWA VHUNE

1.1. Mbeu

1 | Munna 2 | Mufumakadzi

1.2. Minwaha

1 |18to 30 2 | 31to 45 3 | 46to 55 4 | 56 to 65

1.3. Tshiimo tsha mbingano

1 | Uethe 2 | O vhingwa 3 | Tshilikadzi 4 | Talano

1.4. Ngudo dza nthesa
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1 | Athongo funzea | 2 | Primary 3 | Secondary |4 | Matric 5 | Tertiary

1.5. Mushumo

1 | Thongo 2 | Ndo Ndi 4 | Ndo tholiwa nda dovha
tholiwa tholiwa mutshudeni ndavha mutshudeni

1.6. Vhureleli

1 | Islam 2 | Hinduisim 3 | Judaisim 4 | Christianity | 5 | Tradition

SECTION 2: ART ADHERENCE

2.1. Vha a divha masole a muvhili wavho (CD4 count) a musi vha tshi thoma unwa mishonga

ya ART?
<200c/mm3 200-350c/mm3 >350c/mm3 Unknown
1 2 3 4

2.2. Masole a muvhili wavho (CD4 count) a u fhedzisela a musi vho no thoma na mishonga

Iwa minwedzi rathi (6) ndi vhugai?

<200c/mm3 200-350c/mm3 >350c/mm3 Unknown
1 2 3 4
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2.3. Vhakho unwa mishonga yavho zwa zwino?

1 EE

2 HAI

2.4. Ubva tshe vha thoma unwa mishonga yavho, vhono vhuya vhadi wana vhakho litsha?
1 EE

2 HAI

2.5. Nga mulandu wa zwiitisi na dzinwe tsheo, vhathu vha dzulela u wana uri zwia konda u
fara zwifhinga na uya nga maduvha au vhuelela vhuongeloni. Vhono vhuya vhadi wana vho

hangwa mutangano wavho na vho dokotela, vho nurse, kana munwe wa muongi wa HIV?
1 EE
2 HAI

2.6. Ndi lungana vha tshi diwana vho hanga mutangano wavho na vhaongi ubva tshe vha

thoma unwa mishonga ya ART:
1. 1-6 times

2. 7-12 times

3. 13-19 times

4. Ahuna
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3.3. Ndi humbela uri vha ambe kha izwo zwiitisi uri zwovha zwone zwa u ita uri vha hangwe

mutangano wavho kha minwedzi ya rathi yo fhiraho?

1. Ndo hangwa uri ndina mutangano 1. Ee
2. Hai
2.Ndo rongomelwa 1. Ee
2. Hai

3.Mutangano wovha usi nga tshifhinga | 1. Ee

tshavhudi kha nne 2. Hai

4. Ndo vha ndina zwinwe zwe ndavha ndikho | 1. Ee

ita 2. Hai

5.Ndo vha ndikho vhaisala ndingasi kone uya 1. Ee

2. Hai

6.Mutangano wovha u sina muongi ane nda | 1. Ee

mutakalela 2. Hai
7. Thingo kona u wana tshiendedzi 1. Ee
2. Hai
8. Ndovha ndi khopfa ndi khwine nda saye 1. Ee
2. Hai

9.Ndovha ndi vhuongeloni nga hetsho | 1. Ee

tshifhinga 2. Hai
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APPENDIX 5: LETTER FROM UHDC

UNIVERSITY OF VENDA

OFFICE OF THE DEPUTY VICE-CHANCELLOR: ACADEMIC

TO
FROM:

DATE :

MR/MS T. MANENZHE

SCHOQL OF HUMAN AND SOCIAL SCIENCES
SENIOR PROFESSCOR L.B KHOZA

DEPUTY VICE-CHANCELLOR: ACADEMIC

22 MARCH 2018

DECISIONS TAKEN BY UHDC OF 22" MARCH 2018

Application for approval of Master's research proposal in Human and Social
Sciences: T. Manenzhe (11620281)

Topic: "Mental Health and Adherence of HIV diagnosed Patients on
Antiretroviral Therapy at Donald Fraser Hospital, Vhembe District, Limpopo
Province.”

Supervisar UNIVEN Dr. A, Maphula
Co-supervisor UNIVEN Prof. P.O Bessong

UHDC approved Masters proposal

Senior Professor L.B. Khoza
ACTING DEPUTY VICE-CHANCELLOR: ACADEMIC
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APPENDIX 7: APPROVAL LETTER FROM DEPARTMENT OF HEALTH

LIMPOPO

PROVINCIAL GOVERNMENT
REPUBLIC OF SOUTH AFRICA

Enquiries: Latif Shamila Ref:.4/2/2

Bessong PO
University of Venda
Private Bag X5050
Thohoyandou
0950

Greetings,

RE: Studies on HIV/AIDS in northern South Africa: Transmitted and acquired drug resistance,

adherence to treatment, oncoviruses, blood pathogens, and host genetics.

The above matter refers.
1. Permission to conduct the above mentioned study is hereby granted.
2. Kindly be informed that:-
e Research must be loaded on the NHRD site (http://nhrd.hst.org.za) by the researcher.

e Further arrangement should be made with the targeted institutions.

e In the course of your study there should be no action that disrupts the services.
e After completion of the study, a copy should be submitted to the Department to serve
as a resource.

e The researcher should be prepared to assist in the interpretation and implementation
of the study recommendation where possible.
e The above approval is valid for a 3 year period.

e If the proposal has been amended, a new approval should be sought from the

Department of Health.

g/ i3]1<

Date /

18 College Street, Polokwane, 0700, Private Bag x3302, POLOLKWANE, 0700
Tel: (015) 293 6000, Fax: (015) 293 6211/20 Website: http/www.limpopo.gov.za
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APPENDIX 8: APPROVAL LETTER FROM VHEMBE DISTRICT

LIMPOPO

PROVINCIAL GOVERNMENT
REPUBLIC OF SOUTH AFRICA

DEPNIITINMENT OF FIEALTE

VR EMEERS] SHid(ois

Ref: 10/1/1
Enqg: Khethani TS
Date: 12/02/2014

TO: Bessong PO and others

SUBJECT: REQUEST FOR PERMISSION TO ACCESS PUBLIC HEALTH
FACILITIES IN VHEMBE DISTRICT FOR RESEACH.

1. The above matter has reference.

2. Kindly note that your application to access facilities namely; Thohoyandou
Health Centre , Musina Hospital, Siloam Hospital, Donald Fraser Hospital and
Tshilidzini regional Hospital has been granted.

3. Kindly present this approval to the CEQ's and operational Managers for those
institutions when entering the premises.

Hoping you8 will find the outcome in order .

/JWLW(« .Q.,o./.f/fi /é’eﬁé“

A”éing District Executlve Manager '

Private Bag X5009 THOHOYANDOU 0950
Old Parliamentary Building Tel: (015) 962 1848, (015) 962 1852, (015)962 1001/2/3/4/5/6
- Fax (015) 962 2373/ (015)9622274/ 4623.

The heartland of Southern Africa — development is about people!
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APPENDIX 9: LETTER FROM THE EDITOR

6 December, 2018

This is to certify that I, Dr P Kaburise, have proofread the research report titled - MENTAL
HEALTH AND ADHERENCE OF HIV-DIAGNOSED PATIENTS TO ANTIRETROVIRAL
THERAPY IN VHEMBE DISTRICT, LIMPOPO PROVINCE - by Manenzhe Tovhowani
(student number:11620281). | have indicated some amendments which the student has
undertaken to effect, before the final document is submitted.

Dr P Kaburise (0794927451 /0711138079)

Dr P Kaburise: BA (Hons) University of Ghana (Legon, Ghana); MEd University of
East Anglia (Cambridge/East Anglia, United Kingdom); Cert. English Second
Language Teaching, (Wellington, New Zealand); PhD University of Pretoria (South
Africa).
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