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ABSTRACT

HIV/AIDS remains a global pandemic that is affegtmillions of people. The advent of
antiretroviral medication in the late 1980s hastledhajor advances in clinical treatment
that has turned the deadly disease into a chramditon for those who are infected.
However, adherence to antiretroviral medication aes problematic. Whilst extensive
international research has been done to identifypwa variables that contribute to rates
of non-adherence, there is not much research luking in South Africa that provides a
reliable prediction of non-adherence or generatibearetical understanding of the issue.
The main aim of this study was to ascertain theidrarand facilitators that contribute to
the level of adherence to antiretroviral treatmdihtis was done from a biopsychosocial
perspective that takes into account not only themiedical factors that may have an
impact on antiretroviral treatment levels but alscudes the various psychological and
socio-political factors that contribute to non-adimee. The qualitative research
methodology was used. Data was collected from Ificgeants using semi-structured
interviews. The participants included 3 medicakfiteners, 1 nutritionist, 2 counsellors,
2 treatment activist, 2 caregivers to PLWHA andeépde on treatment. Interviews were
audio-recorded and transcribed. Thematic contealysis was used to generate themes.
Themes were categorised under individual, integreaklevel and systemic level barriers
and facilitators to ARV treatment which includediiedical, psychological as well as
social-political factors that facilitate non-adhere. The main findings in this study
suggest that there is a complex web of interacbetween the various biomedical,
psychological and socio-political factors that iropan adherence levels. Additionally,
the response by PLWHA to their illness and subseiiyiéo ARV treatment is more
complex than a mere conforming to a set of meditadards and instructions. As such
intervention that looks to increase adherence $egeahnot be a one-dimensional or one-

sided endeavour and requires a multifaceted aplproac



AIDS
ART
ARV
HAART
HBM
HIV
PLWHA
SAM
TAC
UNAIDS
WHO

ABBREVIATIONS

Acquires Immunodeficiency Syndrome
Antiretroviral Therapy

Antiretroviral

Highly Active Antiretroviral Therapy
Health Belief Model

Human Immunodeficiency Virus
People Living with HIV/AIDS
Social Action Model

Treatment Action Campaign

United Nations - AIDS

World Health Organisation



Declaration

TABLE OF CONTENTS

Acknowledgement

Abstract

Abbreviations

List of tables

CHAPTER 1:

1.1
1.2
1.3
1.4
1.5
1.6
1.7
1.8

CHAPTER 2:

2.1

2.2

2.3
231
23.1.1
23.1.2
2.3.2
23.2.1
23.2.2
2.3.3
233.1
2.4

CHAPTER 3:

3.1
3.2
3.21
3.2.11
3.2.1.2
3.2.1.3
3.2.14
3.2.2
3.2.3

BACKGROUND TO STUDY

Introduction

Epidemiology

Antiretroviral Treatment
Defining Adherence
Rationale of the Study
Objectives & Aims of Study
Research Questions
Layout of the Report

THEORATICAL FOUNDATION OF STUDY

Introduction
Postmodernism & The Biopsychosocial Model
Theories of Health Behaviour
Individual Health Behaviour
Health Belief Model
Evaluation of Individual Health Behaviou
Interpersonal Health Behaviour
Social Constructionist Position
Social Network and Social Influence Idisd
Community Model of Health Behaviour
Community Organisation & Building
Conclusion

LITERATURE REVIEW

Introduction
Biomedical Barriers and Facilitators to Acdnee
Treatment Regimen
Complexity of Treatment
Side Effects
Nutrition
Managing the Regimen
Patient/Practitioner Relationship
Health Care System

10

10
11
14
14
14
17
18
18
21
23
23
27

28

28
28
28
28
29
31
32
33
35



3.3
3.3.1
3.3.2
3.3.3
3.34
3.35
3.4
3.4.1
34.11
3.4.1.2
3.4.2
3.4.3
3431
3.4.3.2
3.4.3.3
3.4.4
3.5

Psychological Barriers and Facilitators to &aimce
Stressful Life Situation
Depression and Posttraumatic Stress @esor
Health Related Quality of Life
Coping and Managing the Self
Counselling
Social Barriers and Facilitators to Adimee=
Poverty
Hunger and Food Needs
Transport and Other Cost
Stigma and Discrimination
Social Support Needs
Support Groups
Home-based Care-giving
Managing the Environment
Knowledge/Belief about lliness
Conclusion

CHAPTER 4: METHODOLOGY

4.1
4.2
4.3
4.4
4.5
4.6
4.7
4.8
4.9
4.10
411

Introduction
Research Paradigm
Research Questions
Setting

Participants
Procedure

Data collection

Data Analysis
Validity of Research
Ethical Consideration
Conclusion

CHAPTER 5: RESULTS AND DISCUSSION

5.1

5.2
5.2.1
5.2.11
5.2.1.2
5.2.2
5221
5.2.2.2
5.2.2.3
5.2.3

Introduction
Individual level barriers and facilitatocstteatment
Treatment
Complexity of Treatment
Side Effects
Psychological Factors
Stress, Depression and Anxiety
Other Psychological Symptoms
Substance Abuse
Personal Factors

36
36
37
38
39
41
42
42
42
43
44
46
46
48
49
50
51

52

52
52
53

53

54
56
57
59
60
63
64

65

65
66
66
66
68
73
73
74
77
79



5.3 Interpersonal & Community level barriers dacilitators to treatment 80
531 Patient/Practitioner Relationship 80
5.3.2 Disclosure 83
5.3.3 Stigma and Discrimination 85
5.4 Systemic level barriers and facilitatorgremtment 89
54.1 Poverty 89
54.1.1 Unemployment 90
54.1.2 Hunger and Food Needs 90
5.4.1.3 Transport 92
54.1.4 Social Grant 94
5.4.2 Health Care System 96
54.3 Political Contributors 97
5.4.4 Traditional and Other Belief Systems 100
5.5 Intervention level barriers and facilitattwdreatment 105
5.5.1 Counselling 105
5.5.2 Support Networks and Groups 109
5.6 Conclusion 116
CHAPTER 6: CONCLUSION 117
6.1 Summary & Conclusion 117
6.2 Limitation of Study 120
6.3 Recommendation 121
6.3.1 Recommendations on Adherence to Treatm 121
6.3.2 Recommendations for Future Research 124
REFERENCE LIST 125
APPENDICIES

Appendix 1: Health Belief Model
Appendix 2: Social Support and Social Networks

Appendix 3:
Appendix 4:

Appendix 5:
Appendix 6:
Appendix 7:
Appendix 8:
Appendix 9:

Community Model

Permission to Conduct Research — Gitsical Research
Team : Helen Joseph Hospital

Participants Information Letter

Informed Consent Form & Permissiof &pe Interview
Permission to Conduct Research - TAC

Interview Schedule

Wits Health Ethical Clearance

Appendix 10: Letter of Permission — Wits Researciit U



CHAPTER ONE

BACKGROUND TO THE STUDY

1.1 INTRODUCTION

The background to this study and adherence to rement of HIV/AIDS (Human
Immunodeficiency Virus/Acquired Immune Deficiencyrirome) is conceptualised and
presented in this chapter. The epidemiology ofilthess will be outlined first which will
be followed by a brief discussion on antiretrovir@atment, and then a definition of the
concept of adherence will be given. Thereafterrtdtmnale for the study will be given,
followed by the research questions and research. diinally, the layout of the report
will be outlined. Throughout this report, referentce HIV/AIDS will be made as an
illness rather than a disease (Radley, 1995),at#fig the position that the researcher has
taken. According to the researcher, the treatmértl/AIDS cannot be limited to
biomedical factors but has to be conceptualisediwithe broader psychological and
socio-political contexts. The word “iliness” in shstudy thus signifies a biopsychosocial
stance to the virus whereas the word “disease”asliy linked to the body. In keeping
with this perspective, the word “patient” has besed sparingly. However, defining the
patient cannot be totally avoided and has beenddnio the biomedical discussions.

Instead, a less medicalised discourse has beeraus@ad people who are on treatment.

1.2 EPIDEMIOLOGY

HIV/AIDS is a global pandemic that continues to aate in a number of countries
worldwide. According to the 2007 United Nations AQUNAIDS) and World Health
Organisation (WHO) (UNAIDS/WHO, 2007), the globaimber of people living with
HIV/AIDS (PLWHA) ranges between 30.6 and 36.1 roitli In 2007, approximately 2.5

million people were newly infected and AIDS-relatdeiaths have been estimated to be



around 2.1 million people. Of the 2.1 million estited deaths, 1.7 million are adults and
330 000 are children (UNAIDS/WHO 2007).

Essential findings in this report indicate thahaligh the overall global pandemic rate
(those who have been newly infected) appears te btabilised, the number of people
living with the virus has increased because of amg@ccumulation of new infections
(UNAIDS/WHO, 2007). However, despite a broad treridsome stabilisation in some
countries, Sub-Saharan African countries remainvioest affected (UNAIDS/WHO,
2007). Statistical estimations indicate that thare approximately 22 million people
living with the virus in this region (UNAIDS/WHO,®®7). Newly infected figures are
approximated at 1.7 million, and it is estimatedttat least 1.6 million people have died
in the past year due to HIV/AIDS-related causes AUDS/WHO, 2007).

South Africa is reported to be one of the countvigth the largest population of people
living with HIV/AIDS (Avert, 2008a; UNAIDS/WHO, 20D). According to the statistical

estimation by the South African Department of Healthe country has an HIV

prevalence rate of about 6.5 million people (29.{8&ert, 2008a). In addition, the South
African National HIV Survey conducted in 2005 shottst the annual number of
registered deaths in South Africa increased by &&tveen 1997 and 2005, with a
disproportionate rise in deaths among people betwee ages of 25 to 49 years (Avert,
2008a). This age group accounted for 42% of daatB05 (Avert, 2008a). This places
the number of people who died of HIV/Aids betwe&® ®00 and 350 000, that is more
than 800 deaths every day (Avert, 2008a). Notwathding statistical difficulties and

contradictions, these results nonetheless provibstantial evidence of the continued

seriousness and urgency of the situation in SotrilcaA

1.3 ANTIRETROVIRAL TREATMENT

For HIV infection to occur the virus needs to entee body and attach itself to a
particular set of host cells (CD4) in the immuneteyn (Barnett & Whiteside, 2002).

Once the virus has entered the cell, it copiesrapticates the host DNA. This copying



of the host DNA allows the virus to replicate rdpids the human defence system is
unable to recognise and therefore destroy thedgorbody (Barnett & Whiteside, 2002).
Despite enormous resources being mobilised todirmdre or a vaccination, neither has

been developed yet.

However, the advent of Antiretroviral Therapy (ARM)the late 1980s has led to major
advances in clinical treatment that has the paktdi suppress viral replication in those
who are infected (Aids South Africa, 2006). Viraippression in the body is primarily
achieved by the course of medication interferinthvthe ability of the virus to replicate
itself in the body, leading to minimum damage betagsed to the immune system. As
the immune functioning improves, PLWHA become lesgsceptible to other
opportunistic illnesses. Antiretroviral medicati¢ARV) is not a cure, but has the
potential of transforming the HIV infection into caronic condition with a decline in

morbidity and mortality rates (Webster & Barr, 1999

ART is a drug treatment that requires a single,l duatriple regimen (Barnett &
Whiteside, 2002). Currently, there are five groopARV drugs that are available and
each of these works differently to stop the repigcaof the virus in the body (Aids South
Africa, 2006; Avert, 2008b). The term “Highly AcgvAntiretroviral Therapy” (HAART)

is used to describe a combination of three or namteHIV drugs. Due to the complex
replication process of the virus, once it enteesithman host it is possible that a person
may be carrying different strains of HIV. A newastr may be produced that can be
resistant to the effects of ARVs, allowing the s&mnt strain to be able to replicate
quickly thus nullifying the benefits of the treatmiéAvert, 2008b). HAART reduces the

rate at which the resistance develops.

Treatment failure may lead to viral specified resise. This may happen when PLWHA
are rapidly put on mono-therapy which allows dregistant mutation to take place
(Mehta, Moore & Graham, 1997), or if the body faisabsorb treatment at an effective
rate (Mehta et al., 1997). When there is a treatrfeglure, the entire drug combination

has to be changed and a second-line regimen haes dtarted from a new class of drugs



to minimise the risk of cross-resistance (Mehtaletl997). However, a more crucial
point that needs to be urgently considered is ety PLWHA have great difficulty in
adhering to their treatment.

1.4 DEFINING ADHERENCE

Adherence refers to a complex concept that incltalaag the medication as it is exactly
prescribed. Studies have indicated that at leg¥t &bherence to ART regimen is optimal
(Low-Beer, Yip, O’'Shaughnessy, Hogg, Yip. O’'Shaugésy & Montana, 2000; Shuter,
Sarlo, Kanmaz, Rhode, & Zingman , 2007). Adheretwetreatment differs from

compliance which only refers to a patient’s behavihat conforms to medical orders.

Non-adherence to ART refers to not taking the wetehn correctly, taking it
inconsistently or in missing doses which is anoftiaetor that leads to increases in the
frequency of opportunistic infections, faster pesgion of the disease and a substantial
decline in health for the PLWHA (Avert, 2008b). Tlmwvered amount of chemicals in
the body also reduces suppression and thus thdoagrebounds, causing an increase in
the risk of the viral strain quickly becoming dregsistant. Studies have found a strong
statistical relationship between the failure toabbtscheduled pharmacy refills and a
more rapid progression to AIDS (Bansberg, Pernyar@hois, Edwin, Clark, Robertson,
Zolopa & Moss, 2001; Hogg et al., 2000). Treatnegtions in this case become less as
resistance to one drug will sometimes lead to t&ste to other similar drugs in the same

group leading to cross-resistance (Avert, 2008b).

1.5 RATIONALE

Adherence to ART within the South African contegtlocated in the complex early
history of the illness and the socio-political respe to the illness. The highest HIV
prevalence rate in South Africa occurred betweedB1#nd 2000 when very critical and
major political changes were occurring in the courfKaiser, H.J. Family Foundation,

2005). The South African government was slow tedhe correct attention to the impact



of the epidemic and was hesitant to address theadésnand challenges that presented
themselves (Snieder, 2002). The initial HIV/AIDSaplwas poorly conceptualised and
disorganised. The Department of Health finally gpta National AIDS Council to
oversee the development of a five-year plan to @airklbV/AIDS (Department of Health,
2000). However, the authorities remained hesitlioutacknowledging the full impact
and it was only in 2003 that the government appitayea plan to make ARVs available
to the public, after the South African high courdered that Neviripine be made
available to pregnant women in an attempt to preveanther-to-child transmission
(Kaiser, H.J. Family Foundation, 2005). In Marct02@he government’s treatment plan
finally took effect and by mid-2005 at least oneviaee point for HIV-related care and
treatment was set up in each of the 53 districeEgét, H.J. Family Foundation, 2005).
However, by the end of 2006 only 33% of those iedhef ARVs received treatment
(Avert, 2008a). Despite these critical issues, atydield exercise conducted by Abah et
al., (2005) found that the initial response to AR&atment was very hopeful.

However, many problems relating to the adherendeetitment very quickly became a
point of concern. It soon became evident that b@ngARV treatment involved more

than conforming to medical instructions and stadslaAdherence to ARV medication

involves an intricate interaction of emotional, otiye, behavioural, social, cultural,

political as well as medical factors (Frank, 2008ffecting the success of ART include
treatment variables like the medical regimen, pilrden, dosing frequency, nutrition
requirements, convenience and toxicity. In additidrug interaction profiles need to be
compared with other regimens before treatment canstarted. Psychological and
behavioural aspects include mental health statkes diepression, anxiety, stress or
substance abuse in patients. Other variables iaditektyle patterns, financial support,
trust between clinician and patient, educationa¢llestigma, and patients’ belief about

the medication. These are all factors that acregigtors of adherence.

Whilst extensive research efforts have served wntify the various variables that
contribute to non-adherence, there has been addituprovide a reliable prediction of

non-adherence or to decrease the prevalence fates-@dherence (Amassarri, Trotta,



Murri, et al., 2002; Mehta et al., 1997; Mills, Nega, Buchan, Orbisinki, Attaran,
Singh, Rachlis & Wu, 2006). In addition, most ofethmesearch has been largely
guantitative in nature and has failed to take iatwount the complex interaction of
various biomedical, psychological, socio-culturatlgolitical factors. Furthermore, the
research has generally been carried out in developantries, with some contribution
from developing countries like China, Brazil anddim Studies from the African
continent have been particularly lacking. Southig&frhas its own set of challenges and
analyses have to take issues like poverty, ladkeafth care facilities and education into

account in order to come up with a workable sotutiwat will improve adherence levels.

Furthermore, much of HIV-related behaviour, inchglinon-adherence, is based on
looking at health behaviour from the point of viefwthe individual who is on treatment.
PLWHA are seen to be able to take responsibilitytfeir illness and any deviation is
seen as a failure on the part of the PLWHA. Irgations therefore tend to look at the
individuals’ gaps in knowledge. In addition, attles and behavioural intention and
practices become the target for addressing change adividual level. Focus on the
individual level of change has presented many ehgks and it is necessary to look at

other more systemic ways of engaging with the goestf non-adherence.

This research represents a twofold endeavour.l\ish a practical level, there is an
attempt to look at the various factors that impacthe adherence levels of those who are
on ARV treatment, taking into account the multibas interaction of various biomedical,
psychological and socio-political factors. Secondas a result of the paucity of
theoretical application, research also needs tom@e the various theoretical
underpinnings of health behaviour with regard toVARdherence within the South
African context. It therefore becomes imperativemake use of qualitative scientific
research approaches to gather in-depth experienagsler to understand the behaviour
patterns of PLWHA around ARV treatment adherende flesearch questions that arise

from this background are thus as follows.



1.6 OBJECTIVES & AIMS OF THE STUDY

The main objective of this study is to get a haisinderstanding of the combined
experiences of both the patients as well as théthheare providers that may guide
towards bringing together the various biologicayghological as well as social factors
that impact either positively or negatively on ARMherence levels. This study will
therefore examine two broad objectives within @is: Firstly, to explore how health-
service providers may perceive the challenges awdithtive factors experienced by
those on ARV medication. The second objective isxjplore the patient’s perspective on
the various challenges as well as factors that coayribute to the ease with which they
may experience their ARV treatment regimen. It mistwever, be noted that some
health-care providers that were interviewed in #iigly are also on treatment and have

therefore narrated their experiences across btgh ro

The main aim of this research study is to explor@ @nderstand the potential barriers as
well as facilitators to antiretroviral medicatiodreerence. More specifically the aim was
to uncover how these either impinge on or incretse efficacy of antiretroviral
treatment. The aim was therefore, to elicit andowec the various narratives from both
the patients and the health-care provider’'s petsmscpertaining to the experience of
being HIV-positive and on ARV-treatment. These atives are used to demonstrate and
contest the biomedical discourse around the tredtne HIV/AIDS. Broader
psychological, social-cultural and political discees are used to demonstrate the wider

contestations of power relations inherent in teatment pf PLWHA.



1.7 RESEARCH QUESTIONS

The research questions that emanate from the alge@nd aims of the study are:

* What are the perceptions of health-care provides @atients of the potential
biological factors that impact on adherence to AlRR&tment?

* What are the perceptions of health-care provides @atients of the potential
psychological factors that impact on adherenceRY Areatment?

* What are the perceptions of health-care provide @atients of the potential

socio-cultural and political factors that impactamherence to ARV treatment?

1.8 LAYOUT OF THE REPORT OF THE PRESENT INVESTIGATI ON

The following is an outline of the layout of thissearch report:

Chapter 2 - This chapter presents the theoretical foundatibthe research and the
section is divided intdwo sections. A post-modernist argument on healthed$s and
disease as well as the biopsychosocial model oénstahding of health and illness is
presentedirst. The secondsection examines the relevance of the variousthealated
theories, models and concepts including individiegalth behaviour, models of
interpersonal health behaviour and community aedgmodels and concepts of health.

Chapter 3 - This chapter reviews some of the salient liteeatglating to the various
barriers as well as facilitators which PLWHA expgeice and how they come to have an
impact on the levels of adherence to ARV treatm€his section is organised intbree
sections. The literature around biological factofsadherence to ARV medication is
presented under issues relating to the treatmegimen, the patient/practitioner
relationship and health system concerns. Secopsfghological issues relating to stress,
depression, anxiety and post-traumatic stressheillliscussed. In addition, consequences
of treatment, health-related quality of life, capinmanaging the self and the role of

counselling will be reviewed under psychologicatedminants with regard to ARV



adherence. Lastly, the role of social factors ne¢pto adherence in PLWHA is discussed.
Under the social factors, a review of the literatuegarding poverty-related issues,
stigma and discrimination, social support, manadgfrgenvironment, and knowledge and

beliefs around the illness and treatment will bespnted.

Chapter 4 - The methodology used in the collection of data analyses of data is
discussed in this chapter. It begins with a bristdssion of the research paradigm and
research questions. This is followed by a desaniptf the setting in which the research
took place and a discussion around the sampleeo$tiidy. Then follows the procedure,
the manner in which the data was collected andoa sliscussion on the data analyses.

Finally, the ethical considerations and limitatiaighis study are outlined.

Chapter 5 — In this chapter the findings, analysis and disaan of the data are
presented. The themes of what biological, psychcéd@gnd social factors may improve
or impinge of ARV adherence levels are arranged thtee broad categories. These are
the individual level, interpersonal level and syste level barriers and facilitators with
regard to adherence. The findings also suggesetditile levels of intervention are an
important aspect that needs to be taken into a¢cdias chapter further examines the
different levels on which one can engage with PLWkAO are on treatment. This is also

organised around individual level interventions antchmunity level interventions

Chapter 7 — This final chapter presents a summary of thelystdhe conclusion,

limitations and recommendations in terms of theaesh study.



CHAPTER TWO

THEORETICAL FOUNDATION OF STUDY

2.1 INTRODUCTION

This chapter serves as the theoretical foundatowlach the study is based and includes
relevant theories. The chapter is presentetdvinmain sections. Thérst section starts
by outlining the postmodernist argument to healthess and disease, and goes on to
present and discuss the biopsychosocial model. iShi®ne so that the reader may be
orientated to the biopsychosocial position takerthis research. Theecond section

serves to locate the research in relevant healibvieur theory.

HIV-prevention efforts are traditionally based on argent need for risk education
interventions based on the assumption that thetegrethe understanding of the
behaviours associated with HIV transmission theenigely it will be for the adoption of

HIV-prevention behaviour (DiClemente & Peterson94p Consequently a rigorous
attempt has been made at theoretical driven fotmualka that have relied on developing
intervention methods based on the provision of ngkrmation and behaviour change
derived from behavioural science theory. This tradal use of engaging in individual
level behavioural theory has been similarly usedrigage with difficulties experienced
with ARV adherence.

The premise of this research is that the complefikRV adherence behaviour require a
more integrative theoretical formulation sinceastbeen argued that collaboration across
disciplines (medical and social sciences) as wellaaross roles (involving medical
practitioners, counsellors and other service prrgdand PLWHA) is imperative in
understanding the level of adherence so that éfeeeind sustainable health behaviour
interventions may be developed (De Bruin, Hosp¥es) der Bon, Kok & Prins, 2005;
Fisher, Cornman, Wynne & Fisher, 2006; Friedlan@& Garcia, Schooley & Badar,

2003). A number of theories have therefore beeentakto account in this research in an



attempt to provide a basis for a more holistic fearark and to demonstrate a need for a
more integrative theoretical understanding of H8lated behaviours and indeed for that

matter any health related behaviour within the demipy of the South African context.

The theories that will be covered include the He#&8lelief Model which will serve as a

model of individual health behaviour. This is orfetlee most popular and often used
model in the study of health behaviour and it remmaihe most applied theory in
HIV/AIDS intervention programs. However, there amany shortfalls to this approach
and Social Constructionist and the Social Netwgdsitions will be discussed as model
of interpersonal health behaviour. Finally, the @mmity Organisation and Building

Model will be covered to illustrate the positiokea in this research in which it is argued

that it is necessary to engage with a more integréealth conceptual frameworks.

2.2 POST MODERNISM & THE BIOPSYCHOSOCIAL MODEL

The field of medicine has traditionally been conoefized through the positivistic
scientific orientation and technological advancetrieased on facts and reality that an
observer might know (Gilbert, Selikow & Walker, Zh@Puustinen, Leiman & Viljanen,
2003; Tauber, 2005). From this point of view, dali science views biological
formulations through the effectiveness of the dseearientated model of care. In this
clinical perspective, disease is viewed as a disentity that is usually revealed through
symptoms, and the individual being treated (i.e.fhtient) is a passive object of disease
manifestation. The understanding of disease anttéhément of that disease is located at
the level of the body (Nettleton, 2002)

More recently, advocates of postmodernist theoryehargued against medicine’s
attempts to explain human illness through bioldgmancepts and have incorporated
psychological and social experiences into meditabtty (Gilbert et al., 2002; Nettleton,
2002; Puustinen, et al., 2003; Richter, 1999; Tgub@05). Bury (1997) postulates that
health, illness and medicine is a reflection oftud and society through a process of
objectification, which is a separation of formskabwledge that were once in the domain

of the private setting into the public domain. Rise and illness became obijectified



through the twin processes of the development aleno science and the separation of
disease from an individual's experience to a sdierdystem of pathological anatomy.
Secondly, through the acceptance of this objectieav of disease, modern medicine

became the “bounded profession we know today” (BL®@7, p6).

According to Foucault (1994), the “clinical gazeings the patient under the control of
the powerful experts and knowledge of the diseaseres the product of a very specific
configuration of the patient and doctor relatiopstedicine remains a major source of
knowledge and action (Foucault, 1994). This proa#ssedical expert knowledge then
gets fed back, enters the everyday world and gétsed with added and newer, more
powerful dynamics (Foucault, 1994). This is a nadilization of medical practices thus
becomes a part of society and gets taken on aalseality in a myriad of ways (Bury,
1997). It is therefore, through this process oibratlization whereby people will absorb
expert medical knowledge and reorganize their laesordingly (Bury, 1997). Foucault
(1998) argues, this medical power can be challengedcault (1998) reasoned that there
is no universal form of power but power is produbgdjuite specific social and cultural
practices. This argument is pertinent as it alldevsan analysis of medicine and medical
practices to include the psychological and socilitipal aspects that impact on medical
behavior. ARV treatment can no longer remain wittiia confines of biomedicine but

extends to include multilevel analyses.

An influential attempt at bringing biologically-bedt medical theory in line with clinical
reality is the biopsychosocial model (Sarafino, 208ulls & Rothman, 2004). Although
this model does not deconstruct the multiplicityneédical knowledge and power, it has
been utilized in this research as a way of presgrand understanding the psychosocial
realties that impact on the medical practice. Thapsychosocial model was initially
conceptualized by George Engel, professor of psyghand medicine at the University
of Rochester in 1977 and is based on the genestérag theory. Engel (1978) (as cited
in Puustinen et al.,, 2003) argued that medical tp@ds built on multiple levels that
include the biological basis for medicine. Howevarprder to fully understand disease,
health and illness, a number of other psychologoal social variables need to be taken

into account. Thesthree processes are also interactively involveghysical wellbeing



(Sulls & Rothman, 2004). Pellegrino and Thomasn@&8{() (as cited in Puustinen et al.,
2003) contend that medicine is not what doctorsumtb what patients expect, but rather a
human relationship that ties two people together iartherefore a human activity. This

widens medical practice to humanistic as well asasdssues (Puustinen et al., 2003).

Such a multiple-level analysis may provide a mdfeient way of understanding not
only the illness aspect of HIV/AIDS but also thedament of PLWHA in that it may
recognize psychological and social settings in tmdito the biomedical problems that
PLWHA encounter. It has been found that by prongtihe biopsychosocial model
through an intensive training program amongst prynteealthcare givers, there was a
change in the physician’s behavior that benefitedgatient (Margalit, Glick, Benbassat
& Cohen, 2004). Margilit et al., (2004) found ariease in interaction time between the
patient and the practitioner, more psychosociarimntions being discussed and fewer
laboratory examinations being requested. Simila@ghen (2000) reported that a
combined interdisciplinary care allowed for a bettenderstanding of the different
aspects of living with HIV/AIDS and this led to eetker response to treatment in
PLWHA.

Building on the biopsychosocial model, the intekacbiopsychosocial model provides a
dynamic theoretical framework that understandsadisehealth and well-being through
the concept of capital with regard to biophysigaycho-cognitive and socio-economic
inputs into health and comprises the health endowmkindividuals (Lindau, Lauman,
Levinson & Waite, 2003). Biophysical capital incaglgenetic composition, physiology,
physique, nourishment, strength and appearanceldlirt al., 2003). Psycho-cognitive
capital includes intelligence, emotion, wellbeingrsonal attributes, self-esteem, self-
efficacy, coping and resilience (Lindau et al., 200Social capital in the other hand
refers to networks of dynamic relationships withest, social connectedness and social

constrains (Lindau et al., 2003).



Despite widespread recognition of the psychosdeiefors that need to be addressed
when dealing with disease and illness, many medicattitioners continue to show
skeptism regarding the benefits of integrating ¢htsctors into medical diagnosis and
treatment (Asten, 2008). In this it has been argined the original biopsychosocial
model holds true in describing the etiology of aedise but does not convert easily into
therapeutic matters (Richter, 1999). Hence, itgaied that biological interventions seem
more easily and successfully implemented rathem tlsmcial or psychological
interventions due to the internal condition of theedical system (Richter, 1999).
However, integral to the argument of this propasdhe premise that the implementation
and adherence to ART is inextricably and intimataiiked to biological, psychological
and social processes. Furthermore, the conceptiophysical, psycho-cognitive and
social capital extends this argument to include dkailability of these resources to

protect against the adverse affects of the biopss@tial processes.

2.3 THEORIES OF HEALTH BEHAVIOUR

2.3.1 Individual Health Behaviour

2.3.1.1 Health Belief Model

The Health Belief Model (HBM) has been one of thestrwidely used in the study of
health behaviour (Janz, Champion & Strecher, 200aiman & Becker, 1974). The
HBM was developed around the theoretical understgnithat suggests that beliefs form
an important part of health-seeking behaviour. AD@sequence, those individuals who
know about and understand their health problemsldhmerform better than those who
are less knowledgeable (Rosenstock, Strecher &@etR94). This model proposes four
important components that will predict a healthcoute. These are the broad concepts
of perceived susceptibility, perceived seriousngs=ceived benefits and perceived

barriers Appendix 1).



Perceived susceptibilitis based on the idea that an individual will télke appropriate
action to avoid ill health if they believe that yhare personally susceptible to falling ill
(Rosenstock, 1974). Susceptibility therefore refershe subjective element around the
risk being taken and individuals are believed toyvevidely in their acceptance of
personal susceptibility to a particular conditidhese may range from an individual who
on the one hand may completely deny any possilofitgn illness occurring to the other
extreme where an individual will believe that theye in real danger of harm
(Rosenstock, 1974). Studies that have been cortl@taund perceived susceptibility
and HIV/AIDS have shown a variation in the resuitslicating that for individuals who
exhibit high risk behaviour, the construct of péred susceptibility is necessary in order

to change high risk behaviour (Rosenstock et 8b4)1

Perceived seriousnessf a health outcome is argued to be related todibgree of
emotional arousal that may be created in the idd&di. This emotional arousal is related
to the thoughts around a particular disease amul thls kinds of difficulties that the
individual believes may be created (Rosenstock,4L9Health issues are therefore
perceived in relation to their clinical consequenteese may include fears around
reduced physical or mental functioning. The feaymBso be around the issue of dying
and death. Perceived seriousness may also indhalbrbader implications such as the
effects of the illness on the work environment, ifgrife or social relations (Rosenstock,
1974). These health issues refer to social, psgdidl and economic components that
are important in the understanding of health ainésis. Studies conducted by Rosenstock
et al. (1994) show that the perception of the sgvef HIV/AIDS has to take into
account the perceived cost of being HIV positiveisTrefers to a personal evaluation of
problems, biomedical considerations, financial t@mss as well as the social
consequences of being infected with the virusa#t been argued that often this important
measure is overlooked in the assessment of HI\te@laealth behaviour as it is assumed
that all PLWHA would report that HIV/AIDS is an egtnely severe disease (Rosenstock
etal., 1994).



According to Rosenstock (1974)erceived susceptibility and perceived seriousr@ss

based on the cognitive component and are partlgrdignt on knowledge. It is argued
that these two components together move the ingiaido take some kind of action.
However, the course of action that is likely tothken by the individual is related to the

perceived benefits and barriers to taking the adtiRosenstock, 1974).

Behaviour around theerceived benefitis thought to depend on the relative effectiveness
of the known available alternatives that will redube disease threat (Rosenstock, 1974).
Perceived benefits are more likely to be seen neflmgal to a person’s health outcome if
the person subjectively reduces their susceptibibt or the seriousness of the illness.
Rosenstock (1974) puts forward that it is the imtial's subjective beliefs about the
availability and effectiveness of the various cesrsf action, and not the objective facts
about the effectiveness of action, that will deteenthe course of action that an

individual will take in relation to their health.

These subjectively held beliefs are in turn infloesh by the norms and pressures of the
person’s social environment (Rosenstock, 1974).ceean individual may believe that a
given action will be effective in reducing the thtef the disease, but at the same time
they may see the action itself as being inconvénexpensive, unpleasant, painful or
upsetting (Rosenstock et al., 1994). These negasipects serve asarriers of actionand
lead to conflicting motives of avoidance. Accorditagthe HBM several resolutions to
this conflict may be possible. Hence, if readin@sact is high and negative aspects low,
than action may be taken, whilst if readiness toidow whilst the potential negative
aspects are seen as strong then the negative aispeet as barriers and prevent action.
Finally where readiness to act as well as bartieraction is great, the conflict is more

difficult to resolve (Rosenstock, et al., 1994).

According to Rosenstock (1974), alternative actiohsearly equal efficacy may be used
by individuals to manage their health outcomes. e\mv, if such alternatives are not
available to resolve conflict than it is arguedttbae of two reactions may occur. In the

first instance, the individual may psychologicaymove themselves from the conflict by



engaging in activities that will not reduce theetlirto their health. The second reaction
may be an increase in the person’s fear or anxegponse (Rosenstock, 1974). If the
fear and/or anxiety becomes elevated the individua} not be able to think rationally or
in an objective manner in relation to their healththis case it is postulated that even if
the person was offered a more effective way of meatheir health problem, they

might not be able to accept it (Rosenstock, 1974).

However, an important factor to consider as a ateh of the action taken is one of
cues or events that occur to set the process tthhashaviour into motion (Rosenstock,
1974). These cues can be internally driven, formgta, by the individual’s perception of
their bodily states. The cues that act as mediatars also be external events, for
example, interpersonal interactions or the impé&echedia communication. The intensity
of the cue that can be said to be sufficient endoghigger a health behaviour response
may vary with the difference in perceived susceiitjpand severity that the individual

experiences (Rosenstock, 1974).

2.3.1.2 Evaluating Individual Health Behaviour Modés

The Health Belief Model is based on cognitive sceemesearch and tries to identify
patterns and ways in which people can assess wahiealth beliefs and how people
might respond to these beliefs. It represents ndesidual as an information processing
unit, human action as volitional and people areve as rational free agents restricted
by their ignorance about their health and illndsgpton, 1999). The HBM proposes that
if a number of perceptions are in place, individualill then take steps to protect
themselves. If the threat to oneself is perceigelave serious consequences but there is
a belief that taking preventative action will befeetive and that the benefits will
outweigh the costs, then individuals will take th@propriate actions to protect
themselves.



In this way, health behaviour is reduced to a geand discrete set of cognitions that
become amenable to educational interventions. mb&idual and perception become
limited by how humans see and understand theirdvtmough their senses and brain
functioning without acknowledging social and cudtumeaning systems (Lupton, 1999).
However, beliefs are stable characteristics thetaguired or learnt through a process of
socialisation, and the argument postulated by nsoliled the HBM that beliefs can be
differentiated between individuals of the same laoknd requires a close and more
critical examination. According to Rimmer (2002)ese models may be more applicable
to a homogeneous middle class population since riieey be more orientated towards a
specific common health goal. When looking at popoies where health is impacted by
large systemic-level barriers like poverty, lackaofjood health system, traditional belief
systems and different ideas around health, thesgelmalo not provide an adequate

theoretical foundation for intervention (Rimmer02)

Apart from practical limitations, this model is faer limited by its theoretical application
(Rimmer, 2002). It is argued that some constructthe HBM are not well understood
and yet other constructs have low predictive valneaddition, in the application of the
theory, researchers often choose some variablegaltbers to focus on. This has an
impact on the rigour of the theory itself. Othedividual health belief models are argued
to be more rigorously codified and are systemicaltye to identify person behaviour
around specific health practises more than the HBMvever, even these theories those
remain located at the level of understanding hdadthaviour at the individual as it does
not take into account emotional responses (Rim2@02). Strong emotional responses
as well as socio-cultural and political factorsiward aspects of health drive very powerful

behaviour and it is often very difficult to antieifge such responses



2.3.2 Interpersonal Health Behaviour

2.3.2.1 The Social Constructionist Position

As it has been argued in the previous section,h@beur change model like the HBM,

are based on looking at health behaviour from thmtpof view of ascertaining the

knowledge, attitudes, behavioural intention andabeural practices of individuals.

Gaps in knowledge, attitudes and behaviours thesorbe the target for addressing
change at an individual level. However, focus oa thdividual level of change has
presented many challenges (Shingal & Rogers, 2@@%ording to Shingals and Rogers
(2003), these models fail to provide adequate egbians and change in attitude and
behaviour for four reasons.

Firstly, behaviour change communication strategiesbased on the assumption that all
individuals are capable of controlling their conté®hingal & Rogers, 2003). Yet there
are many social, psychological and political fastevhich place the individual in a
context where they may be able to exercise onlytdun control. Secondly, these
strategies make the assumption that all individaedson an equal footing. Subsequently
these models fail to take disparate factors likedge, race or socio-economic factors into
account (Shingal & Rogers, 2003). Thirdly, thereams assumption that all individuals
make decisions based on their free will. Lastlye #ssumption is that all individuals
make preventative health care decisions in a raktiand logical manner, and therefore

people would not willingly put their lives in dang&hingal & Rogers, 2003).

According to Pavia (1995) (as cited in Shingal &gews, 2003), behaviour change
communication strategies have constructed concaroand HIV/AIDS through the

biomedical factors and interventions sometimes low&rthe psychological, cultural and
social concerns. Airhihenbuwa (1999) (as citedhm&al & Rogers, 2003) believes that
culture can be used as an ally with strengths #@niduetes that can be helpful in looking
at issues around HIV/AIDS. Hence Airhihenbuwa (19@& cited in Shingal & Rogers,

2003, p. 218) argues that the “metaphorical cogptihculture and barriers needs to be



exposed, deconstructed and reconstructed so a pasitjive cultural linkage can be
forged”. Tapping into the strengths of certain grdt practises thus becomes important
(Curtis & Tucket, 1996; Shingal & Rogers, 2003).sTts not to take away from those
studies that very strongly show the disastrous equsnces of certain cultural practices

that can undoubtedly become an detrimental to PLWHA

Furthermore, individual theories on health behaviconceptualise health behaviour in
relation to how well risk can be identified andadhted, the level of seriousness of the
risk, the possible effects and why people respandisk behaviour in a certain way
(Lupton, 1999). Risk is seen as pre-existing ang@rinciple can be identified by using
scientific measurements and can be controlled mgusiowledge. (Lupton,1999). These
theoretical formulations represent human actiotoggal, and categorise risk avoidance
behaviour as *“rational” whilst conceptualising rislking behaviour as “irrational”.
Behavioural and cognitive models see a linearicglahip between knowledge and risk,

and individuals are seen as calculating and emdtemactors (Lupton, 1999).

The social constructionist position puts forward #rgument that risk is never objective
and never lies outside a belief system, and thexefi@alth behaviour including risk-

taking behaviour should be identified and manadedugh pre-existing knowledge,

reproduction of meaning and through social inteoast (Gergen, 2001; Lupton, 1999).
The way that the PLWHA manage their illness is ¢f@e constantly constructed and
reconstructed and negotiated through meaning-faomaind social interaction. It is thus
important to understand the perception of the wariactors who are located in different
contextual matrices and who therefore would havep=siing views on what it means to
be on ARV treatment (Gergen, 2001; Lupton, 1998ptbn (1999, p. 31) argues that for
an activity or situation to become risky, the psxef analysing harmful behaviour
becomes a “rhetorical process, performed in spsetltexts or in the public arena and
often involves an intense struggle over meaningtiiquéarly in relation to those actors
who are deemed to be responsible for the risk ¢bjdo the construction and

understanding of risky behaviour it is rarely tlagderson who plays a major role of

constructing risk objects at public debates buheatthe experts with scientific



knowledge, particularly those emerging from scignoeedicine and psychology
disciplines, that embed risk at an organisatioeal. Hence nothing is a risk in itself but
needs to be deconstructed through the eyes of twbseare living with the illness

(Gergen, 2001; Lupton, 1999).

2.3.2.2 Social Networks and Social Influence Model

Social relationships have a very powerful influemece health behaviour and outcomes
(Heaney & lIsreal, 2002), and this has been a pdatiy favoured method of medical
behaviour intervention with PLWHA. The social networefers to the social

relationships that surround the individuals whgsficial support defines an important
function of the social relationship. Social netwsrinay or may not provide social

support. They may also provide for functions otihan support (Heaney & Isreal, 2002).

Structures of social networks can be dyadic betwkernindividual and other individuals
and these kinds of dyadic relationships are recgdrm terms of give and take, intensity
of emotional closeness, complexity and variedndsselationship (Heaney & Isreal,
2002). However, social networks also imply entiedworks of members limited only by
the extent to which collective members know andraxtt with each other. These can be
relatively homogeneous groups similar in charasties like race, ethnicity, age, gender,
geographic dispersion or socioeconomic status. iaBowtworks may also reflect
heterogeneity based on diversity (Heaney & Isr2@02). Social networks may provide
social support based on behaviours or acts thatdacemotional support (empathy, love,
trust, care), instrumental support (provision ofgiale aid and service that directly assist
in needs), informational support (advice, suggestiknowledge base) or appraisal

support (constructive feedback, affirmation) (Hea&dsreal, 2002).

The mechanism through which social support andasoetworks may have a possible
positive effect on health outcomes can be throutihsing both individual coping
resources as well as community resouréggpéndix 2). By meeting the basic needs for

companionship, intimacy, sense of belonging andswance of a person’s worth,



supportive ties may enhance heath outcomes (ehgrace to medication) regardless of
the stress levels that the PLWHA may experiences Mill in turn increase the
individual’s coping resources by providing for thecessing of new contacts, knowledge
and helping PLWHA to identify and solve specifioplems. Therefore, support systems
may assist is reducing uncertainty and unpredilitabor they may help to produce the
desired outcomes resulting in a sense of persoaatary and control for the PLWHA
(Heaney & Isreal, 2002). Furthermore, the strengtite of social networks and social
support in community networks bolsters the ability that community to procure
additional resources and to solve problems, enhgnodbmmunity capacity and control.

In this way adherence levels to ARV treatment regisncan be improved.

The symbolic interactionist theory provides uséfgight into the interaction between the
individual and his or her social environment (Me&@i34). It is argued that the manner in
which one constructs the self and the meaningdhatattaches to the environment is not
limited to the personal but emerges out of sociatgesses (Mead, 1934). Furthermore,
social processes do not occur in isolation butramieon a symbolic level with the
individual with consequences in the developmenthat person. People are therefore
influenced by the attitude and behaviour of otheogde in their environment and are
constantly readjusting their behaviour in an aptiteéd reaction to others (Mead, 1934).
It has been found that PLWHA will often internalige perception and behaviours of
others. This internalisation will than be used &sme of reference from which PLWHA
would make meaning of their experiences (Patel,520@&ccording to the study
conducted by Patel (2005), PLWHA are likely to domst themselves through a negative
self-concept, engage in devaluation of the self amahy may withdraw from social
interactions. Social networking and support is mpartant resource for PLWHA and
these structures can assist in reducing fear,,gighial, anger and isolation thereby

promoting their ability to adhere to treatment.

Results from several studies strongly indicate thapport-enhancing interventions
should begin with assessments of the individuatisiad networks (Heany & Israel,

2002). Network mapping can assist in identifying g#trengths and weaknesses of an



individual. This can in turn lead to a reciprooalationship of mutual trust and care, and
foster a helping relationship based on interdepeceland exchange between the various
team members. The challenge of this type of assgsies in identifying who or what
can perform effective protective functions with aed) to social networks (Heany &
Israel, 2002).

Studies also reflect that it is important to tak®iaccount a number of various options
that may be available to the individual (Heany &akd, 2002). Intervention type can be
based on enhancing existing social networks orldpireg new social linkages. Although
the former has untapped potential, the latter mayige challenges that include
identifying such groups and members who are wiltmgommit to and sustain the group.
The latter may provide to be more useful when thistieg networks of those who are
struggling with health-related issues have relasweall or no social networks. If a
support system is overburdened, then introducivg scial linkages could prove to be

useful in providing encouragement and support (KM&aisrael, 2002).

2.3.4 Community Health Behaviour

2.3.4.1. Community Organisation & Building

Nguyen, Ako, Niamba, et al. (2007) put forward anpelling argument that PLWHA

living with no social security and with minimal ap medical care are often faced with
being ostracised, victimised, deserted, left destitand face death alone. This is a
response to what is a “moral economy” which carubderstood as a cultural basis for
evaluating value based on kinship and social mrahips (Nguyen et al. 2007)). Hence,
a person’s position in the kinship hierarchy catedwrine the person’s position in the
social setting and therefore their vulnerabilitypctl triage on the other hand refers to
the manner in which scarce treatment resources@ked to decide who will receive

prioritised care (Nguyen et al., 2006).



Since the advent of ARVs in the late 1990s, theatefhrfor the medication still remains
higher then what can be supplied by many developaumtries and the question arises as
to who should benefit from the limited resourceso3e who are most likely to live are
prioritised to receive care whilst those people séhprognosis is poor may be left to die.
Ngunyen et al. (2006) argue that how ART becomeslae largely depends on the
social triage of moral economy. This is very stigngeflected by those who have
become the strongest activists in South Africa @lsdwhere on the continent. Treatment
activism has become based on a process of prodacitigsm through the access of

treatment and not shaped solely by social forcegififen et al., 2006).

Therefore the argument put forward is that the alo@sponse to the epidemic should
shift its focus to include the concept of empowermthat will allow PLWHA to

negotiate and gain access to lifesaving treatmemt @he ongoing challenges of
adherence. This can largely be understood as inmqgdiie conditions of those who are
most vulnerable to HIV by emphasising their basiomhn rights to receiving the
necessary medication. Van der Vliet (1996) makesoapelling argument that
HIV/AIDS can be viewed as a product of both macas well as micro-political

processes, and in order to turn this epidemic ataune would have to take a careful look
at power relationships and political processes tinap people into powerlessness

stopping them from accessing the much needed tegditim stay alive for longer.

In this regard, Foucault's (1998) discussion on @ownas particular significance.
According to Foucault (1998p.89) “power must be analysed as something that
circulates, or rather something which only funcéian a form of a chain. It is never
localised here or there, never in anybody’s handger appropriated as a commodity or a
piece of wealth. Power is employed through a rlet brganisation and not only do
individuals circulate between its threads; theyalveays in a position of simultaneously
undergoing and exercising this power. In other wpiiddividuals are the vehicles of
power, not its point of application” This is a arél point as it may allow people through
community engagement to reflect more openly abdtwt means to be HIV-positive in

a move away from the various forms of “expert” kiedge that governs their health and



health behaviour. Those who are HIV-positive maystibe able to move from being

passive objects and bystanders in their medicadrexpces to having more agency.

Empowering individuals and communities through ciassociations may be useful when
engaging with the question of the social triage andral economy. Empowered
citizenship where there is a high level of underdiag of HIV/AIDS reinforced by
community advocacy and the mobilisation process phamotes the rights of PLWHA

(Robins, 2004) can be extended to include macriiqadlsystems.

Community organisation is a process in which comityugroups are assisted in
identifying common problems and goals to mobilissources and implement collective
strategies Appendix 3). Implicit in this definition is the concept of @owerment,
critical consciousness as well as social actiohis model is thus viewed as a process in
which both individuals and communities can take tadnof their lives and their
environment to ensure better health outcomes fem#ielves (Rappaort 1981). This
fairly recent and more expanded view of and emghasicommunity participation that
leads to better health outcomes initially begarthie 1970s (Minkler & Wallerstein,
2002). The World Health Organisation adopted tleswin 1986 whereby they focused
on increasing people’s control over their determigaof their health with high level
public participation. The aim of this model to hbalis to create a sustainable
environment through both government as well asgmrernmental sectors in partnership
with the communities to can create public healthcpes, achieve high level participation
in community-driven projects and to ultimately redunequities and disparities between
groups (Minkler & Wallerstein, 2002). Alongside ghs the idea of community building
rather than just community organisation. This ireplthat the people in the community
engage in the process themselves (Minkler & Wakans2002).

This link between individual organisational and coumity level empowerment that calls
for liberation is the process in transformationi¢fe as cited in Hope & Timmel, 2003;
Connolly 1980). This requires a critical look atattkeeps and reinforces powerlessness

in PLWHA. Through critical dialogue group particiga can look and listen for issues



contained in their own experiences, understand pooblems and devise strategies to
transform their reality (Friere as cited in HopeT&mmel, 2003 & Connolly, 1980).
According to Rappaort (1981) empowerment is a dyoaoconstruct that links the
strengths of individuals and communities to bribgat social change. One of the major
goals of empowerment is to assist those peopleasonarginalised to develop a critical
understanding of the socio-political environmenmbtigh collective participation. In this
manner, health can be seen through the extendessleof wellness, competencies,
strengths, capabilities and the impact of enviromaeinfluences of social problems and
there is less focus on disease, deficits, weakegbmming, categorising and risk factors
(Rappaport 1981).

Community empowerment is multi-layered and represéooth the process and the
outcome of change for the individual and the comityusocial structures (Nelson &
Prilleltensky, 2005). Empowerment can also chakkebgth perceived as well as real
powerlessness (Nelson & Prilleltensky, 2005). A lvel of the individual one can refer
to psychological empowerment where there is annsit@ of intrapsychic abilities like
self-esteem and self-confidence that will allow gleato attain better control over their
lives, make them more aware of their social contad of political efficacy (Nelson &
Prilleltensky, 2005). Organisational empowermem, the other hand, can look at
resources and at greater participatory activifiéss allows for better collective problem-
solving abilities and working towards collectieenpowerment (Nelson & Prilleltensky,
2005). Hence it becomes important to understantlrhbahaviours and outcomes from a
place of empowerment, concientisation and commurotynectedness where there is a
deep understanding and awareness of their livasat®dh and of the capacity for
PLWHA to transform their lives

The Social Action Model (SAM) takes on an activanse in understanding liberation
through the act of transformation (Mann, 1978).alrbottom-up approach, the SAM
challenges the notion of social inequality arguihgt there is a link between inequality
and psychosocial difficulties. In terms of the SAtvgditional models of understanding

health therefore remain inadequate in explainind anderstanding health behaviour.



Analysis should not stop at the individual levetcarding to this model, it is also not
enough to include aspects of the social environmathiout taking into account how the

various socio-political structures impact on a pats life (Mann, 1978).

Closely related to the concept of empowerment &s ribtion of community capacity
(Minkler & Wallerstein, 2002). Community capacitsircbe defined as the characteristics
that a community has that affect their ability demtify, mobilise and address social and
public health problems. Goodman et al. (1993) (teslén Minkler & Wallerstein, 2002)
postulates that community capacity has multiple effigions of active participation,
leadership, rich support networks, skills, resosiceritical reflection, sense of
community, understanding of their history, arti¢ida of values and access to power.
Community capacity includes the various componeithe community membensho
are able to collaborate effectively in order tonitiliy problems and any needs in the
community, to achieve working consensus of goat$ @norities, to agree on ways and
means to implement the agreed-upon goals and aboohte effectively in the required
actions (Minkler & Wallerstein, 2002)

2.4 CONCLUSION

In this chapter the theoretical foundation for w#tedy has been presented. A post-
modernist argument on health, illness and diseasel as the biopsychosocial model of
understanding of health and illness were presefitsd The relevance of the various
health-related theories, models and concepts imgjuéhdividual health behaviour,
models of interpersonal health behaviour and conitywamd group models and concepts
of health behaviour has been explained and examirtags the foundation has been laid

on which this research study regarding adherened\{dreatment is based.



CHAPTER THREE

LITERATURE REVIEW

3.1 INTRODUCTION

This chapter reviews some of the salient literatefating to the various barriers as well
as facilitators which PLWHA experience and how tlweyne to have an impact on the
levels of adherence to ARV treatment. This secisonrganised into three subsections.
The literature around biological factors of adheseeto ARV medication is presented
under issues relating to the treatment regimen ptient/practitioner relationship and
health system concerns. Secondly, psychologicalegsselating to stress, depression,
anxiety and post-traumatic stress will be discusded addition, consequences of
treatment, health-related quality of life, copinganaging the self and the role of
counselling will be reviewed under psychologicatedminants with regard to ARV

adherence. Lastly, the role of social factors ne¢pto adherence in PLWHA is discussed.
Under the social factors, a review of the literatwegarding poverty-related issues,
stigma and discrimination, social support, manadfregenvironment, and knowledge and

beliefs around the illness and treatment will bespnted.

3.2 BIOMEDICAL FACTORS CONTRIBUTING TO NON-ADHERENC E

3.2.1 Treatment

3.2.1.1 Complexity of treatment

The clinical goal of ARV treatment has been defiresl the suppression of HIV
replication, immune reconstitution, a slowing ofehse progression, increased survival,
reduced morbidity and mortality, and a better dquadif life (Hart, Curtis, Wilkins &

Johnson, 2007). Yet ARV treatment is not an easly $ice it is a life-time commitment



in managing the durable suppression of the HIVIwiealication to below the level of

detection.

Studies (Altice, Mostashari & Friedland, 2001; Hattal., 2007; Lesho & Gey, 2003;
Maneesriwongul, Tulathong, Fennie & Williams 20@&guy, Diaz, Pereira et al., 2007)
have revealed that the duration of the treatment determine the effectiveness of
adherence to ARV. According to Altice et al. (2D0O&ith extended therapy there is an
increased possibility of treatment interruptiongjek will lead to virologic failure due to

non-adherence. However, it has also been found tthetlonger people stayed on
treatment, the more experienced they would becamthe treatment and ultimately
leading to better adherence (Maneesriwongul et 2006). Often this is because
individuals who remain in the system for a longiperof time receive on average a

higher quality of care (Maneesriwongul et al., 2006

In addition, those who were put on nucleoside mitr@oapy showed a better adherence
level than those put on dual-nucleoside combinatimrapy, suggesting that the more
complex the treatment regimen the higher the poggibf not taking the medication as
it has been prescribed (Altice et al., 2001, Leshal., 2003).

3.2.1.2 Side effects

All classes of ARV drugs are associated with tdiesiand adverse side effects that vary
from being mild to severe and from acute to chroSiome side effects can be lethal
(Murphy, 2003). Specific toxicities that have bemported include coronary heart
disease, lipodystrophy, bone disorders, lactic cg] glucose intolerance/diabetes,
pancreatitis, liver disease, renal insufficienognsory neuropathy and neuropsychiatric
conditions (Murphy, 2003). Full awareness of theéeptal toxicities, the individual's
tolerance to side effects and the management eéthg medical practitioners is critical

to ensure patient safety.



Ammassari et al. (2001) found that symptoms of sffects of the medication were
frequent in people treated with ARV. Amongst preteanhibitor—treated cohorts up to
29% to 36% of subjects after 14 to 19 months oktolzion were found to be suffering
from some type of side effect symptom (Ammassaslet2001). Similarly, Altice et al.

(2001) reported that the most predictive factoreisged with non-adherence was the

side effect variable (92% of the sample population)

Fear that results from powerful negative imagesnwdication appears to have a
substantial impact on adherence levels (Alticel¢t2801). Many respondents stopped
taking or missed treatment because of a percepfiovhat would happen if they had to
take the medication (Altice et al., 2001; Ammass&rial.,, 2001. In addition, those
individuals who stopped taking their medication iatiately if they thought they might
experience some kind of a side effect (i.e. pesmkiand not real experience of
symptoms), had a much lower adherence level thesetiwvho would keep taking their
medication until they could speak to someone abmit actual symptoms (Altice et al.,
2001). Furthermore, it appears that trust in thelioadion’s efficaciousness to not cause
harm is an essential factor in adherence (StongakoShuman, Rompalo, Howard,
Korkonzelou & Smith, 2001). Providing reassuranceeromedication and timely
management are components that increase the ratallerence (Hardon, Akurut,
Comoro, Ekezie, Irunde, Gerrits, Kglatwane, Kinsm#&wasa, Maridadi, Moroka,
Moyo, Makiyemba, Nsimba, Ogenyi, Oyabba, Temu &ngai2007; Nakiyamba, Kwasa
& Akurut, 2006). Often side effects will decrease disappear over time but this
valuable information is often not communicated he PLWHA (Hardon et al., 2007,
Nakiyamba, et al., 2006). Where side effects haaenbdiscussed extensively through
counseling, adherence levels have had a more ywstitcome (Hardon et al., 2007,
Nakiyamba et al., 2006)

Information regarding the potential long-term adeeconsequences must be investigated
as such new information may lead to doctors presgimedication that has fewer side
effects. This can assist in stopping the decreasielay of the acceptance of ARVs in
individuals who perceive the consequences of bemtgeatment as being worse than the
progression of HIV itself (Altice et al., 2001).



3.2.1.3 Nutrition

Individuals with HIV have special nutritional needise to the response of and the extra
energy needs that are required of the immune sysikis is irrespective of whether they
are on ARV medication or not (Castleman & Seumd3Makiyamba et al., 2006).
Malabsorption and other digestive problems leadptotein loss which leads to a
breakdown in muscle tissue (Castleman & Seumo, ;208&iyamba et al., 2006).
Furthermore, various complications related to reggbanfections and fatigue may often
result in poor appetite, leading to further lossnotrients in the body (Castleman &
Seumo, 2003; Nakiyamba et al., 2006). Proper muribelps to strengthen the immune

system and to slow down the progression of the eslin

ARV medication and food intake play an importanersince they interact with each
other and issues such as the following need t@akentinto account: the effects of food
medication efficacy, the effects of medication e use of nutrition by the body, the
effects of medication side effects on food consummpaind the unhealthy side effects
caused by medication and contraindicated foodstig&@aan & Seumo, 2003). Certain
foods can affect the medication absorption, metabml distribution and excretion of
ARV medication. In particular, foods that are highfat and protein content may
decrease the absorption of certain ARVs (Castle&aBeumo, 2003; Kotler, 2000;
Sharpstone, Murray, Ross, Phelan, Crane, Cozis#diedrod, Nelson & Gazzard, 1999).
Some ARVs need to be taken on an empty stomachadt been found that that
medication can impact on the absorption of nutsento the body resulting in elevated
blood cholesterol levels that may in turn lead moirgcreased risk in coronary diseases
(Kotler 2000; Sharpstone et al., 1999). Anothetdato consider are the toxicity levels
produced by ARV medication which lead to side dfdike nausea, diarrhoea, dryness
of the mouth, vomiting and changes in taste or liossppetite and nutritional loss
(Kotler, 2000; Sharpstone et al., 1999). It shalsb be noted that PLWHA often have to
take other medication to treat opportunistic infatd and this may affect nutritional

needs (Castleman & Seumo, 2003)



Failure to manage these interactions between ARMicagon and food intake often

results in a failure to follow through on drug sdhkes or even in stopping the

consumption of the drugs altogether (Castleman &n®9. Although service provides,

counsellors, home-based caregivers and commuratieseducated to understand the
implications of a lack of nutrition, for many holdds the economic impact of HIV can

be severe. Merely providing information on nutritéb needs is clearly not enough (the
social aspects of nutritional needs will be disedsiater under the impact of poverty on
adherence levels).

3.2.1.4 Managing the regimen

Other reasons cited by PLWHA for missing treatmeoluded forgetting, being busy or

being away from home (Conway, 2007). Surveys iretigped countries have shown that
there is a strong preference for a once-daily dosagl compact therapy which is more
likely to yield better long-term adherence and Mgic suppression (Conway, 2007).

Conway (2007) also believes that some twice-dagagies may be safely and effectively
administered once daily. Allowing for the forgivesseof dosing that is delayed or missed
is critical and it is important for health-care piders to emphasise that if a treatment

dose is missed it is always better to take a dateethan not at all (Conway, 2007).

As taking ARVs is a long-term commitment, tailorittge regiment where PLWHA are

better able to pragmatically incorporate their mation regimen into their lifestyle using
strategies which include habit development and simgpa regimen that fitted into a
particular lifestyle, increased adherence levdlewfs, Colbert, Erlin & Meyers 2006).

Secondly, those individuals who were better abl@doept the trade-offs between the
benefits of the medication in relation to the liatibns (for example, keeping the side
effects in perspective, understanding that treatnsehbeneficial to health of self and for
survival, or understanding that there were limiteglatment options) were able to
recognise that adherence to the medication wasrtamo(Lewis et al., 2006). Thirdly,

acknowledging the role of medication in avoidingess and death, the strong belief in

the efficacy of their medication and acknowledgihgt adherence to treatment played a



major role in avoiding illness and death seemedatatribute to the facilitation of high

adherence (Lewis et al., 2006).

3.2.2 Patient/Practitioner Relationship

The relationship between the patient and pracetias generally characterized by the
provision of support, empathy, trust, communicatowl the practitioner’s knowledge of
the patient (Leopold, Cooper & Clancy. 1996; Fqr&éti, Voon Schrader & Ng, 2002).
In addition, the field of medicine has been inciegly analysed from a social control
point of view (Hillier, 2002). Professional contraver issues of health and illness remain
under the control of the medical profession andag been argued that medical doctors
have come to exert an enormous amount of powecamitiol over those whom they treat
through their specialised knowledge and professistaus. The opinion of the medical

practitioner is seen as having greater value asighihthan others (Hillier, 2002).

The strength of the patient/practitioner relatiopsis therefore not always benign or
existing in a vacuum and should not be overlookdterwlooking at the levels of
adherence in PLWHA. A pertinent issue that relates the patient/practitioner
relationship is that often there is a concentratibthe problem on the individual patient
with a focus to change the patient's behaviour gpa#t rather than on the wider
psychosocial issues that may be impacting on sebawiour (Hillier, 2002). In addition,
attention needs to be paid to the interaction medeetween patients and health care
workers (Sixma, Spreeuwenberg & Van der Pasch,,1988e general practitioner’s role
in the provision of health care should include ceses to social issues and specific tasks
should include the responsibility for the caremafividuals; theole of gatekeeper; broad
knowledge of curative, preventivend rehabilitative medicine; teamwork; management;
and developmerdf population-based strategies (The Joint WorkiagyPof the Welsh
Council of the Royal College of General Practitiemand the Welsh General Medical
Services Committee, 1994). Clinical work remaingpemative and foremost in the
treatment of HIV/AIDS, but studies indicate veryosigly that this has to be done in



combination with issues like better equity and ascef care to benefit all patients, and
these issues need to be actively engaged in (Sexrala, 1998).

According to Altice et al (2001), those individuaibo have continuity in care from their
physicians were overall more adherent, whereasetid® were more socially isolated
from their health care practitioners were lesslyike keep to their medication regimen.
This emphasises the importance of the relationbkeigveen the clinician, other health
care professionals and the person receiving mediasd. Furthermore, according to
Kumarasamy et al. (2005) a major facilitator in tlegel of adherence remains the
management of the illness in relation to contrgllihe virus, keeping one’s body in good
healthy condition and strengthening the immuneesystWhere PLWHA felt lowered

side effects, and managed to maintain their weggtit had a healthier look, they were
better able to engage with themes of general dvigalings of health and well-being

(Kumarasamy et al., 2005).

Trust in the physician and a high level of satigtatwith health care providers remain
important factors for those on ARV medication. Td@go have a higher level of trust in
the medical providers show better adherence le{Aslisce et al, 2001). Facilitating

factors that emphasise a trusting relationship witledical caregivers include

competence, comprehensiveness, consistency, ciptificare and compassion (Laince,
& Davidhoff 1996; Lewis et al, 2006; Kaplan & Roged993). Conversely if there is a
high level of social mistrust, especially from thogho are marginalised and come from
disadvantaged societies, this can affect adhereweds negatively. Such interactions in
community health beliefs and medical outcomes plgyrominent role in adherence to
ARV. According to Gordillo, del Amo, Soriano and E&alez-Lahoz. (1999), satisfaction
with the clinician does not necessarily translaientedication adherence. Therefore,
although maintaining an honest, open and non-palistic relationship to those PLWHA

remains crucial, in some cases well-intentionedrirgntions may paradoxically lead to
the person’s disengagement with their medicatidgake (Conway, 2007). For example,
admission to poor adherence may lead to the diesppof the physician (Conway,

2007) or the well-meaning intervention of medidalrians to remind the individual that it



is time to take their medication may have a negaitiwpact of experiencing stigma and
discrimination by the PLWHA (Mannheimer, Morse, BlaAndrews, Child, Schemetter
& Friedland, 2006).

The level of trust that the individual has in thedital system and the practitioners also
intersects with the experience of side affectstanrdevel of adherence. Those individual
who had a higher trust in the medical system ardthctitioners were better able to deal
with the various side effects, and as a result mgamdo stay longer on the medication
(Altice et al., 2001). Furthermore, it appeared thamen in general were more likely to

have longer visits with their medical practitionersd they were more likely to discuss
emotional issues relating to their illness (Alti2@01). Social desirability and the need to
project a positive image seem to have impacted han reported overestimation of

adherence levels (Altice et al., 2001; Murri, Amse$ Trotta, De Luca, Melzi, Minardi,

Zaccarelli, Rellecati, 2004). PLWHA who are on AR¥atment have to be informed and
reassured that their adherence response will rietféme with the care that they are

receiving.

3.2.3 Health Care System

The health care system is found to have an impaeidberence levels. In some countries
the waiting time to renew a prescription in pulfacilities can be on average five hours
long (Hardon et al., 2007). The top end of thistiugi time has been found to be

approximately 12 hours. This translates into a tdsst least one working day per month
and can present a host of issues for PLWHA (Haetal., 2007). Often those who have
not disclosed their status or who do not have aategsupport from those at work have
the extra burden of explaining this time that tmeed (Hardon et al, 2007). In some
situations these individuals may ask others tohfete re-fills and requests are often
made for three to four month refill time periodsowever, paradoxically one month

refills are used to monitor levels of adherence] artended time periods may create
added constraints (Hardon et al, 2007). Hardonl.e2807) recommends that giving

appointments may reduce waiting times. Howevethéface of too little staff members,



inadequate training and heavy workload at mostipubédical services, this may not be

a workable solution in most developing countriegkeresources are scarce.

3.3 PSYCHOLOGICAL FACTORS CONTRIBUTING TO NON-ADHER ENCE

There has been much research conducted on theuttffPLWHA experience in relation
to their physical, emotional and interpersonal g (Kalichman, Di Marco, Austin,
Luke & Di Fonza, 2003; Simoni, Demas Mason, Drossr@aDavis, 2000). PLWHA
will very often experience a series of losses idiclg fear around losing their future
(Shisana & Simbayi, 2002), fear of becoming ill ayglng (Van Dyk, 1993), fear of
losing their identity and self-esteem (Van de WalMcKay, 1991). The fear of being
alone and loneliness also feature very stronglyFbWHA as many find themselves
being ostracised and discriminated against (Si&g8kchrimshaw, 2006). Furthermore,
feelings of guilt may be pervasive around the Behat certain behaviours or lifestyle
choices resulted in them contracting the virusPoWHA may feel guilty about the
shame that they may have brought on those aroueth t{Deacon, Stephney &
Prosalendis, 2005). Guilt may also be experiencedra the extra expenses that the
families have to endure in the face of alreadyirstidiresources (Van de Walt & McKay,
1991).

3.3.1. Stressful life situations

Considering the many psychological issues that PRy have to face, much less
research has been conducted on the psychologfeatebf being on ARVs. This area is
poorly understood as the focus still appears tprbearily around the physical health and
benefits of ARV treatment. However, findings indeathat the experience of

psychological stressors on the PLWHA often resuftoor health practices and thus lead
to poor adherence levels (Bottonari, Roberts, @i&sHewtitt, 2005). It was also found

that that perception of stress was a greater pgaedior poor adherence than acute
stressful life situations (Bottonari et al., 200B).addition, the number of stressors that

the individual has to endure further complicatelsemence levels (Mellins, Kang, Havens



& Chesney, 2003; Murphy, Greenwell, & Hoffman, 2D0@/ith regard to acute stress,
adherence to ARV medication may drop after a mhjerstressor but will return to
previous levels once the stress has subsided (Bwoitet al., 2005). Finally, stress is
known to indirectly affect the immune system, cagghose who are infected to become
more vulnerable to other opportunistic illnessear(MDyk, 1993). It is therefore is

imperative to understand how stress may furthempdicate ARV treatment outcomes.

3.3.2 Depression, anxiety, PTSD symptoms

It appears that individuals who have been diagnoséth HIV suffer from

disproportionally high rates of post-traumatic stredisorder and depression with an
increased likelihood of suicide (Boarts, Sledjeflogart & Delahanty, 2006; Kalichman
et al., 2003; Simoni et al., 2000; Sledjeski, Dalatly & Bogart, 2005). In addition, as
symptoms related to the HIV infection increase, MAVbecome more vulnerable to

experiencing symptoms of anxiety (Boarts et alQ&@®ledjeski et al., 2005).

Depression in PLWHA remains under-diagnosed, bptays a significant role in non-
adherence to treatment. (Gordillo et al., 1999)prBssion is also an indicator of a shorter
survival period in HIV-positive men and appearsbto mediated by poor health habits
and reduced adherence to treatment (Gordillo etl809). The causal effect between
poor adherence and depression is difficult to asireas less than optimal adherence may
lead to depression, yet depressed individuals nmayless motivated to take their
medication (Nakiyemba et al., 2006). However, adicy to Schonnesson, Ross and
Williams (2004), given the chronic nature of theVHinfection and the complicated
treatment regimen, it may be that the constanusnie thoughts around the illness and
treatment may increase stress in PLWHA and therapaaying depressive symptoms.
Hence, medical concerns can become a substanti&emfor depression for those on
ARV treatment (Schonnesson et al., 2004). Thisceteis that there is a close relationship
between the experience of treatment and psychalbdistress, and it is an indicator that
symptoms like depression or anxiety must be ackedgdd and worked with before

treatment is changed because of the reported negatperiences.



There also appears to be a high prevalence of PIRSBLWHA, reflecting a high
experience of traumatic events related to beingrsiaed with HIV (Boarts et al., 2006).
Studies (Gore-Felton, Butler & Koopman, 2001; Gbe#ton & Koopman, 2002;
Kimerling, Armistad & Forehand, 1999a; Kimerling,alBoun, Forehand, Armistad,
Morse & Morse, 1999b) indicate that PLWHA have exgnced at least one traumatic
event that has been severe enough to meet the Stviteria for PTSD. Significant
amongst these is the experience of some act acgnael perpetrated against PLWHA as a
result of their HIV status (Delius & Glaser, 20@0%rker, Aggleton, Hawell, Pulerwitz &
Brown, 2002; Strode & Grant, 2001). In additiordiagnosis of a life-threatening illness
like HIV infection may lead to the development @gher acute stress or PTSD symptoms.
However, some studies have found that PTSD infitkeds not impact on the adherence
rate to ARV treatment in PLWHA, however, the redaship between PTSD and non-
adherence may be driven by the presence of co-thakbpressive symptoms (Safren,
Kumarasamy, James, et al., 2005; Sledjeski e2@0D5).

3.3.3 Health-related quality of life

Quality of life refers to the appraisal on one’e lwhich contains features that are
satisfying and meaningful. Quality of life is impant in medical decisions that enable
the individual to survive (Sarafino, 2002). The lkifyaof life that may be experienced by
PLWHA who are on ARV can be influenced not onlythg PLWHA but also by the
clinician (Gordillo et al. 1999). This fact chalges medical doctors to collaborate with
professionals in other areas like the social anthbeural sciences so that they may
collectively explore the gap between the intention the PLWHA of adhering to
treatment and action outcome of such an intent®ardillo et al., 1999). ART can
prevent the progression of HIV, prolong life anchnove the quality of life for those who
are infected. The individual’s motivation arounekithillness and treatment as well as
their lifestyles needs to be considered to undedstavels of adherence (Gordillo et al.,
1999).



Amongst the lifestyle variable, Holmes, Warren, \Wahapman and Gross (2007)
argue that financial worries are a significantpsty and independent predictor to non-
adherence. PLWHA who worry that they are not gdmgpe able to meet their financial
needs often take limited care of themselves inro@eninimise expenditure brought on
by the illness (Holmes et al., 2007). Having tlfisstyle attitude leads to self-rationing of
medications and a lower level of adherence (Holeteal., 2007). In addition, people
competing with sustenance needs were found to pawoeer access to medical care.
Holmes et al. (2007) believe that asking peopleualbhow frequently they experience
worries about financial needs, like meeting thenpagt of accounts and taking care of
themselves, will often provide useful informaticor fdentifying higher-risk individuals.

This information can also be useful when addreskettavioural interventions in relation

to the level of adherence.

A particularly vulnerable group of people are thede are homeless and who are at an
increased risk of negative health outcomes (Kiduéolitski, Campsmith & Nakamura,
2007; Webster & Barr, 1999). These individuals euffom more chronic diseases, are at
higher risk for infectious diseases, have more alelihesses and suffer from more
physical problems in comparison to the general [ajmn (Kidder et al., 2007; Webster
& Barr, 1999). Drug and alcohol use further compbtealth outcomes for the homeless
or those living in inadequate housing facilitiehisI group of people also are far less
likely to get the quality of care that may be oglrfor adherence to ARV treatment, and
improving their quality of life is a potentially iportant mechanism (Altice et al., 2001).

3.3.4 Coping and managing the self

As has been discussed, PLWHA undergo great difficu relation to their physical,
emotional and interpersonal wellbeing. The stréss they may experience involves a
perceived discrepancy between the demands of atistuand the resources of that
individual (Sarafino, 2002). Coping is the procegswhich PLWHA try to manage the
perceived discrepancy between the various demaladedg on them and the resources

that are seen to be helpful in the stressful sangSarafino, 2002).



The level of adherence to antiretroviral treatmi®nPLWHA may depend on their ability
to adapt to the situation of living with HIV/AIDSCgderfall, Langius, Lidman &
Wredling, 2002; Siegel & Schrimshaw, 2007). Accagdio Antonovsky (1987) (as cited
in Cederfall et al., 2002), a good sense of colemewith a focus on how the individual
may comprehend, find meaning and manage his oillhess, may lead to better stress
management and coping capacity. A patient who wtaleds and finds meaning in the
necessity of strict adherence often manages to thke ARV medication more
successfully (Cederfall et al., 2002). In additi@ognitive coping strategies also have
stress-buffering properties that can lead to impdosoping. Cognitive coping models are
based on the concept of finding benefits that calp PLWHA with the psychological
adjustment to the chronic stressors, thereby isangatheir rate of adherence to ARVs
(Siegel & Schrimshaw, 2007). However, it must altso noted that finding cognitive
benefits to a stressor like HIV/AIDS may not to Bawnuch of an impact on individuals
who are experiencing multiple HIV/AIDS-related ssers. Other stressors like social
conflict or poverty may impose an added burden timaty decrease psychological
adjustment through cognitive processes and thesdsnmust be taken into account as
well (Siegel & Schrimshaw, 2007).

In managing the self in the face of severe multgitessors, PLWHA who managed to
overcome self-blame and who found meaning in tHéesng that they had to endure
tend to have better levels of treatment adherebewi$ et al., 2006). These individuals
also recognised the need for personal accountgliditregain control over their lives and
their health and to confront the disease. Investinfemselves and taking pride in their
accomplishments of managing their illness and nagidic allowed them to adhere to the
medical regimen. According to Lewis et al. (2008)dividuals who described an
experience of personal development through sdiéaebn and education, learning from
life experience, adopting a realistic future oukl@md making themselves a priority had a
better chance of staying on course. In addition/VPIA who were optimistic about their
future and experienced health within the ilinesspite living with a disease were better
able to make plans for a future that might havenh@eviously impossible (Lewis et al.,
2006).



3.3.5. Counselling needs

HIV/AIDS counselling is a vital part in the disseration of information. HIV/AIDS
education is generally aimed at informing PLWHA abtihe disease in order to alleviate
fear as well as ignorance so that they may bettrage their illness (Van Dyk, 2001,
Van Dyk & Van Dyk, 2003) Counselling in relation tts educative purpose is also
beneficial in prompting people to change their lvéha around HIV/AIDS in order to
prevent further spread of the disease and to $tepndividual from being infected by
different strains of the virus (Van Dyk, 2001; VByk & Van Dyk, 2003). In addition,
counselling serves a vital purpose in providing maneeded emotional and social care
and support to PLWHA (Van Dyk, 2001; Van Dyk & Vanyk, 2003). The
dissemination of information and provision of carel support that the PLWHA receives
through counselling should be extended to include facilitation for better treatment

adherence.

Therefore, whilst the physician may provide thdiprmary explanation of treatment and

the biomedical reason for adherence, the HIV/AlRBirsellor spends a greater time
covering ART adherence and other HIV-related issn@such more detail (Safren et al.,

2005). Additionally, even though medical doctore aevered due to their status in

culture, counsellors may be perceived to be moprogechable and easier to speak to
(Safren et al., 2005).

In settings with poor resources, lay counsellorsvesea more important function.
According to Hardon et al. (2007), the quality olunselling given to PLWHA differed

greatly between countries and also between diffefaailities within a country. In

resource-strapped countries and situations onlynall proportion of ARV users see a
counsellor at each visit. Most PLWHA come into mdrequent contact with a
pharmacist, nurse or doctor (Hardon et al., 2007)public care facilities health care
workers are generally overworked and struggle it large volume of work. Low
motivation and work fatigue can have a severe impachow PLWHA are managed.

Non-adherence to ARV treatment places an additionatden on the medical



practitioners, creating a cycle of burn-out anddoyd attention (Hardon et al., 2007). In
resource-strapped situations the training and ds&yo counsellors regarding ARV
adherence may take the burden off the medical mysted allow the PLWHA to gain

access to the much needed support they need intorlleep to the treatment regimen.

3.4 SOCIAL FACTORS CONTRIBUTING TO NON-ADHERENCE

3.4.1. Poverty

The chance of being exposed to the HI virus is Egetveen those who are wealthy and
those who are living in poverty and there is n@krformulation that can be used in the
examination of the interplay between poverty anf/AIDS (Mosley, 2004). However,
research indicates that HIV has come to be knowth@disease of poverty (Jackson,
2002; Barnett & Whiteside, 2002; Mosley, 2004; VAer Vliet, 1996; Whiteside &
Shunter, 2000). An indirect association remaingvbeh poverty and the rate of HIV
infection and this can be described by severabfadtke poor nutrition, lack of access to
health care and having limited resources in medbagic needs (Barnett & Whiteside,
2002; Kalichman, Simbayi, Jooste, Cherry & CainQ20 Whilst poverty relief will not
stop HIV/AIDS, Crothers (2001) postulates thatirgigndividuals and communities out
of poverty will enhance their capacity to resisW¥IDS once infected. Furthermore, the
literature reveals that people who have a higheorire have less difficulty when
adhering to their treatment than those who are ppetéricken (Nakiyamba et al., 2006).
This is especially relevant in underdeveloped coemtvhere many thousands of people
are living in poverty, and HIV adherence is inciegly becoming an issue
(Nakiyambaet al., 2006).

3.4.1.1 Hunger and food needs
Not only does the PLWHA need extra nutrition (Kgtl2000; Sharpstone et al., 1999),

but there is an additional nutritional need duting initial stages of treatment as the body

regains strength and weight (Au, Kayitenkore, Seutt al., 2006; Jimenez, Garcia-



Lorda, Allonso-Villaverda, de Virginia Sola, et,al998). In addition, PLWHA who are
on treatment have reported that treatment incretdsss appetite (Au et al., 2006).
Addressing poverty and nutritional needs as a b@sae is critical to those who are on
ARVs (Hardon et al., 2006; Kumarasamy et al., 200&chega, Lehman, Hlatshwayo et
al., 2005; Weiser, Wolfe, Bangsberg et al., 200&)chega et al. (2005) argue that on the
surface, treatment to adherence sounds simpléat utlifficult for people to take their
medication when they are hungry. One responderd survey commented that “the
challenge is how do you link that person to a supp®chanism that would ensure that
there is some food on that person’s table at lsast a day” (Hardon et al., 2006, p.661).
Often employed family members provide the necesBagncial support for adherence
including the provision of food. Some PLWHA hawerésort to the extent of begging
for the old age pension from their grandparentthab they can buy some food (Hardon
et al., 2006; Kumarasamy et al., 2005; Nachegal.et2805). Some PLWHA stop
treatment because of a lack of food. In other céadess been found that patients will not
adhere strictly to the treatment often reducingittiake of medication from a twice-a-
day regimen to once a day because they have ormdynoeal (Hardon et al., 2006;
Kumarasamy et al., 2005; Nachega et al., 2005).e@onent social grants are often a
major concern for those who are unemployed andresmtrhient (Hardon et al., 2006;
Kumarasamy et al., 2005); Nachega et al., 200%e FEreatment is clearly not enough
and ARV programmes in resource-poor settings vgb dave to find ways to address

hunger constraints with regard to treatment.

3.4.1.2 Transport and other costs

Even though PLWHA may receive free treatment, fpartscosts may be a reason why
some individuals are not able to come to the hdalthity for refills of the medication

(Hardon et al., 2006). This may be particularlycohcern to those individuals who live in
rural areas where HIV treatment points may be diffito access. Kumarasamy et al.
(2005) found this to be the most frequently andqarodly discussed theme. Even when
facilitating factors like family help in getting pants to their treatment points are

available, the cost of transport is a powerful lear(Kumarasamy et al., 2005). In some



instances, individuals reported taking drastic me=s like sacrificing irrigation systems

for their farming needs or getting into further geb ensure they could pay for transport
and other costs (Kumarasamy et al, 2005). Suctuatsin thus leads to further poverty
for the families who are than unable to managelthess. In other cases the cost of the
treatment led to self-imposed drug holidays whaeegatient would only resume taking

medication when they could afford to do so agaianfece, Ciss, Desclaux, Diop,

Mbodji, Ndiaye, Sylla, Delaporte & Ndoye, 2003; e et al., 2005).

The increasingly high cost of ARVs, even with génerompetition, is an important
barrier to access, more especially in developinghtriees (Seone-Vazquez & Rodriguez,
2007). Several multi-national efforts by the Accated Access Initiative (AAI), which
was set up in May 2000 and consists of severalnat®nal organisations involved in the
fight against HIV/AIDS, and various pharmaceuticaimpanies have been negotiating
price ceilings through shared expertise and teahn&sources on ARVs. However, there
have been several problems related to drug regaktnd policies (Seone-Vazquez &
Rodriguez, 2007) and the high cost of ARV thugd stiinains a significant barrier.

3.4.2. Stigma and Discrimination

HIV/AIDS-related stigma is a social as well as pwlogical reaction to the epidemic
that is rooted in denial, fear and distrust of thedo are infected but also includes those
who are affected by the disease by virtue of thsgociation with the infected individual
(Aggleton, Parker & Maluwa, 2003; Deacon et al.020 Many studies show the very
deep and embedded nature of stigma-related disatiman (Aggleton et al., 2003; Kelly,
Ntlabati, Oyosi, Van Der Riet & Parker, 2002; Niyoma, 2003; Parker et al., 2002,).
Discriminating attitudes include religious, moraidaethical positions that are taken
around the perception that PLWHA are to be blampedjshed, that they bring on shame

on the family and community or that they are deviarsome way.



Stigma and discrimination form a large part of tb&atory nature of PLWHA due to a
lack of support from others around then (Hardoralet 2007). People who hide their
status also have to keep the treatment that theyreceiving hidden and this has
consequences for adherence, and taking medicaticedret often leads to irregularity
(Hardon et al. 2007; Kumarasamy et al. 2005, Nagh&gowlton, Deluca, Schoeman,
Watkinson, Efron, Chaisson & Maartens, 2006). Iditah, these individuals are also
not able to get adequate encouragement and sufspart others to take medication
(Hardon et al., 2007; Kumarasamy et al., 2005)sdme instances, individuals did not
view the community members as people who couldsatisgm with their medication at
all and often feared being ostracised and mistde@amarasamy et al., 2005).

Often individuals on ARVs expressed fear of a latkonfidentiality regarding treatment
delivery (Laniece et al., 2003, Nachega et al.,620@PLWHA feared that their status
would be divulged to others in their communitiesl anany participants wished to get
treatment for two months or more to reduce comatit the medical staff. In a study
conducted by Patel (2005), a participant reportesd she would sometimes miss her
treatment refills as a neighbour worked at the libcspital and she would wait for the
days when he was on leave from the hospital besheerefilled her scripts rather than
risk being recognised. This participant feared tiat HIV status would be discovered
and revealed to the community and as a result sgatrbe victimised. Using public
pharmacy set-ups also led to ARV users to not &dk#ictly to the regimen as they
feared their HIV status would be exposed (Rief, Wdre Lowe & Osterman, 2006).
Some individuals would also travel longer distansedhat they could access treatment
further away from home in an attempt to hide trstatus for fear of some kind of
repercussion from others (Rief et al., 2006). Tdften further complicated cost and put

an extra financial burden on them.



3.4.3 Social Support Needs

An HIV diagnosis can place a substantial amourgtiidfss and burden on those who are
infected as well as those who are affected, ane thiee many psychosocial consequences
following an HIV diagnosis. Social isolation is eft a painful reality for many (Batohi,
2004). Support networks can be a powerful forcé tdaa prove to be a rich source of
empowerment for those living with HIV/AIDS. Thesetworks can supply information
around issues such as challenging discriminatioompting counselling needs, seeking
legal protection for basic human rights and advaogatfor treatment in relation to ARV
treatment, and some members may even become veiyl irs assisting others as they
become experts in the latest treatment optionseatrhent combinations (Jackson, 2002,
Nachega et al.,, 2006). Hence, PLWHA can becomen@artin their own treatment,
shifting the patient/practitioner relationship topaint that ensures balance (Jackson,
2002).

3.4.3.1. Support groups

One of the key psychosocial consequences to beiagnosed with HIV is social
isolation. PLWHA have been found to spend increggifonger amounts of time being
alone and engaging in socially solitary activit{i&alichman et al., 2003; Simoni et al.,
2000). Others often avoid contact with PLWHA, leayi the individual with
overwhelming emotional responses which require adosupport to help them cope
(Kalichman et al., 2003; Simoni et al., 2000).

Unmet mental health needs related to counsellimgstance abuse, loss, grief, depression
and anxiety have been found to be significantlypeisged with low adherence levels in
PLWHA (Rief et al., 2006). In addition, participantvho experienced three or more
different types of unmet needs were less likelyakke HIV medication, indicating that
multiple unaddressed needs may influence medicaisen Rief et al. (2006) also argue
that adherence levels are influenced more by aifspemmet need of mental health

related issues rather than multiple unmet socigbsu needs. Gordillo et al. (1999)



believe that depressed individuals who do not hedequate social support also have a
problem in staying on their medication. Howevencpesed social support did not seem
to increase improved adherence in the case of si@pre(Gordillo et al., 1999). Hence,
depressed individuals may renegade on their tredtrmeespective of whether they
receive social support or not (Gordillo et al., 9990n the other hand, PLWHA who did
not show depressive symptoms were more likely toabsisted in adhering to their
medication through a social support network (Gtéowdét al., 1999). Social support
groups continue to be among the most widely avigl@sychosocial intervention for
PLWHA (Walch, Roetzer & Minnett, 2006), and presant area that requires further

research in relation to adherence to ARVSs.

Furthermore, those individuals who are pessimistiiout the effectiveness of the
treatment that they are receiving and who do net hadequate social support remain
highly vulnerable to becoming non-adherent in thetatment regimen (Diabate, Alary
Koffi, 2007). There also appears to be an intinmatationship between stigma and social
support (Kumarasamy et al.,, 2005). Although sosapport is very often needed,
PLWHA are scared to disclose their status for tdadiscrimination. However, the most
frequent social facilitator to adherence includefptrom others. Family members have
been more frequently referred to in this context, the benefits of the community as a
social facilitator in this regard still remain pbounderstood (Nayikamba et al., 2006;
Wagner, 2002). Visnegarwala, Rodrigeuz-Barradasayi&s et al., (2006) propose that
de-institutionalising the approach to ARV adheremrel using community outreach
programmes may be a more cost-effective and aduepteay to deliver ARV therapy.

Support groups incorporating those peers who cavige both the delivery of the ARVs

as well as constant cognitive reinforcement andassapport may be an area for further

investigation (Visnegarwala et al., 2006)



3.4.3.2. Home-based care-giving

Home-based care-giving provides improved assisttm¢be PLWHA and also reduces
the burden on overcrowded and under resourcedhhsgiitems (Gupta, da Silva &
Neves, 2006; Jackson, 2002). Integrated home-based promotes an extended
relationship between the healthcare team and th&HA, as well as increased attention
for the family and community. This allows for mosecial and psychological support
(Gupta et al., 2006). Concentrating therapy at hestablishes primary caretakers within
the home or community, fortifying social supportwerks and thereby increasing daily
adherence. Research by The Brazilian Ministry oflHeindicated that the cost of
extended resources of integrated home care wouldjbstified and moreost effective
measure to supporting PLWHA and also assistingninngrease in adherence levels
(Gupta, 2006).

In addition, Hardon et al. (2007) found that cheldrcan be useful as facilitators to ARV
adherence. They can be an important source of supgeen it comes to collecting
medication for their parents or in contributing ards their food needs, as indicated by
this comment made by a respondent in a survey,CMigren, after seeing the state | was
in and getting my ARVSs, I called them and told thiem state. They got encouraged and
as a result they buy me passion fruits and sugeause they know that the drugs that |
am taking is so strong” (Hardon et al, 2007, p.)662

However, it has also been found that home- and aamtgrbased care-giving can
actually lead to neglect for many PLWHA as they kept out of the health system
(Gupta et al., 2006; Hardon et al., 2007). The eardf home care on women and
children also places those who are most vulnerabtee community at further risk as
their work load increases (Gupta et al., 2006; Haret al., 2007) As such, home-based

and community care have to be critically evaluate@n activity of social action.



3.4.3.3. Managing the environment

Participants who were able to manage the envirohrbgnrecognising positive and

negative sources of support are better able toradizetheir treatment (Lewis et al.,

2006). Individuals who were better able to asshes support system as appropriate,
gauged their level of disclosure, and avoided stuépeople and situations were in a
much stronger position. Secondly, if the particigazould identify external cues, creative
solutions and lifestyle habits like finding a conient hour to take the medication,
linking taking medication to a favourite time ofettday, using partners and other
supportive networks or establishing an active agimp with their health care team
assisted them in adhering to their medication,their problem-solving attitudes helped

in adherence (Lewis et al., 2006).

Mannheimer et al. (2006) used the initiatives & tbommunity Program for Clinical
Research on Aids (CPCRA), a community-based HIYicdl trials network, evaluated
two different approaches to promoting ARV therapitiation and continuing support
throughout follow-up. The first intervention, theebication Manager (MM), was an
initiative that involved trained research staff nirs who worked individually with
participants to provide tailored adherence suppints was done in a guided manner
identifying and addressing each participant’s baolgd information, motivation levels
and skills base (Mannheimer et al., 2006). The rs#datervention was an electronic
medication reminder system — A Little Reminder (AL&Revice - that was devised to
sound and flash at certain times to remind theguets take their ARVs (Mannheimer et
al., 2006).

The MM intervention programme worked better on wlials who were on less
complex medication regimen but showed less favderabsults for those on more
complex treatment plans (Mannheimer et al., 2006)s may have been due to increased
toxicity for the more complex regimen group of mduals, but nonetheless the MM was
a community initiative that appears to show sonvedi@able results because of repetitive

adherence support that may have been as a réstdgaent contact and social support.



In comparison, the ARL programme showed much lassess as direct support was not
available (Mannheimer et al., 2006). The ARL alsoulght up other issues around
confidentiality as well as practical issues of éattmalfunctions, thereby limiting its
effectiveness (Mannheimer et al., 2006). A tecHnreaminder device falls short of
addressing barriers that are likely to be dealhwit a more comprehensive manner

through face-to-face contact.

3.4.4. Knowledge of illness/Belief about the treatemt

Stemson et al. (2005) have put forward the argurtiettthe first step in empowering

patients to care for their health is by equippingmt with information in the belief that

high levels of basic knowledge will promote desleabehaviour. A better perception of

at least one negative consequence of non-adheréresjde effects, lowered quality of

health, weight loss, hastening death and increassg for treatment, allowed PLWHA

to improve their adherence levels (Stenson et24l05). In addition, there is some

indication that individuals who have a better ediocashow a propensity towards better
adherence levels to ARVs (Gordillo et al.1999; Kiexger, Phair, Strathdee et al., 2001;
Wong, Lawrence, Struthers, Mcintrye & FriedlandDgp

Using alternate treatment has proven to have becansggnificant barrier to ARV
adherence (Owen-Smith, Diclemente & Wingwood, 200/6ng et al., 2006). In a study
by Owen-Smith et al. (2007), it was fond that womadro use natural immunity boosters
or vitamins are significantly more likely to misesis of ARV, suggesting that they were
using these as an alternative to ARV treatmenterathen complementing treatment.
Two possible explanations may explain this; firsihatients may experience difficulty
incorporating the immunity boosters into their deyday life. As a result those who use
them may feel both logistically and psychologicallyerburdened and may find it
necessary to sacrifice the prescribed treatmente(@®@mith et al., 2006). Secondly,
ARV treatment may be significantly disliked due utspleasant side effects and therefore
PLWHA may be relying increasingly on alternativeatment options. However, despite

these findings, Wagner (2002) argued that attitant beliefs around traditional healing



systems and alternative treatment options werelarghrelated to the level of adherence
to ARVs by PLWHA.

3.5 CONCLUSION

This chapter has reviewed pertinent issues in field of research and examined the
various biomedical, psychological and social basriend facilitators that impact on the
levels of ARV adherence. It should be noted thas$ therature review has mostly
presented the barriers as these are predominasttiyssed in the literature. However,
facilitators to ARV adherence are imperative as¢hmay help to understand the full

scope of ARV treatment and thus provide a moresholunderstanding of the topic.



CHAPTER FOUR

METHODOLOGY

4.1 INTRODUCTION

In this chapter the methodology used in the cabtectand analysis of the data is
discussed. This includes information regarding tbgearch paradigm that has been
utilised, setting, the sample, the procedure, datkection and analysis of data. This is
followed by a reflection as part of a personal ebser on the part of the researcher.

Finally, a discussion of the ethical consideratisngresented.

4.2 RESEARCH PARADIGM

A qualitative research paradigm underpins this\stiitie decision to use qualitative data
is based on the need to understand matters frompattieipant’s perspective. (Babbie &
Mouton, 2004; Neuman, 1994). The aim of this stisdy describe and explain events as
close as possible to the lived experiences of #megpants. Consequently, every attempt
has been made by the researcher to understandotit@view and belief systems of the
participants (Babbie & Mouton, 2004; Neuman, 1994 )addition, the researcher hoped
to uncover deep and meaningful interpretationefrelated research questions through
in-depth descriptions to capture the understandfrtpe participants (Babbie & Mouton,
2004; Neuman, 1994).

The qualitative methodology of phenomenology hasnbatilised in this research to
develop insight into the dynamic experiences of PHAMvho are on ARV treatment.
According to Babbie & Mouton (2004), phenomenolagyes beyond the positivistic
paradigm and aspects of causal factors to incleflexivity and the various ways of
being in the world. The focus of phenomenology he tigorous emphasis of the
PLWHAs subjective experiences of being HIV-positased on ARV treatment and the



manner in which the experiences are constructedpnstructed and de-constructed in
socially contrasted contexts

4.3 RESEARCH QUESTIONS

This research sought to explore the various bidpssacial barriers and facilitators

regarding ARV adherence from the perspectives ef lthalth-care providers and the

patients. As the themes unfolded four major theem@grged in relation to the main

research questions, aims and objectives. Thetfiree themes revealed, individual level
barriers and facilitators, secondly interpersoeakl barriers and facilitators and thirdly

systemic level barriers and facilitators. The foutheme has been organised around
intervention level barriers and facilitators to ARdherence.

4.4 SETTING

The sample of the present study was primarily drésem the Themba Lethu Clinic
which is based at the Helen Joseph Hospital inrledsburg. The Themba Lethu Clinic,
which means “Our Hope” in isiZulu, is one of thegdpest HIV sites in Southern Africa.
There are approximately 6200 patients on ARV treatnat the clinic. The clinic has a
staff compliment of about 65 and sees approxim&@@/patients a day (Health-e, 2008).

The patients who use this facility are mainly frahre inner city “townships” that

surrounds the Johannesburg area. Many of the patoeme from as far as Alexandra
and Diepsloot even though there may be ARV treatrpemts close to their place of
living. Majority of the patients face profound ddftilties related to poor socioeconomic

standards facing unemployment, low education lexetspoverty.

In addition to this, a further sample was drawmfrthe Treatment Action Campaign
(TAC). The TAC is a non-governmental organisatidmnch was started in 1998. Its main
purpose is to procure treatment for those infeetgd the virus. Part of the TAC's initial

mission was to put pressure on the African Nati@mhgress (ANC) to start a free ARV



programme in state hospitals, and to get pharmaed¢sito drop their ARV drug prices.
The TAC is an activist group that grew out of tioditpcal belief that PLWHA should be
afforded the same dignity, access to healthcareegodlity as all other South Africans

(Treatment Action Campaign, 2008).

4.5 PARTICIPANTS

In keeping with qualitative principles, the intemtiof this study has not been to yield
generalisable data (Babbie & Mouton, 2004; Neuni®94) but rather to gain an in-
depth understanding of the participants’ perspestiA non-probability sample was thus
used. Due to the nature of non-probability sangplthe criteria for sampling was based
on the availability and willingness of people tatmapate in the study, and participation

was completely voluntary (Rosenthall & Rosnow, 1991

Furthermore, a combination of purposive as welt@svenience sampling was used in
this study. The purposive sample included thosévididals who were able to provide
specialist opinion regarding the facilitators aradriers to ARV adherence. The use of
purposive sampling did not allow for random sanglitherefore all persons in a given
category were not given an equal chance of beingkl. This sample included medical
practitioners. The medical doctor heads the HIViichl unit at the hospital. Two nursing
sisters were interviewed. Both the nursing sisterge a humber of years of experience
with PLWHA. One of the nursing sisters has alsonbeestrumental in HIV/AIDS
activism for a number of years. Two HIV-adherenoearsellors were interviewed. The
counsellors who do adherence counselling are spaltyf trained in this area and see
patients individually and also run adherence anddigerence groups for those patients
who default on treatment. A nutritionist was intewed. Initially this was not intended
but it became evident during the data collecticat traluable information in relation to
nutritional and food needs was of crucial impor&an€inally, two ARV treatment
activists were interviewed. Both of the particimahtive a number of years of experience
as project managers at the TAC. The reason foudg these participants in the study



was so that a more holistic understanding of tBedsat hand could be gained not so

much for an expert point of view but rather frormaltidisciplinary perspective.

The sample group also included individuals on AR&tment as well as caregivers to
individuals who are on ARV treatment. This sampleug is reflective of convenience
sampling and the criterion for participation wasdxhon the availability and willingness
to participate. Four patients were included inghely. Two of the patients had defaulted
on treatment and had come back to the clinic feattmnent. In addition 2 caregivers to
HIV-positive patients were interviewed so as tdude some of the challenges that they
may be facing.

The sample was thus chosen to reflect those whe thermost likely to provide the most
meaningful information in relation to the aims abiojectives specific to this research
based on the judgment of the researcher and iruttatisn with the supervisor (Rosnow
& Rosenthal, 1991). By including this range of pap@ants it was hoped that a more
holistic and in-depth understanding of the reseamghs and objectives would be
achieved. It should be noted that some of the psid@al participants were also HIV-
positive and on ARV treatment. Their experiencetergsect with both having the
experience of working with people who are on treattmas well as having a personal

experience with treatment. The following is a bidakn of the participants:

Medical doctor 1
Nursing sisters 2
Nutritionist 1
ARV adherence counsellors 2

Treatment activists
PLWHA on treatment 4
Caregivers of PLWHA on treatment 2



4.6 PROCEDURE

The Themba Lethu Clinic at the Helen Joseph Hdspits the main site used in this
research. All the participants except the two trestt activists were interviewed through
this clinic. Ethical clearance was first soughtnfrdhe University of Witwatersrand -
Medical Research Ethics Committee. Once this waaiodd (Appendix 10), permission
to conduct this study was obtained from the ClinidB/ Research Unit, Department of
Medicine @ppendix 4). After the regulatory manager of this unit hadrged permission
for the research to be conducted at the cljigpendix 10), the researcher was put in
touch with the senior social worker.

The purposive sample (doctor, nurses, counsellargitionist) was identified with the

assistance of the senior social worker at the cliterviews were set up with these
participants by the social worker. Since Thembaues$ a very busy clinic and the work
schedule and work load of these participants iy Weavy, the researcher had to often
wait for the participants to have a break in tlveark routine before proceeding with the

interviews.

The convenience sample (participants on treatmeahtcaregivers) were identified with
the assistance of one of the adherence counseltoteere was already an established
relationship of trust with the patients who wereeiging their treatment at the hospital.
All the participants were informed verbally aboke tstudy by the counsellor on the day
that they were attending the clinic and a choice gigen to the participants to meet with
the researcher. The researcher then arranged ¢onwenient time to meet with the
participants whilst they were waiting for theirdtment. As this sample was drawn from
a hospital in a specific area, it was envisaged thare would be some common
characteristics in terms of racial and socio-ecandoackground. It is hoped that this
may have assisted in the facilitation of the si|paghcommon experiences.

Letters explaining the nature of the study weredeanout to all the participants

(Appendix 5). Consent forms requesting permission to condwetiriterviews as well as



permission to audiotape the interviews were haralgdt the same timé\ppendix 6).
Once the letter of consent had been returned, ppgpte arrangements were made for the
interviews to be conducted.

Treatment activists were accessed through the MezdatAction Campaign organisation.
Information letters explaining the nature of thedst were given to potential participants
(Appendix 7). An appropriate time and place of meeting wasaraged with each

participant. Before the interviews took place thi mature of the study was explained to

the participants and the necessary conggmpéndix 6) was obtained.

4.7 DATA COLLECTION

Data was collected using semi-structured, in-deptérviews. All the interviews were

audio-recorded. Interview times ranged between Bit@s and one hour.

According to Marshall and Rossman (1995), an intliapterview is more like an
ordinary conversation than a question-and-answessi@e However, unlike a
conversation, there was a clear purpose in thevietg session (Marshall & Rossman,
1995). This was done by using a semi-structureshvigw schedule that allowed for a set
amount of information to be gained without limitirige sequence and flow of the
discussion(Appendix 8). Thus the semi-structured, in-depth interviews vedld for
greater flexibility in the questioning process. &sesult the researcher was able to probe
for greater detail and depth, or clarification gfiroons, attitudes and beliefs regarding
the subject matter (Marshall & Rossman, 1995). Timthod also allowed the researcher

the opportunity to observe non-verbal behaviour.

As a personal interaction is necessary in semeéttrad, in-depth interviews, the
participant’s willingness and co-operation was inapige (Marshall & Rossman, 1995).
A weakness of this interviewing method may havenbiat participants may have at
times been unwilling or uncomfortable to share semsinformation. One participant

had substantial difficulty in engaging with the eascher. It appeared that some of the



participants feared that they might be disregariedfurther treatment based on their
responses. In addition, the interviews were in Bhghnd it was difficult for some of the
participants to understand particular questionsepos® them. Finally, this type of
interviewing required a certain degree of expertise the part of the interviewer
(Marshall & Rossman, 1995). This can be particylaHallenging when working with a
highly vulnerable population. The researcher’s lgaoknd in community psychology

was helpful in trying to manage and negotiate sohthese difficulties.

One of the reasons for choosing to audio-record ititerviews was that the key

advantage of this method over taking field notethad it is less prone to the interpretive
filtering effect which is more evident in takingld notes (Speer & Hutchby, 2003). In
addition, Hammersley and Atkinson (2003) (as cite®peer & Hutchby, p.316) argue

that recording enables the researcher to capteresdghial process and context in their
entirety and that it provides for a more accuraite detailed account of what was said. A
distinct disadvantage of audio-taping may incluelactivity or reactive affects (Speer &

Hutchby, 2003). It is thus possible that the repayddevice may have made the
participants nervous or anxious, affecting thegpanses. The non-verbal interaction of
at least two participants suggested a discomfdtt thie recording device. The option of
conducting the interview by making field notes vgagen to all participants but they all

preferred the interviews to be audio-recorded.

Finally, even though every effort was made to fangrivate and quiet environment in
which to conduct the interviews, this was not algvgyossible. The rooms where
counselling takes place at the hospital are vergllsamd the walls are not soundproof.
This made it very difficult for the participants talk in complete privacy. In addition, the
interviews were interrupted from time to time asiegellors looked for a free space from
which to work from. This may have impacted on th®imation that was provided by
those who were on treatment. A further difficultyasvthat the data from four of the
interviews was lost due to a combination of verydobackground noise and some
participants talking very softly. However, despieés the semi-structured nature of the

interviews ensured that a large amount of datageasrated for analysis.



4.8 DATA ANALYSIS

The analysis of data was done by means of thetgtiadi analytical technique. All the
audiotapes were transcribed verbatim. Once the watatranscribed, thematic content
analysis was used to analyse the barriers anditéiciy factors impacting on the
adherence levels of PLWHA on ARV treatment. Theeabntent analysis involves
thematic coding which is a process of developinigjaincategories of concepts and
themes through in-depth analyses of the data (Mé#rgh Rossman, 1995). General
themes were thus extracted and carefully scrutinise accurately capture the
understanding and perspective provided by theqyaaints. This involved examining the
text for the occurrences of selected words, phrasascepts, themes or sentences in
order to draw out meaning of a descriptive natiaréhall & Rossman, 1995). A
thematic content analysis can therefore be defitwethe a systematic technique for

compressing huge amounts of information into fegetegories (Boyatzis, 1998).

This procedure involved the evaluation of inforroatthrough five key steps (Marshall &
Rossman, 1995). Firstly, the data was organisedkeay ideas and theories arising from
the literature review (Marshall & Rossman, 1995)r fhe purpose of this research,
guestions asked during the interviewppendix 8) provided the framework and
cornerstone for the organisation of the themess &hsisted in reducing the raw data into
a more manageable size. It also allowed for annatisation of as much data as possible
by the researcher (Boyatzis, 1998).

Secondly, key themes were identified through a gsscof induction (Marshall &
Rossman, 1998). During this process the preciserigésn of the themes was not as
important as looking for and finding broad pattessoss the responses (Boyatzis, 1998).
Themes were then developed and categorised dediyct{iBoyatzis, 1998). Prior
research and theory was applied to replicate, dxbemefute what was already presented

in the literature review (Boyatzis, 1998).



Thirdly, coding of the emerging themes took plagaibing different colour markers. The
aim of this type of clustering was to further bretdwn thematic information (Marshall
& Rossman, 1995). Fourthly, the themes were theploesd. This was done via
elaboration that allowed for a comparison betwdamies and sub-themes (Marshall &
Rossman, 1995). Finally, the data was written upaasinterpretation (Marshall &
Rossman, 1995). This process involved the proceseading on the level of analysis
that sufficiently captured the views of the papamt as well as deciding on the number
of concepts to code for the accurate representafitime collected data.

Thematic analysis is a logical way of organisingada relation to the research questions
as well as in the interest of the participantshibuld be noted that while coding captures
the descriptive nature of the data, the procesentsikkn in this research also provided
for latent content. This latent content was exanhiaed the underlying meaning of the

data was then discussed (Ritchie, Spencer & O’'CQr2®3).

4.9 VALIDITY OF RESEARCH

A common concern with qualitative research is tla/wn which the researcher’s bias
may influence the findings and discussions (GréemsR003). It is thus important that
some form of systemic check or cross-check beeamhwut by the researcher to ensure
that the data is plausible. Greenstein (2003) ardhat trustworthiness is an important
factor for good qualitative research. Furthermottee four aspects of credibility,

transferability, dependability and confirmabilityere also taken into account

Credibility is the accuracy of the description bétdata (Greenstein, 2003). In this the
researcher worked closely with her supervisor teuen that the reconstruction and
representation of the respondents’ views on theaidsar and facilitators to ARV
medication were thematically coded and depictedrately. In addition, although it was
not possible to carry out member checks with al taspondents, the researcher cross-
checked her understanding of what was reported watime of the participants. The

second aspect of transferability ensures thatitftenigs can be applied to other contexts



and to other respondents (Greenstein, 2003). Tassdene by establishing the degree of
similarity in the respondent’s views with other @asch material on the same subject
matter. Additionally, differences were explored aalternative explanations were also
sought. The third aspect of dependability concénesstability of qualitative data over
time (Greenstein, 2003). This research collaboratéd other similar research and even
though people’s reality changes over time, muckhhef findings concur with similar
themes and observations found in the literatureesurWhere the arguments in this
research report differ, the researcher has madeldtee available so that the findings,
discussions, conclusions and recommendations carabed for verification and ensure

comparability.

Despite the above checks to control for researshpatrtiality, the personal as well as
intellectual biases and values of the researche tmbe taken into consideration as this
will impact on the nature of the interaction ane tuality of the information gained.
Seedat (2001) suggests that research cannot batralrexercise and that the researcher
cannot be independent from the participants. Patsand epistemological reflexivity
become necessary as ways to explore the mannehiai the researcher engaged with

the study and how further meaning is created othisfexercise (Seedat, 2001)

The researcher’'s personal view in undertaking tleisearch is that the analysis of
treatment adherence in PLWHA cannot be limiteche lliomedical/positivistic position
or the interpretive epistemological perspectivetharough study of this topic has to
include a critical evaluation that extends beyamst understanding phenomena in order
to bring about real change through active partiogpaand activism. The researcher’s
own interest in HIV began almost a decade ago wdienfirst came into contact with
HIV-positive babies at the Chris Baragwaneth Hadpithe researcher found it was a
travesty that these babies were allowed to suffier die whilst the government would
engage in one debate after another that stoppeghgmeé mothers and babies from

receiving the much needed treatment.



Furthermore, the researcher’s interest in medicaiotogy and her background in
community psychology added to her standpoint thiafstvbiomedicine and traditional
psychology may view health behaviour from a miconp of view, this was a further
injustice that PLWHA have to endure. The assumpti@t all people are in control of
and responsible for their health and health behavails to take into account the impact

of the greater social order.

It is, therefore the opinion of the researcher thdtut of the hand of those who steal” is
an injustice of enormous magnitude if one doestak¢ into account those aspects of
society that creates conditions in which harmfuivétees can flourish. This is not to take
away from personal responsibility but it is rathereflection on how we all contribute to
human-rights violations and create human sufferifigis is particularly pertinent for
those who are HIV-positive. The researcher thusebes$ that there is collective and

universal responsibility that we all share in figlatinequalities in society.

A further aspect that requires some thought igdame clear to the researcher during the
interviews that she was constructed as a profeskieith specialist knowledge. Whilst
the researcher made every attempt to establisrorappd to engage in an emphatic
manner, the process of this research did not altovparticipatory research where time
could have been devoted to building relationshipbl@ecoming part of the community in
order to gain the information. Hence it was felattla certain distance between the
participants and researcher remained, and it math#eas a result some participants
would have been hesitant to speak freely. In anlditall the health professionals who
were interviewed reported that there was a tendenaye part of those who came to the
clinic for treatment to respond to the staff inleasing manner. This may have created a

false sense of security between the researchepatidipant.

Lastly, the research aim and objectives was ainexx@aoring the topic of barriers and
facilitators of HIV-adherence and participants welhesen to provide the information in
keeping with this. Data was collected in a widegaro include as many biological,

psychological and social factors that impact on PHAMvho are on treatment and an



analytical trial was not followed until a saturatipoint was reached. However, for the
purpose of this research saturation of data cadleavas not seen as a possibility from

the onset and the data was collected within thediion of a project of this nature

4.10 ETHICAL CONSIDERATIONS

The aim and objectives of this research involvegaging with an extremely vulnerable
part of the population on highly complex issuesulibemselves. Therefore, discretion
was applied on the part of the researcher to entkatéhe interviews were conducted in a
manner that did not endanger the participants ynpdnysical or psychological way. The

following principles of ethics were followed.

Ethical clearance was first sought from the MedRakearch Ethics Committee. Once
this was obtainedAppendix 9), permission to conduct this study was obtainedhfthe
Clinical HIV Research Unit, Department of Medicif@ppendix 10). The researcher
was put in touch with the social worker as welllas counsellor who runs re-adherence
counselling groups at the hospital. This ensured garticipants were able to decide
whether they wanted to take part in the study feonalready established relationship of

trust.

Informed consent was gained from all the participaand they were assured of their
confidentiality and privacy. Their participation svaompletely voluntary and they were
made aware that they were free to withdraw fromstiaely at any point if they wished to

do so. They were also informed that they wereaidiged to answer any questions if
they felt that some of the questions were too peis@nd if they felt uncomfortable they
had a right not to respond. Participants who haenbstruggling to adhere to their
treatment were informed that the information thegyt would provide would not affect

their relationship with the medical practitionerdlue future course of their treatment.

In addition, permission to audio-tape the sesswas gained beforehand. The option of

conducting the interview with a reliance on fieldtes was extended to all participants.



All the participants signed an informed consent tftg audio-taping of the interviews.
Participants were informed that the tapes wouldraescribed verbatim and that at no
time would any mark in the transcripts or researeport be able to identify the
participant. A guarantee was undertaken to destliaye audiotapes once they had been
transcribed. The researcher assured all the gaatits that no information of a personal
or sensitive nature would be used in the reporstlizaprofessional counselling was
arranged through the counsellors at the unit fosé¢hwho may have needed it in the
event of stress occurring as a result of the imners.

4.11 CONCLUSION

In this chapter the methodology used in the catbecand analysis of data was discussed
with special reference to the research paradigntjnge sample, procedure, data

collection, data analysis, validity of the reseaadld ethical considerations.



CHAPTER FIVE

RESULTS AND DISCUSSION

5.1 INTRODUCTION

This chapter outlines the findings of the study prekents a discussion of these findings.
Quotes from the transcribed data are presentedr yaeary and secondary headings.
Primary themes have been organised under four msertions. The biological,
psychological and social factors that impact oneaghce levels are organised under
individual, interpersonal and systemic level basiand facilitators to ARV medication.
The fourth main theme is organised under the topimtervention to ARV adherence.
Furthermore, secondary themes are organised umeléour main topics. The themes that
are covered under individual level factors inclugeatment factors (complexity of
treatment and side effects), psychological fac{steess, depression and anxiety, other
psychological symptoms and substance abuse/othdicaheconditions) and personal
factors. Interpersonal themes are covered undeicstopf the patient/practitioner
relationship, disclosure, stigma and discriminatsord traditional/other belief systems.
Systemic themes are organised under the sub-heatlipgverty (unemployment, food
needs, transport and social grants), the healtd sgstem and political contributors.
Finally, the section on intervention level barrieasd facilitators to ARV adherence
includes the themes of counselling, support nete@kd community organisation. The
presentation of the primary and secondary themssban done in accordance with the
research questions and research aims. The themesrasidered to be representative of
the biological, psychological and social factoratthave emerged from the data analyses.
As there is considerable overlap between the bmgsxycial factors it was deemed more
appropriate to organise the findings in a mannat temonstrated the multiplicity of
issues that impact on adherence levels withouingelibst in the content but nevertheless

remained in keeping with the thematic content asialy



5.2 INDIVIDUAL LEVEL BARRIERS AND FACILITATORSTOA RV
ADHERENCE

5.2.1 Treatment

5.2.1.1 Complexity of Treatment

ARV treatment is a lifelong commitment to a comlbioa of drugs. The regimen is given
as a dual or triple therapy and there is oftenrgelaamount of medication that the
PLWHA has to take (Hart et al. 2006). Health-gareviders and patients indicated that
ARV treatment is a complex regimen for individutdsfollow and complete adherence
was not always an easy task due to this complaxeaf treatment:

Resp 1: Adherence is about taking your medicationrpperly as you have been instructed by
the doctors, at the right time, not taking it late,not skipping doses. It's fairly complex and
not easy to do. Well just think about it, the lastime you took antibiotics, did you take every
single dose? It [is] just so difficult. hurse]

Resp 6: ARVs is a lifelong commitment. Having to @p pills every single day of your life is
quite frustrating. | have been on treatment since @05, it is my third year. Sometimes | do
ask myself, “Why am | still taking this thing?”. You know, is [there] not another
alternative? Something | can do to suppress the wvis? It [is] difficult you know. [treatment

activist]

These responses indicate that due to the chrotucenaf ARV treatment there is always
a possibility that treatment may be interruptedrfriime to time (Altice et al., 2001; Hart
et al., 2007; Lesho & Gey, 2003, Maneesriwongahlet?2006 & Seguy et al., 2007).
Taking ARV treatment is a lifelong commitment tisan be an arduous and difficult task
even for those PLWHA who know about and understhed health problems indicating
that despite having adequate knowledge and supibate who are on ARV treatment
are often left feeling frustrated as was indicdigdespondent 6. Even though individual
level health models like the HBM put forward thabse individuals who are more
knowledgeable will have a higher adherence levebs@éRsock et al., 1994), the
complexity of the treatment may interact with otlpsychological factors, for example
treatment fatigue (as was indicated by respondgnto6impact on adherence levels.



Treatment complexity in therefore not limited te tuantity of medication, number of
doses or the precise times that the medicationsneele taken but must be extended to
the manner in which this interacts at an emotidead| for the PLWHA. This is pertinent
as emotional aspects (like treatment fatigue) carcdmbated by a higher quality of

medical as well as psychological and support (Marm&engel et al, 2006).

In addition, due to the PLWHA’s compromised immusystem they often suffer from
many other co-morbid opportunistic illnesses. Timenplexity of ARV treatment is

complicated even further by a combination of otfmedical treatment that the PLWHA
may have to take to treat these ailments (Alticalgt2001; Lesho & Gey, 2003). The
following response indicates the difficulty in mameg multiple treatments

simultaneously and how this may serve as a baoieomplete adherence levels:

Resp 8. We start the medication three, four monthggo. After four months he is still not
getting better. We did [not] understand. We did [nd] understand between medication [TB
and ARV treatments]. All the time he was taking themedication, it was not the right one.
We have a card from Soweto Clinic. They give you @ard. When they give medication to us,
so tick tick tick tick [ticking off medication] everyday. So we coming here and they say to us
no, it is not like that. This is for TB and this isfor HIV. It is like so and so. Until this time
today | understand. [care-giver]

The individual who is on treatment or their caregs/may not be in a position to fully
understand the instructions of the health profesdioThis may be due to language
difficulties or people may struggle to understahé tnstructions due to the complex
nature of combined treatment. Often those who lcavee for treatment may be too ill to
be able to fully comprehend the treatment instamdtithat are given to them. ARV
therapy may also be compromised if treatment far oondition is received at a local
clinic (for example treatment for TB may be locatly and treatment for HIV is carried
out at the regional hospital. This can be confusomgatients who may be assuming that
they are getting all the medication from one Slieis indicates that a two-level process
may unfold in certain instances. On the one handclaof knowledge on the part of the
individual may contribute to the confusion creabgdmultiple medical regimens. In this
situation the PLWHA or their caregivers may bendfitm added instruction and

knowledge (Rosenstock et al., 1994). However, endther hand, this situation can be



avoided if the patient is treated at one centrg.ohhis will avoid conflict and confusion
that might arise from trying to adhere to differanedical regimes from different

hospitals or clinics, signifying a systemic levailire on adherence level.

5.2.1.2 Side Effects

Medication side effect symptoms are frequent inppeetreated with ARV and are one of
the most important biological elements associat#ld mon-adherence (Ammassari et al,
2001; Murphy, 2003). Almost all the respondentoregal that side effects contributed in

a significant way to how they managed their regimen

Resp 2: People are going to tell you to use herband] to stop taking ARVs, because ARVs
there [is] a lot of side effects to them. So mosf them fail to start or maybe some they are
taking [ARVs] and then they default because of sideffects. fietician]

Resp 3: | [am] taking tablets. | [am] feeling all ight. After a year | was sore in my breast
and stomach....... My breast were swelling. Dr M was tiing me that my body was full of
acid....and my feet was pain, painful. Sometimes | arfeeling hot, sometimes | am feeling
cold. [patient]

All ARV medication is associated with adverse sifiects ranging from mild to severe,
and it is crucial for medical practitioners to mgeathese symptoms (Altice et al.;
Murphy, 2003). Respondent 3 indicated she expeseipain throughout her body due to
an increase in lactic acid. Side effects can beagea by using medication that counters
side effects (Murphy, 2003). However, as has besen sn the discussion on the
complexity of treatment, taking extra medicationctunter the side effects may add to
the pill burden for the PLWHA, placing the PLWHA der further pressure. This is
supported by research where it was found that thdse were put on mono-therapy
instead of dual or triple therapy showed bettereagiiice outcomes (Altice et al, 2001;

Lesho & Gey, 2003)

In addition, using other drugs to counter the sffects of ARVs may not be enough as
the subjectively held belighat the individual has around the experienceidé effects
may determine what action the individual will teliosenstock et al., 1994). Respondent

2, a dietician, indicated that patients may se#oclalternate treatment because of their



perceptionof the toxicity of ARV medication. Taking ARV tregaent may reduce the

threat of getting severely ill or dying. Howevet tlae same time the action of taking the
treatment itself can be seen as immediately upggttainful or even fatal. This personal
evaluation of the biomedical considerations of beimfected versus the toxicity of the

ARV medication will then serve as a barrier of astand may lead to avoidance of that
medication (Rosenstock et al., 1994). Additionalpny attempts at isolating and
managing side effects as a biomedical issue islgmudtic as traditional and cultural

beliefs cannot be isolated from the perceptionaRY treatment. These belief systems
intersect with the experience of side effects ttemeine the manner in which the

individual will respond to the treatment.

Furthermore, health-care providers reported thditviduals on treatment often have an
emotional response which results from theeal powerful negative images of the side
effects caused by ARV medication and may renege¢heir treatment or parts of the
treatment regimen because of the fear of eitherpgyehiatric or physical symptoms
(Altice et al., 2001; Ammassatrri et al., 2001; $02001). In addition, PLWHA who are

on treatment may stop taking or miss treatment ussa®f anmagined perception of

the impact of the medication as is shown by thdéofdhg responses. Often these
individuals will default on treatment due to theqeption that the ARVs are causing the
symptoms that they are experiencing. Some indivgumay fear taking treatment

because of a perception that taking ARVs may calesgh. It has been found that in
some cases death may occur soon after the pewests rsiedication, however this may be
due to the individual’'s immunity level being comprised and illness having reached a
stage where the medical intervention may have beetate (Frank, 2006).

Resp 1. We listen to the patients. You will find tht if the patient is complaining of sore feet
or something that they “think” is related to ARVs, he'll stop taking the medication
properly. Very often you will find them complaining of something and the next time they
are complaining and slowly the viral load goes ugnurse]

Resp 5: Someone else would say to them “When | weaking ARVs and | stopped them
because [I] went crazy. | would wake up in the midig of the night and | would do funny
things and stuff’. So when a person come here theglready have in their minds, so it [is
very difficult to change their mind state........ by thetime they [the patient] comes here they
[have] known of their friend or a neighbour who wastaking ARVs and they die[s] because



[even though] they were taking ARVs, so they will Hink that the ARVs killed them.
[adherence counsellor]

Despite extensive information being given to theividual on treatment, distorted
perceptual responses to such information oftenimoed to interfere with adherence. The
medical view is that perception is based on thestepiology of absoluteness that is
largely based on the element of knowledge (Rosekstt al.,, 1994). However,
Rosenstock et al. (1994) points out those perceptian be real but there are also
components of partiality that determine how a perswy perceive their reality. It is
because of this partiality in perceptual respondes challenging perceptions and
changing behaviour around the toxicity of the ARMgimen can be a difficult task and
may require extensive and close collaborative wamkthe part of a multidisciplinary
team. Hence any policy around the management effii@cts in a clinical setting will
require input from an epistemological frameworkttwél consider the manner in which
the individual may be constructing their own reabiiround the experience of adverse

symptoms related to ARV drugs (Gergon, 2001).

Resp 5: Side effects are there but it [iS] not evgone who experiences them and side effects
are a short-term thing. There is always treatment dr that. If they say something is not
working, you find an alternative treatment for them. So to encourage them [the patients] to
carry on coming and then talking with the practitioner or counsellors about the side effects.
[adherence counsellor]

Resp 1: So | will notice that things [viral load]are climbing. We don’t have a policy in
place but it is something that we are discussing..f.We see it [viral load] climbing should we
not do something like telephone counselling with it person? We see it climbing, we are a
bit concerned, rather than waiting until it [is] [viral load] is really high. [nurse]

The above responses by health-care providers imdit@at building trust in the

medication’s efficaciousness to not cause harmbesa@an important factor in changing
people’s perceptions of the toxicity of the drugs that adherence levels can be
improved. This can be done by providing reassurana medication (Hardon et al.,
2007). Often side effects will decrease or disappaeer time and this valuable

information must be communicated to the PLWHA (lyaknba et al., 2007). In addition,
extensive information regarding the trade-off ofinge on treatment can assist in

increasing the acceptance of ARVs in individualsowderceive the consequences of



being on treatment as being worse than the prageedsterioration in health caused by
HIV (Altice et al., 2001). It was also indicated by medical practitioners that timely
management of the symptoms adds to increased nokeit® side effects and improved
adherence levels (Hardon et al., 2007). Howeveilding trust in the medication’s

efficaciousness by providing extensive informati®mot a straightforward task that will
automatically lead to increased adherence. In resguoor settings this is often difficult
to achieve and people may have to negotiate magaiie effects with a multitude of

other realities.

Furthermore, although knowledge about side effextsited as an important aspect of
adherence counselling (Hardon et al., 2007; Nakbgset al., 2006), how that knowledge
about these side effects is imparted may servelesrar, as individuals may reject the
medication because of the fear of the symptomsredfey give themselves a chance to
see if the medication works. Fishburn et al. (199d)eve that one must be particularly
vigilant in identifying appropriate kinds of infoation that must be provided. This
becomes evident in the following response by redpoh 5 who is a counsellor to
patients on ARV treatment. Finally, people’s petaeys towards the toxicity of the ARV
drugs have also been influenced by the politicetidid which is a systemic level failure.
The government’s role and the manner in which AR¥ge been introduced have had a

major impact on the fears and perceptions arouaetincacy of treatment (Frank, 2006).

Resp 5: When we do the talk [adherence groups] abbide effects, we just generalise,
because if you point out and say “This is D [ARV dug], you may experience hallucinations
when you start”. They decide they going to take EARV drug] and leave D out. Only when
you pick up that the viral load is not going down hen they will tell you, “I was not taking
the drug [D] because | was scared of it"....so theyill] take dual therapy [instead of the
prescribed triple therapylon their own, but they cdlect all the medication. [adherence
counsdllor]

An important aspect to consider is that whilst sandividuals may stop taking their
medication in response to the experience and pegoospof severe side effects, there are
also those who continue to take their medicatiospide experiencing severe toxic

effects. This was reported by both patients as wasgllhealth-care providers and it is



important to identify and understand these resporase further facilitators of ARV

adherence. These were some of the responses.

Resp 3: | was continuing to eating [taking] tabletdbecause Doctor was saying to me do [not]
stop. The time Doctor tell me stop, | stop.....thissibecause | want to live.datient]

Resp 7: They [patient] go to the doctor. They lookor information. [ treatment activist]

Resp 5: So to encourage them [the patient] to carfipg] on coming in and then talking with

the counselor about side effect§adherence counsellor]

It would appear that those individuals who wereegblmanage the toxicity of treatment
whilst they waited to talk to a health professioahbut the side effects showed a better
level of adherence. In addition, where side effdwase been discussed extensively
through counselling, adherence levels have had e rpositive outcome. This is
supported by studies done by Altice, et el (206tBdon et al. (2007) and Nakiyamba et
al. (2006). Individuals who can better accept tlael¢-offs between the benefits of the
medication in relation to the limitations (for expl® keeping the side effects in
perspective, understanding that treatment is beiaéfo health of self and for survival or
the understanding that there are limited treatnogiibns) were able to recognise that
adherence to the medication was important. Respdr@iearticulated that it was her
desire to live that allowed her to manage her sewale effect symptoms whilst she

waited for medical help.

It may also been found that those who have a heghl lof trust in the medical system
may be better able to manage their side effectsdiim 1999). In addition, allowing for
the forgiveness of dosing that is delayed or misseditical and it is important for health
care providers to emphasise that if a treatmeng domissed it is always better to take a
dose late than not at all (Hardon et al., 2007;ijéakba et al., 2006). This discussion is
related to and intersects with the patient/praxtgr relationship and a more
comprehensive discussion on the complexity of firacer and patient relationship is
presented later under interpersonal level factbas impact on adherence levels. This

show further that ARV adherence has to be seen &tmpsycosocial perspective.



5.2.2 Psychological Factors

5.2.2.1 Stress, Depression and Anxiety

Emotional difficulties are common in those who Bil& positive. Individuals who have
been diagnosed with HIV suffer from high rates epikssion and are more vulnerable to
anxiety (Kalichman et al., 2003; Simoni et al., @)0and depression has been found to
be a very common mediator of low adherence lev@gtaits et al., 2006; Kalichman et
al., 2003; Simoni et al., 2000; Sledjeski et al02). In addition, it has been found that
the psychological stress that the PLWHA experierleasls to poor adherence levels
(Bottonari et al., 2005). However, psychologicatuss in PLWHA remain under-
diagnosed even though they play a significant rialenon-adherence to treatment.
Furthermore, it has been found to be an area shpborly researched (Gordillo et al.,
1999).

This remains consistent in these findings, wheneoat all of the respondents including
the patients indicated that the mental health ef BbWHA who is on treatment is an
important area. However, despite an acknowledgemietitis, many respondents in this
research appeared to either diminish their engageareund this topic or acknowledged
that it was an area that remained poorly understédudist some of the respondents who
were on treatment recognised that they are feelimgtantly sad, helpless and hopeless,
they did not always recognise their symptoms aslhpsggical difficulties and are
subsequently unable to get the correct assistdncaddition, it appeared that whilst
many of the medical practitioners where well versegsychiatric issues relating to non-
adherence, they did not have adequate experienteeipsychological area and were
therefore unable to engage with the PLWHA on pshadioal issues. It seemed that this

was equally true of the counsellors. The followimgre some of the responses:

Resp 1: We do think that there is a lot of depressn in the patients taking ARVs...There is
going to be further research on that issue [psychobical issues]. We don’t know much about
it at the moment. [nurse]



Resp 7: They do [not] check such things (psycholagil aspects]. What they are focusing is
that you start treatment and then forgetting to chek the person like depression.tfeatment
activist]

Resp 6: Depression, | think [it] is something thats there. Even now when | am on drugs, |
still get depressed. [treatmenactivist]

According to Botonari et al. (2005), as the numbkelife stressors increased, adherence
levels to ARV treatment decreases. However, it wadem that as a major life stressor
was overcome, adherence levels seemed to increges@. aFurthermore, previous
research has shown that PLWHA may have experieackzhst one traumatic event that
was severe enough to meet the diagnosis of aaatgssbr posttraumatic stress disorder
Gore-Felton et al., 2001; Gore-Felton & Koopman Z20Bimmerling et al. 1999b).
Although these stress disorders were not spokemtaby the respondents in this
research, it is important to note that co-morbigrdssive symptoms may interact with
traumatic symptoms to decrease adherence levelse($SaSledjeski et al., 2005).
Nakayimba et al. (2006) argue that it is diffictdtascertain a causal effect between poor
adherence levels and depression. This is becausgepaho are depressed may be
unable to take their medication as is requirechefrt. However, on the other hand it may
be that the PLWHA may get depressed when they gieug take their medication for
whatever other reasons. This is further corrobdrateSchonnesson et al., (2004), where
it was found that medical concerns around non-aiter may become a marker for

depression.

5.2.2.2 Other Psychological Symptoms

Those who are on treatment will often faoeiltiple psychological stressors. Constant
intrusive thoughtsaround the illness and treatment may increasehpsygical distress
for PLWHA. PLWHA may be indenial and unable to accept their status. Many face
isolation. In addition fear and anger may increase anxiety in PLWHA further
complicating their psychological functioning leagito problems in adherence levels as
has been indicated as follows:



Constanintrusive thoughtsround treatment issues:

Resp 6: You know, just the idea of taking treatmengvery single day, it gets hectic.....it does
have an effect on you as a person. Just thinking woare not normal like everyone else.
[treatment activist]

Denial of being infected was reported to lead to pooreagihce. PLWHA who cannot

accept their HIV status will often struggle witkeatment as well:

Resp 7: A person does [not] want to take the tablgtbut [they] can see “But | [am] sick. It
[is] not an easy thing to convince a person of thaeven to admit that he or she is [HIV]
positive. [treatment activist]

Resp 1: The patient is not necessarily ready [for¢atment] if they have [not] accepted the
fact that they [have] got HIV. [nurse]

Fear around being ostracised or feelingsbéme and guilaround being infected:

Resp 1: He was hiding his medication [same patienhat was adherent for a number of

years]. He was taking his medication but he was hidg the fact that he was HIV

positive...and the family was quite supportive. So, ften it is very sad....Very often the

family actually come in and say — but we could havkelped them. We could have got you to
give us somebody that would have made him want tcome here. We could have done
something for the patient. So very often it is thg@atient rather than the families who think

that they should hide their status. hurse]

Fear around death and dying:

Resp 6: Once you are diagnosed with any chronic cdition you have a fear of death
because death becomes a reality for you, becausauyare constantly looking death in the
face every single day.tfeatment activist]

Resp 2: before... every time.... Night and day....and | @h't eat...l don't sleep....| don't
watch my body...because my heart is telling me | amaing to die. [patient]

A sense of hopelessness and helplessness:

Resp 7: They give up hope. We normally see that sguatter camps, the majority of them
lose hope. If you [say] something about HIV/AIDS thy will say, “Agh, what is it, we are all
going to die.” [treatment activist]

Resp 8: He was having stress. He did [not] want t@mlk. Sometimes he did [not] want to
hear nothing. He was always wanting to be alonecdre-giver]



Self-blame and anger at becoming infected withvihes:

Resp 6: | was angry. It took me a long time to acee that it [is] not my fault that | got
infected. After that | went through a period wherel started healing gradually. But at the
same time | faced stigma in a way | decided to dikise to a friend of mine just after | got
tested. | told him in confidence and by the end adhe week everybody who knows me knew
that | am HIV positive. So it was anger. | was angy with myself. Angry with my ex-partner
and also angry with my friend. Angry with the community. [treatment activist]

Often PLWHA have to deal with anger that resultsrfrbeing infected and of the fear of
the future (Shisana & Simbayi, 2002). Fear of dy{van Dyk, 1993) is also very
prevalent in PLWHA. Respondents in this study iatkd that these psychological
factors remained ubiquitous in their lives and Igoagets extended to issues around
treatment. Even though many were aware that ARMg#dvgive them the opportunity to
live a long and healthy life, death remained a tamtsand intrusive companion for those
on treatment. It seems that the anger and feapmespmay affect those who are both

educated as well as those who are less educasadiiar ways.

In addition, the issue of disclosure is very intigha linked to psychological responses
(Siegel & Schrimshaw, 2006). PLWHA show an intefessr around being stigmatised
and discriminated against. The process of stign@ik psychological as well as social
and continues to have an impact on those who dterleelucated as well on as those who
are less educated, indicating that the level ofcation does not necessarily increase

adherence levels.

However, some patients and care-givers reportet dbgpite having these intensely
negative emotional responses, they were able yomstanedication. It would seem that
those who were better at understanding and expgedbeir emotions were able to
increase their adherence levels. This observatwrtwred with other studies (Frank,
2006). The individual’s self-efficacy as a psyclgtal resource may assist in increasing
adherence to ARV treatment. According to Bandur@94), those who are able to
exercise personal control over their behaviour vellow good health outcomes.
Respondents who were able to believe in their olityato manage their treatment and

illness and to achieve some kind of self-directetidviour responded in a much more



favourable manner towards their medication. Howewace again it must be noted that
Bandura (1994) found that a psychological resolikeeself-efficacy is only one aspect,
and environmental dynamics have to be taken intowd to get a better understanding

of treatment failures (Bandura, 1994).

Furthermore, ARV treatment is a lifelong commitmemd the manner in which the
individual experiences and makes meaning of beimg teatment thus becomes
significant. How individuals comprehend, find meapiand manage their illness may
lead to better coping capacity (Cederfall et abp2 Siegal & Schrimshaw, 2007).
However, findings from this research has indicdted even those individuals who have
accepted and made meaning out of the illness femselves may need ongoing
psychological support in order to manage theirtitneat regimen. Of particular concern,
as discussed earlier, is the inability of many roadipractitioners and adherence
counsellors to provide the appropriate psycholdgasaistance. This will be covered in

more detail in the discussion of the counsellingdseof those who are on treatment.

5.2.2.3 Substance Abuse and Other Medical Conditis

In addition to stress, depression and anxiety symgptthat the PLWHA may experience,
other medical or psychological conditions may amlddn-adherence indicating that some
individuals may need additional and special caleolol use and abuse came out as a

theme that warrants some discussion. These are afoiime responses of the counsellors

Resp 5: Most of the people they are afraid to disobe that they are taking alcohol. It is only
when they are defaulting and when we push that thetalk. They will [not] disclose such

information [alcohol intake] because they think welare] not going to give them their

treatment...... We do find such cases that a person would say thah weekends because |
drink and | was drunk | forgot my tablets. Or | took my tablets because | was drunk and |
am not sure if | took the correct dose or what[adherence counsellor]

Resp 4: You find that they take the treatment and gu find their acid is so high in their
body and they are trying to do all of these sortsfaests only to find that it shows there is
something else that they are taking [referring to Ecohol use].[adherence counsellor]



It was with some trepidation that alcohol use wiasqd under individual level barriers
and facilitators. Although alcohol use appears sl socio-economic classes, alcohol
abuse is inextricably linked to South Africa’s bistal past. Alcohol use and its
interference with ARV treatment in resource-poaitisgs must take into account the
systemic level factors like poverty, unemploymenhdalack of education.
Psychologically, alcohol use may have an impact tba individual's cognitive
functioning, impacting on memory and thus a PLWHAyneasily forget to either taking
their medication in the correct doses or omit ketéhe medication completely (Frank,
2000). Alcohol use is problematic as patients oftemot immediately disclose the level
of their alcohol intake for fear of not getting threich needed treatment as was reported

by responded 5.

In addition to alcohol use, a further theme thadseconsideration is the impact of other
medical conditions for example, epilepsy, on adhegelevels. Respondent 5 and 10
reported that conditions like epilepsy requirescggdeattention as often people who are
have these conditions are overlooked as the undgrissumption is that they are able to

take care of all their medical needs.

Resp 5: We have got people who have fits [epilepsy8o a person would be okay for a few
days and then the other days they no longer care.h& family assume because they were
okay last week, it [is] okay. They will be willingto take their treatment on their own and
they [are] okay, but they still need support[adherence counsdllor]

Resp 10: For almost two years | am giving him[refaing to patient] his tablets, then | see
maybe he is okay. He see the tablets, he knows thélets. SO | do [not]know what changed.
The doctor say something changed...but my brother, his fitting [referring to epilepsy]..so |
do[not] know. [care-giver]

Respondent 10 articulated that it was difficult ier to take care of her brother who was
on ARV treatment as her work often took her awayrflhome. It was during these times
that it was found that her brother could not manligetreatment on his own, despite a

belief that he could



5.2.3 Personal Factors

PLWHA may miss treatment due to their own forgetéds, being busy or being away

from home (Conway, 2007).

Resp 1: Often you have to give yourself physical neinders. So it may be a cell phone or an
alarm or something. But it is so easy to forget and you don’t have yourself organised and
have your doses laid out or have a physical remindéo may be thinking -Well did | actually
take it? | think | did. Yes, you know | always takeat that time. | am sure | did take it. You
could be taking double doses or skipping doses,[i§] very easy. hurseg]

As taking ARVs is a long-term commitment, tailoritige regimen to suit the needs of the
patients so that they are better able to incorpotla¢ir medication regimen into their
lifestyle using strategies which include habit depenent and choosing a regimen that
matches a particular lifestyle, may increase adioerelevels (Conway, 2007). For
individuals who manage to stay on their medicatomer a long period of time, the
behaviour of consistently taking the medicatiorthe same time may become a habit
with little conscious effort. However, Fishbeinadt (1994) argues that habits may only
form under stable conditions but may prove to Wécdit in unstable environments.
South Africa has a large mobile population anddbwestant movement between the rural
and urban areas as well as between neighbouringtroesi can be disruptive in the
formation of habits like taking medication at setés and thus the factor of population

mobility may present an obstacle in maintainingpadjadherence level.

Patients and health-care providers both reportatl uking technology like alarms on
cellular phones assisted greatly in managing tgemen. Electronic systems lilée Little
Reminder(ALR) have been known to improve adherence ley®lannheimer et al.,
2006). However, once again this is not always gmeite and it may be that individuals
would have difficulty in managing their treatment public areas. The ringing of the
alarm may make others aware of the person’s slaading to a fear of stigma and
discrimination for the PLWHA.



5.3 INTERPERSONAL & COMMUNITY LEVEL BARRIERS AND
FACILITATORS TO ARV ADHERENCE

5.3.1 Patient Practitioner Relationship

Frank (2006) found that the relationship that th®VPIA has with the medical system is
important as it contributes to the person’s peioepdf illness and medication. The
health system is the first point of entry for diagas and treatment and often this is the
first time that the PLWHA may come to receive imi@tion (Frank, 2006). It is argued
that it is this interaction that will impact on tpersons future decision-making processes
around how they manage their illness (Frank, 2008)s concurs with other literature
which shows that the manner in which the healtle paoviders interact with patients and
the time that is taken to understand the patiedifficulties is important as it helps to
develop trust in the physician and leads to PLWIid&lihg satisfied with their health care
providers (Leopold et al., 1996; Forest et al., 200As a result of such good
relationships, patients may be more willing to seeit assistance when needed and
leading to better adherence levels (Altice et 2002). The level of trust that the
individual has in the medical system and the ptiacirs also overlaps with the
experience of side affects and the level of adlerdAltice et al., 2001; Lesho & Gey,
2003). Individuals who had more trust in the meldggstem and the practitioners were
better able to talk about their symptoms and de#d the various side effects, thereby
staying longer on the medication until they coulttess the appropriate help. The
following responses show the perceived patientffiracer relationship and its impact on
ARV adherence. It would seem that often those wdmecfor treatment will tend to look
for those medical practitioners who they perceisdaing helpful, open and trustworthy.
Unsympathetic, hostile or unhelpful behaviour om plart of the medical staff will lead to
unfavourable treatment outcomes as is very stroniggtrated by the following

responses by health-care practitioners:



Resp 1: | think that it [patient/practitioner relat ionship] is important. You [will] get
patients who will come and tell you if your relatimship is good. They [will] come and say —
This is what is happening with me. Whereas if you @ [not] have a good relationship they
will hide things from you. [nursg]

Resp 5. Some of the things we find out when we de-adherence [counselling for those who
default treatment] is that maybe one of the staffnembers in the clinic said that if you are
not taking your treatment and if you miss your appantment do [not] bother to come back.
So they are afraid that if | [they] come back theyimedical staff] will shout at me [patient].
[adherence counsellor]

According to respondent 1 who is a medical praxtégr it was important to build a
relationship of trust with patients. This is impiara as often people may experience a
host of side effects and this information will nbe communicated to medical
practitioners for various reasons. One reasondftah came up in the interviews was
that patients often did not reveal to medical ptiacters that they were taking alternate
medication with ARV treatment. In addition, patendften become intimidated by
adverse behaviour by medical staff. Respondentdiated that some patients would

stop coming for refills because they may have bectearful of staff reactions.

The physician is not a neutral entity in the heagltbcess but becomes a participant
observer who, in the process of attending to thiéempa is doing so through his own
personal viewing system (Engel (1978) (as citedPuustinen et al.,, 2003). The
practitioner is both the initiator and the colladtor in the process of medical treatment
and therefore, medical practitioners who are betde to understand the individual from
different levels of reality including their own Wibe able to assist their patients in

adhering to their regimen (Sixma & Spreeuwenbe®§8).

However, despite efforts by medical practitioneraihderstand the psychosocial reality
of PLWHA, it was reported be respondent 1 who matlical practitioner that the focus
in the medical treatment of HIV/AIDS remains on taeel of the individual patient with
an intention to change the patient’s behaviourgpast rather than on the wider issues that
may be impacting on such behaviour (Hillier, 2002herence counselling in the
clinical setting continues to centre around theividdial's attitude and behaviours

towards their treatment. Re-adherence counselirtbarefore focused on education that



is aimed at changing individual behaviour. Howeveore attention needs to be paid to
the interaction process between patients and nlediedf. Too often the general
practitioner’s role in the provision of health caneerlooks the social and cultural issues

that has an impact on attitudes and behaviourdehdtto lowered adherence levels.

Resp 1: It is interesting to see how they [doctordjave changed...They see the patient more
as a person in a social environment whereas othemiis see the [patient] in front of
them...because the adherence issue is so importanethactually see the patient in a social
setting. | [have] noticed it over the years. Is gnething they develop, even before ARVs the
doctors who were interested in HIV became very much patient’s doctor. [nurse]

Furthermore, even though there is a concertedtaffothe part of both the practitioners
and the patients to foster and develop relatiorssbfptrust, the medicalisation processes
entrench medical social control (Hillig2002). One example can be found in the manner
in which the discourse around medicine and alterragaling systems still includes
language that constructs medical reality as supdpart of the medicalisation process is
that medical personnel, and more particularly madiloctors, are often constructed as
more powerful and knowledgeable by the patientmtedves (Hillier, 2002). Individuals
may have a strong desire to please the practitianéras a consequence may not give an
accurate report of the reasons why they may bggling to adhere to their treatment as
indicated by medical practitioners in the quotelewe This power differential may be as
a result of a belief that the doctor’s ability tefide what is right and what is wrong does
not match their own experiences. Patients may datnehe system with the notion that
they do not share the knowledge and skills of dscamd respond to this by surrendering
themselves to the expert or professional (Hill02). However, it must also be noted
that what may come across as pleasing behaviour Ipeay rejection of western
understanding of their iliness by patients. Thig/rha because the treatment option may
not fit into the person’s cultural and traditionahderstanding of their illness, further
highlighting the responsibility that the medicahgtitioners have to better understand

their patients’ cultural belief systems as this raagist in improving treatment adherence.



Resp 5: They trust the doctors more then everyondse. They think that everything that is
said by the doctor is okay. So some patients, yotytand talk to them and they say “I do
[not] want to talk to you. | want to talk to the doctor”. [adherence counsellor]

Resp 1: One of the big thing is, [some] patientshéy want to please, Whatever you say they
will say “Yes” because they want to give you the awer that you want. Not necessarily the
answer that is truthful. Like they don’t want to disappoint you...cultural issues play a part.
[nursg]

The above discussions on the patient and praaitioelationship are particularly

pertinent in demonstrating the importance of detansng adherence levels with regard
to ARVSs. It is simplistic to reduce HIV treatmert biomedicine under the assumption
that a trusting relationship with medical caregsvethat includes competence,
comprehensiveness, consistency of care and coropa@siince et al., 1996; Kaplan &

Rogers, 1993) may be sufficient in getting patignts&dhere to their treatment. Whilst
this is a very important aspect of care for thodeovare HIV-positive, the power

relationship and dynamics between the two have @ocbnsidered as well. The
powerlessness that the patient may feel in th&tiomship with the medical professional
thus requires a critical examination. Medical ptamters need to understand their
patients’ social and cultural realities so that FHiXmay be empowered to take control

of their own reality through a process of consdgation (Rappapori981).

5.3.2 Disclosure

All of the respondents reported that disclosura person’s HIV status was a significant
factor impacting on adherence to ARV medicatione Tallowing responses capture
some of the complexity of disclosure for those vélne on treatment. The participants

reported that disclosure is not an easy task fWRA:

Resp 1: They have been stable. Fantastic. On ARVShen suddenly they crashed, They

stopped coming. They started being non-adherent anitl seemed to be that it was something

around disclosure, to the extent that one of themdd to be admitted to a hospice. He was so
sick...and that’'s when he disclosed to the familynjurse]

Resp 4. Let's take disclosure. For most people itig] not easy. We think it [is] easy to
disclose. Others disclose, others do [not] want ttisclose.[adherence counsellor]



Resp 5: They test when they [are] sick and they statreatment because they want to get
well. As soon as they get well, it becomes a probieagain because you find the issue of
disclosure.[adherence counsellor]

Resp 6: | [am] very open about my status, my friensl know about my treatment but there
are other sections, lets say | [am] at a party orray other social setting and at eight o’clock
my alarm goes off and | know that | have to take tk treatment. The kind of reaction that
people give. Like ‘oh he is taking his pills now, hich means he [is] HIV-positive'. It does
have some kind of an effect on you. [activist]

This finding is supported by the study conductedrtgnk (2006) where it was found that
the main reason disclosure was such a problem e@muse PLWHA feared the negative
responses from others. Mass testing and discldsmgdeen a major drive of HIV-related
campaigns. However, despite massive efforts to pelpple understand the benefits of
disclosure, including the ability to increase adinee levels if the medication is not taken
in secret and the accompanying support from theiirenment, people continue to suffer
in silence. Lack of disclosure continues to forneige part of the isolatory nature of
PLWHA due to a lack of support from others arouhént (Hardon et al., 2007,
Kumarasamy et al., 2005, Nachega et al., 2006 Aesult these individuals do not get
adequate encouragement and support from othewkéotheir medication. People who
hide their status also have to keep the treatniettthey are receiving hidden and this
has various consequences on adherence, and takedigation in secret often leads to
irregularity (Hardon et al., 2007, Kumarasamy et 2005, Nachega et al., 2006). This is

confirmed by the following responses.

Resp 1: Your patient should preferably be beyond tat [referring to fearing stigma and
discrimination] when they start ARVs. That is not esy though. The patients will tell you
what you want to hear. hurseg]

Resp 4: If you ask them if you [the patient] have g@roblem [relating to disclosure] he says
“I do [no] have a person who [is] taking care of meNobody at home knows that | am ill. So
if I [am] sick nobody knows that | am taking ARVs, and if | forget sometimes to take my
ARVs, then | do [not] take them.” .......... It [is] easyto ask them “have you disclosed?”
They say “yes”, but when it comes to treatment itif] not easy because you can see that the
patient is having a problem. Each and every time wén he [is] sick, he is coming alone.
[adherence counsellor]



Disclosure is not a straightforward process angery intimately linked to the processes
of stigma and discrimination. In assessing how mag assist those who have difficulty
with disclosure (so that adherence may improve)ititividual’s perception of their

environment and their perceived role in their emwvment becomes crucial (Bandura
1994). Hence, both the environmental factors thateaternal to the individual that stops
them from disclosing their status, as well as tlemtal representations of the individuals
( real or imagined views of themselves) (Baranovetkal., 2002) need to be taken into
account. These concepts are intimately linked te tonstructs of stigma and

discrimination and are explained in more deptthadection below.

5.3.3 Stigma and Discrimination

Disclosure of a person’s HIV status is intimatehkéd to the construct of stigma and the
consequences of stigmatising behaviour, i.e. digonation (Deacon et al., 2005).
PLWHA often struggle with disclosing their statuschuse of an intense fear of being
victimised (Deacon et al, 2005). HIV-related stigimaa well documented phenomenon
and is arguable one of the most important factmysaicting on the lives of PLWHA and
it is a significant barrier to testing, care andliy of life in those who are HIV-positive
(Aggleton et al., 2003; Deacon et al., 2005, Kellyal., 2003; Niyonzima, 2003; Parker
et al., 2002). Stigma is thus a significant factibat needs to be considered in the
treatment of PLWHA since stigma and the resultas¢rdanination lowers adherence to
ARV medication (Hardon et al., 2007; KumarasamyleP005).

Patients as well as health-care providers repotied HIV-related stigma and the
resultant discrimination of those who are infeatedtinues to play an important role in
their lives. Stigma is a process of devaluationtte individual and aspects of this
devaluation is related to the individual charathat implies a religious, moral or ethical
judgment Goffman (1963). Subsequent discriminatatgtudes revolve around the
perception that the PLWHA are to be blamed, punistieat they bring shame on the
family and community or that they are deviant aesponsible for contracting the disease

in some way (Deacon et al., 2005). The respondleotse who are HIV-positive is one of



disrespect and degradation and people are oftéatesoand victimised in very violent

ways ( Deacon et al., 2005) as is shown in thefolg responses:

Resp 1: We have seen discrimination many times. Weould get a wife coming down from
KwaZulu-Natal and chasing the girlfriend around with an axe because she thought the
girlfriend had given HIV, patients being locked in their house, being fed through
windows......... We had one patient where they found out in a bloclf flats that the one
couple had HIV. So they threw blood on the door. Tay did all sorts of funny things, stole
their things and expected not to be held accountablfor. Really strange things. flurse]

As a result of the widespread stigma attached tWVIRA, it stands to reason that
PLWHA fear disclosing their status since they carb@sure how others will respond to
their news. There appears to be a persistent fiebeiag victimised or ostracised by
family and community members as illustrated inriagponse below. This will often lead
to people taking their treatment in secret as wdgated by respondent 4, or they may

even stop taking ARV treatment completely as ig@aldted by respondent 5:

Resp 4: He was staying with his mom. So his mom =l away...But when the mom passed
away he had to go and stay with his grandmother anthe grandmother did not know that
her grandchild was taking ARVs. [S]he was afraid taell her grandmother. She would [not]
know how the grandmother would respond. So the chl just kept quiet......... They say
when you are HIV positive they think you are sleepig around. It may be that it is not easy
for those women to explain to their husbands. Maybéhey are from KwaZulu-Natal to they
must vacate their place and go back thergadherence counsellor]

Resp 5: They are sick and they started treatment ahnow they have to go back to their
families or partners. It [is] very difficult for th em to disclose. Specially women because you
find that they are dependent on their partners sofithey tell them about ARVs it [is] like
“You come with the issue of HIV in the house, youought the HIV”. So it becomes difficult
and in the end they end up defaulting the treatmenfadherence counsellor]

Resp 1: The family would lose respect for him...you ost be bad to get it. Very often with
the older women as well...They feel they have donersething wrong and they say “EK is
nie stout nie [I am not naughty”], but here | havegot this thing. [nurse]

The above responses show that the experiencegofiatis both a psychological as well
as a social process. PLWHA will often fear beingeted by others in their environment.
They may also feel ashamed or guilty about contrgcthe illness through a
psychological process of internalisation of howesthhave socially constructed them
(Pate] 2005). This will hinder PLWHA from getting the appriate treatment or in

adhering to their medical regimen. However, thevabresponses also direct us to the



social processes that are inherent in the anatyssgma. PLWHA are often stigmatised
for being part of a specific group that is defineegatively (Aggleton, et al, 2003).
Racism and sexism are used as markers of diffesencenis process of othering people
and constructing them as deviant (Aggleton, et 2003). It has been postulated that
stigma is a process used by society to perpetuatelegitimise social inequalities, to
legitimise social hierarchies and to reinforce exésting economic, educational and
cultural disadvantages (Aggleton et al., 2003)aAssult of this, certain race groups may
be more affected by the stigmatising process. Iditad, women are also more
vulnerable to being blamed and ostracised for lgpwontracted the illness. The
combination of the psychological as well as sosigbact of stigma means that certain

groups of people will thus be more vulnerable ta-adherence.

Respondents reported that some patients expressedof a lack of confidentiality

regarding treatment delivery. PLWHA feared thairtstatus would be divulged to others
in their communities and as a result of this féere is the possibility that they will not
return for medication refills. Or in some cases sandividuals travelled long distances
so that they could obtain treatment further awaynfrhome in an attempt to hide their

status. This further complicated cost and put daradinancial burden on them.

Resp 1: If somebody [staff member at the clinic] anes to me and says “My neighbour come
to the clinic”. | say we actually need to sit dowrwith the neighbour and tell them that you
are bound [by confidentiality]. You are not allowed to tell anybody. The secrecy is
important but it happens. We have had some discrinmation issues where X has said
something on the taxi........ Ideally we get our patients to go to the closestinlc but some
patients do [not] want to go to the closest clinidbecause they do [not] want their
communities to find out that they [are] going to tle clinic and they are scared that if they
are waiting in queues the people are going to findut. [nurse]

These responses by the medical practitioner shatitliere are significant real barriers to
adherence levels in situations that have arisemrasult of stigmatising behaviour. This
finding is supported by other research that hasdazonfidentiality (Laniece et al., 2003;
Nachega et al., 2006) and travelling long distan@&ef et al., 2006) as barriers to
treatment adherence. However, in addition to tlaé¢ egperience of being stigmatised, a
further significant theme that has to be considasegerceptual stigma. HIV-related

stigma has become intensely entrenched and synarsymith the illness and PLWHA



may default on treatment due to the fears assaliith being positive. Often those who
are on treatment will hide their medication frorhers with very tragic consequences as
reported by respondent 1 and 4. In many instanbesfamilies of PLWHA have
displayed very supportive attitudes and are swdrat the level of fear, shame and guilt
that the person may have experienced. Perceivgahatis often more dangerous as it is

the silent aspect of the stigma process (PateB)200

Resp 1: He was hiding his medication. He was takinigis medication and he was hiding the
fact that he has HIV. But you know the families cora in and say, “but we could have helped
him....we could have done something for the patient"Very often it is the patient rather
then the families who think they should hide theirstatus. jnurse]

Resp 4: She would [not] know how the grandmother wad respond. So she kept
quiet....The granny is so supportive and she was soowied how come she could [not]
disclose to her, and how her mother [daughter] codl keep this a secret all the time. How
they do that alone.[adherence counsdllor]

One way that one can explain and understand aspégsrceptual stigma is through
symbolic interactionism (Desmon#i970). According to Mead (1934) the construction of
the self is not a personal experience but arisésobwsocial processes. These social
processes interact on a symbolic level on self idgweent and people come to take on
the attitude and behaviours of others (MeHa34). In other words, the way that others
behave may be taken on by PLWHA and this processywibolic internalisation may
become a frame of reference from which they acqomisaning of themselves. HIV-
related stigmatising behaviour of others can becanfiecal point of self-perception of
constructing negative self-concepts about themsehrel engaging in self-depreciating
behaviours. The perception of how others may reggorthem then becomes a part of
the HIV-positive identity and a way of relatingttee environment as was reported by the
above respondents. HIV-related stigma has becaortengely synonymous with the
illness that it is no longer necessary for the @ent® experience it on an individual level
to fear it. Hence, both the real act of stigmaitsaiand discrimination as well as the
internalised perception and resultant fear haveery gubstantial impact on adherence
levels (Patel, 2005).



Despite the severe impact of stigma and discringnatparticularly on aspects of
disclosure and important theme that emerged islévelopment of a resistance identity
by PLWHA towards this kind of victimisation. Thellfmving response by a patient sheds
some light on the development of a resistance itydny PLWHA.

Resp 3: If | [am] travelling, | [will] take this pl astic, | [will] take these tablets, carry [them]
in my bag and a little bottle of water. | [will] drink it. Do [not] worry, because HIV, maybe
you have it too, maybe you too [are] positive phtient]

This patient articulated that it was more importémt her to take her medication as
people who may discriminate against her may alsdibépositive. Assisting people

challenge the responses of others may lead t®tNMéHA becoming more open about
their status and their medication. The developno¢at resistance identity does not have
to be limited to the individual but can be activelgcouraged through the concept of

community connectedness and empowerment (Rappapé).

5.4 SYSTEMIC LEVEL BARRIERS AND FACILITATORS TO ARV
ADHERENCE

5.4.1 Poverty

The impact of social inequalities on health is welearched and documented (Nettleton,
2002) and poverty is an important considerationARV treatment. Although some
research has indicated that poverty does not redgssmpact on adherence levels
(Frank, 2006), other research has shown that pewopie live in impoverished
circumstances find it more difficult to maintairethARV regimen than those who have
higher income levels (Nakiyamba et al., 2006). iBigdnts in this study reported that
unemployment, food needs and transport problemssame of the poverty-related

difficulties they have experienced in trying to edhto the treatment regimen.



5.4.1.1. Unemployment

The following quotes from the respondents highligheé huge challenges faced by
PLWHA around unemployment. Individuals who are uptayed will have difficulties
in meeting their food needs and in facing challengkgetting to and from health care

facilities which are often not in the immediateiity.

Resp 4: Most of them are saying that | [am] unemplged and | do [not] have work.
[adherence counsellor]

Resp 7: There is no one who can hire a person likmaybe at the age of fifty. You are not
even at the age of getting pension, but over fiftyyou know, it is not easy to get a job.
[treatment activist]

Unemployment has been quoted as one of the biggadters of poverty and is a critical
factor that contributes to social problems in Soifitica. The current unemployment rate
in South Africa stands between 36 and 42% (Nal2dQ6). Unemployment in South

Africa is heavily marked by race, gender and shélgl (Naledi, 2006). For those who
are employed, earnings have fallen significantlyerothe past ten years and the
population groups that have been most affectechisyare those in the lowest income
bracket, whose real earnings have almost halvededa2006). The ravages of HIV

have further complicated the issue of unemploynretite country.

5.4.1.2 Hunger and Food Needs

Nutritional and food needs are a critical comportenthose who are on ARVs. Proper
nutrition is needed to strengthen the immune systedito slow down the progress of the
illness (Castleman et al., 2003 Nakiyamba et &062. Furthermore, proper nutrition is
required to increase the efficacy of the ARV metiaca (Castleman et al., 2003).
However, even though the South African constitutioarantees sufficient food for all its
citizens as a basic human right, all the resporsdexticated that meeting food needs is a

major challenge many had to face



Resp 4. Our people, they do [not] eat. They are employed, nobody can afford food. So it
becomes a problem because a person will say, “I cgnot] take my medication if |1 have
[not] eaten”. Others are saying, “These pills aremaking me hungry more and more”.
[adherence counsellor]

Resp 5: Sometimes they do [not] have food at all &ibme, so they will [not] be taking their
medication because they will be hungryfadherence counsellor]

From the above responses it becomes clear thstdifficult for PLWHA to take their
ARV medication when they are hungry. PLWHA who aretreatment have reported that
treatment increases their appetite and this pustraan on already meagre resources.
Some PLWHA may stop taking their treatment altogethecause of a lack of food. In
some instances patients may not adhere strictlgedreatment, often reducing intake of
medication. This concurs with research which inisghat poverty-related lack of food
complicates adherence levels (Nachega et al., 208lon et al., 2007). Although some
research has indicated that socio-economic difteremlo not appear to have an impact
on adherence levels, the findings of this reseatgyest differently. For the struggling
classes it becomes a much more difficult task teetntkeir nutritional requirements.
Often, in order for PLWHA to meet their requiredbébneeds they may have to find
alternate ways of procuring funds. This is ofteraagiuous and difficult task that reduces
people to begging or borrowing funds. The followipgtient articulated the challenges

that she has to face in meeting her food needs.

Resp 3: | [am] telling friends give me five rand orten rand to buy a cabbage or a beetroot
or fruits. | am worried. | [am] going to borrow money [from] a friend or neighbour. | [am]
going somewhere. My husband if he [is] paid he [ig]iving me some money.gatient]

This concurs with findings where it has been fotimat some individuals may have to
rely on other employed family members to provide tlecessary financial support so that
they can maintain their treatment regimen, inclgdine provision of food (Nachega et
al., 2006, Kumarasamy et al., 2005; Hardon e8l0;7). Borrowing funds from alternate

sources may often place the individual in furthebtdand push them into further poverty.
Nutritional supplementation, food donations via 8wxial Welfare Department and Non
Governmental Organisations (NGOs) food programnesige some relief for those

taking treatment as is indicated by the followiegponse.



Resp 1: At one stage we researched e-pap. We managde get donations for e-pap for our
patients when they were really very, very sick angéven without ARVs the pap lifted them
up. [nursg

Resp 5: In other communities there are projects whe people would engage themselves in
like food gardening, they would go and help in a alrch somewhere where they would give
them food parcels[adherence counsdllor]

However, providing additional nutrition and food the individual on treatment fails to
take the complexity of poverty into account. Thedothat is provided through the
government and donor systems does not sufficiemitiress the food needs of the person
who is on treatment as the rations will often bedufor the needs of the entire family. In
many other instances these rations are also usadtain extended family or community
members. Those who are on treatment may comprdimseselves so that others in the
family system may gain access to the food as meatidoy respondent 4 who is an

adherence counsellor.

Resp 4. How do you deal with a person when they saif don’'t have food"? How you going

to deal with it because we give them e-pap. It [ishot for the whole month. The social
workers try to give them food parcels but we don’teven know how many of them they in
that house. Because most of the people, it [is] nonly one, maybe it [is] eight or nine
persons to a housd.adherence counsellor]

5.4.1.3 Transport

A further significant theme linked to poverty istisport costs. Travelling to and from
ARV sites remains one of the most problematic dvallenging issues for many PLWHA
and it was a frequently discussed theme by botipatients or their care-givers as well as
an often discussed factor that impinges on adherdacels by the medical care-

providers..

Resp 3: | come once a month. When Dr M stopped mydatment | come once a week.
Eleven rand to Diepsloot, Joburg six rand. Joburg a [HJ] hospital. Joburg to hospital is
R32... and | am going to borrow [money]. Last year lam going to Rissik Street to want a
grant. After two months was coming a letter to tellme [they] are not giving me the grant.
[patient]



Resp 4: In first time counselling [adherence coundling] we explain to our patient that it [is]
not going to be a once-off visit. You ask them oheir financial status...Most people who
come this side it is double transport. It can cogR50, R60 just to come here from one of the
townships.[adherence counsellor]

Resp 5: Most of them are complaining about transpdrmoney. There is no one to give them
money for transport to come to the hospital[adherence counsellor]

Resp 6: Many people in our country, they can only aess their treatment from the public
sector and usually this is the provincial or regioal hospitals, which are very far for them.
As you know we have a high rate of unemployment andoverty, many people actually can
[not] afford to have the money to get into the taxevery single month and to go and get their
treatment. [treatment activist]

Like nutritional and food needs, transport was heofactor that forced people to resort
to drastic measures to meet the need (Kumarasa$) ZThis is not only a critical issue

for individuals who live in rural areas (Hardonatt 2007) where HIV treatment points

are difficult to access. The high level of unemph@ynt and the increasing cost of
transport place an added financial burden on tmeseling to access treatment. It may
also possibly remain a major reason why some iddals may not be able to come to the
health facility for re-fills of their medication @tdon et al., 2007). Increasing localised
roll- out sites may be one way that the health esystan be organised to manage
problems such as the difficulty that PLWHA face getting to regional hospitals.

However, this cannot be managed in isolation apecs like the severe implications of

stigma and discrimination need to be taken int@ant

While short-term solutions are important, Van déeM1996) believes that to limit HIV-

related strategies to social and economic contexisld be to deprive people control
over their lives. It becomes imperative to engagt wystemic level conditions like

poverty as an empowering exercise (Rappaort, 19813. would require an engagement
with the communities at a level that would allow &xtive participation to take place.
Hence, poverty-related issues that impact on ARMtment indicate that free treatment
in itself is not sufficient (Kumarasamy, 2005), asygktemic level solutions have to be

found around issues like meeting people’s foodtesmasport needs.



5.4.2.4 Social Grants

A significant theme linked to poverty that was fneqtly discussed by the all the
respondents was the issue of the government sgcait. The above discussions
demonstrate that the link between HIV and povestyhot limited to the rate of HIV
infection (Barnett & Whiteside, 2002; Kalichman Bt 2003; Kalichman, 2005,
Shishana & Simbayi, 2002) but extends to ARV treattrwhere various factors like
unemployment, lack of food and high travel costpast on adherence levels. The
government social grant is one of the ways thaepgvs being addressed. Research has
found that social grants significantly assist tadgathe alleviation of poverty and it is are
often the only financial resources available to HAVand their families (Booysens,

2004) as is indicated by the following response.

Resp 1: If they [the patients] take all their ARVsand they get better, then they do [not]
qualify for the grant. And often the grant is not mly feeding them but it [is] supporting the
whole family. [nurse]

Resp 2: Last year, | [am] going to Rissik [street}o [get] a grant. After two months was
coming the letter to tell me the reason which thegio[not] give me a grant.

Having access to the grant is a significant conéerrmany PLWHA as has been found
in other research (Hardon et al., 2006; Kumaraseinay., 2005) and it has become a very
significant theme that needs further investiga@@snmany individuals make use of the
grant as a way to control and manage their soao@uic situation with serious
implications for adherence levels. PLWHA usuallyalify for the grant in the initial
phases of the illness when they are too ill to wdilowever, once ARV treatment

restores the PLWHA to health, they are deregistémed the grant system.

Health-care workers (as is indicated by the abegpanse by respondent 1) reported that
patients may be motivated to default on their tregit because they want to qualify for a
grant. In some instances patients would go throggkat lengths to avoid taking
treatment so that they may be able to access thet.gRespondent 7 an activist,
articulated that often patients may manage theattnent in a manner that keeps them
just ill enough to access the grant. Both the nedpots noted that PLWHA would often



face a great deal of physical pain and sufferingnirattempt to manage their CD4 count
in this manner. It was indicated that even wheneptg are given information on the
damage that this does to their bodies and to tin@nune systems, the desperation
created by poverty is so great that people wiliimivated to remain ill. The social grant
has to be evaluated against the conditions of ppVevels experienced by PLWHA, as
often this is the only income available to the parand it becomes their only means of

survival, with serious consequences to ARV treatraeherence

Resp 1: He [the patient] did not qualify for a gran. He was stage 1 and he was angry with
us because he was not getting his grant. He actuailvent to the newspapers and then he got
opinions from people who said he should be on trement but he is actually a big problem
because | do [not] think he [is] going to be compint either because his motivation is not
right either. His motivation is that he can [not] pay his flat rent. We started to work him up
for ARVs because his count had come down and he daio me, “What about the grant?”.
His motivation is purely and simply the grant. hurse]

Resp 7: People tend to not adhere because theirthlis social grant. If somebody is taking
the medication then the doctor makes a note that th person qualifies to get a grant. Then
when you start taking the ARVs then your CD4 coungoes up and you get well. Then you fit
to work, and this person thinks they [social servies] will cut my grant, then how am | going
to live without that. So they tell themselves As g as | live | [will drink them [ARVs] and
sometimes | will [not] drink them [ARVs]. The doctar is saying you are not good and the
money is not cutting off....... Instead of taking theirmedication they staying with pain. But
there is medication here that can help you and iti§] for free. The problem is the grant You
take your medication today, you do [not] take youmedication tomorrow, it does resistance
in your body and by the time you start another [treatment] then it does [not] work and
people they have passed awaytr§atment activist]

In resource-poor settings free treatment is cleady enough and social grants have
become an important factor. However, despite thehmeeded relief that the social
grant provides it also creates a paradoxical sgodbr many. According to the Health
Belief Model, it would be logical and rational férose who are on treatment to respond
to their illness by taking care of their health amat willingly risk putting themselves in
any kind of danger (Rosenstock et al., 1994). Adicwy to this theory, given the serious
consequence of not taking ARV treatment, PLWHA wikhkke every attempt to take the
medication exactly as prescribed. It would appbat the negative aspects of suffering

and even facing death would be seen as strong atiotgvfactor to get well.



However, Lupton (1999) argues that the manner irthvthe individual identifies risk is
never an objective factor. Thus, the way in whith PLWHA construct their iliness and
the reality of their existence is constructed, astaicted and reconstructed through their
various experiences (Gergen, 2001). In order tesssshe dynamics that are created
around the social grant, it is imperative to untierd that for those who are struggling
with their day-to-day existence it may make moneseeto negotiate their daily poverty-
related difficulties rather than focus on the ilseEven though individuals may have the
required information and knowledge about the coneeges of non-adherence, for some
individuals the option of immediate poverty reliefmore important than facing pain and
eventual death some time in the future. Therefarerder to understand the process that
is unfolding, one needs to look through the eyetho$e who are trying to exist in and
through poverty (Gergen, 2001).

5.4.2 The Health Care System

The South African health care system is overburdewé&h reports by the Human
Research Council of South Africa (Ncayiya, 2004ygasting that the country’s supply
of health care workers is on the decrease. Thgetber with the manner in which the
health care system is organised can have an ingpa@&LWHA who are on treatment
(Hardon et al., 2007). The following responses bY/AIDS activists strongly indicated

the impact that the health care system has on adbtetevels.

Resp 6: We are also not seeing any political leadsgip from our political leaders. As far as
our health services are concerned here in South Afa it is a shambles. Health professionals
are leaving for other countries. Hospitals are theg but the services are not good. If you go
to some of our hospitals you can [not] believe thdhis is actually where you treat people. So
health is not our governments priority, which is smething totally opposite to what our
constitution says, that everybody has a right to aess quality healthcare. Some times when
you go to a hospital you end up having to spend thehole day there, sometimes you get
turned away, you do [not] get any services and theuman resource factor is really one of
the things the government is not doing anything ahd. Other hospitals they experience
stop-outs, you find that a certain drug is not thee...sitting in the queues in the clinic or
hospital waiting to be served and even the doctorfhiere are not enough doctors in [on] the
site. Sometimes you might be experiencing side-effs which you are told once you start
experiencing such and such [side-effects] you hate see a doctor. You have to consult and
you can [not] afford to go to a private practitione. [treatment activist]



Resp 7: There are long queues in the clinics andostness and some of the hospitals cut of
the queue and say we are taking 60 people, you dmo late. [treatment activist]

Medical facilities are often under resourced anel lick of staff leads to an increased
workload, leading to burnout, absenteeism and Itaf snoral (Hardon et al., 2007).
This can lead to decreased quality of care forRh&/HA. This, coupled with difficult
administrative procedures, means that that peapkeeatment often have to wait in long
gueues to be seen (Hardon et al, 2007. The timethbkandividual spends at the health
care facility often leads to frustration for therg@n and which can impact negatively on
adherence levels as been reported by the patienitssi study. Those who are employed
lose at least one working day when they go to limeccor hospital. The extra time that is
needed for routine check-ups and getting medicagdilis places an additional burden
on those who have not disclosed their status terstand on those who may not have
adequate support from those around them. Requestsften made for three to four
prescription refills, however, paradoxically, oneonth refills are needed to monitor
adherence levels and extended time periods maysamiye to impose constraints on the
monitoring of adherence levels in PLWHA. Furthereyowhilst side effects may be
understood as an individual level problem that besn managed primarily through
educative means firmly entrenched in a biomediacaddview, systemic level difficulties
add to this burden. As has been indicated by redgaarb, it is often a frustrating task for
individuals to negotiate the health system andatrhe more useful and beneficial for

PLWHA if alternative ways can be found to managsrthiness.

5.4.3 Political Contributors

The South African government was slow to respondh® HIV crisis and remained
complacent around acknowledging the full impacthef illness. Early political responses
to the HIV pandemic were caught up in a quagmirecafitroversy and confusing
messages (Barnett & Whitesjd&02). The political leadership’s early attitudevéods
the pandemic centred around preventative programmp&mentation. In addition, the
government questioned whether HIV actually eveistedi and if it indeed was the cause
of AIDS (Barnett & Whiteside, 2002). The lack oflpieal commitment and willingness



to mobilise adequate resources led to the subsedAR¥ roll-out being a long and

drawn-out process (Schneider, 1996). However, tleesky responses by the political
leadership not only impacted on the ability of dedp access ARV treatment but it has
also impacted on issues around adherence to treaaitnidne following are some of the
responses by HIV/AIDS activists that capture th&tuate and stance of the political
leadership in this country and the role that theegoment has played in contributing to
the systemic difficulties around adherence to ARMatment. These include the
perpetuation of stigma and the stand that the Hédihistry has taken over the toxicity

and benefits of ARV treatment.

Perception of Government Response

Resp 6: Our government is not prioritising the lives of the people of our country. Like if you
are investing in the lives of people in our countryit [is] like investing in the economy. If you
have access to treatment, you can live a healthy, lang and productive life. treatment
activist]

Resp 7: Government, the thing is [they] are slow. fley do hear what people are asking but
they are slowly to reply. Like prevention from mother to child, it [is] not implemented in all
hospitals and certain hospitals you will find thatyou can already find that you stay far from
there. [treatment activist]

Stigma

Resp 6: | can say our government played a great relin perpetuating stigma. Our president
is quoted as having said that he [has] never seenmseone with AIDS. So there is mixed
messages it also helps to perpetuate the situatitimat we find ourselves in. People can [not]
accept that HIV is there. freatment activist]

Nutrition versus ARV treatment

Resp 6: The Minister of Health, she [is] always t&lng about nutrition, saying nutrition can
help you not go to the stages of AIDS, always higghting the negatives of taking drugs. She
is always talking about garlic and lemon and all tat. [treatment activist]

The government’s role and the manner in which ARMse been introduced in the
country has generated much fear that has impactegeople’s perceptions of HIV as
well as the efficacy of treatment (Frank, 2006)tHis regard Frank (2006) believes that

people’s perception of the efficacy of the drug wétermine how well they adhere to the



treatment. This argument may be particularly pertt in this situation and may throw
some light on how PLWHA deal with their perceptioa®und the toxicity of ARV
medication and the experience of side effects.dy ilme that some individuals may stop
taking the medication without consulting appro@iatedical staff in favour of garlic,
african potato, lemon and beetroot which are vaggrously promoted by the Health
Department. In addition, the conflicting messagls® appear to impact on adherence
levels as patients turn increasingly to alternasind traditional healing systems as a way
of managing their perceptions of ARV treatment (lka2006). In addition, Frank
(2006) also points out that people who come froenggborer socio-economic levels may
adhere more closely to the government's directidee to their loyalty to the
government. However, one would need to take intmaat that the government is in a
position of authority and power and thus informatiooming from these political
structures would be more trusted by those needidjgal attention.

In addition to the early responses that have pditdea distorted consciousness around
the perception of ARV treatment, a further polititalure that has been reported is the

lack of adequate drug supplies and the procureofantproved treatment.

Resp 6: When our government started to roll out AR\, they never anticipated that many
people would take drugs. So there is never enoughmply of ARVs. More and more people
know there is treatment available and the demand faoutweighs the supply...Other
hospitals experience stop-outs. You find that a ct&in drug is not there. You have to take
your drugs in combination and once you do [not] tak your medication in combination it
can cause problems. Like you may develop resistand®ther people end up not taking the
whole course of their medication because a certaifrug is not available...... | do [not] think
that the government is doing enough in terms of prauring tenders from [drug] suppliers.
Because even the drugs that we are using are thensathat was introduced in 1994. We
have [not] had an improvement in as far as treatmenis concerned. Whereas in other
countries they have even better [treatment] choicethen ours and their choices are better
than ours in that they have less side effectgratment activist]

It would seem that often the problem of drug shygetaat the ARV roll-out sites are
linked to administrative problems where demand tfeatment outweighs the clinics’
anticipated need for treatment. This oversight lea part of the medical health system
has very serious consequences for those who aneament. In addition, respondent 6

also indicated that much of the treatment usetierpublic health system has serious side



effects. The more recent ARV medication has redutedcity, but these are not
available in public hospitals. This shows a lackpolfitical commitment and a failure on
the part of the Health Department to PLWHA andsitai direct infringement of basic

human rights that demand adequate medical caidlfor

5.4.4 Traditional and Other Belief Systems

All the respondents emphasised the importance wéatthg those who are HIV-positive.

Knowledge about the virus itself and the treatmerat critical step towards empowering
patients to take care of themselves. Educatinglpempund the importance of taking the
medication exactly as is prescribed, toxicity af thedication, the benefits of treatment,
better nutrition, maintaining a positive attitudesd developing support systems are

imperative determinants in increasing adherencgldeitemson et al., 2005).

Resp 1. We have started the Wellness Centre in 2000/e are saying to them [patients] this
is HIV. This is what it does to your immune systemThese are the bad effects on your
immune system. These are the good things for youmimune system. Looking at diet.
Looking at disclosure. Even before they [the patieth goes to adherence [counselling], they
go to the Wellness Centre. fiurse]

Resp 6: By turning to people and educating them IHave] realised that with education, you
give someone enough education on drugs; they withange their minds before treatment. So
we can teach people by speaking in their own langga, trying to simplify things, they tend

to get an understanding and see why the benefitsrfautweighs the negatives and more and
more people actually do want to go on ARVstieatment activist]

Resp 3: [in response to benefit of adherence coufigey] they tell me if | take my
medication, after a time the viral load is up. If lam staying two days, one week, one month
without medication, the sick is coming back. The the is coming maybe | [am] going to
die...[so] every time | am remembering to take my mdication, eating. patient]

Models of individual health behaviour are usefuldeveloping interventions that use
knowledge as a way of getting people to understaei susceptibility to getting very ill

and dying if ARV treatment is not taken exactlyhes been prescribed. Benefits and
barriers can be explained to the individual, addewtrol (Rosenstock et al., 1994) and
mastery over their illness can be evaluated with platient (Fishbein et al., 1994).

However, educating people around HIV and its treatnin a top-down process remains



problematic and cultural practises have to be takém account. Lupton (199%uts
forward the compelling argument that giving pedptewledge around their iliness is not
enough, but knowledge has to be managed througtegiieduction of meaning that the
individual constructs through their social interacs. The different socio-cultural
matrices and competing views have to be taken agtmount when analysing what it
means for the PLWHA to be on ARV treatment. For yn&outh Africans, traditional
healing systems are an established form of healtd i their communities (Pretorius,
1996). It has been estimated that between 60 to 80%e South African population
makes use of traditional healing systems (Pretprd®96). Many South Africans also
make use of both the traditional healing systemaelsas western medicine (Pretorius,
1996). However, there appears to be a dichotomysahtm between the two healing
systems that has become a barrier for people ah&riARV treatment (Owen Smith et
al., 2007; Wong at al. 2006). Health care provigerss indicated by respondent 1 in the
guote below reported that often patients are octefii around the two treatment systems.
Patients may often favour traditional healing aht will impact on ARV treatment
adherence. Respondent 5 reported that many patientsl seek out both treatments but

would often hide the fact that they are also omgkraditional treatment.

Resp 1: Sometimes the family will tell them [patiets], “You [have] been to the clinic, you
[have] got them [ARVS] but first do the traditional medicine. First you must be stronger
because the ARVs have side effects, because theg ao toxic. You must get stronger first.
So take some other medication and boost your immurgystem first....The family does not
believe in ARVs and believe that they should takeaditional medicines...we do [no]t advise
our patients to take traditional medicine together with ARVs because of possible
interactions. [nurse]

Resp 5: They [are] afraid to disclose [traditionaltreatment] because when you do education
you say it is important that you do [not eat [take]ARVs with other things [traditional
medication], and then because they still believe & maybe whatever that | [am going to be
doing is going to “cure” HIV. So they think, “If I mix the two it might cure the HIV". So
they do not disclose such things until they see liecomes a problem. It makes them sick.
That is when they will say, “I was also taking thi& [adherence counsellor]

The toxicity of ARV medication is particularly prigmatic (Owen Smith et al., 2007)
and this together with the mixed messages that baea sent from the South African
political structures(Barnett & Whiteside, 2002) bBadvad a major influence on PLWHA

who appear to be relying increasingly on alterrathealing systems (Frank, 2006).



PLWHA may hide alternative medication from medigahctitioners in the mistaken
belief that taking the two together may be moreefieral. PLWHA who are using other
treatments may be significantly more likely to miksses of ARV, suggesting that they
are using these as an alternative to ARV treatmagher then complementing treatment
(Owen-Smith et al., 2007, Wong et al., 2006), oftath serious consequences for the
PLWHA, as is suggested by the following statement.

Resp 1: They are so sick, they were desperate, thesere trying anything, without having
necessarily going through all of the issues [ARVssvtraditional medicine]. Then a year, two
years later when they [are] really feeling well, tbn they start thinking, well maybe they can
just go back to traditional medication...... The main thing is that if they [are] going to stop
taking ARVs then they must stop taking ARVs. One tihe, not partially take them because
they half believe in the. They must stop taking tha, try their traditional medicine so we
can take a viral load and see whether the ARVs areiorking at this stage. If they start
taking them less and less then we have a problem etviral load resistance starts.furse]

The two systems of traditional healing and westaadicine are set up as a dichotomy
and it has been argued that in this dualism, iauit indigenous knowledge has been
treated with disdain and arrogance by a westeridwieww (Muller & Steyn, 1996). It is
further postulated by Muller and Steyn (1996) thmdical pluralism can exist side by
side. Understanding and incorporating the valuéraditional medicine and alternative
healing systems into the biomedical model appeatsetimperative in the management
of PLWHA who are on ARVSs. It is a futile exercise éxclude these alternate ways of
being and there is a benefit to be derived by bemge inclusive. A combination of the
two healing systems can help PLWHA to improve tlaeiherence levels. The following

responses indicate the benefits of working witbralhte healing systems:

Resp 1: I think it is useful to work with them [referring to working with traditional healers].
Because especially with patients who are more withhe traditional healing and the
ancestors [belief]. If they are told by the traditonal healer that, “This treatment is okay, go
and get this treatment”. We educating the traditioral healers and they do refer patients
in... they are referring for HIV testing, and they will tell the patient, “you must finish this
course of medicine before you start on ARVs”.furseg]

Resp 7: With HIV you experience a lot of things, yo can get peripheral sores, etc. so you
can go for treatment, the western treatment. | thik if we can train traditional healers, to
make them understand, here | can help you, now | e¢a[not] help you. | [am] working with
doctor, | can transfer you to doctor... Working with traditional healers, you [are] not telling
people we [are] against what you are doing...thellgs] one woman in our location. She [is] a



sangoma, when you go to her she tell that personesis working with a doctor. She is doing
good work. She [the sangoma][will] tell you, “You an come back to me, come show me
your tablets so that | can see which medication fra me will go together with this one
[ARVs]. So | believe that she has got an understaimy. [Treatment activist]

However, a major issue that arises from the regmimsd from literature (Muller &
Steyn, 1996) is the feasibility of such a partngrsiihe new health care system in South
Africa is based on the principle of primary heatdre that allows for PLWHA to have
their needs met at a local level where commundasparticipate and be more in control
of their health needs. There is an opportunity dopartnership to develop between
western and traditional healing in the health sysi@retorius, 1996). As has been
argued, (Pretorius, 1996) one of the main constraints tchsa partnership is one of
cultural systemic differences. Around HIV/AIDS iranticular there is much debate
(Pretorius, 1996) of unhealthy and dangerous prestoy traditional healers that can lead
to PLWHA suffering unduly and dying as a conseqediiissik, 1996).

In addition, it is often feared that a status quayrbe created by the professionalisation
of traditional healers in that it will give the gamament an excuse not to provide adequate
health care facilities to under resourced areadi@vi& Steyn, 1996). Certainly one can
argue that the government’s conflicting messagesgrar ARV treatment and their focus
on nutrition and immune boosters seems to pointhéo fact that they may be back
stepping from political responsibilities with redato PLWHA. Yet, it is important to
note that traditional healers are physically, dbciand culturally more available and
accessible to masses of people (MuBeBteyn, 1996). It might be a dangerous practise
to exclude different forms of healing systems amtlatives must be put in place within
the health care system as well as from outsidepthic health care system to include

traditional systems.

Furthermore, although there is much focus on fti@ual belief systems, organised
religious systems play an equally important functio people’s lives. The following
statements reflect the importance of religious digliin terms of adherence levels

regarding ARV treatment.



Resp 5. Some people would say [that] at my churcthéy have services for, they pray for
people who are HIV-positive and after they pray thg [will] be cured from HIV. So they
come here and they want HIV tests every now and tine and when it [they] continues to be
HIV-positive they become depressed and they want &iop treatment because they lose faith
in everything. There is this one lady, she alwaysomes and she would look for a person who
she has never seen before. She would pretend todaew patient and do HIV- test until we
noticed. | called her and she came in and we spolabout it. She said that she believes that
the prayer service that they have at the church, ty [are] going to help her cure HIV. So
she was thinking if she takes the medication it wdd be like she does not believe in God. So
she stopped the medication and only believed in pyar. [adherence counsellor]

This concurs with Frank’s (2006) findings in whishe argued that people are often
desperate and will turn to religious practicesital fa cure for their iliness. Furthermore,
many South Africans have a dual belief system thebrporates traditional healing
systems and organised monotheistic religious I=liée Christianity. Although it is
understood that religion may impact on adherenegelde very little research has been
found in this respect with regard to the PLWHA paof view. However, Respondent 5
articulated that it was important to understand &mdvork with individuals in their
respective systems of belief. This can lead to@m®ptance of ARV treatment that will
increase adherence levels as PLWHA. The statememdspondent 5 highlights the
argument by Airhihenbuwa (1995) that culture can Umed as an ally in the
deconstruction of health issues. Even if greatitieityg is shown towards alternate belief
systems, it would seem to be a pointless and megl@sis exercise to change people’s
belief systems to fit in with western medical wapfsthinking (Airhihenbuwa. 1995).
This would only serve to strengthen the arrogarfdeaditional western medicine whilst
creating a further stoic resistance to ARV treatimey PLWHA. Tapping into the
strengths and attributes that are helpful in pramgobetter adherence may prove to be a

more successful way of engaging with differentgielis beliefs (Airhehenbuwa, 1995).

Gramsci (1971) argues that social structures l#@ion can be seen as a hegemony
based on persuasion and consent. According to Graffi871), religious leaders as
functionaries of the hegemony use systems of mlgyiideological knowledge to
legitimise and maintain power. One way of challaeggithis power around certain
convictions may be from the religious system its€lis argument is poignantly brought

to life by the following response:



Resp 5: | spoke to her about curing and healing anéod loves everyone so if there was a
cure He would bring it to everyone else, not onlyotone person. So because doctors are also
created by God, people who are making the medicatioare also created by God. So it s one
way that God is giving support by making people crate treatment. At first she was
reluctant but | had an ongoing conversation until fie realised that it was important for her

to take the medication and still continue praying.You must believe in your ARVs.
Everything comes with belief. If you believe that payer is healing, you must believe that
ARVs are going to keep the virus away and you willive healthy like everyone else.
[adherence counsellor]

Respondent 5 reported that one way that she mamelygidus issues during counselling
with her patients was not to create a dichotomyebenh religious beliefs and traditional
western medication. However, she draws on religibaBefs through a process of
dialogue or an ongoing conversation where she lptgdlealing through ARV treatment
as part of a religious belief. Apart from beinglusive of the religious belief, this way of
engaging is also tantamount to a challenge on theep of religious leaders who

promotes religious believe over ARV medication

5.5 INTERVENTION LEVEL BARRIERS AND FACILITATORS TO
TREATMENT

5.5.1 Counselling

PLWHA often experience a disproportional amounéwfotional difficulty in relation to
their diagnosis as they struggle to cope with temahds of the situation as well as the
limited resources that may be available to themli¢kean et al., 2003; Simoni et al.,
2000). These emotional difficulties extend to theatment regimen and the research
indicates that the level of adherence to ARV treattmrmay depend on the person’s
ability to adapt to and manage their illness (Ckdleet al., 2002; Siegel & Schrimshaw,
2007). Counselling plays a vital role in the prastisof care and support for those who
are HIV-positive. The following response by a patiglustrates how crucial counselling

is in assisting those who are diagnosed as HIVtpesi



Resp 3: | [am] feeling my heart is so painful becae my heart was telling me to die. The
time...come to hospital and | get counselling. | [amfeeling alright. Because my heart is
telling me | [am still here a long long time. [patént]

Significantly, the care and support that the PLWId#ceives in understanding and
managing their illness has to be extended to AR&attment. Although medical
practitioners are more involved in the treatmentl ananagement of the illness,
counsellors often spend a greater time in coveHihg-related issues in more detail
(Safren et al., 2005). Counsellors are also inteebeosition to try and understand the
person’s background information in order to helpnthmanage their adherence levels
better (see respondent 4 below). Respondent Sepgoted that counsellors would often
spend more time discussing perceptions around atigssues around disclosure, fears
around dying, complexity of treatment and effedidhe toxicity of the medication in
more detail. This is supported by other researcarevit has been found that counsellors
spend more time with those who are on treatmeritdSa&t al, 2005).

Resp 4: | go back to their history. Is he married,having children, is he employed, is he
working, going to church. | find out these things.| find out their history when they start
ARVs. What were some of the difficulties when he atted. So if you find out these things
you can pick up the problems...because once he datelling you his stories then he starts
opening up and the problems...what makes him not takéhe ARVs. [adherence counsellor]

Resp 5: You [will] find that in a counselling sessin, re-adherence session, the person will
mention the issues with disclosure, their fears atmd death, the side effects and things like
that. Once they see the doctor and they do [not] sghe counsellor, so they do [no]t get that
support. It [is] best if, let's say every time theycome for their appointments, you sit down
with them and find out, “How are you now doing with the issue that you are afraid of, the
side effects, are you dealing with the issue of dissure?”. [adherence counsellor]

Counsellors can assist PLWHA with cognitive copstiategies that help the individual
to adjust to their stressful life situation (Samafi 2002). In other words, those who are on
ARV treatment may be able to increase their adlerdevels as their coping abilities
increase (Sarafino, 2002; Siegel & Schrimshaw, 200ne way that cognitive coping
can be increased in PLWHA is through the provisafninformation and education
around the illness as well as the treatment of (Rdsenstock et al., 1994). Knowledge
around the biomedical components of ARV medicatian help the person to understand
what is happening in their bodies. Information eamsist the PLWHA to look out for

certain symptoms and side effects, get the coassistance from the practitioners and



manage their nutritional need. Educative endeavaroand treatment may also help to
reduce confusing biological messages and perceptawound treatment, thereby
allowing for more empowered and informed choicesuad the management of the

illness.

Evidence suggests that individual level modelsedlth behaviour which use education
and the dissemination of information as a way ojeéting certain health belief variables
can improve adherence levels (Janz et al, 20023itlmtions where those who are on
treatment have a larger degree of control of thelraviour and environment, distorted
beliefs around treatment can be identified and gbedn(Fishbein et al., 1994). In
addition, the HBM which is based on the premiset ttheose who have a better
understanding of their health issues will perforrattér than those who are less
knowledgeable (Rosenstock et al, 1994), offers y efadentifying and changing certain
distorted beliefs around ARV treatment. Counsgllat the individual level may also
help in assisting patients to develop a sense akased self-efficacy that will help
patients to question their health and see the painthanging certain behaviours to
increase adherence (Bandura, 1994). For exampjeaple are given information that
gives them an increased sense of mastery over nmgnégeir relationship with the

practitioner, they will be able to better managg adverse side effects and they will be

able to negotiate this relationship in a more cosive way.

There is therefore a twofold process with regaré@dberence counselling. On the one
hand it serves a very important function in thevpsion of emotional and psychological
support. On the other hand, counselling also seamesducative purpose that allows the
person to become more informed about the imporssoies around ARV treatment and
adherence. However, a significant theme that regudiscussion is the many challenges
that the counsellors experienaswell as the shortfall of counsellors in the pubgalth
system that prevents people from accessing apptepevels of care and support. The
following are some of the responses that demomstrtite difficulties experienced by

counsellors who work in the public health system:



Resp 4. Most of the time you feel hopeless. If thacial service gives them money they come
back next time but sometimes social service will ] because they keep record$adherence
counsdlor]

Resp 5. Sometimes you feel so discouraged. Like eftgiving all the information using
education and trying to get all the support for theperson it still happens. You really get
discouraged. You [are] really not sure whether yoliare] winning the situation or you [are]
just going backwards.[adherence counsellor]

Resp 7: It [is] hurting sometimes. It [is] no goodecause you come across a lot of people and
their problems and it ends up affecting you...how carwe help that person. freatment
activist]

In resource-poor setting, training and using layinsellors takes the burden off the
medical system (Hardon et al., 2007. Counsellisg &r the PLWHA to gain the much

needed information as well as support with thesattment (Hardon et al., 2007). In the
South African health facilities, many counsellorayrbe volunteers recruited through
NGO services. They have to face large volumes aplee wanting to access their
services. As a result counsellors struggle with foativation and work fatigue that may
leave them with a sense of hopelessness and heipkes Other problems include staff
shortages and the lack of adequate facilities at ARV roll-out site that would be

conducive to meeting the counselling needs of thesgn as is articulated in the

following response:

Resp 5: On our side, counselling side, the problesomes with the issue of the counselling
rooms. Because these are the only counselling room®& have. So there is a lot of people
standing outside, you feel pressures that you givl your time to one person and people end
up waiting. So counsellors end up giving less timior counselling [per patient]. It really
impacts very badly because you do [not] give yourBeenough time to attend to all the issues
that the person might want to discuss with the cowellor because you are rushing for the
gueue outside. Also when you start taking ARVs iti§] always a rush. There [is] a line of
people who want to see the same counsellor. Soif] [more about getting there, being told
you have to take this treatment for life, This ishe kind of treatment you will be taking. The
possible side effects that you will get. There isonpsychological support.[adherence
counsdlor]

It would seem that only a small number of ARV usaigy be able to make use of the
counselling service at each visit even though noomig adherence requires regular

contact and support and a need for ongoing coungeQuality of care becomes severely



compromised. This is supported by other researehmndéh et al., 2007). A further major
difficulty experienced in the counselling situatinthat counsellors are often trained in
dealing with the biomedical aspects of treatmeit @therence. The focus on adherence
counselling is on the educative component aroundiagiag the benefits of ARV
treatment, managing side effects and the complexityhe treatment and talking to
patients about the benefits of developing good ti@aer relationships. In addition,
social aspects like the importance of disclosuigma and discrimination are discussed
in adherence counselling. However, whilst counsgllmmderstand the impact that these
issues have on adherence levels, this informasiamparted in a top-down manner rather
than in a way that will allow the PLWHA to engagéhthe issues on a more personal
level. Furthermore, counsellors do not receive adgx training in identifying and
integrating psychological issues, and as a consegueatients often do not get the
psychological help that is much needed and whickh lbeacontributing to low adherence
levels. Therefore, while the educative componentadherence counselling may be
adequate, there are two important components fegaa to be missing that may increase
adherence levels. The first is the inadequate mdggital assistance. More importantly,
the educative component of ARV adherence doeseuw#ssarily take the person’s needs

and own solutions into account.

5.5.2 Social Support and Support Groups

In addition to counselling for PLWHA, support netks and social support outside of
the counselling situation are critical importantassisting those who are HIV-positive
deal with their emotional and social challenges] #rey can be a very powerful force
that can be a rich source of empowerment for thioseg with HIV/AIDS (Heaney &

Israel, 2002; Walch et al., 2006). Respondentsetlared four articulated the importance
of social support with regard to treatment and aglinee. Being open about their status
and knowing that they are accepted by others alfows space where individuals may
be able to express their feelings. This reducesliaene attached to being HIV-positive
allowing the person to be more open about theatitnent. In addition, those who are on

treatment can often find very valuable and powesfiypport from other people who are



on treatment as has been indicated by respondelnt 4.clinical environment where

people have to often wait for long hours for thregdical check-ups and treatment refills
the sharing of common experiences often develogerse of camaraderie between
people who are on ARV treatment. These informapsupnetworks become very useful

in assisting people to understand each other amégeatheir treatment.

Resp 3: [in response to what makes taking the treaient easier] If | [am] going out, talking
with my friends, my sister, my husband. My friends,tell me they like me. My sister tells me
she likes me. My husband tells me | love you. | [ateeling all right... If | cry my friends is
here. [patient]

Resp 4. She would [not] know how the grandmother wdd respond. So she kept quiet...The
granny is so supportive ..and the child is so happy because [s]he is copingan. [S]he is

going back to school. And the grandmother each andvery time she is bringing him to the

clinic...[referring to further example] [S]he was saying with his [sic] mom...the mom use to
remind her [to] take the treatment], she used to tike her to the clinic. The mom use to do
everything with the patient. [adherence counsellor]

Resp 1: They [will] talk to them [other patients] and they [will] say, “Don’t worry, as long
as she takes the treatment, as long as keeps hepamtments, she will get well”. So there is
that support. Very often they come the same day ehanonth so they become little cliques
and they are a support system for each othern[irse]

These findings are supported by Heaney and Is&€2) where it has been found that
social support and networks have a very significaiitence on health outcomes. Studies
have indicated that people who are on ARV treatmamd who receive adequate
emotional support and the correct affirmations g8ie& Schrimshaw, 2007) are better
able to adhere to their medication regimens. Supp@tems can also help reduce the
impact of stigma and discrimination (Kumarasamylget2005) that the person may fear
thus allowing for a more open attitude towardsrigkinedication in public. In addition to
the emotional support, social support networksadse a site of educational interventions
where people can be assisted with information taat lead to increased adherence. In
resource-poor settings where counselling is proatemand fraught with difficulties,
social support networks can serve to assist thdseawve struggling with various issues
around the illness and its treatment to find a sghat can reduce the emotional burden
like fear, anger and guilt (Kalichman, et al., 2088noni et al., 2000). Finally support

networks can be a powerful place for empowermedtranbilisation (Rappaport, 1981)



for PLWHA and this will be discussed more fully wndhe community level intervention

section.

In addition, home-based care-giving and suppaahiarea that has been found to provide
much needed assistance to PLWHA (Gupta & SantoSilda, 2006) and this can be
extended to include assistance around ARV treatnfk@mily members like siblings and
children have been found to be useful as facilitato ARV adherence (Hardon et al.,
2007) . Both respondents 8 and 10 reported that pleeyed a vital role in facilitating
treatment adherence for their family members whoevileand could not manage to take
their medication without assistance. This is sumgubby research done by Hardon et al.
(2007) who found that children can be an importanirce of support when it comes to
collecting medication for their parents or in cdmiting towards their food needs.
Furthermore, they can also play a role in assidtioge family members who are too ill
to understand treatment instructions or who are w@ak to be able to take their
medication without assistance. However, taking cafe PLWHA places a huge
responsibility on family members and it is thus paty the infected people who are in
need of support. Those who are affected by thesBmeed appropriate support structures
as was reported by respondent 8. People who arapyricaregivers to PLWHA are also

in need of appropriate levels of care and support.

Resp 8: | run a business with my father, so we wilbe together, so | [am] going to give him
the medication. When | am go[ing] [on business trih | will go with this medication...The
way we are close, me and my father. When | say tarh “eat this” [referring to ARVs] he is
going to eat this. He will [not] say no. | will try my level best to give him the
medication....We [have] got one of our cousins, hes]i helping me maar[but] | know
sometimes he [will] be far. Because Baba [ referrinto father] even he has things coming to
him [and] it [is] going to hit me, ya wabona [ youunderstand]. If there are support groups
there | can take further steps, but | do [not] havesupport groups like this, what can | do but
| do [not] mind to go there. [care-giver]

Despite the many benefits of social networks ambett groups, family and community
members may prove to be a hindrance to PLWHA wkooartreatment and this has the
potential in reducing adherence levels (Nakiyamtbal.e 2006; Wagner, 2002). Finding

the appropriate support even for those who hawdadied their status to other family and



community members can be an arduous and diffiegk.tOften people in the immediate
environment may be preoccupied with other commitsias was reported by respondent
5. Furthermore, as has been discussed extensimelgr culture and traditional beliefs,
members of the family or wider community may haviedng and often conflicting
belief systems around ARV treatment. Respondenighlighted the duality that may
arise in such situations where the person who iseatment may not want to take ARV
treatment due to alternate belief systems but nmeyobced to do so by the family.
Alternatively, it may be that the family may puepsure on the person to seek alternative

cures and this may clash with the treatment regimen

Resp 5: Even when they [patients] disclose to thefamily it [is] very difficult for them [the
family] to monitor the people [patient] that is beng treated for HIV because maybe they
[the family member] have to go to work and there ] no person who can say, “I am going
to stay at home and make sure they are taking theireatment”. [[adherence counsellor]

Resp 1: Family problems sometimes. Either the pati¢ does [not] believe that in their ARVs
but they are coming because the family is pushindgiém or the family does [not] believe in
ARVs and believes that they should take traditionaimedicine or immune boosters before
they go on ARVSs. hurse]

Resp 4: Sometimes it [is] just the family. How fanhy talks make you stop taking the ARVs
because most of the time people do [not] understanghy people have to take these tablets.
Especially when it comes to HIV[adherence counsellor]

In addition, for groups to be sustainable as a sumystem they need to be convenient to
access as is reported by respondent 5. A problatratises in this respect is that due to
the perceptions around stigma and discriminatidtyHA may continue to fear being
victimised or ostracised by their communities anel therefore reluctant to access these
facilities.

Resp 5: We had support groups but the problem wadtat most of the people who come here
are from townships, Soweto, Alexandra, Witkoppen. & we would rather refer them to
support groups near their place instead of coming ére always. They may not have
transport money and we do [not] have money to givéhem for transport......... Some of
them [patients], they do come and report back that am going to a support group and it [is]
very beneficial. But some of them feel that “no”. t felt that because my neighbour is also
going there or | felt that the support group is nea where | stay. So people are going to see
me coming there and it becomes a problenpadherence counsellor]



From the information that was provided by the pgytints it would seem that treatment
intervention is primarily provided through treatrhemnd adherence counselling. In
addition, social support level intervention is dakble to people who are on treatment,
however, they are largely in informal settings. iBaounselling and social support
networks as methods of interventions have huge filgn@ increasing people’s

adherence levels. However, as interventions theg akrve as significant barriers to
ARV treatment as has been argued in the above ®wtioss. These intervention
modalities also remain severely limited. It woulges that this is particularly so in
addressing systemic level issues that impact on A&lherence, however, the
interventions are also severely limited in addregsndividual and interpersonal level
issues. Visnergarwala and colleagues (2006), im shaedy of ARV adherence, proposes
the de-institutionalising the approach to ARV adimee. It is recommended by
Vinesgarwala et al. (2006) is an area that reqdingber investigation.

Significantly, none of respondents made any refagdn organisational and community
level intervention that proposes a model in whielbgle can take control over their lives
and their environment to ensure better health onésothrough empowerment, a critical
consciousness and social action (Rappaport, 198ayvever, one respondent made
reference to notions of empowerment. Respondentd ig/a treatment activist reported
that empowering people was a crucial element irressthg systemic level barriers to
adherence like poverty that leads to decreasedraadte levels. Although this was only
reported by one respondent the information has tlomdess been included so that this
crucial area may at least be identified for furtresearch purposes. There is a possibility
that this topic was not engaged with by more ofgghgicipants not because it is of little
significance but it may be that it has not reachegbint of critical consciousness yet.
Initially this section was constructed under theb-theme of community level
intervention but methodological restrictions impbsen data received from just one
participant has led to the placement of this arguras an extension under the sub-theme

of social intervention.



As a activist, Respondent 6 believed that those avbdHIV-positive may be empowered
through the development of skills that would alldvem to take better charge of their
environment and their lives. The same respondentetpressed that it was important for

people to stop seeing themselves as victims of tdreumstances.

Resp 6: If we can empower our people as a communitgmpowering the people to learn, to
start doing things for themselves. Like having theiown food gardens, like finding ways of
making money, opening your own small business evahough it [may] not be a formal
business. Find something to sell in order for youot have money...If you empower someone
you give them skills and the ability to do things dr themselves. To think for themselves
instead of having to depend on the government or king to depend on other people in
order to make sure your quality of life impoverishal.....Especially with HIV, once they are
diagnosed, people will like start wanting to accestisability grants. So, we need to come out
of that mindset. Being HIV-positive does not meanhiat you cannot do things for yourself;
you can still do things for yourself. freatment activist]

The notion of empowerment can be seen on two lewtstly, at the level of the
individual those who are on treatment can be empedvdo take charge of their
wellbeing. This may increase the ability to engagéh their iliness with increased
confidence as well as increased self-esteem (Pe&iZimmerman, 1995). Individual
level empowerment may assist those who are on ABatrhent to better understand and
negotiate the relationship between them and thé#hheare professional, be more active
rather than passive in negotiating medication aile €ffects, take charge of their
psychological wellbeing, deal with stigma and disanation and seek out the
appropriate support networks (Perkins & Zimmerni®95). Respondent 6 expressed the

need for a sense of empowerment:

Resp 6: We do [not] have to always be putting thel&ime on other people. On the external
factors. On the services you get from the health &lity or the service you get from the
health workers or even what the government is doingAt the end of the day, the only person
who will determine how you adhere to your treatment how you deal with your
psychological issues is you, yourself. If you withiyourself because we all have the power to
overcome. freatment activist]

However, this kind of response once again limiterwvention to individual psychological
reactions. Empowering individual should also ideuself-determination with an

emphasis on collective initiatives that will enaghleups of people to take charge of their



lives (Perkins & Zimmerman, 1995). Hence it isued that macro-level policy changes
need to be implemented in order to address themsystevel barriers and facilitators to
ARV adherence (Frank, 2006). The argument thatapgsed is that any macro-level
systemic changes can only happen if PLWHA gainvearaness of the cultural as well as
socio-political factors (Freier as cited in HopeT&mmel, 2003) that impact deeply on
their ability to manage their illness and treatmehéereof. It is crucial for the

communities on the whole to be able to identifybitise and address social and public
health issues through active participation (Fragcited in Hope & Timmel, 2003) and a
critical awareness of the various contexts thatimgg on their ability to maintain

adequate ARV adherence levels. People and commsimiéin become vehicles of power
(Foucault, 1998) and move away from being mereipastbjects and bystanders in their
experience of being HIV-positive and the treatmdite response that follows captures

most poignantly this gap in addressing the needisase who on ARV treatment:

Resp 6: You never see these projects happening [gefing to community empowerment
projects]. In most cases it is more about talkingnistead of actually doing. Like it [is] no
action. We really do [not] have a policy around tha [treatment activist]

This study concurs with Frank (2006) where it weggorted that HIV-adherence requires
a micro as well as a macro level understandingdBiging the themes into individual,

interpersonal and systemic level factors, this wthds also added meso level factors.
Individual level factors like treatment complexignd side effects would require a
continued intervention that is based on educati@hteaining as a way of containing and
managing these difficulties. Similarly, psycholagidifficulties experienced by PLWHA

would require counselling as well as psychologgavices that are individual in nature.
Meso level factors like the patient/practitionelat®nship, disclosure and stigma would

benefit from continued social network and suppooug interventions

Of greatest concern and a major factor that regusmne discussion is that many of the
difficulties faced by PLWHA on ARV treatment maytially appear to be located at the
individual level; where it is spoken by patientsazdl as some health-care providers as if
these are the aspects that PLWHA may have powerameedifficulties can be changed

through ARV adherence counselling or through thgpsu group assistance. However,



as one begins to deconstruct some of the narraftioes both the patients as well as the
health care provider’'s perspectives it becomes rle@ that many issues are systemic
in nature. This is supported by Franks (2006) stuldgre it was reported that micro level

issues are impacted by macro level factors anctthesdifficult to separate.

Furthermore, whilst many of the healthcare-pro\sdanderstood that the challenges
faced by the patients are systemic in nature, neapyessed frustration and exasperation
at not being able to engage with or assist thdiepes adequately with these difficulties.
Whilst this is also true of medical health in gexten South Africa, these systemic
problems become even more difficult for those whe HdIV- positive as they have to
deal with added complications like the experienéestigma and discrimination or
political driven mixed messages around HIV-treatmdnis with this in mind that
community empowerment, activism and concientisasdmghlighted as a critical area of
mass mobilisation and social change that requithéu investigation that may assist and
benefit future policy drives that will assist PLWHA

5.6 CONCLUSION

This chapter has presented the results and thasdisns obtained from the study. The
chapter has been thematically organised to andweereisearch aims and questions. The
major topics covered have been individual levekenpersonal level, systemic level and

intervention level barriers and facilitators to ARdherence levels.



CHAPTER SIX

CONCLUSION

6.1 SUMMARY AND CONCLUSION OF STUDY

HIV/AIDS is a global pandemic with statistics shagithat South Africa remains one of
the countries with the highest prevalence ratesAlDN$, 2007). Advances in ART have
meant that while HIV remains an incurable illnegshas been turned into a chronic
condition (Avert, 2008b; Barnett & Whiteside, 200X owever, the South African
government has been slow in responding to the gimviof adequate treatment to
PLWHA, and access to ART remains problematic (Depant of Health, 2000). A
further issue that remains a challenge is the daiiffy experienced with the level of
adherence to ART (Department of Health, 2000)s Ipassible for those who are HIV-
positive to live stable and productive lives for laag as they continue to take ARV
treatment exactly as has been prescribed to thetindoymedical practitioners. However, a
95% adherence level is necessary for the treattodre of optimal benefit (Low-Beer et
al., 2002; Shutner et al., 2007).

Adhering to ART is complex and requires more thamere conforming to a set of
medical standards and instructions. This study rhasle use of the biopsychosocial
model in an attempt to bring medical theory andicél work in line with the many
psychosocial realties faced by PLWHA who are omattrent (Engel, 1978 as cited in
Puustinen et al., 2003). The aim of this study waxplore the various biological,
psychological and social factors that impact oneaglhce levels and as a consequence
lead to increased HIV-related morbidity and motyatates. In order to gain a deep and
rich understanding of this topic, the qualitativethod of research was deemed to be the
most appropriate for this study. The sample wasvdr&dom a variety of situations,
including medical practitioners, counsellors, HI¢tiaists as well as those who are

currently on ARV treatment. The vast amount of dat@ was generated through the



semi-structured interviews was thematically orgaghisto reflect the biological,

psychological and social factors that impact on AiRRatment.

Four main clusters of information emerged. These iadividual, interpersonal and
community, systemic and intervention levels of iemsr and facilitators to ARV
adherence. On the first level, treatment factdes the complexity of treatment and the
toxicity of the medical regimen appeared to be iotpa by the individual level factors
like the ability to understand and manage the snand medical regimen. In addition,
psychological factors were also conceptualisechasdividual level theme. On the other
hand, the patient/practitioner relationship, issaresind disclosure, stigma and traditional
healing/belief systems are more related to integ@al barriers and facilitators in ARV
adherence. Significantly, a further theme that g@eérwas around those barriers and
facilitators that are systemic in nature. Theselushed poverty-related issues like
transport and food needs, problems within the healare system and political
contributors

However, despite this categorisation, the mainifigsl in this study suggest that none of
the factors identified and discussed by the pawiais as having some kind of impact on
adherence levels, be they positive or negative,beaseen in isolation. There is thus in
actual fact a web of interlinked reasons why thed® are on ARV treatment may
struggle to take their medication exactly as pibsd. Thus, for example, while
complexity of treatment and side effects may bdogical in nature, a more favourable
and committed response by the Health Departmethteiprocurement of newer treatment
options would reduce these factors significantlpking it easier for PLWHA to adhere
to a less complicated and less toxic medicatiomreg. A further example is that while
stigma and discrimination operate on an interpeisand community level, the
government’s role around the perceptions of HIV &V treatment continues to
contribute to the perpetuation of stigma. Furtheenaspects like food needs and
transport issues are traditionally seen as indalitkvel factors but they are also poverty-
related systemic level failures that stop peopbenfraccessing and adhering to ART. Of

particular significance is that systemic level tastremain particular pertinent, as has



been consistently found in this research, and apjpehave a pervasive impact on both

the individual level and interpersonal level fastor

In addition, although most of the findings in tlegidy support the findings of other
research conducted in this field, there is alsmiBaant additional information that has
come to light. Complexity and toxicity of treatmetite patient/practitioner relationship,
stigma and discrimination, the role of traditiobalief systems, transport and food needs
all remain primary issues for those on ARV treatmélowever, a new important theme
that has emerged is that of the social grant. Deeakgrant has become a major concern
for many PLWHA and has been identified as an dratis complicating ARV treatment.

Furthermore, in the course of exploring the varibigpsychosocial factors at these three
levels, a particularly pertinent fourth theme =drto emerge. This is the manner in
which ARV treatment intervention comes to impinge ARV adherence levels. Lay

counselling and informal support systems are tleeg@minant methods of intervention. It

is critical to our understanding to note that ttzglitional intervention methods that have
been constructed to assist people in understantii@ig illness and the treatment are
based on looking at individual behaviour from arpaf view that takes into account the
person’s knowledge, attitudes, behavioural intenaad behavioural practices (Fishbein
et al., 1994; Rosenstock et al., 1994). Traditignajaps in the above factors are then

targeted for change.

However, if we take into account the many systelm@| factors that are woven into
people’s daily experiences around HIV, then it lmees obvious why we need to
understand how PLWHA construct and deconstruct themtextual matrices that give
meaning to being HIV-positive and as a consequevita it means to be on treatment
(Gergen, 2001; Lupton, 1999). Thus, for example,ghradoxical nature of social grants
has to be deconstructed through an epistemolodreahework that takes this into
account. In this research paper it is thereforauedgthat it is essential to provide
individual level intervention, like counselling, amterpersonal level intervention, like

social support, to those who are on ARV treatmerdrder to improve adherence levels.



However, at the same time it is also crucially imi@ot to empower PLWHA through

concientisation and activism.

6.2 LIMITATION OF THE STUDY

Being a qualitative research study, this reseaashideen limited by the restricted sample
size. As a consequence, one limitation is the litplio provide generalisible data. The
views and opinions are therefore a reflection dpacific group of participants. This
affects the external validity of the study (Greenst 2003). However, as the main
purpose of this study has been to gain an in-deptterstanding that will add to the
existing body of knowledge and generate future aesdein this area, the criteria of
credibility, transferability, dependability and dormability were adhered to in order to

ensure soundness of the study (Rosenthal & Rosh@®d,).

A further limitation to be taken into account igthioluntary basis of participation. This
means that the volunteers could have provided nmétion that was socially desirable or
that was not in accordance with their true expege(Rosenthal & Rosnow, 1991). It
may therefore be possible that the information gme=d may be biased and not

completely reflective of the group (Rosenthal & Ros, 1991).

In addition, some participants had difficulty inrlvalising and expressing their thoughts
and feelings. This may have been due to a diffjowith the medium of language used in
the interviews. There were instances when it seethatl some participants did not
understand the questions asked and there is theibpibg that by rephrasing the

guestions some leading questions might have bé@das

A significant strength of the sample was that sarhéhe participants included people
who had defaulted on their treatment and wereeactlinic for re-adherence counselling.
This allowed for the participants to be more oped forthcoming about some of the
issues that had impacted on their adherence letssever, despite assurances of

complete confidentiality by the researcher, theralso a possibility that participants may



have been hesitant to be completely honest abeirt éxperiences as they might have
been afraid that such information might impact leeirt chances of going back on ARV

treatment.

6.3 RECOMMENDATIONS

6.3.1 Recommendations regarding adherence to treamt

Biomedical

As the clinical setting is the first place of cacttéor those who require ARV treatment, it

is the first point of discussion under recommeruieti

The patient/practitioner relationship is an impott@ne. In this study, practitioners
displayed a warm and open attitude towards theiems. Many of the practitioners have
also become activists and have dedicated their itmlebbying for treatment for their
patients. This kind of activism needs to be cordthgo that better treatment options may

be procured and offered to patients.

Many patients continue to see medical doctors ambaexpert knowledge and insight
into their problems. A challenge for practitionessto remain engaged around these
issues with their patients. Working in a multid@mary team can help the medical

practitioners to assist their patients with botixgb®logical and social difficulties.



Psychological

Patients who enter the system for treatment aemnditst referred to counsellors who will
deal with adherence issues. Most counsellors aneetl in the biomedical understanding
of HIV and ARV treatment. Knowledge around theels and aspects like complexity of
treatment and side effects are communicated verficmntly. However, counsellors are
not trained to engage with psychological issues. REWHA suffer from a
disproportional amount of emotional difficultiediid area needs to be researched and

adequate psychological care and service need é¢fféred to the patients.

The role of community psychology needs some exptoraas this modality of
intervention will focus on the extended notion ahumunity empowerment through
collective initiatives. In this way, PLWHA may beoe more engaged with the systemic

level challenges.

Socio-cultural

The traditional healing systems are an establidbech of health care in the South
African society. Understanding and incorporatingsth systems into the western medical

modality is thus necessary and will allow for medligluralism and inclusivity.

Stigma continues to be a huge predictor of loweigerence levels. Continued support

around this issue is necessary.

Social support networks are a valuable source giosyerment for PLWHA. Support
structures can help to reduce emotional difficallike shame and guilt that the patient
may be experiencing. These networks are also pfasfavhere the PLWHA may obtain
information regarding their treatment. The combieetbtional and practical support can

assist in increased in adherence.



Continued activism from multiple forums (medicalagtitioners, counsellors, social
workers, HIV activists and PLWHA) must continuetake on and challenge systemic
level barriers to ARV adherence.

Political

The stance taken by the political leadership aedrtie of the government continues to
add to the many systemic level difficulties expeced by PLWHA who are on
treatment. A greater commitment is required by qualitical structures. It is
recommended that the Department of Health makeatgyreffort to commit to:

» Work towards eliminating the many mixed messages$ #ne communicated to
the public, particularly around the toxicity of atenent and the benefits of ARV
treatment.

» This will also assist in eliminating the perpetoatiof systemic level stigma
around HIV.

* To engage traditional healing systems and to aftmwmedical pluralism in the
treatment of PLWHA.

* Make provision for better psychological servicesha clinical setting

» Continue working towards increasing ARV sites thatl make access to
treatment easier for PLWHA.

* Make greater efforts to procure newer drugs thétdecrease the complexity as
well as the many side effects currently experienogdLWHA who are taking

older drug regimens.



6.3.2 Recommendation for future research

Based on the results of this study, it is recomradntiat future research be conducted in
the area of the effectiveness of ARV adherence s@ling. The shortfalls in ARV

counselling and gaps in theoretical knowledge adldbis area need further investigation.

The government social grant has been identifiedamselement that is increasingly

complicating ARV treatment adherence, and thusdtesa requires further research.

Finally, there are many predictors that impacts ARV adherence levels and much
research has been done to uncover these variditegever, there is a lacuna in a
theoretical understanding around how these factomse to interact with health believes
and behaviours. This research has made a tentatigmpt at bringing together the
various biopsychosocial factors that contributevasying adherence levels to ARV
treatment together with some theoretical understgndsing various health models.
However, future research is needed in uncoveringeds like how PLWHA

conceptualise and construct themselves, the manneiich risk is understood and
power differentials that impacts on how PLWHA caousts their illness and how this

may impact on future treatment.
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Appendix 4

PERMISSION TO CONDUCT RESEARCH — DEPT OF HEALTH/HEA D OF HIV
UNIT

Dear Sir/Madam

My name is Rabia Patel and | am currently registéoe the Masters degree in
Community and Counselling Psychology at the Unitei Witwatersrand,
Johannesburg. As part of my degree | am requirechdertake a research project. My
research would be looking at and understandingilpledsarriers and facilitators to ART
adherence. | would hereby like to request permistidoe able to conduct my research at
the Helen Joseph and/or the Johannesburg Hospital.

Adherence to antiretroviral medication is esserffitinthe successful treatment and
sustained viral control in individuals who are Hpésitive. However, adherence to
medication can be a complex interaction of emotiar@gnitive, behavioural, social and
medical factors. The focus of my research is téebeinderstand the biomedical,
psychological and social barriers as well as feators to antiretroviral therapy (ART). It
is envisaged that this research will possibly de &thadd some value to both theoretical
as well as practical aspects in the overall outcofremlherence to ART.

In undertaking this research, | will make an attetopunderstand the viewpoint of
medical practitioners as well as patients on ARYV.iMention is to conduct semi
structured, in-depth interviews in order to geualdative understanding of their
experiences of the barriers and facilitators toeaeihce to ART. Furthermore, | will need
to interview a minimum of six medical practitionéBmedical doctors and 3 nurses) and
five patientslt is envisaged that the interviews will last for @proximately an hour. |

will tape the interviews and take some notes dutfireginterviews. This will help me to
gather the required information. All informationelceive will be confidential. The
audiotapes will be destroyed as soon as they hese tbanscribed. No identifying details
will be included on any transcribed material othie research report.

I include herewith my research proposal for furtilormation. Either my supervisor or |
can be reached at the numbers provided below fofuather questions.

Thanking You

Rabia Patel MaéolLanga
(Researcher) (Raszh Supervisor)
(011) 615-1771 (011774536

0824498386



Appendix 5

Participants Information Sheet

Hello,

My name is Rabia Patel, and | am conducting rekdarcthe purposes of obtaining a Masters in
Community and Counselling psychology at the Uniigisf the Witwatersrand. The focus of my
research is to better understand what makes greasmore difficult to take antiretroviral mediuat.
It is hoped that this research will be able tostssiimproving the overall outcome of adherence to
ART.

We would like to invite you to participate in tretudy. Participation in this research will entagiry
interviewed by me, at a time and place that is eorent for youThe interview will last for
approximately one hour. With your permission this interview will be reded in order to ensure
accuracy. Participation is voluntary, and no pemsdhbe advantaged or disadvantaged in any way for
choosing to participate or not participate in thedg. All of your responses will be kept confidei

and no information that could identify you wouldibeluded in the research report. The interview
material (tapes and transcripts) will not be seeime@rd by any person in this organisation at ang,t

and will only be processed by myself. You may reftsanswer any questions you would prefer not to,
and you may choose to withdraw from the study stpaint without any negative consequence to you
or the treatment that you receive.

In the event of stress occurring as a result digpation in this study, you will be provided wittetails
of available psychological services at the hospitalou choose to participate in the study plefdse
your details on the form below and place it inglkaled box that is provided. You may find this box
the reception area of the hospital where you areiveng the treatment. | will empty the box at rigu
intervals, and will contact you within two weeksarder to discuss your participation.

In taking part in this research | hope to bring eemass of the needs of HIV- positive people whooare
antiretroviral treatment and to help equip healtbfgssionals to make the appropriate responses in
dealing with non-adherence to treatment. It is &lgped that this research will contribute both to a
larger body of knowledge on adherence to ARV. li y@ve any questions | can be reached at the
following telephone numbers.

Thanking You

Rabia Patel MaéolLanga
(Researcher) (Raszh Supervisor)

(011) 615-1771
0824498386



Appendix 6

CONSENT FORM - PARTICIPANT

I conséming interviewed by Rabia
Patel for her study on HIV/AIDS - Living with ChrienMedication: Barriers and
Facilitators to Antiretroviral Therapy Adherenceiriderstand that:

- Participation in this interview is voluntary.

- That | may refuse to answer any questions | wotddiep not to.

- I may withdraw from the study at any time.

- No information that may identify me will be includien the research report, and
my responses will remain confidential.

Signed

CONSENT FORM — AUDIOTAPE

I conseny faterview with Rabia Patel
for her study on HIV/AIDS - Living with Chronic Méchtion: Barriers and Facilitators
to Antiretroviral Therapy Adherence being tape-reed. | understand that:

- The tapes and transcripts will not be seen or hieghy person in this
organisation at any time, and will only be procedsg the researcher.

- All tape recordings will be destroyed after thesagh is complete.

- No identifying information will be used in the tissripts or the research report.

Signed




Appendix 7

PERMISSION TO CONDUCT RESEARCH — TAC/AIDS CONSORTIUM

Dear Sir/Madam

My name is Rabia Patel and | am currently compdetity Masters degree in Community
and Counselling Psychology at the University ofWdtersrand, Johannesburg. As part
of my degree | am required to undertake a resgan@kct. My research would be
looking at and understanding possible barriersfaaititators to ART adherence. | would
hereby like to request permission to be able t@laohmy research at your organisation.

Adherence to antiretroviral medication is esseffitinthe successful treatment and
sustained viral control in individuals who are Hpdsitive. However, adherence to
medication can be a complex interaction of emotiar@gnitive, behavioural, social and
medical factors. The focus of my research is téebeinderstand the biomedical,
psychological and social barriers as well as feators to antiretroviral therapy (ART). It
is envisaged that this research will possibly de &thadd some value to both theoretical
as well as practical aspects in the overall outcofremlherence to ART.

In undertaking this research, | will make an attetopunderstand the viewpoint of
HIV/AIDS activist. My intention is to conduct in-géh interviews in order to get a
gualitative understanding of their experiencesheftiarriers and facilitators to adherence
to ART. Furthermore, | will need to interview a nmmum of 3 members from your
organisationlt is envisaged that the interviews will last forapproximately an hour. |

will tape the interviews and take some notes duttireginterviews. This will help me to
gather the required information. All informationelceive will be confidential. The
audiotapes will be destroyed as soon as they heae transcribed. No identifying details
will be included on any transcribed material othe research report.

I include herewith my research proposal for furtilormation. Either my supervisor or |
can be reached at the numbers provided below fofuather questions.

Thanking You

Rabia Patel MaéolLanga
(Researcher) (Raszh Supervisor)
(011) 615-1771 (011774536

0824498386



Appendix 08

Interview Schedule — Participants on ART

Introduction

How long have you been on treatment?

What treatment are you on?

What are your experiences of receiving the treatraethe hospital?

What do you think makes it difficult for you to &lour medication?

What are some of the things that makes it easieydo to stay on your medication?
What can be done to help you with the difficultieat you may be experiencing in taking
your treatment?

Is there anything more you would like to add?

Please note that the above are the core questioi$fiese questions are meant to get
the participant to share the possible barriers andacilitators to adherence to ARV’s.
As this study wishes to capture the experiences thfe participants and build up to a
theoretical formulation, the original interview schedule was meant to be a thematic
guide to ensure that important areas that may be ifpacting on adherence is noted
when conducting the interviews.

1) What makes the treatment difficult?
Draw outBiomedical Factors
* How complicated is the treatment
* How is this experienced
» Are they experiencing any side effects
* How do they deal with this
* How expensive is it to get the treatment
* Is the hospital facilities difficult to access
* How is their experience of the medical personnel
2) What are some of the things that makes treatewsier?
* Did they receive any pre treatment counselling
» Are they receiving any counselling presently
* What type of counselling are they receiving
3) Do the way you feel have an impact on your ineait?
Draw out psychological factors
* Explore pre medication psychological factors
* How did they experience being HIV-positive
» Depression
e Stress
* Coping styles
* Self esteem
* Anger
* Fear
*  Guilt



* Blame

* Was any of this was explored before the startezittnent (via counselling or
medical practitioners)

» Post medication psychological factors

» Has any of this changed

» Positive responses (look for support etc)

* Negative Responses (withdrawal, self blame etc)

4) Draw outsocial factors
* Financial situation
* Material support
* Does the way others behave towards you impact antyeatment
* Isit easy or difficult to take the medication andwothers
» Stigma
» What kind of social support are you getting?
* How do the above two impact on adherence

Closing Interview

5)What are some of your concerns?

6)What can be done to make the process of takirdjoaton easier for you?
7)Is there anything more you would like to add?

Interview Schedule — Others
Medical Personnel

1) Can you tell me about the ARV treatment plan?

2) How do you determine who qualifies for the paogme?
3)Adherence is vital in ARV treatment plan. Can y&fine adherence?
4)What are some of the problems that impact onradice to treatment?
5)How is this managed?

6)What are some of the aspects that lead to inedeadherence?
7)What can be done to improve adherence to ART?

HIV/AIDS Activist/Counsellors

1)Adherence is cited as one of the major aspetirigacts on effective viral load
treatment on those who are HIV- positive. Can yaunie what is understood by
adherence?

2)How does differ from the concept of compliance?

3)What are some of the biomedical factors that l@venpact on adherence?
4)What in your experience are the psychologicabiacthat impact on adherence?
5)How do these impact on adherence to ART?

6)Can you tell me how socio-economic factors impecadherence to ART?
7)What other factors in your opinion makes it diffit for patients to adhere to
medication?

8)What can be done to improve adherence?



