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Abstract :E%ZL”.:L%"";:

Antiretroviral treatment (ART) has improved the quality of people who are (human immune
virus) HIV positive. They have been document to decrease the morbidity and mortality of
people its introduction in the late 1990's. The study addressed the experiences of HIV
positive patients in the Vhembe District of Limpopo South Africa.

The aim and purpose of the study is to identify, explore, and describe the experiences of HIV

positive patients on antiretroviral treatment (ART).

A qualitative research method was used where experiences of HIV positive patients was
explored and described in detail. A non-probability purposive sampling was used and the
target population was those HIV positive patients on ART treatment who are eighteen and

above. The researcher used an in depth interview as a means for data collection.

The open coding method was used for data analysis. Six themes emanated from the study as
presented underneath; each theme consists of sub-themes: Dominant tales of perceived family
support for HIV positive relative on ART resulting in feelings of despair and those of being
accepted; Stigma and discrimination related to taking ART; Participants’ experiences while
on ART; Knowledge related to ART process; Disclosure of HIV positive status; and

Experiences on healthcare providers’ practices in the ART clinic.

The study revealed that the role of family support is of utmost important to HIV positive
patients and the government should carry out intensive support, education making awareness

campaigns to affected families and patients in order to reduce stigma and discrimination and

improve care and support.

© University of Venda

v



b

TABLE OF C(@ITERTS
B LARATIUN, ... s i e e L e e s d i aes v i
WEIHCATION. . . i it e R e e il
BURNOWLEDGEMEIN Y . o i e e i s badrts s ik St ¥,
v
4 0 L i SRR B 0. S T U3 L il o R T S S
\%
TABLE OF CONTENTFSAT Rt ML v i bt s biicimnrariovnin iviiianismins vi
Xiii
MISTOF ABBREVIATIONG &0 i i i i iaviviiinns s iisskiiites vas
X1V
RO O R TR i s e e L e e e e k.
T OF TABL R . e Xiv
EAPTER L OVE RV RN O T N . i sk ndienins 1
1.1 3155 v SRR A N L B T DR s A e A S s 1 I St 1
o gyt o BT T RS S ORI e SECTAL b B AT LGN e SRRy e ”)
3.3 Snilcance I I e i G i i s 3
B4 Purpose ol B SN il il i s oM e s i 42 4
3.5 ReScorch, COMIBRIGE: cuics otiniion i o h s e At s sl s ppeistbosadas 4
50 Resenrch O o e e iRt 4
57 Deliniame ol TR o e ek .4
5 BT i T R . S S R B RSN ION 5
1LE1 Besrarch BB i e L e ensipies ikaiiotr o st -
L2 Setting 200 DO .. 0 e it it aoi i ositi v sins 5
& SR T T ARkl A 15 SN B L R RO e B I S DN 5
39 . Pots Collottion MO .0 o it o ot Do i i St 6
LR W SR R R S ARG e S SR T R A N e 6
311 Meanins o ENSUEE TORNIRNEIRIIIE . i cib s i aes i 7
312 Bihicel ConmviRiNg. . i e e b 7

© University of Venda

\/



b

1.13  Limitation of the Study............................. N e et s
Y54 - Dissemination Of Fionlniee s o o i ey s o s o et s e st
5% o I B L e b i a5 e A1 B by L TR b B B b Wi
P16 CImpteTs Ot R e T R s e

CHAPTER 2: L ERATURE Y I o

A T e b i kA o)y S PR ey S et e e oA )
22~ At roRoUr SOV WO o e s s

237 The rationmle o T O T o e
24  Identified Antiretroviral Drugs in South Africa.........ccccoceeeriininenrnenrnerrceecuenens

<S5 . Experiencesrelatod o0 AT SR o0 [ bl i i do i chieaan b sk

26 . Outcomes of Lk of MABSMNIN IS BBT. . . e bl iiiiamiivisssions
2.7  The role of community and family support on ART............ccocevininininnnnnee.
28 | Experictites on side eSRRIAEAIRT i diibviiiithiiiliimri s sime ek sos vors
2.9 «  Fhyvsical BXBeEimnsen. . kit i i i bintssti s s ol sabank s bt 14
218: Peychosocinl EXpuriemiini. i L s W iesicisisisiahiiigs s e gy
21]  Socio-Econnmit EXBlEINIG i i o i i s bbb S o
212 « Polittcal EXBECIREE.. il i ol e ot i o it sl
P 35 T RN 870 7L T TN U G k) R RN <L S S el G A S ) B
CHAPTER 3: RESEARCH DESIGN AND METHODOLOGY........ccccoooviiniennnnn.
3.1 IO it R L oo s L i b o
22+ - Reonesmch MatNORIONS . el o i v oo eqsvars s aktons
£ % Resoareh DM IRl L o b eiishs s bt dat

330 Oualitstive SURBRREE. - i o i it s G i s b b ki smnind e e
E N T B T T T AR I B A O S e LT SR D) B NG R R A )
333 D ORI o5 oo knion ittt oo ot & A e i on A S
334 DescripliVe..... cviie il oo iibi i o s bptove Gk s A i
335  Contaxtusl...iit it e sl T B s ot i s pes Tt
34,  Fesearch SBMNE ..o ic s o e e e B o it s R

© University of Venda

Vi



3.5
3.6
3.6.1
3.6.2
3.6.3
3.7
37
332
3.7.3
3.74
ER B
338
337
3.8
3.9
391
392
3.9.3
394
3.10
3.10.1
3.10.2
3.10.3
3.10.4.
3.10.5
3.10.6
3.10.7
3.10.8
3.10.9
311
3.32

Study population..........ceveeereeecesmueeseess 8B s 28
RPN Gk i iasinissinsss M A o e Ak s e ol 29
Sampling methad . Pamtibpatiings i irnt oot s 29
T e e 30
Inclusive and eXCIUSIVE CIIETIAL .......rurrusrsrrscusriimirisissisi st 31
DIAtA COLIECHOM . vvvereeeescssssssessesscssassasssssesssnssssassass sttt 32
Data cOLlECHON LECRMIQUE. .....verevsserssrssserssesssmsmsmssssssssnssesisssssssas st 32
Interviewing TECHIIGUES. .....urrrresuessssssrssssssssesssssssssssssssssssssssssssssssssssssssssss e 33
FEld DMOTES..ov.vvssusssasssssussssesassasssssssssastassssssssssassisssasasasessesssiussasssnsssssssmssisssinsiunsnes 33
JOMEA TLOTES. .rvvvvsrssssssessesssssssasesssesssssassssse st st smasaRR SRS R e s b t 34
Direct ObSErVALION NOTES. s...sieeusssisestussrissssassssssssnsassasesnisisnessansssansnissonsatansassseasas 34
Personal siote sl b Sl ssins S s oosss 34
Tape recending - Ruih A it prsr syt et tes b 34
Data, ABRIE G igtes i s SIS ANSeiestpersh iy sssagsetomslssn iy 35
Measures to Ensure TruStWorthiless..i....coousrmrsssrsasssssssesisssssssesssssssssessonsasssnasees 36
Credibilifyas. i i SNl s ssstaniursie 36
Dependabiliig s i B SN v vice ot i i 37
Transfegobilifisi i AR SRR Nttt oot orns 37
C o Sanmmmloiilg . BRI 05 SN S vty otstoityeatsssossm i st 37
Ethicak Considuntioiiiiti sasiitos ww i aimssdiinsosmmniisi: 38
Perarissicn e e ssh R i sss s iasts soes el s el g it 39
Tnformad: comtsbiike i kel AU R is iR s Bl 39
Voluntary T O e e 40
Right to withdraw from SEUAY ...onceresssecsinsesssssssssssssssssssssssssssssanssssssssssasssssasaseas 40
The gt PEETI s s nfissmr S o osbiamnit o s nirany- 41
The right to confidentiality. ... . occerssrescerescrimnnrnsacsnesssrenssssasanensen 41
Rigish 1 st oublssiios S mtisrmiiarpp sy Soves 42
Right to protection fOM BAMMIL. .o sssmsesssssssmssistissstessesessnsss s 42
Right o Rooiimalis s i b, i ied e ittt 43
Litnitati s DR it b5 susans et A s s gerssfirten oyt o 43
43

Conclusions

© University of Venda

vii



N
CHAPTER 4: PRESENTATION OF FINDIRgJS-AND DATA ANALYSIS...... 44

4.1 Tiroduciion: £ S0 SRR il it A R 44
42  Socio-Biography of the PartiCipants...........ccuueeersseccussssmmmsssmunssssmessssonssssenesns 44
4.3 Identified THEMES &S EXPETICTICES. ...curiuserssmrssessosssenssssinismassuassnisniasesasissicasesisns 44
43.1 Theme 1: dominant narratives of perceived family support for HIV
positive relative on ART resulting in feelings of despair and those
of being ACCEmB.Ll it Al i i BRI Bis ol iy s 46
4.3.1.1 Negative eXperioness: ... simtinismmsarssiishaistisnsmnaiuuimmiiee 46
4.3.1.2 Positive experiences with FELALIVES. cveveverereseencsenrssssssets s 48
4.3.2 Theme 2: Stigma and discrimination experiences in relation to taking ART .... 49
4.3.2.1 Stigma and discrimination by experienced from family members...... .o 50
4.3.2.2 Stigma and discrimination experienced from community members................. 51
4.3.2.3 Self-stigma and QS CLHIMIALION . osavss dorsabismashasssbinsbsstbinsidesbisasinsimssenanpass s 59
4.3.3 Theme 3: Participants’ experiences while o ART uaiiisniiimmiinissiinianii 53
4.3.3.1 Side effects experienced while 0n ART ..o 53
4.3.3.2 Long waiting experienced during scheduled APPOIREIBATSL ik it i, 55
4.3.3.3 Difficulties accessing ART while in another area....... oo, 56
4.3.3.4 The effects of shortage of medical personnel in ART UM S5t v ovcrassstoiniine 57
4.3.3.5 Effects of medical examination R AR oS T b R 57
4.3.3.6 Maintenance of confidentiality AN PIIVACY ..cvvrisersrissessissmsssisssis e 58
4.3.3.7 Creatidey of felotontiipr SBERINLL vt B 59
4.3.3.8 Financial constraints experienced while on ART......ccccnmmsnimninnsnissnsiivnsininae 59
4.3.3.9 Availability of ART versus lack OFf ART ..cvvmiiirmiieitisiciscisinisiisine 60
434 Theme 4: Knowledge related to ART PrOCESS...oovsrseniisiniminmsrisisississnsinsiees 61
4.3.4.1 Kiowiedis abomt SRIIEMBERAR .. ummemtnmiho s 61
4.3.4.2 Safety precautions R - 1 S 62
43.5 Theme 5: disclosure of being on ART s sissssiniinsnorbssssssmiims s i i 63
43.5.1 Lack of disclosure to relatives and community MemMbErs........cooonnniinnn. 63
4352 Fear related to disclosing taking T b ks s M bR ai 63
43.53 Lack of disclosure 10 SEXDAl PAIMIETS..c..coumsismmissesssstssssssnstssssmmensissssssmmasnss 64
4354 Benefits of disclosure and belonging to an ART support group.................... 65
4.3.6 Theme 6: Experiences on healthcare providers’ practices in the ART clinic..... 65
66

43.6.1 Pill counting practices not acceptable

© University of Venda

viii



¢
4.3.6.2 ART clinic a clean environment condt@g%ﬁﬁpeedy L S 67

4.3.6.3 Dbstivation O St a2 i iois it ssons ieeaimerins rebbbimtmabeasibbbonbanss b bsss 67
4.3.6.4 Encouragementt by hoalhense PRONMIBIS DU L. .. oo coreviseassisnasmssreservnsassseseissosass 68
4.3.6.5 Negative practices by Healtheare providers.i. i iliile e esismmnmmossissanmises 68
4.4 Summary....... Lseul. Lomn S Sartiipais. LSV SNEA. KSR N & sivniimasmions 69
4.5 ' ConcluBions... il iRRICE LR UIIE. o viiessoissimisssispramspasisssimmisosisn 70
CHAPTER 5:

SUMMARY, GUIDELINES, CONCLUSIONAND RECOMMENDATIONS..... 71
5.1 . Intreduction.. J3GRaRLE0r DUTISINE L0 L RDAUEL INBSERIR . «oi s st s o o3 71
5.2  Rescarch Sum e i SN sritel COmURIE . - o v via savnaissin sasssirinsiess 71
5.3 | Findings and comshislonss. | & CUNSERT NIRINIL. i oo ciapmismismobne irsnasrsvons 3
54  Recommendafionsil Lok Eal Rt SRk v cosisnssisovsssirssissoisisarsssoise 78

5.4.1 Recommendations on establishing and maintaining a therapeutic

5.4.2 Recommendations on managing side effects by health care staff.................... 79
5.4.3 Recommendations on establishing and maintaining a working

environment that is conducive for speedy recovery of patient in order

to render & SOOE CRIR SN IR . . i isrvaiviii i ibrimeirasissassssnor isibies 79
544 Recommendstions Tor IR DTN ..« i riscoismsamipidissirsisibasinesmsunsanion 80
54.5 Recommendations o DONIE SOMCREONE ... ..o ciissimirnmdtissieiasmisssteessss 80
54.6 Recommendations on Health service management.............ccccooeivniiiinnninnnnne. 81
5.4.7 Recommendations On M SUIRINITIL. ... .. rscnisiiasiiessscssibismarismniistsssssriransos 81
TR B R R s S NS s e R G A ORI oo 81
56 Conclumions.. . ol il (e i i it mevat it st R N ok 82
6 List of ROBESEROSE i, s i il shaniilin ot boimssimisissarhassismrios erih 83

© University of Venda

1¥



b

ANNEXURE A Informed Consent............ @"wmz:::t .......................... 92
ANNEXUREB  Consent Form For PartiCipation...........ccccouureuuuriueneeuunessuenenens 94
ANNEXURE C Informed Consent (Tshivenda version).......................... 95
ANNEXURE D Consent Form Of Participation (Tshivenda version)................. 96
ANNEXURE E Ethical Chetiiit TR M .o e oo e vsasssssnsnsasnsissnsasonssias 97
(University of Venda Health and Safety Ethics Committee).
ANNEXURE F Request For Permission To Conduct Research. 98
(Provincial Department of Health)
ANNEXUREG  Permission To Conduct Research.........ccccceceuerernrernrnrcncucncnnnes 100
(Provincial Department of Health)
ANNEXURE H Request For Permission To Conduct Research....................... 101
(Tshilidzini Research committee)
ANNEXURE I Permission To Conduct ReSearch..............ccocceeeeereneccenensarseses 103
(Tshilidzini Research Committee)
ANNEXURE J Interview Transcript (Tshivenda Version)...........ccccocvevennnnee. 114
ANNEXURE K Interview Transcript
(Translated from Tshivenda into T I SRR ER A 109
ANNEXURE L Ceortificnte PRt TR IR .. ivisins coonisbmiosiidissssmiansiipess siie 116
ANNEXUREM  Certificate From The Language Editor............cccccoooiiiinnines 117

© Univetsity of Venda



o>

d

LIST OF FIGURES Uk

Figure 2.1

Map of Vhembe District

© Uniiversity of Venda

28



CHAPTEI‘} 1

o3
&,) University of Venda
= Creating Future Leaders

OVERVIEW OF THE STUDY

1.1 Introduction

Since 1990’s the introduction of highly active antiretroviral therapy has modified the clinical
course of HIV infection, reducing the rate of disease progression, the incidence of
opportunistic infection and mortality (Colombo, Colangeli, Biagio, Viscoli &Viale, 2011: 1)
Furthermore, antiretroviral treatment (ART) has dramatically reduced human immune virus
(HIV) associated morbidity and mortality and has transformed HIV into a chronic
manageable condition. Despite the remarkable improvements in the HIV treatment and
prevention, economic and social barriers that result in continued morbidity, mortality, and
HIV infection persists. According to Yoder, Mkhize, and Nzimande (2009:6), it is important
to understand the experiences of HIV positive patients taking medications in order to

understand their experiences on taking ART.

According to Heyer, Mabuza, Couper, and Ogunbanjc (2011: 233), people living with HIV
and AIDS (PLWHA) face challenges and they usually experience symptoms like anxiety,
shame with shattered sense of hope and life purpose and control of self-worth. Aggleton,
Wood Malcom and Coram (2005:4) state that from the start of AIDS epidemic, stigma and
discrimination have fuelled the transmission of HIV and have greatly increased the negative
impact associated with the epidemic creating major barriers to preventing further infection,
alleviating impact and providing treatment, adequae care and support. HIV positive
patients who are receiving ART need much support frem friends, family, and community for
effective prevention and treatment of HIV and opportunistic infections. Mlobeli-Dlakhulu
(2007:1) states that their families are mostly involvec in their care and support in and out
from the hospital. However, after being diagnosed with HIV they go to their families who
did not get any form of counseling on information about HIV/AIDS or ART to prepare them
on how to care for them. This impacted negatively on the family relationships with the HIV

positive client on ART as well as on their care and support.

© University of Venda



N9

University of Venda

A study in China, Yunnan by Li, Wu, Wu, S@,Tﬁﬁ‘"’é’nd Jia (2006:5) showed that the
whole family experiences shame both within and outside the family and consequently
family relations change causing family members to feel isolated and or restricted when
they interact. Some families resort to avoiding being seen with an HIV positive patient
when he/she becomes sick for fear of being stigmatized and discriminated. In accessing
comprehensive care and treatment especially, ART HIV positive patients often encounter
health systems which are ill equipped to meet their needs effectively whereby there is a
delay in issuing ART to a person coming from another facility accessing ART in another
facility due to administrative or procedural issues. This may result in the HIV positive
patient missing doses or dropping out. This study is about exploring and describing the
experiences of HIV positive patients on ART, in order to develop recommendations about
the care for these patients. The study was conducted in a regional hospital in the

Thulamela Municipality of the Vhembe District of South Africa.

1.2 Problem Statement

The researcher is a community health nurse, working at one of the clinics within Vhembe
District. Her day-to-day activities with patients made the researcher realize that most HIV
patients on ART are not accompanied by their relatives for support when they are very ill
and weak when coming for consultation at the clinic. Mostly, patients were weak due to
the side effects of ART. The situation hampered patients care because whatever
explanation given to the patient couldn’t be understood well as they were too ill. This led
to serious complications such as poor adherence; hence, the study seeks to document the

experiences of HIV positive patients on ART.

According to Foundation for Professional Development (FPD) (2010:118) there are some
practical issues to be followed by both the health providers and the patient before starting
with treatment. Some of the patients who are HIV positive became unavailable or are
unwilling to undergo these practical issues. Once identified an HIV positive patient
undergoes adherence counseling especially when about to start ART and information
about what to expect and do about the side effects of the treatment is given. The researcher
observed that patients usually are anxious and become frightened by the issue of taking a

lifelong treatment. When a person is eligible for ART, one has to disclose to a support

© University of Venda
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1.4  Purpose of the Study

The purpose of this study was to explore and describe the lived experiences of HIV positive
patients on ART treatment in the Thulamela municipality in the Vhembe district of Limpopo

province of South Africa.

§ i, Research Question

The following question guided the study:

e What are the experiences of HIV positive patients who are on ART at Thulamela

Municipality in the Vhembe District of Limpopo Province, South Africa?

1.6 Research Objectives
The objectives of this study were to;

e Explore and describe the experiences of HIV positive patients who are ART
¢ Propose recommendations on the establishment of care and support of services of HIV

positive patients on ART

4 Definitions of Terms

Experience: According to the Oxford Advanced Learner’s Dictionary (2005: 513)
experience is the knowledge and skill that has been gained through doing something for a
period of time. In this study, experience refers to gaining knowledge from seeing, hearing,
doing and feeling things. The knowledge gained may mean challenges and difficulties faced
by HIV positive patients when they were taking ART treatment as well as pleasant

experiences encountered during the process of taking ART treatment.

HIV: Human Immune Deficiency Virus that causes AIDS in human beings (Van Dyk,
2008:492).In this study, HIV refers to Human Immune Deficiency Virus that causes AIDS
in human beings.

© University of Venda
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HIv Positive patient: The person who has$been tested blood and found to be having

o o Wi i
antibodies to HIV are present in their blOOMeam — an indication that they have been

€Xposed to, and therefore is infected with HIV (Van Dyk, 2008:493). HIV positive patient in

this study refers to a person who is 18 years and above and has undergone HIV counseling
and testing and the results came out being positive.

Antiretroviral treatment: Drugs used to decrease the viral load by suppressing the HIV
Virus thereby delaying the opportunistic infections and development of AIDS (Van Dyk
2008:95). In this study antiretroviral treatment, referred to as ART will be used throughout

the Study. ART refers to drugs used for the treatment of HIV/AIDS.

L8  Research approaches

A qualitatiye approach was used for this study and a brief outline of the research design and

methods that were utilised are briefly described below.

1.8.1 Research Design
According to Burns and Grove (1997:225), the design of a study is the end result of a series

of decisions made by the researcher concerning how the study was conducted. According to

Cormack (1996:11 1), research design represents the measure of methodological thrust of the

Study, being a distinctive and specific research approach, which is best, suited to answering

the research question or problem. The research design of the study was described in ful] in

Chapter 3.

1.8.2 Setting and population
Babbie (2007:190) defines population as the theoretical specified aggregation of the elements

in a Study. The setting of the study was at Thulamela Municipality in the Vhembe District,

LimPopo Province, South Africa. The researcher planned to conduct a study on experiences
OfHIV patients who are on antiretroviral treatment.

1.8.3 Sampling
Sampling refers to the process of selecting the sample from a population in order to obtaijn

nformation regarding a phenomenon in a way that represents the population of interest

5
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(Burns & Grove, 1997:36). In this study, ncvprobability, purposive sampling was used.
Non —probability sampling means that not every element of the population has an opportunity

for selection in the sample (Burns & Grove 1997:40).

According to (Welman, Kruger, and Mitchell, 2005: 55), it is not necessary to involve the
whole population in a research project. The size of the sample was influenced by the kind of
data analysis, the accuracy of the results for the research purpose and the characteristics of
the population Maree (2007:178). At least ten interviews were conducted the same data was

comingupagainand again and thus data saturation occurred.

1.9  Data Collection Methods

Burns and Grove (1997:393) define data collection as “the process of selecting subjects and
gathering data from subjects”. The data gathering method of choice was in-depth individual
interview. Data collection was conducted in a comfortable, non-threatening environment, to
explore and obtain experiences about the given problem or topic of interest. The interview
allowed the researcher to interact with participants and provides the opportunity for
clarification of responses, follow-up questions and the probing of questions Welman et al.

(2005:167).

1.10 Data analysis

According to De Vos, Strydom, Fouche, and Delport to (2005:333) data analysis involves
reducing the volume of information, sifting significance from trivia, identifying significant
patterns and constructing a framework for communicating what the data reveal. Furthermore
De Vos et al (2005:333) state that data analysis bring order, structure and meaning to the
mass of collected data. The researcher in this study recorded the interviews using a tape
recorder then listened to the tape transcribing them. The transcriptions were then put in a
computer where they were read carefully to identify what was significant and related. The
related data were grouped and categorized and themes and subthemes were identified and
described. The final data analysis occurred when the researcher found out that the same

information were repeating itself repeatedly and that data saturation had occurred.
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1.11 Measures to Ensure Trustworthiness

Lincon and Guba’s model (1985) in de Vos (2005:346) for assessing and ensuring
trustworthiness was used for the study. The goal for the model was to accurately represent the
participant s’experiences. Trustworthiness is a method of establishing rigor in qualitative
research without sacrificing relevance. The four criteria that were used to ensure
trustworthiness were truth value, credibility, consistency, dependability, neutrality,
conformability, applicability and transferability. These four criteria have been described with

relevant strategies to meet those criteria in chapter three of this study.

1.12 Ethical Considerations

Ethics is doing what is right and good during the research process. Ethics is typically
associated with morality and concerns matters of right or wrong. Ethical considerations are
those issues in social scientific research in which there is a general agreement by researchers
on what is proper or improper (Babbie, 2007:62). It is the application of all ethical principles
to the research process. The researcher observed several ethical issues to be considered when
conducting research which included permission to conduct research and the rights of the
participants. The counsellors in the hospital were arranged to attend to those participants who
may need the service due to being emotional during the interviews because of unpleasant

memories.

1.13 Limitation of the Study

Owing to the decentralization of ART services to the primary health facilities, only patients
who had been coming for collection of their treatment at the hospital, because they had
problems which needed consultation by the doctor, were interviewed. The researcher
anticipated that owing to the sensitivity of the stigma attached to HIV and AIDS, it might be
possible that participants found it difficult to participate openly in the study and thus some of

the information might have been missed.
1.14 Dissemination of Findings
The findings will be disseminated at the following areas:
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e Department of Health Limpopo,W&%é%l Presentation at annual Research
day held once a year;

e Report will be submitted to the HIV/AIDS Directorate;

e Workshops on the recommendations will be conducted for health care
workers;

e In workshops for all stake-holders within the community to disseminate
results; and

e Media will be used in broadcasting information by means of radio talks and

using pamphlets in the language of the local people.

1.15 Conclusions

In the first chapter the introduction and background of the study, problem statement,
significance of the study, purpose of the study, objectives of the study, definitions of terms,
research approaches and design, data collection, measures to ensure trustworthiness, ethical
considerations, limitation of the study and dissemination of information were described and

concluded with outlines of all the chapters. In chapter 2 literature review was described in

detail.

1.16 Chapters Outline

The first chapter comprised of the overview of the study as follows: The introduction and
background of the study; Problem statement; Significance of the study; Purpose of the study;
Objectives of the study; Definition of terms; Brief discussion of research approaches and
design; Data collection; data analysis; Measure to ensure trustworthiness; Ethical

considerations, Limitation of the study and dissemination of information and conclusions.

Chapter 2 outlined literature review as related to experiences of HIV positive patients on

ART.

Chapter 3 covers the discussion on research methodology: The subheadings discussed
include the following: research methodology, research design, research setting, study
population, sampling, data collection, data collection instrument, data analysis, measures to

ensure trustworthiness, ethical issues, limitations of the study and conclusions.
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Chapter 4 comprises of presentation of findings and data analysis of collected data with
participants who had attended ART clinic in a regional hospital at the Thulamela
Municipality in Vhembe District of Limpopo Province. Data analysis reflected the
biographical information, thematic presentation of the lived experiences of HIVpositive

patients on ART. The findings of the study were discussed and the results were interpreted.

Chapter 5 provides the conclusion and recommendations of the study. A summary of
conclusion and findings is given including recommendations regarding the community,

research, nursing health education, patient care and health service management.

In the next chapter the researcher explored the literature dealing in the following manner;
Introduction; Art rollout coverage worldwide, The rationale for introduction of ART,
Identified Antiretroviral Drugs in South Africa, Experiences related to ART adherence,
Outcomes of lack of adherence to ART, The role of community and family support on ART,
Experienced Side effects of ART, Physical Experiences, Psychosocial Experiences, Socio-

Economic Experiences and  Political Experiences
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CHAPTER 2

LITERATURE REVIEW

2.1 Introduction

The previous chapter dealt with the introduction and background; the research problem has
been identified and the purpose of the study and the objectives were discussed. The

researcher wished to explore and describe the experiences of HIV positive patients on ART.

Chapter 2 aimed at providing the literature that is relevant to the experiences of HIV patients
on ART (Ndala-Magoro 2010:12).Under this chapter, the following will be described:

The experiences of HIV positive patients on ART with the focus on physical, social,
psychological, economical and political aspects, identification of different ART drugs South
Africa, side effects of antiretroviral drugs, adherence of ART, need of family support by

those taking treatment.

2.2 ART rollout coverage worldwide

The Joint United Nations Program. on HIV/AIDS (UNAIDS)states that though ART is
currently in use, HIV epidemic remains a major global public challenge with a total number
of 33.4 million people living with HIV worldwide (UNAIDS 2010:7). By 2009, the World
Health Organization (WHO) (2010:53) indicated that the total number of people in need of
retroviral treatment worldwide were 13 500 000 -15 800 000. Meanwhile those who were
accessing treatment were only 6 million. The Joint United Nations Program on HIV/AIDS
estimated at the end of 2009 that 25 million people from middle and low income countries
were receiving antiretroviral therapy, with sub-Saharan countries mostly affected as 3 911
000 people were receiving antiretroviral treatment (UNAIDS, 2010:51). In the sub-Saharan
Africa, 22 million people are living with HIV/AIDS and only a few of these are on ART.

Most HIV positive patients in African countries like Zambia, Botswana, Malawi, Lesotho
and Swaziland are living in poverty and find the cost for transport and collecting ART too
high (Roura, Wringe, Busza, Nhandi, Mbata, Zaba and Urassa 2009:37). UNAIDS

(2010:52) further illustrates the following figures on people receiving antiretroviral
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treatment in different countries: Eastern and Eur%hémﬁaméentral Asia had 114 000 people
on ART, Latin America had 425 000 people, Asian countries had 739 000 while North
Africa combined with Middle East had 12000. South Africa has the highest number of
people living with HIV in the world: between 5 and 6 million (FPD 2010:9).By 2009, only
971556 with 56% coverage of people were receiving ART. By the middle of 2011 the

number of patients receiving ART in South Africa was 1.79 million (Johnson, Mossong,

Dorrington, Schomaker, Hoffmann 2013:23).

23 The rationale for introduction of ART

Makoae, Portillo, Uys, Dlamini, Greeff, Chirwa, Kohi, Naidoo, Mullan,Wantland,
Durrheim and Holzemer (2009:1) state that the development of ART medications in the late
1990°s altered the face of HIV/AIDS, transforming it from a fatal disease into a chronic
illness. The success of ART was seen by that time of introduction to be depending on the
experiences of the HIV positive patient and the ability to make informed choices about the
treatment they would be taking (Do 2011:1). In the United States of America (USA) and
other parts of the developed world HIV treatment has advanced rapidly through improved
understanding of patients’ experiences (Limkulong, Sanchit, Kristopher &Williams

2006:12).
Outcomes for ARTs utilization

The Department of Health (DoH) (2010:2) states that the use of antiretroviral treatment have
been well documented to decrease morbidity, mortality and improve the quality of life for
many patients all over the world. Furthermore, Gilbert and Walker (2009:2) state that it is
now widely accepted that effective medical technologies such as antiretroviral drugs have
transformed HIV/AIDS from an acute life threatening condition to an established chronic
disorder which can be managed. Additionally the treatment of HIV infection requires a
lifetime commitment with a sequence of treatment regimens, with the goal of maximizing

life expectancy as is possible (Mauskopf, Kitahata, Kauf, Richter, and Tolson, 2005:562).
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top or slow the progression of

(DOH 2010) there are three

action, and side effects in the following table:

Table 2.1: Antiretroviral treatment in

experience.

Antiretroviral —A_ct—ioT——/'

Drug [1 e

Nucleoside m

Analogue T-cells from

Reverse becoming

Transcriptase | infected with

Inhibitor HIV by

(NRTT) preventing the
conversion of
viral RNA into
viral DNA.

R A S DRSS SR

gramme has been the topic of much debate. The South
nt about providing antiretroviral treatment to HIV-
e drugs in 2004 many years after other nations
ctivists (Van Dyk 2011: 94) Antiretroviral
t works by inhibiting the ability of HIV
bination of at least three antiviral

the disease. The drugs reduce

D4 cell count (CDC 2007 in Kamau 2010:8). According to

main types of drugs

e reverse transcriptase inhibitor, non nucleosides

hibitors which are listed with their examples,

South Africa and side effects patients’

Examples

Side effects patients experience

(R sbe TR

Emtricitabine
Lamivudine
Tenofovir
Abacavir
Stavudine
Zidovudine
Didanosine
Zalcitabine

G edian
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bone marrow suppression
which is most severe
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peripheral neuropathy
which is most severe
with Stavudine,
Didanosine and
Zalcitabine

myopathy
cardiomyopathy
pancreatitis
hyperpigmentation which
is common with
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~ Zidovudine
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dyspnea

fatigue

optic neuritis
abnormal cholesterol
levels

¢ insulin resistance

Non- Prevents healthy o Efavirenz e headache

nucleoside T-cells from e Nevirapine o fatigue

Reverse becoming e Nilpivirine e nausea

Transcriptase | infected with e Etravirine e vomiting

Inhibitors HIV by e Delavirdine e diarrhea

(NNRTT) interfering with ¢ raised liver enzyme
the reverse levels
transcriptase » High cholesterol levels.
enzyme which
the HIV uses to
convert viral
RNA to viral
DNA.

Protease Prevents Long term use of protease

Inhibitor infected T-cells e Atazanavir inhibitors (except Atazanavir) is
from producing e Darunavir associated with central obesity,
new copies of e Indinavir buffalo hump (fat deposition in
the virus by e Amprenavir the back of neck), increased
blocking the ¢ Fosamprenavir cholesterol and blood sugar
protease enzyme ¢ Lopinavir levels. Other adverse effects are
which helps e Nelfinavir diarrhea, nausea, vomiting,
produce new o Tipranavir abdominal pain, headache,
copies of the e Ritonavir peripheral neuropathy, abnormal
virus. e Saquinavir sensations (parenthesis), reduced

white blood counts, increased
liver enzymes, and skin rash.
Increased bilirubin is seen with
Atazanavir and Indinavir. Kidney
stones and crystaluria are
common with Indinavir.

(DoH2010: 3)

2.5  Experiences related to ART adherence

WHO (2013:1) definition of adherence focuses on both medication and health-related

experiences of patients on ART which include seeking medical attention, adherence to

prescriptions, obtaining immunizations, following up appointments, executing behavior

modification that addresses personal hygiene, risky sexual behaviors, unhealthy diet and

insufficient levels of physical activity.
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Jones (2005) in Mabuse (2008:1) says that A T adherence refers to taking the correct
medication as scheduled observing right doses and route. Chabikuli, Datonye, Nachenga, and
Asong (2009: 349) state that as an increasing number of people are being put on ART
adherence becomes a major concern. According to Mabuse (2008:1) HIV positive patients
are experiencing challenges concerning taking ART because they demand lifelong
commitment and responsibility. Patients further experience severe side effects, internal
conflicts, and social stress which lead them to poor adherence to treatment due to feelings of

guilt over previous lifestyles, relationships, and ‘ack of support from family and friends.

Nyambura (2009:9) states that ART adherence is an essential part of success to treatment
program. If a patient does not take their treatment correctly, there will be several effects they
will experience which will include amongst other things major risk of drug resistance as
mutations will be allowed to develop between their intermittent treatments. Nemes et
al.(2004) in Nyambura (2009:17) explained that a study on ART therapy adherence done in
Brazil revealed that adherence prevalence was 75%, and the factors that influenced non-
adherence included missed appointments, more complex regimens and a large number of

pills.

The South African national antiretroviral treatment (2010) guidelines recommend "ideal
adherence" being when a patient takes more than 95% of his or her doses. According to the
guidelines if a patient takes less than 95% of his'her doses, they are at risk of developing viral
resistance to the treatment. Additionally if a patient takes less than 80% of his/her doses, their
treatment is unlikely to be successful and will give passage to opportunistic infections.
Moratioa (2007:3) explained that non- adherence to ART emanate from individual reactions
to HIV positive status, social support system experienced and health system resources
arrangement and treatment regimen given. According to Machtinger and Bangsberg (2005:1)
interventions to promote adherence and minimizing challenges experienced include among
others; direct observed therapy, using medication organizers such as pill boxes, reminder
devices like cell phones and alarms. In a study done in Zambia by Sanjobo (2007:21) it was
found that lack of communication and information about ART medication were some of
reasons in barriers to adherence. In a study conducted in Swaziland (Ntshakala 2012:146)
participants revealed that they faced many challenges which caused them not to adhere to
treatment such as; failure to adhere due to non disclosure of HIV status, lack of reminders

from family, friends and significant others, lack of food for PLWA and their family
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associated with poverty, tiring lifelong routine ug)FmXRmf and busy schedules for PLWA. In
another study, Do (2011: 85) participants indicated that it was not easy to follow prescription
at times but they used reminders like phone and clock alarms, using appropriate time like
when going to work, using family members like spouse, sisters, sons or daughters to set
alarms and remind them to take pills as they rang. In a study done in Khayelitsha by Barnett,
Patten, Kerschberger, Conradie, Garone (2013:13) participants verbalized that they failed to

adhere well to treatment because of side effects of medication, medication timing, large pill

size, pill fatigue forgetfulness, non disclosure to family members and friends.

2.6 Outcomes of lack of adherence to ART

According to Sanjobo (2007: 21) antiretroviral drug resistance is a major challenge to
treatment programs in both developing and non developing countries. Additionally Davies
(2013:42) states that it is imperative that all patients enrolled in South African ART
programme are able to access a continuous supply of ART. Treatment interruptions, whether
of single or multiple dose of ART, will lead to patient experiencing poorer clinical outcomes,

increased rates of virological failure and the emergence of drug resistant HIV.

According to Conradie (2012: 162) a full viral suppression is essential because HIV
reproduces itself rapidly, slight mistakes in treatment adherence may lead to virus mutations,
and the virus will further duplicate itself more repidly. Additionally if ART is suboptimal,
drug resistance becomes high thus high replication. This is why combinations of
antiretroviral drugs are prescribed in most AIDS treatment plans. When a patient begins
ART, their viral load normally falls to undetectable levels. Furthermore Conradie (2012: 162)

can affect the individual and community in spreading the resistant viral strain.

The available support to PLWA on antiretroviral treatment has a strong effect on ART access
and adherence. In a study done in Zimbabwe by Scott, Campbell, Madanhire, Scovdal,
Nyamukapa and Gregson (2013:13) participants reported that family members offered to
support by encouraging them to take treatment and remind them of the upcoming
appointment and thus in turn encouraged them to take treatment well. In a study done Ndala-
Magoro (2010: 92) women with HIV and on treatment were empowered, learned new
information, were able to share their experiences with other women, and received the support

from other women with the same situation as them and they felt their wellbeing is enhanced
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and they improved responsibility to healthy life:Q ulé.mwzvé";fu Yaya, Dagne, Deribe, Ruiesnor-
Escudero (2012: 5) reported in their study that participants indicated lack of psychosocial
support from different organization providing caring services for them due to lack of referral
and linkage forms for intra-organizational communication resulting in them not being
followed up. According to Nakiyemba, Kwasa, Akurut (2012:13) living alone, social
isolation and lack of support from family and friends have been associated with non

adherence of treatment while having a partner, social and a family support and peer

interactions and better relationships are characteristics of adherent patients.
2.7  The role of community and family support on ART

The available support to PLWA on antiretroviral treatment has a strong effect on ART access
and adherence. In a study done in Zimbabwe by Scott, Campbell, Madanhire, Scovdal,
Nyamukapa and Gregson (2013:13) participants reported that family members offered te
support by encouraging them to take treatment and remind them of the upcoming
appointment and thus in turn encouraged them to take treatment well. In a study done Ndala-
Magoro (2010: 92) women with HIV and on treatment were empowered, learned new
information, were able to share their experiences with other women, and received the spport
from other women with the same situation as them and they felt their wellbeing is enhanced
and they improved responsibility to healthy lifestyle. Zerfu, Yaya, Dagne,Deribe, Ruiesnor-
Escudero (2012: 5) reported in their study that participants indicated lack of psychosocial
support from different organization providing caring services for them due to lack of referral
and linkage forms for intra-organizational communication resulting in them not being
followed up. According to Nakiyemba, Kwasa, Akurut ( 2012:13) living alone, social
isolation and lack of support from family and friends have been associated with non
adherence of treatment while having a partner,social and a family support and peer interations

and better relationships are characteristics of adherent patients.
2.8 Experiences on Side effects of ART

People taking ART are likely to experience some side effects during their treatment. But
most scientists and doctors agree that the benefits of ART outweigh the side effects of the
drugs. It is important that patients are made aware of known side effects so they maintain
their treatment adherence whenever possible. According to Moratioa (2007: 12) adverse
effects of treatment experienced by patients influences their willingness to adhere to ART.
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According to Mathivha (2012 5) ART regirrgeg can be a challenge because patients

experience more side effects of the treatment which result in making them sick and as a

result they do not adhere to treatment as advised by the healthcare professionals.

101), DOH (2010:132), Byron, Gillespie and Nangami

According to Van Dyk (2008:
effects: weight gain or lipohyperatrophy

(2006:1), patients experienced the following side
with maldistribution of fats on the neck, abdomen shoulders and breasts, weight loss or
lipoatrophy which is evident on face, limbs and buttocks, nausea and vomiting. According to

Fox, Mazimba, Seidenberg, Crook, Sikateyo, &

experienced treatment-related hunger. HIV positive

nd Rosen, (2010:4), some patients
patients complained that the ART

Increased appetite very strongly.

One of the important factors in the success of treatment to reduce the side effects is how
well the patient experiences and tolerates the ART. Decisions related to treatment-taking are
Date, and Fisher (2007:334), it

cording to Horne, Cooper, Gellaitry,

difficult to make and ac
is important to understand a patient perceptions and likely reactions to treatment in order to
improve their care and support. The researcher has reviewed the literature and found out that
the experiences of HIV positive patients could be divided into, physical, psycho-social,

socio-economic, and political experiences.

2.9  Physical Experiences
s experienced by the patients

oskowitz (2003:1), the body

k factors which include, the

d on ART has physical change

Living with HIV and place
f taking ART. According to M

which result from the effects 0
changes appear to be due to 2 combination of a number of ris
e, history of obesity in the
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il o thoge ob S e rapy, diabetic or genetic

y before starting with HIV the
predisposition diabetic or insulin resistance, lack of exercises, period duration of HIV
HO (2006:4), most HIV positive patients were satisfied

therapy and ART. According to Y
with the quality of the ART they W

ere receiving because they were no longer emaciated as

they were eating well with 1ess yomiting but ART side effects experienced were still a

problem to them.

d that patients verbalized that the ART meant life to

Gilbert and Walker (2009:34) reveale
o longer accessible. They felt that they were given a

them and they would die if they were 1
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new lease in life. HIV patients on ART reveale Pihat they have experienced reduction of

opportunistic infections, improved quality of life and better health (Gilbert and Walker

2009:13, Ndjeka and Manhaeve 2006:56, Yoder, Mkhize and Nzimande 2009:2, Li

2009:59). In a study done in Johannesburg, Gilbert and Walker (2009:58) state that HIV

patients explained their experiences at their work places because their employers do pay for

their transport which lead to decreasing tiredness which was caused by walking long

distance to work. Additionally Cockeroft, Anderson, Milne, Mokoena, Masisi (2007:38)

revealed that HIV positive patients experienced increased sex drive while on ART treatment.

Weiser, Tuller, Frongillo, Senkungu, Mukiibi and Bangaberg (2010:8) and Nechenga,
Knowton, Deluca, Schoema, Watkinson, Efron, Hasson and Maartens (2006:8) stressed that
food insecurity was an important barrier which patients experienced during taking ART.
Increased appetite and absence of food lead to severe physical side effects. Other patients
therefore resort to the reduction of doses to avoid excessive hunger (Weiser et al,
2010:7).Other patients complained of hepatic-related symptoms such as itchy rash on the

whole body when they are on ART (FPD 2010:200).

2.10 Psychosocial Experiences

A research done in South Africa, Johannesburg shows that HIV positive patients
experienced improved quality of life and they were able to return to their work after they
have placed on ART (Gilbert & Walker 2009:14). This helped the clients in building their
self-esteem again and their hopes for the future were revived (Li 2009:60). According to
WHO (2006:16), some of the HIV positive patients on ART experienced psychosocial
support from families, and friends. Employers helped with the cost of transport to and fro
the wellness centers to collect treatment. However, there were those patients who

experienced stigmatization and discrimination by community members, employers, and

family.

According to Bravo, Edwards, Rollnick, and Elwyn (2010:85) HIV positive patients
experience tough psychosocial needs, and decisions to make cencerning their lives and these
range from whether to disclose or not to disclose. Therefore this need or decision is charged
with worries related to the judgment they might receive and the treatment they would

experience in different way such as stigma and discrimination which might lead to exclusion
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from social support and make them to live in ylgmogla;éd world where quality of life is
affected. The other aspect of the HIV psychosocial needs, involve whether to choose to or
not to follow treatment as prescribed due to reasons of patients denying their HIV positive
status, not feeling sick, interpersonal motivation which improves relationship, having
children who play an important role of wishing to live and have hope in life. HIV positive
patients are concerned with interpersonal relationship which leads to them protecting
partners and their children, having safer sex practices (Bravo et al., 2010:86). Bravo et al.
(2010:86) further indicate that amongst other things HIV positive couples consider
parenthood as the right which can bring them happiness and the hope to live but they are
aware of the health and psychosocial risks tha: could mean to their families including the

newborn.

The other aspect is the psychosocial need which covers how to maintain active sexual life

and manage it.

UNAIDS (2009:9) states that there is usually a delay of accessing treatment because HIV
positive patients are afraid to disclose to a support buddy and to be seen in long queues at
the ART clinics (Fox et al 2010:58).This resulied in patients resorting to relying on using
traditional healing methods and stopping ART for fear of being associated with HIV
and AIDS which exposed them to abuse and violence. Abuse and violence against those
who were known to be HIV positive and on ART treatment were also experienced from
spouses, family, and friends. UNAIDS (2009:19) show how HIV positive women were
unable to swallow their treatment fearing that their husbands would ask them until they
almost stopped them. In support of UNAIDS, Gilbert and Walker (2009:8) outlines that HIV
positive patients on ART were discriminated zgainst even by families, neglecting them to
sleep alone even when they were very weak and did not want to use same eating utensils
they used. These psychosocial aspects further lead to socioeconomic aspects which are

experienced by the patients on ART as discussed below.

2.11 Socio-Economic Experiences

ART is accessible free in South African public healthcare sectors. However, HIV positive
patients experience to travel long distances which is costly in order to collect their treatment

from the wellness centre or clinics. ART sites are still not enough when compared to the
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highest number of people living with HIV / AM. This makes patients to wait in long
queues for many hours. Cockeroft et al. (2007:42) state that patients experience an increased
treatment-related hunger which forces them to buy nutritious food whilst they don’t have
enough. Patients choose to buy themselves food instead of spending money on transport
which leads to aspects such as lack of adherence emanating from socio-economic state of
individuals. Additionally side effects also increase the costs of frequent visits to the clinics
and this causes some to stop treatment because they feel they will not be having enough

money to go to the clinic for blood evaluations (Weiser et al 2010:9).ART in the private

health sector is costly and it can be afforded by those¢ who are financially able.

HIV positive patients are also experiencing discrimination in the business world. Nghifikwa
(2011:9) states that because of the use of ART, the quality of life has been increased but
certain insurance companies still deny HIV positive people life covers because of their status
even when they are taking ART. Some institutions siill make it a prerequisite for someone to
reveal their status before employment by doing HIV testing or asking if one is using ART.
Stigma in the business world can cause HIV positive patients on ART to lose their jobs thus

becoming poor.

The study conducted in India ILO (2003:32) revealed that HIV positive persons’ monthly
income would have been better if they had been free from illnesses during the first six month
period. Their expenditure increased on basic needs such as medicines, food and they had to
cut costs for their expenditure on education and entertainment. In addition to medicine costs,
the consultation fees, blood tests, and ART were too expensive in such a way that persons
infected with HIV needed to adjust themselves by selling their assets and taking loans thus
making them poorer. Furthermore, ILO (2003: 34) states that many of the HIV positive
patients received support, in the form of medicines, hospitalization, referrals and counseling

from NGO’s and networks which releaved their socio-economic status.

2.12 Political Experiences

HIV positive patients from neighboring countries such as Malawi, Swaziland and
Zimbabwe have been experiencing ART and health staff shortages making it very
difficult for them to access ART (UNAIDS 2009:9). This caused many of them to migrate
to South Africa for treatment. According Lawson (2006: 43) in the study of the African and
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the Caribbean people on HIV/ AIDS in immigraton caused additional stress to those with
HIV as it causes them to be away from their families whom they needed psychological
support. Furthermore, people who have HIV reported that racism; homophobia also played a

big role in them being discriminated against.

In a report from UNAIDS (2009:22), HIV positive patients on ART were denied entry in
other countries due to their status. Continuity of care is also difficult as experienced by HIV
positive patients on ART who live in foreign countries. If a person is from another area it is
difficult to get treatment in a new area (Gilbert & Walker 2009:2).According to UNAIDS
(2009:22), some HIV positive patients on ART were denied entry, employment and making
relationships because of their health status in foreign countries. According to law, Refugee
Act 130 of 1998 outlined that refugees and other asylum seekers should be treated as South
Africans in terms of access to free public healthcare services, however the Act recognize
legally refugees and asylum seekers but it is ambiguous regarding non citizen groups in

accessing free health services including ART.

2.13 Conclusions

The above reviewed literature confirms that patients’ who are on ART have several
experiences which include lack or poor family support while cn ART, problems accessing
ART , stigma and discrimination. Literature revealed the fact that healthcare providers who
are providing ART services are aware of patients’ experiences and need to address them in

order to improve treatment adherence by addressing the patients’ experiences.

In the next chapter research design and methodology was described in detail with regard to

how the lived experiences of HIV positive patients on antiretroviral treatment was explored.
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CHAPTER3:

RESEARCH DESIGN AND METHODOLOGY

3.1 Introduction

This chapter focuses on Research Design and Methodology. The research approaches used
in this study was a qualitative one because the researcher wanted to explore and describe the
experiences of the participants. The aspects discussed included the following: Research
Methodology, Research Design research setting, study population, sampling, data collection,
data collection instrument, data analysis, measures to ensure trustworthiness, ethical issues,

limitations of the study and conclusions.

32 Research Methodology

Babbie and Mouton (2008:647) define research methodology as the methods, techniques,
and procedures that are employed in the process of implementing the research design or
research plan as well as the underlining principles and the assumptions that underlie their
use. Bless, Higson-Smith and Kagee (2006:4) also define research methodology as the
systematic investigation of a question, phenomenon, or problem using certain principles.
The research procedures in this study had been scientifically planned and grounded. The

methods and design have been described fully in the subsequent paragraphs.

3.3 Research Design

Research design is a set of guidelines and instructions to be followed in addressing the
research problem (Mouton, 2009:07). A research design is a plan or a blue print of how you
intend conducting the research. According to Babbie (2007:87), a research design is a plan of
what you are going to observe, how and why you are going to observe it. Bless et al (2006:
71) define research design as a specification of the most adequate operations to be performed

in order to test a specific hypothesis under given conditions. Creswell (2009:173) defines
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design in qualitative as “the entire process of rescdrch from conceptualizing a problem, to
writing the narrative”, while tradition of inquiry is the term used to refer to “an approach to
qualitative research that has distinguished history in one of the disciplines has spawned....
distinct methodologies that characterized its approach”
The research design was qualitative, phenomenological, descriptive and explorative in nature.
The researcher used this approach to describe experiences related to antiretroviral treatment.
Various designs used by researchers depend on the purposes of the study, the nature of the
research questions and the skills available to the researcher (De Vos et al.,, 2005:269).
Furthermore, De Vos et a.l (2005:268) define research design as the options available to
qualitative researchers to study certain phenomenon according to certain ‘‘formulas”
suitable for their research goal. For the purpose of the study, a qualitative approach was used
because the researcher needed to explore and describe the experiences of people in their own
context. Qualitative approach focuses on methods for examining social research data without

converting them to numerical format.

3.3.1 Qualitative approach

Qualitative research is a systematic subjective approach used to describe life experiences and
to give them meaning (Burns & Grove, 2001:61).Qualitative research is an artistic,
philosophical approach that is thought to produce “self’. The primary concern some
researchers have with qualitative research is that it lacks objectivity and control that are
essential to “hard “scientific science (Burns & Grove, 2001:62). It is a loosely defined
category of research design and models all of which elicit verbal, visual, tactile, olfactory and
gustatory data in the form of descriptive narratives like field notes, recording, or other
transcriptions from audio and video tapes. In qualitative research the people were studied in
their setting in order to discover the social world of cultures and languages by living with
them and learn by observing and talking to them. Qualitative researchers have emphasized six
significant characteristics in their research(1) a belief in multiple realities, (2) a commitment
to identifying an approach to understanding that supports the phenomenon studied, (3) a
commitment to the participant’s viewpoint ,(4) the conduct of inquiry in a way that limits
disruption of the natural context of the phenomenon of interest, (5) acknowledged
participation of the researcher in the research, and (6) the conveyance of an understanding of

the phenomenon by reporting in a literary style rich with participants commentaries
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(Streubert & Carpenter, 1999:15).Qualitative rescarch idencifies the characteristics and

significance of human experiences as described by participants and interpreted by the

researcher of different levels of abstraction (Burns & Groove, 2001:62)

The researcher used this method to look at the phenomenon under inquiry as a whole in order
to generate the knowledge of which the researcher was not aware. The researcher interviewed
participants using in-depth interviews; the participant’s point of view was reflected in the
research report.

According to Barker, Pistrang, and Elliot (2005:92), qualitative approaches use language as

their raw material in order to examine participants’ thoughts, feelings, behavior, or linguistic

strategies. Patton (2002) in Maree (2007:257) states that the sample in qualitative studies is

small and the researcher purposefully selects those participants who have the most

experience with the phenomenon under study. Marshall and Rossman (2006:3) outline the

following characteristics of qualitative approach: phenomenology, exploratory, descriptive,

and contextual. The goal of qualitative research is to explore and understand a central

phenomenon which is the concept or process explored in a qualitative study. Furthermore,

the researcher found qualitative approach suitable for this study to use because the research

took place in the natural world and used multiple methods that were interactive and

humanistic, focused on the context. According to De Vos (2005:257), qualitative data is

collected from people in the setting of everyday life in which the study is framed. The

researcher used the broad open-ended question to allow them to share their views about and

experiences with the phenomenon. The researcher, using qualitative approach, was able to

engage the subjects in their natural world where interaction generated data that was needed.

The rationale for using a qualitative approach was to explore and describe experiences of
HIV positive patients on ART. The qualitative approach was the most appropriate way to

capture their life experiences.

3.3.2 Phenomenology

Babbie (2007:295) defines phenomenology as a study that seeks to make sense out of the
informants’ perceptions of the world. Furthermore, De Vos et al (2005:270) state that a
phenomenological approach is the systematic study of people’s experiences and ways of

viewing the world. The goal of a phenomenological approach is to describe accurately, a
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person’s lived experience in relation to what was%ing studied (Balls, 2009:1). This was

revealed in the research question “What are the lived experiences of HIV positive patients on

ART?” The researcher planned to explore and describe the experiences of the subjects in

order to generate data that is meaningful, in order to critically assess the data collected. The

researcher planned to interview, record observations of the physical, social and

psychological behavior of the subjects, exploring the subjects in depth in order to gather new
knowledge. The data was recorded and compiled by making notes on interviews and using

audiovisual means which were then transcribed for further analysis (Maree, 2007: 257).

3.3.3 Exploratory

According to a Neuman (2011: 33), exploratory research is a study in which the primary
purpose is to examine a little understood issue or phenomenon to develop preliminary ideas
and moves towards refined research questions by focusing on the “what” question.
Exploratory studies seek to explore what is happening and to ask questions about it (Gray,
2009:35). The purpose of exploratory research was to give new knowledge about a
phenomenon (Wysocki 2008: 61). Exploratory research is usually done for three purposes,
namely, to satisfy the researcher’s curiosity and desire for better understanding, to test
feasibility of understanding a more extensive study and to develop the methods to be
employed in any subsequent study. Previous researchers have used exploratory approaches
with good results of gaining new knowledge about the phenomenon under study. Gilbert and
Walker (2009) in their study entitled, “They (ART) are my life, without them I’m nothing,”’
used an exploratory approach. Furthermore, another study titled “patients’ perceptions of
highly active antiretroviral therapy in relation to treatment uptake and adherence in London”
also used exploratory approaches (Horne, Cooper, Gellaitry, Date & Fisher, and 2007:334).
According to Gray (2005: 35) exploratory research is a study in which the primary purpose
is to examine a little understood issue or phenomenon to develop preliminary ideas and
moves towards refined research questions by focusing on the ““what’’ question. In this
study, the researcher used an exploratory approach to achieve a better understanding on the
experiences of HIV positive patients on ART. Data was collected using an in-depth
interview where focus will be on physical, psychosocial, socio economic and political
experiences. The researcher will use all communication skills as suitable to gain the data

needed from the participants. During the study, the researcher went to the Thulamela
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Municipality in the Vhembe District of Limpopo Mxpfore the experiences of HIV positive

patients on ART in their own setting in order to attain the objectives of the study.

3.3.4 Descriptive

Neuman (2011:35) defines descriptive as the research in which tae primary purpose is to
“paint a picture” using words or numbers and to present a profile, a classification of types, or
an outline of steps to answer questions such as who, where, when and how. According to
Gray (2009:35) the purpose of the study is to provide the picture of a phenomenon as it
naturally occurs. In descriptive research, the researcher begins with a well-defined subject
and conducts research to describe it accurately. In descriptive research a researcher describes
a phenomenon without making any attempt to determine what causes it (Wysocki, 2008:227).
Descriptive designs emphasize in-depth description of a specific individual situation, group
interaction or social object where applicable. This approach aims at exploring the dimensions

of the phenomenon, the manner in which it is manifested and other factors to which it is

related (Polit & Hungler, 1997:14)

This information was gained through the use of in-depth interviews using an interview guide.
An interview is a data collection encounter in which one person who is an interviewer asks
questions about the other who is a participant either face-to-face or telephonically (Babbie:
2007:264). According to this type, data collection has an advantege of high response, the
participant can ask questions and the researcher is there to observe non-verbal
communication. Neuman (2011:301) states that the major disadvantage of a face-to-face
interview is that the researcher may be biased and his presence may affect the participant.

The participants in this study were made to feel comfortable and at ease, facilitated and

guided instead of dictated to. The researcher used the interview guide to describe the lived

experiences of participants.

The documented information on the phenomenon was analysed and classified to provide new
insight into the phenomenon. This approach was used to generate new knowledge about
concepts or topics where limited or no research has been condicted. In this study, an
accurate description of the experiences of HIV positive patients related to antiretroviral
treatment was achieved through in depth interviews. Through interview guide a descriptive

research document was used to describe the participants’ actions, attitudes and feelings on
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being on antiretroviral treatment. The researcher exglored and described the lived experiences

of HIV positive patients on ART.

3.3.5 Contextual

Qualitative researchers hold the notion that the meaning of a social action or statement
depends on the context in which it appears. According to Mouton (2009:155), the primary
aim of the investigator is to produce an extensive thick description of the phenomenon in its
specific context. The availability of new antiretroviral treatment and recent data on their
effects warranted an update on the knowledge of the experiences of HIV positive patients on
ART treatment. The researcher conducted an in-depth interview with the HIV positive

patients who were receiving ART in order to generate a thick da:a from them.

According to Babbie and Mouton (2008:272), if one understands events against the
background of the whole context and how such a context confers meaning to the events
concerned, one can truly claim to understand the events. By conducting this study on HIV

positive patients who were on ART treatment about their experiences, the researcher truly

understood such experiences.

3.4. Research setting

Neuman (2011:224) defines setting as a geographical boundary of the study area. The study
was conducted in Vhembe District of Limpopo Province South Africa. According to the
DOH (2012: 2) Limpopo is the northernmost province in Souh Africa and has the fourth
largest population. It was considered to be a poor province with approximately 87% of its
people living in rural areas. Just over 97% of the population is classified as Black Africans
while whites make up 2%, Coloured and Asian people make up 0.4% and 0.5% respectively.
According to Limpopo Mining and Industries (2009 Edition: 9) this province has five
districts namely; Capricorn, Mopani, Waterberg, Sekhukhune ard Vhembe.

Vhembe District consists of the former Venda and Gazankulu homelands. Vhembe District
has four municipalities: Makhado, Musina, Mutale and Thulamela. The researcher chose a

regional hospital in the Thulamela Municipality based on the reason that it is a referral
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hospital for all other hospitals in the Vhembe dlStrl&/ I'his hospital also referred patients back

to Vhembe District hospitals, health centres and clinics on discharge.
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.Thuhqundu
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National
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Figure 1: Vhembe District municipalities (DoH (1) 2011-12:8).

The study was conducted at the Thulamela Municipality in Vhembe District of Limpopo
Province. Inclusion criteria were used to help in identifying characteristics that should

deserve to be included in the sample.

3.5  Study population

According to Babbie and Mouton (2008:100), a population for a study is that group of people
usually about which use of inclusions are drawn. A population can be considered to be the
main focal group from whom the researcher wants to achieve specific objectives related to
the study. It is the totality of the subjects that meet the requirements of a specific situation
Furthermore, Babbie and Mouton (2008:174), state that a study population is that aggregation
of elements from which the sample is actually selected. Whereas an accessible population can
be described as all the cases that meet the criteria and are accessible for the study (Polit &
Hungler 1995:33:229-230). Burns and Grove (1997:295) describe the inclusion criteria as
“the characteristics that must be present for the element to be included in the study,

participants resided at Thulamela Municipality in the Vhembe District of Limpopo Province
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at a regional hospital. Study population may be Mher divided into target population and

accessible population.

Burns and Grove (2009:132) define target population as the entire set of individuals who
meet the the sampling criteria and an accessible population as the portion of the target
population to which the researcher has reasonable access. Barker er al (2005:179) define
target population as the defined group from which participants in the study are to be
selected. Furthermore, they define target population in terms of gender, social class problem
type, or severity. The target group in this study included HIV positive patients on ART at a
regional hospital found in Thulamela Municipality in the Vhembe District of Limpopo
Province, South Africa. The research target population was chosen because there was no
study done about lived experiences of HIV positive patients on ART in Thulamela

Municipality in the Vhembe District of Limpopo South Africa.

3.6  Sampling

Maree (2007: 79) refers to sampling as the process used to select a portion of the population
for study. Furthermore, Maree (2007:79) explains that sampling decisions are therefore
made for the explicit purpose of obtaining the richest possible source of information to
answer research questions. In a qualitative research, only a sample of a population is
selected for a study population. Only those people with the characteristics that the researcher
has in mind were sampled for research. The study’s research objectives and the

characteristics of the population determine how many people to select.

3.6.1 Sampling method

Babbie (2007:180) defines sampling as a process of selecting units for observations. The
researcher has to choose, from the entire population, the small portion of units needed for
the study. The selected portion of units is called a sample. In qualitative research, subjects
are selected to participate in the studies based on firsthand experience of the phenomenon of
interest. Babbie (2007:184) defines purposive sampling as a type of a non-probability

sampling in which the units to be observed are selected on the basis of the researcher’s
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Judgment about which ones will be the most u@zmxmesentative. The researcher decided
purposely to select the widest variety of participants who were judged to be typical of the

population in question as reflected in the inclusion criteria.

Therefore, the researcher in this study used purposive sampling to select participants.
Purposive sampling is a non-probability method of sampling in which units to be observed
are selected on the basis of the researcher’s judgment about which ones will be the most
useful or representative (Babbie, 2008:644). The researcher purposefully chose a regional
hospital at the Thulamela Municipality in Vhembe District of Limpopo where all other
hospitals from the district referred their patients. The researcher chose purposive sampling in
order to find a group of HIV positive patients who were on ART since they had experience
on antiretroviral treatment and could be able to give information. In the regional hospital, the
researcher identified a wellness Centre where HIV positive patients attended for collection
of their treatment. These patients who came to consult for their ART treatment were
identified for research purposes. The researcher visited the wellness Centre and clinics,
introduced herself to the nurses, and lay counselor who then introduced her to HIV positive
patients coming to collect treatment on that day and made appointments with them, if they

consented to participate in the research they wers given an informed consent form to sign.

3.6.2 Sample size

According to Welman et al (2005:55), it is impractical and uneconomical to involve the
whole populations in a research project. The sizz of the sample was influenced by the kind of
data analysis, the accuracy of the results for the research’s purpose and the characteristics of
the population (Maree, 2007:178). The data was collected until data saturation occurred or
until there was no more new information coming forward. At least 10 interviews were
conducted using an interview guide and was guided by data saturation.

Neuman (2011:240) defines sample size as how large a sample should be. Patton (2002) in
De Vos et al (2005:328) states that there are no rules for sample size in qualitative research.
He furthermore, states that the sample size depends on what you want to know, the purpose
of the study, what is at stake, what will be useful, what will have credibility, and what can be

done with available time and resources available.

Qualitative samples are not predetermined, but the researcher depended on data saturation.

Rubin and Rubin (2006:67) refer to saturation as getting similar data or ideas over again

3C
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during the course of the interviewing in a qua@’mmy that signifies completion of data

collection in a particular phenomenon. In qualitative research, the researcher is not interested

in the numbers in the sample but whether data saturation is reached. Data saturation is when
the researcher begins to hear the same information repeatedly from the subjects (De Vos et

al., 2005:294). The researcher interviewed a number of patients until information became

saturated. There was no need to determine the number of partic:pants at the beginning of the

interview.

3.6.3 Inclusive and exclusive criteria

According to Neuman (2011:226), inclusive and exclusive criteria are parameters in which

the study is limited to or excluding subjects according to set characteristics. Holloway and

Wheeler (2010:144) explain inclusive and exclusive criteria as follows: that inclusions are
particular people who can be included in the study due to their characteristics and exclusions
are those who qualify for being included in the study but are excluded because they might be
vulnerable to be interviewed or have certain traits that might make research problematic. In
the above explanation about specificity for people with certain characteristics, it was
important to consider the research question and include factors that would enable a
homogeneous selection of subjects considering age, gender, diagnosis, degree of
understanding and any other attribute that might be necessary to fit or answer the question
under study. It might be determined that the specific variables under study were more likely

to show an effect in choosing the correct sample for the study.

In this study, the researcher interviewed HIV positive patients who had been on ART
treatment for the period of three months and above, irrespective of gender; who were 18
years and above because they were eligible to a legal consent. Exclusion criteria are applied
to subjects who generally meet the inclusion criteria but must be excluded because they
cannot complete the study or possess unique characteristics that may confound the results
(Holloway et al, 2010:144). The mentally ill or disabled and those who were critically ill to

participate were also excluded.
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examples and description and convey intere@mmf- participants through the use of

listening. In this type of interview the researcher started by establishing context of the
interview’s experiences, constructing an experience then finally a reflection of what that
experience hold. Phenomenological research interviews were flexible and depended on the
nature of the direction or relationship that occurs. One central question was asked “what are

your experiences as a person who is HIV positive an on antiretroviral treatment?

3.7.2 Interviewing techniques

The researcher should use active listening in order to conduct a good interview. Good
listening can be defined as listening with a purpose to understand even deeper meaning and
can achieved by use of questions or reflecting where necessary for good understanding of
the message. The researcher planned to use minimal responses followed by other body
language or gestures to encourage the participant to freely express themselves. Paraphrasing
would be done to ensure correct message from the participant. Minimal probing where short
questions would be asked to facilitate communication. The researcher also planned to make
a short summary in order to acquaint oneself with the whole meaning of the lived

experiences of the participants.

3.7.3 Field notes

Field notes are a written account of the things that the researcher hears, sees experiences,
and thinks about in the course of interviewing (De Vos et al, 2005:298). The researcher
wrote down notes on a notebook about what she heard, saw, experienced and thought about
during the interview if possible or as soon as possible immediately after the interview. The
researcher recorded verbal and non-verbal cues of the participants as well as what the
researcher thought of the data that did not make sense at the time. The following are types of

field notes according to Neuman (2011:399)
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Step 7: Assemble similar categories of data

The researcher assembled data materials belonging to one category and placed them in one

Place and did preliminary analysis.

Step 8: Data recording
Analyzed data was recoded and the researcher was able to generate themes, categories, and

subcategories.

3.9 Measures to Ensure Trustworthiness

Babbie and Mouton (2008:276) describe trustworthiness as a means of how an inquirer

Persuades his or her audiences and himself that the findings of an inquiry are worth paying

attention to or account of.
observing and following the notion of objectivity

The researcher ensured trustworthiness by
) in De Vos (2007:346) which are credibility,

as manifested by Lincon and Guba (1985
transferability, dependability and conformability.

3.9.1 Credibility

hat the inquiry was conducted in such a manner

The goal of credibility is to demonstrate t
d and described. In short, credibility answers the

that the subjects were appropriately identifie

question how truthful is the information reported from the subjects.

n of data (Babbie 2007:113). Field notes and
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n notes to read and to listen. The researcher
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observed any bias and bracketed them. The findings were presented for peer examination at

aschool peer review.
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view.
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Transferability (Applicability) The information was recorded on the
audiotape and was described in the way that
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everyon
findings of the study wer!
setting.
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select participan

described.
Dense description of participant’s
characteristics, research content and setting

was done.

mpling technique was used to
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3.10  Ethical Considerations
al principles or norms that are used to

Gray (2009:69) describes ethical issues as @ set of mor
r and relationship with other
nd the welfare of research participants (Barker et af

guide moral choices of behavio s. Ethical issues are concerned
Wi 8 : o
ith protecting the rights, dignity, &

2005:188). In case of a student undertaking research for qualification purposes, they are

required to submit proposals to the institution’s Ethics Committee for approval (Gray

2009:72). Furthermore, Gray categorizes ethical principles into four main areas: avoid harm
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to participants, ensure informed consent of @&cipams, respect the right to privacy of
S ¢ C e

participants, and avoid the use of deception. \
All these ethical principles are interrelated, cyclical in nature. The researcher in this study

observed and considered the following ethical issues:

3.10.1 Permission for study

The researcher compiled the proposal plan; submitted it to the Higher Degrees Committee of
the School of Health Sciences, then to the University Ethical Committee for approval.
An application letter was sent to the Limpopo Provincial government and to Tshilidzini
Regional Hospital where the study was conducted. Permission to conduct the study was
obtained from;-

e University of Venda research Ethics Committee.

e Department of Health and Social Development Research Ethics Committee,

Limpopo.
e Tshilidzini Regional Hospital, at the Thulamela Municipality in the Vhembe

District of Limpopo Province

No data was collected before receiving a certificate for permiss.on and ethical clearance to

conduct the study.

3.10.2 Informed consent

Barker et al (2005:189) define informed consent as a disclosure by the researcher before the
study of what will happen during the study and of any other information that might affect the
person’s decision to participate. According to Babbie (2007:64), informed consent means that
the subjects base their voluntary participation in research projects on a full understanding of
the possible risks involved. This means that the participants have rights to adequate and
relevant information before the commencement of the study. Participants were informed
about their decisions regarding participation in the study. The researcher explained what the
study was all about, how it would affect them, the potential risks and benefits of participation
and the fact that they had the right to decline to do so if they so wished (Bless et al 2006:

142). For the sample of informed consent, see Annexure A.
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3.10.3 Voluntary participation

here researchers follow a principle of voluntary

Voluntary participation is a situation W
t without

consent from the participants by ensuring that they sign an informed consen

coercion (Neuman, 2011:135). The researcher in this study did not coerce any participant
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ven information and they understood it and
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The participants Were allowed to refuse or withdraw at any
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3.10.4, Right to withdraw from study

According to Bless et al. (2006: 143), participants must be given every assurance that they are
free to discontinue their participation at all times without being required to offer an
gainst withdrawal should be respected. The participants’
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rejudice their receiving

from the study would not p
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De Vos et al (2005:61) defines privacy as that which normally is not intended for others to

observe or analyse while Singleton et al (1988) in de Vos (2008:61) further explains that the

right to privacy is the individual’s right to decide when, where, to whom, and to what extent

his or her attitudes and behaviour will be revealed.

The researcher in this study respected the privacy of the participants by not asking questions
which intruded their privacy. The right of a participant not to disclose certain information
was respected. The interview was conducted in a private room free from intrusion by other
people. Private information of participants was not shared without the individual’s knowledge
or against his or her will. The researcher ensured that participants did not lose their dignity,
friendship, employment, embarrassment or shame. Participants were made aware of the use
of an audiotape and the stop button. The participants were also shown the stop button on the

audiotape so that they could press the button if they felt the information they wanted to
disclose should not be recorded (Burns & Grove, 2001:196)

3.10.6 The right to confidentiality

Confidentiality means that information may have names attached to it, but the researcher
holds them in secret from the public. The information is not released in a way that permits
linking specific individuals to responses and is publicly presented in aggregate form (Neuman
2011: 139). According to Barker et al (2005:193) confidentiality refers to the person’s right
and the researcher corresponding obligation to withhold information from third parties. The
researcher in this study would maintain confidentiality to all information received from
participants. Records and tapes made were stored safely under lock and key and will be
accessible only to the researcher and people responsible for this research. The participants
were given information on who will have access to their information other than the researcher
and the reasons thereof. All personal details of participants were destroyed as soon as
possible after their interview and a coding for a name was used. The researcher did not allow

any other person who might have been a family member or other health professionals to have

access to raw data of the study.
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311 Limitations of the Study
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. - )
themes reflecting the experiences of HIV positive satson ART treatment at in Thulamela

Municipality in the Vhembe District of the Limpopo Province, South Africa.

Table 4.1 Themes and subthemes reflectmg HIV positive patlents experiences on ART

ms et Fie .-'s SUB-THEMES »
1. DOMINANT NARRATIVES OF | 1.1 Negative experiences
PERCEIVED FAMILY SUPPORT FOR | 1.2 Positive experiences with relatives
HIV POSITIVE RELATIVE ON ART
RESULTING IN FEELINGS OF
DESPAIR AND THOSE OF BEING
ACCEPTED
2. STIGMA AND DISCRIMINATION 2.1 Stigma and discrimination experienced
EXPERIENCES IN RELATION TO from family members.
TAKING ART 2.2 Stigma and discrimination experienced from
community members.
2.3 Self-stigma and discrimination.
3. PARTICIPANTS’ EXPERIENCES 3.1 Side effects experienced while on ART.
WHILE ON ART
3.2 Long waiting experienced during scheduled
appointments.
3.3 Difficulties accessing ART while in another
area.
3.4 Effects of shortage of medical personnel in
ART clinic.
3.4 Effects of medical examination in ART
clinic.
3.5 Maintenance of confidentiality and privacy.
3.6 Creation of relationship of trust.
3.7 Financial constraints experienced while on
ART.
3.8 Auvailability of ART versus lack of ART.
4. KNOWLEDGE RELATED TO ART 4.1 Knowledge about ART taken.
PROCESS
4.2  Safety precautions while on ART.
5. DISCLOSURE OF BEING ON ART 5.1 Lack of disclosure to relatives and community
members.
5.2 Fear related to disclosing taking ART
5.3 Lack of disclosure to sexual partners.
5.4 Benefits of disclosure and belonging to an
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ART Support group.
6. EXPERIENCES ON HEALTHCARE 6.1 Pill counting practices not acceptable.

PROVIDERS’ PRACTICES IN THE
ART CLINIC 6.2 ART clinic a clean environment conducive for

speedy recovery

6.3 Observation of safety measures.
6.4 Encouragement by healthcare providers.

6.5 Negative practices by Healthcare providers.

43.1 THEME 1: DOMINANT NARRATIVES OF PERCEIVED FAMILY SUPPORT
FOR HIV POSITIVE RELATIVE ON ART RESULTING IN FEELINGS OF
DESPAIR AND THOSE OF BEING ACCEPTED

The study findings revealed that there were by family dominant narratives of perceived

family support related to patients’ HIV positive relative on ART resulting in feelings of

despair and also feelings of being accepted members. Participants had diverse feelings
concerning family support on them taking ART. Sub-themes emerged during data analysis
under this main theme which is: Negative experiences and positive experiences with relatives

in relation to taking ART.

4.3.1.1 Sub-theme 1.1: Negative experiences with relatives

The participants indicated that they had various negative experiences regarding support from
their family members. The negative experiences related mainly to accounts of negative
treatments from family members, rejection of HIV positive relative leading to feelings of
despair and HIV positive test resulting in divorce and separation. Most of these negative
experiences were from their distant family members usually the in-laws and also immediate
family members.

These experiences were confirmed by the following direct quotes from participants who said:
“My in-laws after realizing that I am on [ART] treatment they did not want to care for my

baby, they did not touch him, touch my utensils when I was ill.”
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Another participant explained that: “The people living with they always say that I am ill
and they do not know the illness, then they are@g%:;yéﬂ% provide me with care and they
scared to be next to where I am sitting.”

Another participant added by saying: “They put food that I must eat and water in the house
and go away without even talking to me as they seem to be scared of my HIV positive status

and I feel like it better to die once because I have no one to care for me.”

In this study, some clients have shown how they lacked support from family and this led to
have poor compliance. This was revealed by the participant who indicated that: “My mother
did not want to do anything with me and she expelled me from home, spending some of the

days without food and without taking treatment”.

On contrary to the study findings sick people are comforted by being in their own homes and
communities with family and friends around them (Van Dyk, 2008:333). However, HIV
positive patients who are on ART find that at times they receive poor care from their family

members.

According to Li et al. (2006:16), people living with HIV/AIDS on ART show to be in great
need of family support and failure thereof impacts negatively on their health. Nghifikwa
(2010:10) states that those people living with HIV are being shunned by family and thus can
negatively affect treatment. Evidence has shown that people living with HIV/AIDS on ART
treatment experience poor care from family due to fear of the family to get infected (Ekeji,
2010:28).

Additionally the study findings found out that in married couples an HIV positive result of
one partner may result in a decision to either divorce or separate. The following statement
gave evidence of the fact that the participant was divorced due to being HIV positive:

“My wife has just had a baby and I was about to start treatment. My wife had tested negative
several times and on learning that I am positive she decided to go back to her home and

finally divorced me.”

According to Schatz (2005:1), Smith and Watkins (2005:659) state that knowledge of HIV
itself may lead to divorce, as there are indications that rural Malawians are coming to see
divorce as a means to protect themselves against being infected by an unfaithful spouse. In a
study done by Allan and Cloete (2010:5), it was stated that women who disclose to their

spouses to be taking ART face divorce or ejection from their home or even subjected to
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violence. A similar study by Fedor, Kohler, an%@fhrman (2012:21) revealed that spouses
usually divorced each other after realizing that@é"r%avs'winfected with HIV and on ART
especially in rural Malawian women. In this study, most participants, usually females did not
disclose to their partners and those who disclosed did not experience any problem as their

partners were also been positive before them.

4.3.1.2 Sub-themel.2: Positive 'experiences

This sub-theme highlights participants™ positive experiences they had from being accepted
and supported by the family and relatives. Participants expressed their appreciation from the
support they received from their family members and indicated that it made them to feel

valuable and good seeing how they were being accepted by their relatives.

This was pointed out in the following quotes from participants: “Yes my relatives were able

to give me support; my mother even told me that I am not the first to have this sickness.”

Another participant who was accepted by her family also indicated that “They also accepted
my status and, therefore they take me as like any other people while they always reminding

me to take treatment and accompanying me to the clinic to collect my treatment.”

In a study conducted in Thailand, it was found that women who were taking treatment were
mostly supported by their immediate family members Liamputtong et al. (2009:7). The study
found out that the HIV positive patients on ART were supported by their immediate family
more than the extended ones.

Idolor (2012:40) concludes that the family is the only primary environment identified to
curtail and prevent the spread of HIV and its effects on those who are infected and affected
by HIV. It has further been stated that family support to those with HIV promote strong

adherence.

Furthermore the study findings pointed out that reality resulted from the fact that relatives of
the HIV positive clients provided them with support. Participants commented on the caring
and supportive attitude of their relatives they were taking ART as prescribed. A middle aged
woman who disclosed only to her children has this to say:

“When I am sick my children take care of me very well starting with giving me food and
treatment at all times that I am suppose to take it.” Another participant who had the same

experience said: “My firstborn is the only one who knows that I am taking treatment, she consoled
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me and said, mama you are not the only one.” Th&gﬁne participant further indicated that: “My
daughter will tell me, mom you are not the first and y&@%&#"ﬁ'oing to die, you only have to accept

the disease and take your medications”.

According to Fredriksen-Goldsen, Shiu, Starks, Chen, Simoni, Kim, Pearson, Zhao and
Zhang (2011:4) members with HIV were supported by their family members who always
reminded them that they were valuable as persons; supported them financially for transport,
health matters and medications; reminded them on follow-up care visits and setting alarms

for time to take treatment; prepare their food for them and motivated and encouraged them.

In a study done in Thailand, it was found that women who were taking treatment were mostly
supported by their immediate family members (Liamputtong, P., Haritavorn, N., Kiatying-
Angsulee, and 2009: 7). This study found out that HIV positive patients on ART were
supported by their immediate families more than the extended ones. Idolor (2012:40)
concludes that the family is the only primary environment identified to curtail and prevent the
spread of HIV and its effects on those who are infected and affected by HIV. It has further
been stated that family support to those with HIV promotes strong adherence. Support by
family members has shown to benefit HIV positive patients on antiretroviral treatment. In a
study done in Yunnan Province, China Li e al. (2006:1) show how the family supported their
HIV positive patients by starting on disclosure processes, medical health care, financial,

psychological and support for daily activities.

432 THEME 2: STIGMA AND DISCRIMINATION EXPERIENCES IN
RELATION TO TAKING ART

Participants in this study experienced some form of stigma and discrimination in relation to
them being on ART. There are narratives by participants of being shunned by family or
community; given none or poor care; their relatives uttering statements that lead to
psychological damage which affect their compliance on treatment, and care. The following
sub-themes emerged under this theme and are discussed subsequently below: Stigma and
discrimination experiences in relation to taking ART by HIV positive patients from their
family members, Stigma and discrimination experiences by patients from community

members and self-stigma and discrimination.
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According to UNAIDS (2008:10), stigma and digbsimination associated with HIV infection
are based on lack of understanding of the illness;wl‘grg%rﬁareness and knowledge of stigma;
and fear of acquiring HIV through contact due to misconception about the spread of the
disease and linking people with HIV with immoral behavior. The participant had this to say,

“My mother did not want me to stay in the house because I disclosed that I was HIV positive
and taking ART”

4.3.2.2Subtheme 2.2: Stigma and discrimination experienced from community members
HIV positive patients who are on ART suffer alienation and isolation due to the acts of
stigma and discrimination. The Oxford Dictionary (2005:35) defines alienation as the state or
experience of being isolated from a group or an activity to which one should belong or in
which one should be involved. The findings of this study revealed that participants felt that

they were at times alienated by people living with them in the community.

This is confirmed by the statements below: “In my area people told their children to take
care when playing with my children because I am HIV positive because they might be
infected too. They told them that they always see me going to the clinic to take HIV
medication”

Another participant with the same experience indicated that: “When there is a funeral and the
women are gathered helping to cook for burial ceremony, people will not want me to cut

vegetables for fear you will infect them when you accidentally cut yourself.”

Additionally another participant said: “They refrain to buy at my spaza because they say I am
HIV positive.”

Aggleton et al. (2005:9) explain that stigma and discrimination occur at various levels; the
one occurring in community settings involves discrimination in which individuals act
deliberately or by omission so as to harm or deny others of their rights or entitlements.
Examples are shunning or avoiding everyday contact, accusations, physical violence, verbal
discrediting, and blaming, gossiping, verbal harassment and denial of traditional funeral rites.
Manala (2005:903) describes how HIV positive patients are still alienated by the health staff,

church and community members were their clinic cards have stickers to indicate they are on
ART.
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Additionally the study participants pointed out t&ggtzthey were alienated at work and in social
gatherings by community member. When a @%ﬁ,% alienated by friends, family and
community, they become isolated from them.

These were confirmed by the participant who said that: “People usually ask if am taking my
treatment in a public place, why am taking this treatment because i look healthy and not ill.
What I usually tell them is to mind their business.”

Aggleton et al. (2005:9) found that it was also identified that the community still alienated

and isolated HIV positive patients at times even if they are taking treatment and looked well .

4.3.2.3 Sub-theme 2.3: Self-stigma and discrimination

Self-stigma is likely to make an individual more sensitive to both actual and anticipated
rejection by others which negatively affect the way the individual feels even if the ART
improved the physical health status. Disclosure of a person’s HIV status and that one is
taking on ART may bring positive or negative consequence on the self including self
stigmatization.

In this study, some participants showed how they also experience negative perception of self
and self-discrimination after realizing that there were people who knew about their HIV

status. The following quotation illustrates the feelings of one participant:

“I felt very bad, people will look at me when I walk and I knew they know that I am HIV
positive because my body had become disfigured due to ART.” Another participant who has

self-stigma aspects indicated that: “7 will take care not to wash myself using my mother’s and

’

child’s washing basin for fear of infecting them.’
Another participant added by saying: “I have to sleep alone in my room even when I was very
ill because 1 felt free taking treatment without anyone asking but then I needed their support
sometimes they declined. I had to go to the clinic alone without help even if was very ill for

my family felt embarrassed to be seen with me as they will be associated with HIV/AIDS".

Aggleton et al. (2005: 9) explained that self-stigma and discrimination or internalized
stigmatization is when people living with HIV and on ART may internalize the negative
responses and reactions of others and as a result attach stigma and discriminate themselves.
This type of stigma and discrimination is described as ‘felt’ as it primarily affects an

individual’s or affected community’s sense of pride and worth. For HIV positive on ART,
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) reported that most ART users mentioned experiencin

study done by Miller, Kethlapile, h an
Jth status and quality ©

ers as barriers to treatment though

Rybasack-Smit
mproved their hea
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y conducted among parti

m to them,

overwhelmingly reported that ART i
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cipants in
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were 2 serious proble

s showed that ART
a and pains in the feet. Early symptoms include

Botswana the result side effects

participants complained of rash, nause
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gastrointestinal and flu like symptoms, headache, dizziness, vivid dreams, rash and hepatitis,
these can be expected in the first four months of treatment initiation and they phase away as
time goes on (DOH, 2010: 19) Fox et al. (2009: 1) states that the majority of people on
barriers accepting ART has identified fear of side effects and lack of belief for the need or
benefits of ART treatment. This study has identified similar findings with other previous
studies. The researcher noted that the participants were cam about their side effects even
they complained about them, they had a belief that the side effects would go away as time
went by. According to Gilbert and Walker (2009: 16), despite difficulties attached to ART,

participants signaled their willingness to adhere to medication.

4.3.3.2 Subtheme: 3.2: Long waiting experienced during scheduled appointments

In this study the problem of long waiting times was cited as a challenge, especially because
most participants stayed very far from the ART clinic. Participants cited the following
reasons for waiting too long at the ART clinic: “There was no difference from people who
went to take treatment early in the morning and those who went late because they would go
back home late in the afternoon. Sometimes you will be told the results are not ready

repeatedly”.

Another participants with the same experience had this to comment: “You come at the
wellness clinic at 70 clock in the morning and arrive home at 4’oclock in the evening what
makes you wait longer is when you are being taken biood and waiting for results”
Additionally a worried looking man commented: “My problem is that I have to take a day
off because I will not be able to return to work on immediately on time. People at work will
realize that I am not on duty if I decided to just go without telling anybody because I will

return late in the afternoon.”

Only one participant said the waiting time was short:

“It is not like when you go for the general consultation in OPD, here the nurses are fast to
issue you with ART then within a short time you will be gone.” Participants reported
challenges to the ART clinic working patterns, administrative and medical procedures, as
well as difficulties in securing appointments because the ART clinic had fixed working hours

and long queues.
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Participants felt their daily life activities were affected by these working patterns whereby

they have to have a day off from work every month for collection of treatment. In the study

done in Tanzania, the problem of long waiting time was cited as a major challenge to

adherence of ART amongst ART users (Nsimba, Ir
research by UNAIDS (2010:3) revealed that HIV positive

unde & Comoro 2010: 5). Previous
patients in countries like Peru,

Kenya and Tanzania experienced long periods of waiting for their refill of antiretroviral

treatment. Botswana and Uganda had to wait for 4-5 hours in the public health sector but in

the private sector they had to wait for only one hour.

#333 Sub-theme 3.3: Difficulties experienced to access ART in another area

Confusion resulted from the fact that HIV positive client experienced cifficulties to access

the ART in the ART clinics because sometimes healthcare providers indicated that they were

not available. This was confirmed by the following statements:

“I went to Gauteng to colleting antiretroviral treatment, but the queue was too long and was

cut just before me. Even on the next day I found out that there are mary people already in

waiting. These made me to leave trying to seek treatment, until one day I say to myself, let

me go back home to Limpopo. At home I went to the hospital where they start from the

beginning testing me and collecting blood again even if I have told them that I know my

status, what I wanted was just to be given pills only. I thought they will just believe me and

give me what I wanted, I started from the scratch.” Additionally another participant who had

almost similar experience had to say: “/ am a foreigner working in this country I came here

with some ART. I was asked the referral note of which I did not have for I did not know I will
come here in Venda so suddenly. They ask me to bring my referral letter and I could not go

back to the farms where I was working and I had to miss some doses because they said they

first process opening of a file, do blood tests and wait for the results.”

This study revealed similar experiences found out by Yoder et al. (2009:40) where they state
that a number of participants in their study confirmed they stopped taking their pills when
they moved away far from home in search of a job or to live with other family members. HIV

positive on ART present themselves to a new facility late when their treatment are about to be

finished.
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4.3.34
Subtheme 3.4: Effects of shortage of medical personnel in ART clinic
onnel, especially doctors in the ART clinic

Partici .
icipants verbalized shortage of health pers
personnel before going home depending on
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s was confirmed by the following statements:
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b
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sultation, blood taken from you or you wait

“Y
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Jor the doctor.”
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he afiernoon. » Another participant with similar experience
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ditionally participant had this to say:
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ink about; pain when they €0
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proved CD4 you feel happy
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work because always reporting going 10 hospital at work is not good especially if they see

you are well.’’

Patients on ART face administrative and procedural problems n ART service centers or

hospital. Administrative and procedures policies depending on different days of the week
were stated as some of the factors affecting the time spent by ‘he participants s by
collected their treatment. According to FPD (2010:19), health workers have to do routine
management of HIV positive on ART to evaluate the progress of the patient.

The following are some of the approaches to be done: history taking, physical examinations,
and appropriate investigations like TB, Pap smear, and blood taking for CD4 cell count, HIV
viral load, and liver function tests and keratinize clearance. Furthermore, the healthcare
provider should give support according to the needs of each individual patient like family

planning, immunization, and referral to any other health discipline if needed. (FPD 2011: 55)

Clients complained for longer waiting times because they were not aware of what the

expectations were concerning assessment of their problems.

4.3.3.6 Subtheme 3.6: Maintenance of confidentiality and privacy

In this study clients showed that there was privacy of information as nurses did not disclose
information unnecessarily. The following are narratives by patients which confirm their
privacy while in the consulting rooms:

“the consulting dre small but there is privacy inside, the only thing that bothers me is that
sometimes a person comes in unannounced and obviously he will know that I have come for
ART counseling.

One participant with similar opinion had this to say: “It is obvious that he/she know that you
are HIV positive because you are receiving treatment at a Wellness Centre, but there is
privacy here. Here inside nurses speak in a low voice and no one can hear them outside. The
door is always closed.”

The other participant looked satisfied as he said: “The rooms are away from waiting area no
one can hear that you are discussing about ART.”

Similarly another participant said: “The nurses assured me that I can be free as everything
we were talking about will be of my personal benefits and will not be divulged without my
knowing. The counselor usually says what is discussed here remains within this wall.”

A good environment is necessary for a speedy recovery of any patient. Taking ART is a
sensitive issue that a patient may easily turn off if there is not enough privacy in the

consulting rooms. According to Standard Operating (SOP) in Cambodia HIV counseling
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rooms should ensure privacy; people outside the rooms should not be able to hear the voices
inside; and the rooms should be closed (MoH, 2006: 6). Similar situation in South Africa
provide that a nurse ensures privacy and confidentiality when dealing with a patient. The

findings of this study are quite similar with what the SOP laid down to be followed.

The confidentiality of patients on ART is important because patients with HIV and taking
ART face discrimination immediately when other people find out they have HIV.

Confidentiality is the duty of the health care practitioner to protect the patient’s information.

People with HIV/AIDS may choose not to seek treatment for fear that their personal
information may be disclosed by their health care providers thus making the fight against

HIV/AIDS a difficult one.

4.3.3.7 Subtheme 3.7: Creation of relationship of trust.
Participants explained about the trust they developed in the medication. This is confirmed by

the following quotations:

“I trust these medications (ART) that they can work, previously I used to have diarrhea and
vomiting but it is now all gone. I was very thin but now I am fat and I feel I can say whatever

problem even my nurses I trust them, I feel free every time I come here with my problems.”

Similarly another participant had this to say: “Now that am taking ART I trust I can see the
future, I am able to think about my future and the children future.”

According to Campbell et al. (2011: 11) many ART users have successfully built a rewarding
and positive relationship with motivating and supporting nurses as regard to trusting their
ART medications. Treatment availability makes ART users to have a renewed sense of social

value including confidence in the hope for tomorrow.

4.3.3.8: Subtheme: 3.8 financial constraints experienced while on ART

Financial constraints as a subtheme emerged where participants showed concerns about the
need for money for transport costs and food. This is confirmed by the following: “I found
out I did not get my pay gully for I did not go to work for two days because I was at hospital
for blood tests and again for results. I am not working and I do not have money, before they
are about to take me as a domestic worker they ask me if I am taking ant treatment and when

[ tell them they make excuses of hiring me."”
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Another woman said: “Z do not receive any grant but I volunteer and get only R650-00
Sometimes it is difficult to get money for food and transport, but my mother always helps me.

What I need is more money to buy enough food as I eat a lot even at night, whar | usually

have is not enough because ART makes you feel more hungrier”

Additionally another participant had this to say about finances: “/ used to be unable to go fto

hospital for treatment, 1 did receive disability grant for asthma, and I used it for transport 1o

collect my ART because I also had asthma.”
Another participant with similar experience said: “/ usually do not have money for transport

10 collect treatment but my mother always asks me if I have money for transport and she gave
me, I do not have even if I do not ask”.

According to Cornet (2008:51), HIV positive people may need support such as, financial
Support, practical help with cooking, care, transport, and emotional backup and these include

the family, friends, community, and HIV clinics.
Yoder, Mkhize, and Nzimande (2009:167) stated that participants in their study also lacked

Mmoney, and they were assisted by social grant money, child care grant and helped by their

families. They stressed the need for financial assistance for food as ART made them feel

hungrier,
Zerfu et al.(2012:3) reported that participants in his study were assisted financially by being

involved in small business/activities like agriculture given seeds and a sizable proportion of

land, construction material, books and pens and clothing others were given loans to generate

small businesses and food packets.

Subtheme  4.3.3.9: Availability of ART versus lack of ART
During the interview, participants revealed their satisfaction about the availability of ART at

the Wellness Center. Participants showed how difficult or easy one could access the ART.

“The ART are usually available, I have never came and found it being stock out. It is easy to
access if they have your file at the ART clinic. Once your soldiers (CD4 count) are down they
register you for free. My problem is that the hospital is very far and I have to come here

because of my problems.” ART is available, my only problem is that they want see you every

month even if you feel better if you ask for ART for more they refuse.”

Differing to the findings of this study Mugisha, Ocero, Semafumu, Ciccio, Muwanika, Otim
and Makumbi (2009: 4) in their study done in Uganda revealed there were HIV positive

clients who still experienced ART drug shortages which increased the rate of loss to follow-
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Wells (2010: 4) to Myamar people, it was indicated there was

up. In a report presented by
in the rural areas and those who got them found them from

still poor availability of ART
NGOs or private clinics. Furthe
difficult and most patients died whi
and Daniels (2006: 8), instances O

reported throughout the country and

rmore, accessibility criterion for receiving was also very
le still on waiting lists for treatment. According to Hardon
£ stock out of first line antiretroviral drugs have been
this did not only diminish the likelihood of positive

O . R
utcomes but threatened the sustainability of the ART programme as people may develop

drug resistance.

4.
34 THEME 4: KNOWLEDGE RELATED TO ART PROCESS

bout the ART namely; what are ART drugs, how

All the participants had something to talk a
g it. This study revealed that participants had

works and safety precautions concernin

S .
ome knowledge regarding how art works. These are shown by their statements as follows

AIDS is a disease spread by sex if you do not wear a condom and it does not heal, if one

takes ART, HIV become defeated and become
AIDS illnesses.”

unconscious then it is unlikely for you to have

“gntiretroviral treatment does not cure but they make an HIV virus

Another participant said,
by making it UNconscious’ .

not to have strength to destroy life,
eli-Dlakhulu (2010: 93) generally people are aware of AIDS but they lack

According to Mlob
knowledge about it, and thi

s lack of medical knowledge about HIV

completely accurate

nurtured negative behavior against people on ART.

4.3.4.1 Subtheme 4.1: Knowledge about ART taken

data analysis.

ged as a subtheme during
hese; “I do not know them by their names but I know a certain
y. We are given three ypes of pills

renz, it makes me feel sleep.

Knowledge about ART emer
One woman explained like t
one which is like a drug, Efavi

ng and evening’”’

which we have you take morni.
y: “I do not know them by names, I

r experience had to sa
one said: “There is a one night

One participant said with simila
akes me dizzy. » Another

kn : :
ow only Efavirenz because it m
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drug Efavirenz, I can identify other two drugs as I see them but I do not know their names.

They gave us information about ART; they say ART does not cure AIDS.”

“They gave us information about ART, they say ART does not cure

One participant said:
erless by suppressing it as long as you are taking

AIDS but they render the HIV to be pow
medications every day.”

One young man had this to say about what was taught to him: “4 nurse told me when you use

ART you will never be ill of AIDS because th
“These things are easy 10 forget, some words are very difficult, 1

mily members or friends to read what we are

¢ HIV remains unconscious as long as you take

treatment. He further added:
wish if there booklets to take home for our fa

taught here so that we gain the same knowledge "

wledge to treatment also poses as a challenge

Serekoane (2010:35) states that inadequate kno
ted that the high levels of adherence are

to continuity of care. Furthermore, he illustra
about ART. Gupta ef al. (2010:3) stated that

associated with high levels of general knowledge
T only 134 could name only one ART drug

of 207 participants studied on knowledge of AR
he and Fazal (2011:1) also found that few

correctly of all the drugs they were using. Kagas
patients in Tanzania knew about the names of t

positive patients like any other patient respond wel

he treatment they were receiving. HIV
| to treatment adherence when they are
hey did not know much about the names

given information about the treatment. Even though t
s knew that ART did not cure but only

of ART, findings of this study reveals that participant

suppressed the HIV activity thus reducing the opportunistic infections.

btheme 4.2: Safety precautions when on ART

4.3.4.2 Su
and taking ART demanded them to

The participants verbalized on how being HIV positive

change how they used to do things.
“The nurses told me to practice using condom always when having sex to protect my partner

and to prevent myself from getting new viruses. The nurse 10

on all the time so that the alarm will ring o remind me of the t

Id me to keep my phone battery

)

ime for treatment always.”

According to WHO (2006:6) information giving about ART is a major influence of

f HIV disease. According to an Updat
w if the viral load has gone

ed Antiretroviral Guideline

preventing the spread o
(2010), HIV transmission when one is on ART becomes very lo
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below undetectable limit. There is 96% prevention rate, which is why it is necessary for an

individual to continue to protect himself even when he/she is taking ART.

4.3.5 THEME 5: DISCLOSURE OF BEING ON ART

d under this theme: Lack of disclosure to relatives and

The following subthemes emerge ; 3
disclosing of taking ART, Lack of disclosure of taking

community members; Fear related to

ART to sexual partners; and benefits of disclosure, and belonging to a support group.

The narratives of the participants will be discussed in full in the subsequent subthemes

below;-
43.5.1 Subtheme 5.1: Lack of disclosure of taking ART to relatives and
community members

i theme.
During data analysis the lack of disclosure of taking ART emerged as subtheme

«I did not tell anyone that I am HIV positive and taking treatment, I did

One participant said, |
hecks my pills and he knows something about my

not tell my child but I could see that he ¢

illness. ” |
One participant said “ did not tell anybody, 1 told myself that as long as I know what is the
¢ is ok.”“I am afraid if I tell other people they

problem with myself and I am taking treatmen i
1
will say things about me. People like to look down upon somebody because of her being i

and taking treatment.”’
ntext of prevention and adherence to ART

Disclosure is a very important factor in the co
geteko

¢ L 4 ¢
(2010:1) revealed that AIDS-related stigma is associated with difficulty of disclosure of an
| lived in fear of being rejected and were not

HIV status for fear of rejection. Patients on ART

: Cloete et al.
Cloete, Strebel, Simbayi, Van Wyk, Nenda & N (2010:42). Furthermore, Cloe

i d the community.
free to disclose that they are taking treatment to the family an

Subtheme 5.2: Fear related to disclosing taking ART

h a way that participants were afraid to

d against. Some of the participants had

4352

g i in suc
HIv positive status still carries a lot of stigma 1n

i ' i iscriminate
disclose for fear of being stigmatized and discrim

the following reasons for not disclosing:
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“Another participant decided to disclose an unknown, this is what she said: I told another
person whom I met at the hospital that , I am HIV positive and I am on ART I am afraid to

tell anyone who knows me.” I hid my pills so that no one should know that I am on ART.”

According to Moratioa (2007:28), patients who fear rejection and isolation do not reveal their
HIV status to their families, health workers for fear of rejected and this experience affect how
they take their ART. According to Cloete et al. (2010: 3) HIV positive patients are still afraid
to disclose their status; reluctance and anxiety to disclose HIV positive status and fears of
being discriminated against are evidence of the persistent nature of AIDS-related stigma
which also poor compliance. Furthermore, Cloete et al. (2010: 3) state that these AIDS-
related stigmas remain the barriers to curb the spread of HIV/AIDS among those who know

their statuses.

4.3.5.3 Subtheme 5.3: Lack of disclosure to sexual partners

In this study, it was found that stigma and discrimination were still prevalent as some of the
participants did not disclose to their partners to avoid rejection, stigma and discrimination.

One participant had this to say about disclosing:

“I did not want to tell my wife for fear she will leave or divorce me. I hide my pills from her
so that she will know the type I am using. I put them inside my pillow so that she would not
find out.” Another male participant reported “My wife decided to leave me as soon as she

found out that I was taking ART because she had tested negative.”

Divorce is the final termination of marriage of a marital union before death of either party.
HIV status aware couples with at least one HIV positive partner are however characterized by
high separation or divorce rates with its implications for the spread of HIV (Reniers &
Ambruster, 201:1).According to Nsimba er al. (2010:5), disclosure to partners by HIV
positive patients has the following potential risks: loss of economic support, blame,
abandonment, physical and emotional abuse, discrimination and disruption of family
relationship. Lack of disclosure to a partner due to fear of stigma and discrimination is tied to

fear of being accused of infidelity, rejection and violence (Nsimba et al., 2010: 5).
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In this study, the participants revealed incidents of being rejected by the partner due positive

HIvV Status.

43.5.4 Subtheme 5.4: Benefits of disclosure and belonging to a support group
Participants in this study showed how they benefited while attending these support groups.

“The nurses introduced me 10 other patie
hared their experiences

nts who were sick, at

One participant had this to say,
first I'was de pressed seeing those very thin patients, but when others s

1felt relieved ”
plained: “7 learned a lot from

One participant with similar experiences looked happy as she €x
I will also see the future.”

Other patients who had experiences, thus building my hopes that
like a family, I felt love

The other participant said: “/n @ support group W€ live

Unconditionally even though I have HI v and on ART everyday.

-Magoro (2010:24), support groups prepare HIV

According to Moskowitz (2003) in Ndala
adherence, and endow them on

Positive patients for the acceptance of their status, treatment
amp

adjustment with positive lifestyle living. According to L1
und that support groups for people

Angsulee (2009:6), in the study done in Thailand: it was o
’ the members of the group learned

tuttong, Tantavorn, Kiatying-

living with Hrv provided emotional support to many and '
eople living with HIV stronger and

More from others. Learning from their peers made these p
rthermore, Liamputtong €f @
STOUPs gave the people living with HIV a sens€ of belonging. - ‘ |

t al (2010'237) they showed that the participants in their
r et al. :237),

1 (2009:7) identified that support

feel they were not alone. Fu

research ups had benefited t . '
e o g f belonging and developing friendship

share thej ; ; s, having & Sense ©
eir experiences with others: J by Ndala-Magoro (2010:54) it was

that py roup. In the stud
e o o i means to impact on their behavior on

entified that participant saw support groups s e

Magoro, 2010:54)-

lfestyle changes and a platform to share (Ndala-

RS’ PRACTICES
43.6 THEME 6: EXPERIENCES ON HEALTHCARE PROVIDE

IN THE ART CLINIC
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positive and negative experiences concerning the

Pa Ja ! ¢ %
tticipants in this study expressed both
practices as

Participants reported non-professional

Practices of the nurses in the ART clinic.
hat emerged

he following were the subthemes t

w ;
ell as good practices from the nurses. 1
ty measures;

not acceptable, observation of safe
iders.The

duri b ; .
uring data analysis: Pill counting practices
Provision of care to the needy; and negative practices by the health care prov

subthemes are discussed subsequently below-

ctices not acceptable

4.3.6.1 Subtheme 6.1: Pill counting pra
Participants appreciated the general cleanliness of the environment of the ART clinic;
gusting practice made by nurses to count their

however, they verbalized their feelings for a dis
se pills at

n expect them to start by taking tho

medications using their unwashed hands and the
ir pills. One participant had this to relate:

home. They felt that they were contaminating the
e table, started counting using her hands
taking these old ones before the new ones.

em and continued as if there was nothing

One day the sister put my pills down on th
unwashed, and then tells me, you should start by

Some of the pill fell onto her lap and she took th
w them when I reach home”

wrong. I felt it very disgusting that 1 have to swallo
se just taking a piece of a paper and counts

Another participant showed how he observed a nur

his pills without following the correct procedure.

“I felt bad when my pills were put ina piece of paper and counted using bare hands, why

don’t they use plastic/wooden things 10 count them.’
Pill counts are often used to measure adherence of patience t0 treatment (Achieng, Musangi,

goh (2013: 15 According
both hygienic and product quality rea

WHO (2013:30) the standard for good

Billingsley, Onguit, Ombe
sons,

ands is bad practice for

dispensing states; using h
piece of paper and clean knife or spatula,

1d be done using clean

ce, lid of the stock container and or any other clean dust free

furthermore counting shou
clean tablet counting devi

surface,
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6.2 Sub-theme 6.2: ART clinic, 2 cl@"gmmﬁonment conducive for speedy
recovery
Positi b g ;
sitive remarks were stated by the participants I relation to the environment and cleanliness
rmed that by saying,

providers at the ART clinic. A participant confi

»w «Jt was always clean, chairs dusted all the

maintained by healthcare
“The rooms were clean, they Weré not dirty.
time.” The participants in this study showed how the counseling rooms and pharmacy were
clean: “I always find that the wellness caré clinic is clean.”

s be kept clean for the health of the HIV

hat the health facilitie
MOH, 2009: 8) HIV

It is of crucial importance t
ccording tO Standard Operating Procedure (
not be able to hear

positive patients on ART.
de the room should

counseling rooms should ensure privacy; people outsi
he voices inside the room and the rooms should be closed.
The rooms should be free from dirt, smoke or any other thing like water spilling now and

then from the basins.

servation of safety measures in relation to ART

4.3.6.3 Subtheme 6.3: Ob
¢ experience any problems concerning

showed they did no
n the ART clinic. Th

Participants related stories that
e following quote illustrates this: e The

if what they giving are the
d “I was never

0 : ;
bservation of safety measures !
s and ask

uing your medicine
1ly another one sai

nu .
rses check your name when 1SS
» Additiona

cor. T - :
rect medication which you usually receive.

given expired medication. 2
Sometimes when you want to pass the

e to slippery floors.

I have never heard anyone fell du
put a warnin

rway or g showing it is wet.”

cleaners will ask you to us€ anothe
tion of safety about the storage of

0 mentioned observa

There were other participants wh
te away free of reach

sharps: “They put all needles and was from the patients. %

ities to effectively secure patients’

er for medical facil
¢ cleaning and

Sheahan (2012:1) argued that in ord
safety, they should identify and elim ds by using adequat

dures and standardize
d how ne

(2010:854) revealed how the participants in her study S

¢ was too small and t

inate known hazar
In this study,

sed. Jackson

d measure for needle and waste disposal.

edle and W
howed that they

aste disposal were U

disinfectant proce
lacked physical

participants felt safe and they showe
here was no shelter during rainy and windy days.

resources as the clini

© 67
University of Venda

UNIVERSITY OF VENDA

LIBRARY



4.3.6.4 S ig]z
. ubtheme 6.4 Encouragement b@iﬁmmkthcare providers

y did not experience any negative attitude

Overall participants in this study indicated that the
ported themselves being accepted by the

towards the staff in the ART clinic. Participants 1€
y felt that nurses’ encouraged them to take

staff irrespective of their HIV positive status. The
HIV as any other chronic {lIness that could pe managed and controlled by ART.

have been documented, this study has

y staff towards clients

Although negative attitudes b
wards them. Some of the participants

found that most participants reported good attitudes t0
reported staff attitudes towards the HIV positive patients on ART as that of acceptance and

friendly.

The following quotes illustrate this: “They accepted me as who I am. They told me to
compare ART as any other sreatment for other chronic illness Jike hypertension and diabetes
me period.”

which are also taken daily for @ lifeti
Another client with similar experience said “The nurses weré friendly and informative about

taking ART. They just tell me that A edications for chronic illness and

RT is like any other m

were friendly towards me: e

Another participant was grateful for the acts of the staff: “The staff was friendly towards me
couraged me 10 continue taking (reatment, they even

as a patient. They accepted me and en
show me others who are sick Jike me and are now well 1felt encouraged and grateful.”

DS due to the impact it has on

s of study on HIV/Al
nd Zare (2009:299)

ghamolaei, Tavafian, Hasani, @
s towards patients with HIV.

esting that HIV/AIDS stigma

Attitude has been one of the central area

he study findings of A

the health service. T
had positive attitude

revealed that the health care providers

003:6) there is some survey evidence Sugg

Accordin i
g to Stein 2
ica and worldwide due ART.

substantially over time both in South Afr

d in South Africa g HIV/AIDS stigma in the

has already diminished
identiﬁed decreasin

Two surveys conducte
uth Africans are adopting

03:2) stated that So
h HIV/AIDS. The res

providers and famil

general population. Furthermore, Stein (20
earcher in this study found

people living wit

d health car€ y as encouraging.

accepting attitudes towards

out that the participants experience

5: Negative practices by healthcare providers
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nced negﬂﬁ&e attitude from the nursing staff while he

One participant related how he experie
e &5 ) univer erslty of Venda
admitted in the hospital ward. The followmys the quotation: “When I was admitted
ed in

hospi ¢
spital 1 felt very much isolated as the nurse has to put on more glove

examin j

¢ me whereas on handling other patients he only put on one pair I did not like t
; 0

rd because of different treatment.”’

s when coming 1o

associ ;
ssociate with other patients in the wa

atient in hospital was put aside in his own ward, staff

Manala (2005:903), described how a p
afraid to touch him because he had HIV/AIDS.

A

study conducted by Aghamolaei et al. (2008: 4) revea
sh e ’

owed positive attitude towards patients with HIV and taking
fear of infection as the maj

tient is having HIV and or taking ART so that they can

to be infected. According to Milobeli-Dlakhulu (2007
n shouted at by healthcare

led that most health care providers
ART; however those who
or problem. Health care

d ; :

howed negative attitudes reported
providers need to be notified if the pa
a

pply better protective measures not

77

) the participants in her study r€ revealed that they were ofte
rovi :

providers and sent home without help especially when the counselors were not around. Their
colored stickers in order to identify their positive HIV

health records were marked with

status, Mlobeli-Dlakhulu (2007: 87).

44 Summary
plored and described. The study

ients on ART were €X
the

riences of HIV positive
hemes W

In thi
this chapter experiences of cl
patients which emanated from

rovi . i
provides a rich description of expe
sis from the main six t hich emerged as follows:

process of data collection and analy
r which

g ART by participants fo

ily support while takin
feelings on

ither neg

f 4
hemel focused on perceived fam
Participants had eith

th .
ey had diverse feelings about it. ative or positive

f .
amily support on taking ART-
matized and discriminated by family,

incidents of being stig
RT. Reasons

Th A
eme 2 Participants verbalized 1n
hem being HIV

ue to t
riminated emanated mostly from t

positive and taking A

fri
ends, partners and community d
heir HIV status.

for bei i
t being stigmatized and being disc
o long waiting

s of ART, difficulties accessing ART due't
jal problems for

personnel and financl

Th

h eme 3 Issues such as side effect

bOUrs for collection of treatment, ShOrt3g® of medical
uying food and transport t0 ART clinic were discussed.
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Th
eme 4 focused on the knowledge the participants had on the processes of ART. Topics like

ho .
w names of different ART drugs, how they work, and what lifestyle to adjust when taking

them were discussed.
Th i i ey
eme 5 discussed the issues of disclosing when one is on ART and the advantages of

belonging to a support groups.
h care provider’s practices at the ART clinic.

Th
eme 6 focused on the experiences On healt

cipants discussed the clinical procedures performed by nurses and their attitude towards

those patients taking ART.

4, .
S Conclusions

a that originated from interview sessions
nalysis of the study. The experiences of

following themes: Dominant narratives

This chapter focused on the discussions of the dat
conducted and the themes that emerged from data a
on ART were described in the
ort for HIV positive relative O

ted, stigma and discriminatio

HIV positive patients
n ART resulting in feelings of despair

of perceived fami
ily supp
and those of being accep n experienced to ART, participants’
RT, disclosure on being on ART,
ART clinic. Their experiences as

described by HIV positive patients

experiences while on ART, knowledge related to A

B : o
periences on health care providers’ practices in the

nd negative experiences as

discussed were both positive a
hemes. The chapter that fo

on ART under six identified t

[lows will outline the summary,

uideli :
guidelines and recommendations.

© University of Venda
70



3
CHAPGIRE=

ND RECOMMENDATIONS

S
UMMARY, GUIDELINES, CONCLUSIONS A

S
1 Introduction

During thi
th i 4 : . .
g this study, HIV positive patients were interviewed with regard to their experiences on

ART
. Data generated was analyse

d and reported in Chapter 4. Six themes and their sub-

4 and included (see€ Tabl

itive relative on ART res
o taking ART, participant’s

closure of taking ART and

theme
s were di i i
discussed i Chaptet ¢ 4.1) Dominant narratives of
ulting in feelings of despair

percej g
ceived family support for HIV pos
mination in relation t

Jated to ART process, dis
ractices in the ART cli

and o
f acceptance, Stigma and discri

experi
periences while on ART, knowledge r¢
nic. Chapter 5 therefore

eXperi
e
nces on health care providers’ P
bjectives an

t be considered t0 solve pr

d summarizes the main findings, gives

evaluat
es the study against its purpose, Y
oblems experienced by

conclusi
Si . .
ons and recommendations that migh

patients who are on ART.

5.2

4 Research S
ummary

iretroviral treatment

[V positive patients on ant

The t
itle of research was the experiences of H
t of Limpopo Provinc

in the z
Thulamela Municipality of the Vhembe Distric e, South Africa.

PI'O
blem Statement
n their families,

elation to taking treatment, i

HIV positi
positive patients on ART have issues in I
alone without

COm ;
Munity and when attending ART clinic. They come t0 the clinic very weak

accessing ART and adherence is sometimes

SUP :

' port of family members. They have problems
difficult,

positive

ght be used to support and care for HIV

lity in the Vhembe District of Limpopo
explored

p
Urpose of the study
Th
€ purpose of the study was

to explore and describe the experiences of HIV

guidelines which mi
hulamela Municipa
eriences of HIV p

he literatur€ of the r

patj
p lents on ART and to develop
B ,
Sitive patients on ART at the »

Prov; :
vince in South Africa. The eXpP

ositive patients on ART were

and : :
described in this study againstt elevant field.
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O
Research Question (&)

The following question guided the study:

® What are the lived experiences of HIV positive patients who are on ART at

Thulamela Municipality in the Vhembe District of Limpopo Province, South Africa.

The objectives of this study

e Explore and describe the experiences of HIV positive patients who are ART

* Propose recommendations on the establishment of cars and support of services of
HIV positive patients on ART. The objectives were acdressed by using qualitative
research design which was explorative and descriptive of the experiences of

participants. Recommendations were also proposed which might help in the care and

support of HIV positive patients who are on ART.

Research design and methodology
The researcher used a qualitative research approach to achieve the purpose of the study.

Purposive sampling was used to obtain relevant participants who met inclusion criteria. Data
collection was done through conducting interviews. The information was recorded on
audiotapes and transcribed. One central question guided the study and was followed by
probing, paraphrasing, nodding asking for clarity as a means for facilitating communication.
The data analysis was done following Tesch’s open coding technique and measure to ensure

trustworthiness was observed (Lincon and Guba 1985: 216). The researcher observed and

followed ethical issues.

5.3  Findings and Conclusions
The summary of findings and conclusions of the themes that have emerged during the data

analysis using Tesch’s open coding method were discussed in chapter 4. Six themes emerged
and are dominant narratives of perceived family support related to patients’ HIV positive on
relative on ART resulting in feelings of despair and also feelirgs of being accepted stigma
and discrimination in relation to taking ART, Participants’ experiences while on ART,
Knowledge related to ART. Disclosure of being on ART and experiences of HIV positive

patients on health care providers’ in the ART clinic were described subsequently;
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Theme 1: Narratives of perceived family support for HIV positive relatives

resulting in feelings of despair and those of being accepted.

y support were diverse because some felt

The feelings of the participants concerning famil
s experienced and they were being

that they obtained no support or poor support wa
e and rejection by their family

stigmatized, discriminated against leading up to divorc

members.
Participants showed that some of the family members reacted negatively because they feared

HIV also. These negative reactions b
o disclose their status at home.
were accepted by their family members.

oiled with the supplies as a way to enc
onds increased and these led them to see how

y family members made

they might get infected with
However, there were

some of the participants not t
The participants

participants who revealed that they
ourage them

stated that in certain cases they were Sp

not to stop treatment. Their relationship b
go (2010:67) recommends that the role of the

valuable their lives were to their family. Mhlon
patients for treatment. Zerfu et al. (2012:6)

significant others is very important in motivating
ple living with HIV and not ostracize and

suggest that it is important for families t0 accept peo

Judge them.
perienced negative treatment such as

und out that participants €X
ies had fear of HIV infection and

In summary, this study fo
d divorce because their famil

lack of support, rejection an
d of the disease.

being stigmatized because of lack of knowledge on the sprea

ation in relation to taking ART
emic from the start and

Theme 2: Stigma and discrimin
HIV related stigma and discriminatio
experience with it has reduced individua
status to others and to adhere O AR

recommended that in order tO alleviate issu

n have accompanied AIDS epid
ention, disclose HIV

|s* willingness to practice prev
). Banda (2010:9)

T treatment (Charles, 2009:14

es of stigma and discrimination which is also

common in some congregations i Zambia, sermons and songs are used were people living
with HIV and AIDS feel they are unloved an e Fhe
in alleviating suffer

d have resulted in isolation at ho
sermons and songs assist ing experienced due to stigma and
discrimination.

According to Liamputtong (20 gmatized and discriminated against
than men and people believe they

their husbands and that effect he sug

09:4), women are more sti
ping around with men other than

got the disease from slee

gest that education related to the subject be given.
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() st
This study found out that participants were experiencing discrimination from their families
and communities. Both men and women were all stigmatized and discriminated against.
Charles (2009:15) states that self-stigma and discrimination relating to personal, social, and
emotional aspects of a person whick must be dealt with during treatment initiation. The
community members must be educated related self-stigma and discrimination. Even though
people did not say anything, they felt people were ‘looking at them’ and tended to isolate
themselves from other people. The ccmmunities and families with people living with HIV

and AIDS need special or intensive attention and education to reduce fear resulting from lack

of knowledge.

Theme 3: Participants experiences while on ART

According to Nakiyemba er al. (2009: 46), side effects often appear with the initiation of
ART and disappear over time. In this study some participants experienced side effects which
affected their physical and psychosocial wellbeing. Those who experienced side effects were
able to tolerate them because they were warned about them before starting with ART.
However, the benefits of ART in their bodies were said to be encouraging them to take
treatment despite the side effects as they experienced better health after some months of
taking treatment. The participants did nct stop taking treatment because they realized that the
benefits of treatment outweighed their side effects. Emphasis must be on enhancing education
given to patients at all times.

The problem of long waiting was also mentioned as a major challenge. The health care
managers must come with the improvement plan to shorten long waiting hours.

Shortage of personnel, logistic and administrative procedures was also mentioned to be the
causes. It is suggested that more posts for doctors be created for community care on specific
days for patients on ART to be followed up at their respective local clinics if possible
Participants did not relate/discuss a lot of other staff members other than nurses and doctors.
The healthcare managers must motivate all health professionals to become actively involved
in ART activities in order to motivate the patient on ART as collective.

Few participants related on how difficult to access ART because of administrative procedures
if you were from another area, requesting them from a new facility. Miller et al. (2010: 12)

argue for interventions in policy changes with regard to simplifying referral and transfer
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4 i
systems that the health care managers m@ exansistive for the clients who are visitors and

were taking ART from other areas.
The study revealed that participants were satisfied about the confidentiality, privacy, and trust

received from the healthcare providers. Participants related how the nurses maintained a low

What disturbed them was interruption

tone while consulting with them inside closed rooms.
g a session by wanting to discuss

by people coming inside during a session abruptly disturbin

something with the staff. It is appreciated that there are must

rust. The interruptions must be Jimited or eradicate

maintenance of confidentiality,

d during consultations with

privacy, and t
patients on ART. It is suggested that posters be provided at wellness centers be placed on
doors when there are counseling sessions like “do not disturb counseling sessions on” the
to be educated on the importance of complying with such posters.

staff and visitors will need
rticipants had was financial constraints that made it difficult at

Another major concern that pa
times when they went to collect treatment. It is recommended that doctors follow up patients

with problems at their local clinics on specific days.

Theme 4:  Knowledge related to ART process

vidual has on a particular aspect how

The level of awareness and knowledge an indi
S 2007: 7). Furthermore, in this case

determines he/ she will react to that aspect (UNAID
of ART, symptoms and safety

cerning what constitutes ART, names

knowledge con
nfluence how the patients use

precautions and lifestyle adjustment when taking ART will i

ART. The study findin
the names of ART they W
they are taking, safety precau
always conduct ongoing informa
The study findings further reveale
expect from medication and the in

knowledge about what ART, their purpose

gs revealed that participants were poorly knowledgeable concerning

ere receiving but they did know some of t

tions, and lifestyle adjustment when on AR

he names of the drugs
T. The staff should
y are taking.

tion giving to HIV positive about the ART the

d that participants confirmed they were told about what to

formation given Wwas valuable as it enriched their

and how they worked in the body. It is suggested
that the health professionals should always update the information or knowledge that the
elation with the new developments about
ment when on ART rather difficult but

otivation on life adjustment will help

participants are having on continuous basis in I
ART. However, participants found lifestyle adjust

possible to follow if one was committed. Continuous m

patients to adjust.
7o,
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Theme 5:  Disclosure of taking ART
Most participants had problems with disclosure that they are ob ART, their families were
shocked on hearing the news, a
they reached acceptance. Howev

were those who decided not to discl

nd they somehow underwent stages of denial until ultimately
er, not all the participants were willing to disclose. There
ose to anyone and only disclosed to an unknown member

dication.
y to immediate family members, usually their children,

ly members. This

of a support group in order to get me
Those who disclosed opted to talk onl

their mothers and only a few disclosed to their partners and other fami

study’s findings are similar with other studies, Li et al. (2009:7) reported that when
participants had decided to disclose, they chose those relatives they trusted the most and
those that they had strong relationships W

spouses and siblings. It is suggested that t

ith and they usually ranged from parents and aunts,
he healthcare professionals should help establish
ART wherein disclosure should be addressed.

support groups for HIV positive patients on
nd that one is taking ART has both positive and

Furthermore, disclosure of an HIV status a
negative impacts on how it affects families. Negative impacts include feelings of fear, shame,
ir fami
positive patients on ART, and patients to

and stress by HIV positive patients, and the lies. Additionally these feelings cause

family members to isolate and/or avoid HIV
ty and cause a psychological burden for the

withdraw themselves from the family and socie
s for non-disclosure or disclosure only to

entire family. In this study, participants’ reason
stigma, and discrimina

from the local clinics or villages and be

tion. It is recommended

immediate members were fear of rejection,

that intensive education programs be established
ART in order to alleviate feelings of fear

targeted on affected families whose member is on

and shame.
Participants showed the evidence of being rejected by their other family members. Some of

nce of being rejected by their partners and even by close/immediate

them showed evide
members of their families. Few participants confirmed disclosing to their partners. It is
sly during ART until other members

suggested that couple counseling must be done continuou

understand.

hat they were sometimes withdrawn from the community due to

Participants also showed t
nated and isolated at times from

ation. They, asa result were alie

eing looked down upon by the community. It is recommended

stigmatization and discrimin

social gatherings for fear of b
76
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th S . .
at talks on HIV/AIDS and ART be ad Lo, in.places like schools, church, village
I, civic meetings, burial society, and family coming together and

meetings in the chief’s kraa
at stokvels. (2010:6) suggest t

attribute that an individual poss

hat stigma and discrimination as an undesirable or discrediting

esses must be dealt with which may result in reducing the act

by the society.
Some families label their membe us think they should be

left alone to suffer as they have brou
d for affected families, it is sugg

thers as you would have them do
lies, and friends to put themselve

e impact of having compassion to

ends disclosure because it may h

r who is on ART as deviant and th

ght the illness to themselves. It has already that intensive

educational programs be establishe ested that the topic of
these programs be named “do unto 0 unto you.” This name
might help affected community, fami s in the HIV positive
patients on ART and always realize th one another.

According to Li et al. (2007:8) recomm
y relations

¢ that participants mus
HIV positive patients with medi

m disclosing their HIV status an

ave positive impacts

hips and generates support for PLWHA.

upon the family. It strengthens famil
Furthermore, Li ef al. (2007:8) sugges ¢ disclose to family in order to

receive support and most families help

cal care and provide

counseling. Participants will benefit fro d being on ART to
port.

port groups because they will feel like they are

the family because they are likely t get sup

Participants are encouraged to belong to sup
united in a family of other people who are on ART.
ces in the ART clinic

d treat the patients who are on ART well

Theme 6:  Healthcare providers’ practi
It is advisable that healthcare professionals accept an

because it reduces emotional problems.
e attitude, beliefs and values or misinformation

According to Sadoh et al. (2006:45) negativ

limit a caregiver’s ability t0 provide effecti

ve, respectful and dignified services for the

PLWHA and their families.
gusting how nurses counted their pills with

Some participants pointed out that it was dis
e more than

s. One particular participan
m. He
being treated differently from ot

t felt very hurt when a nurse wor

ult he was

unwashed bare hand
felt isolated and as a res

hen coming to help hi
hers. Both

one pair of gloves W
s because he felt he was

isfaction that the ART clin

attend for

them if the floor was wet or slippery. The
suitable

withdrawn from other
ic was a clean and safe place to

participants reported sat

their health needs and cleaners communicated with

ing devices like boards or trays,

health care managers should provide with pill count

7
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N .
unselin@s gﬁ%ms.,uv_where pill coun

2
s to remind the staff about its Imp

y were invited to support groups to

s of the HIV disease. It was also mentioned

papers and spatulas in all consulting/co ting is likely to occur.

Hand washing drills should be done alway

ortance.
Furthermore, the participants reported that the learn about
the experiences of other PLWHA and the detail

were welcoming, informative, and supportive to the HIV positive

that the support groups
patients

ure on the experiences of HIV positive patients on ART

The researcher has gained a clear pict
This study has recomme

during the interviews with participants. ndations based on the
experiences of the HIV positive patients
researcher’s experience in the workplace; the
| findings of the study.

from the data collected during interviews; the

previous protocols and care of persons living

The study found out the participants needed

with HIV and the fina
community as a whole. Participants also

support from their friends, family members and the
ptable, where their pills were handled

felt that some practices in the ART clinic were unacce

using bare hands and the shortag

e of personnel in the ART clinic.

5.4 Recommendations

The recommendations are discussed base

positive patients oOn A

d on the rich data identified and described during

RT and the researchers’s experiences. These

interviews with HIV
care of HIV positive patients on ART might

drawn to ensure that the

ervices should be shape

recommendations were
nts rather

be improved. Health care S

than what the health care
is proposing;

d by what matter most to patie

providers feel it is best for them. The following are the

recommendation this study

ing and maintaining 2 therapeutic relationship

5.4.1 Recommendation on establish

between the family and HIV positive patients o1 ART.
s discussed in response from problem identified in theme 1,2 and 5.
osure due to fear

This recommendation i
king treatment, Jack of discl

mily support when ta
r they laeked that sup

Participants felt a need of fa
ejected and

of being stigmatized, howeve port and at times they were r
sometimes ill treated. Therefore is recommended that:
put in place that can be used to disseminate information

e A peer network system to be
e and military places, youth

on ART awareness in churches, schools, workplace, polic

vel, clubs and family gathering meetings.

centers, stok
78
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mew"_gdone where a planned handing over

e I
ntensive care of affected families @L@W
m and face to face the

programme of HIV positive patients on art is made is to the

family will be explaine

d what their role is in motivate their member to adhere to

treatment.

e Confidence building health programs in a form of talks, coaching, sports games

Id participate.

where HIV positive patients shou
uous and should include, issues like prevention of

e Couple counseling should be contin
re infection, reproduction needs, family bond, and discordant results.

health care staff.

jon on managing side effects by
d treating side effects as they

oring an
ping or stopping them may cause

54.2 Recommendat

HIV positive on ART need more assistance in monit

se as symptoms develops skip
e and Nzimande, 2009:69) Participants complained of disfiguring

rt this can affect adherence of t

arise as skipping becau
resistance (Yoder, Mkhiz

side effects while taking a

herefore it is recommended that:

e Side effects should be discussed in support group classes for patients to can identify

w what to do. Affected family members should be taught how to

them earlier and kno
r member who is ill.

ART in order to can assist thei
r should be updated on A
f ART every t

identify side effects of
e Nurses and lay counselo RT side effects and their

e side effects O ime the patient comes for

management assessing th

treatment.
ved.

e Side effects should be treated rapidly as soon as they are obser

g and maintaining 2 working environment that is

t in order to render a good care and

5.4.3 Recommendation on establishin

conducive for speedy recovery of patien

support.
her patients (Jackson

The good environment include physical and psychological aspect ot

2009:100). The nurse can ensure this by:

how to improve the physical environment.

with other staff members on

at there is hand washing

e Discuss
basins with source of water and soap in the

ntinuously to

e Ensuring th
ere are hand washing drills co

counseling rooms all he times and th
procedure correctly.

ensure all the staff follow hand washing

8
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Ensure that there are minimal or n@ fepPtions during counseling sessions by
ing cards on the doors.

planning strategies such as use of barr
e Make waiting areas stimulating by educational pamphlets to read and take home
posters and videos to reduce complaints on long waiting. The client should be taught

at their own language also considering their level of education.
e The nurse should practice correct procedures in caring patient especially when
ould not stigmatized those who are HIV positive.

wearing gloves they sh

S, :
44 Recommendation for nursing practice

with their bare

rses did pill count: touching them
ded in the

Participants were disgusted when nu
nt boards and spatulas should be provi

unwashed hands. Provisions of pill cou
Barring cards or

C 8 . <
onsulting rooms instead of using books, scrap papers, and dirty hands.
posters should be placed on doors when there is a counselling session to avoid unnecessary

The staff should protect themselves with gloves only where

interruptions by an outsider.
d avoid being impartial to patie
pair of gloves to all others.

or accidentally hear what wa

i i :
ecessary but shoul nts like wearing more than one pair to one
Participants felt that the outsider might

patient while using one
s being discussed in the room. The

associate them with HIV
ing nursing practice:

onstitute strategies on improv
tients on ART especially on;

and support of HIV positive pa

pensing technique, counseling,

f . .
ollowing recommendations ¢

¢ Training of nurses on care
providing privacy, g00 d dis and universal precaution

matters.

5.4.5 Recommendation for health education
n and ART by
fear of HIV

booklets

There seemed to be inadequate knowledge regarding the spread of HIV infectio

of the participants. Stigm
ne participant wished that
bers in order to read on H
ART side effects. Therefore:

cal clinics and villages sh
[V and should give the

ir infected members.

the family and some a and discrimination arises due to
infection and death. O those on treatment could be given
to give their family mem [V infection and ART especially on the
spread of HIV infection and

e Healthcare providers at lo

ould identify and include families

m an intensive health education

with persons living with H

concerning their needs with the
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5.4.6

5.4.7 Recommendati

The study recommend

55

A major limitation to the study was that

their treatment at the hospital ART clini

This study also recommends that t a,].;‘,hwgducation should include topics like do

ping with HIV/AIDS and lifelong ART, av

and how families can support their infec

oiding internalized shame

unto others, co
ted loved ones at home

and depression

without fear of infection or shame.

Recommendation for Health service management

There seemed to be delays and difficulties in accessing treatment if a person were
in a new facility. This study recommends that:

requesting an issue of ART
le hours to include weekend and after hours to

Art clinics should have flexib
m work or school.

accommodate those who are fro
a of all names of those receiving ART in such a

The management computerises dat
heir homes, it can be easy and quick for them to

way that even if they are away from t

receive ART in another health facility.
should match the number of patients and

Doctors’ staffing ratio in ART clinics
d, if possible community visiting doctors be employed to follow up patients at

workload,
ake efforts to devise means to support

their local clinics. Government should m

affected fa
and on ART, and these can be extended to th

milies on how to cope if somebody in the family is living with HIV/AIDS
e community as a whole.

ion for Health research

s that future research should focus on:

The experiences of both patients receiving ART in the community and nurses issuing
ommunity.

now being down referred to the ¢
king treatment daily and they

ART as clients are
y felt that they were tired of ta
‘actions only four times a year

Participants in this stud
hey can be given quarterly inje

wished that if possible t
like what is currently pra

Above all, they hoped for are

cticed with injection contraceptives.

search succeeding in developing a curative ART.

Limitations

at that time participants Were no longer collecting

c as they had been already down referred to the
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clinics and they had only come to the h@ﬁlmgg‘,{“ consultation regarding the problems they
were experiencing. The researcher had omx;"i?m for participants who were coming for
consultation and some of them were not eligible for study as they were very ill.

At first, participants who were interviewed in a hospital situation seemed afraid; thinking
their responses might affect their care even though they were reassured. After reassurance is

then that they could open up and expressed themselves freely.

5.6 Conclusions
The study provided the experiences of HIV positive patients on ART at the Thulamela

municipality in the Vhembe District of South Africa. Data obtained in this study was
sufficient to answer the research questions, aim, and objectives. The participants were free to
answer questions and this enabled the researcher to come up with recommendations based on
the findings. Community involvement and participation in ART matters is of utmost
importance to reduce negative experiences which may affect the fight against HIV/AIDS
which is now a manageable condition.

Government should continually carry out workshops to educate families and relatives of

those who are affected and make awareness campaigns to the community at large.
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positive patients on antiretr
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your experiences as an HIV positive patient on ART.
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hospital, or in the patient’s home at a place
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s of the study are to: Explore and describe the experiences of HIV positive
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patients on ART and develop recommendations on supp
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ANNEXURE C: INFORMED CONSEN@)Tsliivtnda version)

Ndivhadzo

Aa

Nne, Tshifhiwa Violet Ndou ndi mutshudeni wa yunivesithi ya Venda ane a khou gudela
digirii ya mastasi ya vhuongi.Kha thodea ya pfunzo dzanga ndi fanela u ita thodisiso.Sa
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Thulamela,tshitirikini tsha Vhembe Limpopo, South Africa”

Zwidodombedzwa zwa thodisiso iyi ndi zwi tevhelaho:-
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kana hayani ha mulwadze fhethu hune mulwadze a do funa hone nga tshifhinga tshine a

tshi takalela.

o iyi ndi u sedzulusa na u talutshedza nga ha tshenzhemo yavho sa

N . s #
v e e RT u itela u bveledza themendelo

mulwadze wa HIV/AIDS kha u shumisa mishonga ya A

dzine dza nga thusa kha u londa vhalwadze vhanwe ngavho.
A vha kombetshedzwi u shela mulenzhe kha iyi thodisiso, hone .arali vha dzhena u vha
tshipida tshayo musi vhe vhukati vha vho humbula u litsha vha a tendelwa.

Nyambedzano i nga dzhia minete ya fumbili u swika awara hafu ya awara, hu tshi khou'
rekhodiwa nga radio na u nwalwa kha bugu u itela uri i do sedzuluswa nga vhalavhelesi
vha thodisiso. Mafhungo othe ane a do pfiwa kha nyambedzano 1y1 a do t51rel'edzwa, a dc?
swikelelwa nga mutodisisi na vhalavhelesi vhawe fhedzi. A huna mbadelo ine vha do i
wana kha u shela mulenzhe kha iyi thodisiso.

U dzhenelela havho kha iyi thodisiso zwi do vhuyedza vhone na vhanwe vhalwad}zle
ngavho kha u nga bveledzelwa mashumele a uri vhalwadze vha HIV/AIDS vha
shumisaho ART vha nga londiwa hani khwine.

Arali vha tshi tenda u vha tshipida tsha iyi thodisiso ndi humbela uri vha saine fqmﬁ yau
tenda yo nambatedzwaho afha. Vha songo lenga u kwama nne kana Vhalavhelelild v ang;
vho-P.R Risenga na vho-M.S Maputle Yunivesithi ya Venda, Department Of Advance
nursing sciences kha (0159628000) arali hu na mbudziso kana zwinwe.

Wavho Mutodisisi

Mrs T.V Ndou (0729546215
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ANNEXURE D: CONSENT FORM OF PARTICIPATION (Tshivenda version)

Fomo ya u tenda

Hezwi zwi khwathisedza uri, nne R !
tenda u shela mulenzhe na u vha tshipida kha nyambedzano ya thodisiso m.e ya ri:
HIV/AIDS kha u shumisa mishonga ya ART masipala wa

“Tshenzhemo ya vhalwadze vha st BT
Thulamela tshitirikini tsha Vhembe, Limpopo Phurovintsi South Africa”.

Ndo talutshedzwa ndivho ya iyi thodisisiso.
Ndo divhadzwa nga ha ndugelo dzanga.

Arali nda pfa ndi si tsha takalela uya phanda ndo tendelwa u litsha.

Mathungo othe ane nda do a amba kha nyambedzano a do vha o tsireledzeaho.

9
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ANNEXURE F:  LETTER OF PERMISSI O'CONDUCT STUDY

(Provincial Department of Health)

School Of Health Sciences
University of Venda
Limpopo

SOUTH AFRICA

The head of department
Provincial Department of Health

POLOKWANE
Dear sir/madam
REQUEST FOR PERMISSION TO CONDUCT RESEARCH

I am conducting a research at University of Venda for science and technology. I am
engaged in the study entitled “The experiences of HIV positive patients on ART at the
Thulamela municipality in the Vhembe District of Limpopo Province, South Africa.”
The study will be conducted in the Thulamela Municipality at Vhembe District in the
Limpopo Province of South Africa.

The study will conducted under the supervision of Professor M.S Maputle and Dr P.R.

Risenga of the department of Advanced Nursing Science in the School of Health Sciences.

The objectives of the study are to:-

Explore and describe the experiences of HIV patients on ART. Develop recommendations

on care and support of HIV positive patients on ART.

I need to conduct interviews on HIV positive on ART. The interviews will be conducted
within 20 minutes to 30 minutes and will be audio taped for verification of the findings by
my supervisors and the independent coder. Raw materials will be kept under lock and key

to ensure confidentiality. Information related to the interviews will only be accessible to

my supervisors and independent coder.
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The summary of the research study and results will be made available to participants if
they wish. The guidelines which may be developed after the study may be beneficial to the

policy makers and patients who are HIV positive and are on ART.

Thank you
T.V Ndou

Researcher
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ANNEXURE G: APPROVAL LETTER FRO E PROVINCE TO CONDUCT STUDY

LM PO

PROVINCIAL GOVERNMENT
REPLBLIC OF SOUTHATRICA
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Thoheyande

Creelings

Re: Permission to conduct the study titled: Experiences of HV positive patients on anti-
ratroviral treatment at Thulamela Municipality in the Vhembe District of Limpopo Province.
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ANNEXURE H:  LETTER OF PERMISSIBX TO CONDUCT STUDY

(Tshilidzini Hospital Research Committee)

School Of Health Sciences

University of Venda

Limpopo

SOUTH AFRICA

The Head of Department
Tshilidzini Hospital
SHAYANDIMA

0945

Dear sir/madam

REQUEST FOR PERMISSION TO CONDUCT RESEARCH

University of Venda for science and technology. I am

[ am conducting a research at
ive patients on ART at the

engaged in the study entitled “T
Thulamela municipality in the Vhembe
The study will be conducted in the Thulamela municipality
Limpopo Province of South Africa.

The study will conducted under the supervisi

Risenga of the department of Advanced Nursing Scien

he experiences of HIV posit

pistrict of Limpopo Province, South Africa.”

at Vhembe District in the

on of Professor M.S Maputle and Dr PR

ce in the School of Health Sciences.

The objectives of the study are to:-
he experiences of HIV patients on ART.

Explore and describe t
HIV positive patients on ART.

Develop recommendations o0 care and support of

n ART. The interviews will be conducted

terviews on HIV positive 0
d for verification of the findings by

I need to conduct in
dio tape

within 20 minutes to 30 minutes and will be au

@U i Ak
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my supervisors and the independent coder. Raw ‘materials will be kept under lock and key
terviews will only be accessible to

to ensure confidentiality. Information related to the In

my supervisors and independent coder.

ry of the research study and results will be made available to participants if

The summa
they wish. The guidelines which may be developed afte

and patients who are HIV positive and ar

r the study may be beneficial to the

e on ART.
policy makers

Thank you

T.V Ndou

Researcher
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ANNEXURE I:

%

niversity of Venda

PERMISSION TO CON[‘%‘T STUDY (Tshilidzini hospital)

S
LIMPOPO
PROVINC'&\; G(Oy,E‘SC‘pM.E.\NT

REPUBLIC OF SO

DEPARTMENT OF HEALTH AND SOCIAL DEVELOPMENT
TSHILIDZINI HOSPITAL
Private Bag x 924
SHAYANDIMA
0945

Tel :(015)964 1061/8
Fax : (015) 964 1492
(015) 964 1072

An accessible, caring quality health and socia! development service for the people of Vhembe District.

Ref : 4/2/2
Enq Ramukumba A.N.
Date : 22.02.2012

To : Ndou T.V

RE: REQUEST TO CONDUCT RESEARCH

1. You are hereby granted permission to conduct your research as requested
2. Your permission is approved provided item 3 of HOD'’s approval is adhered to.

Hoping that you will find this in order

/( ) 2 7%17’/ 28/ 2

L e e WO T SO A Fontt Yt

b
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ANNEXURE J:

Muvhudziswa 007

Mutodisisi:
Muvhudziswa:
Mutodisisi:
Muvhudziswa:

Mutodisisi:

Muvhudziswa:

Mutodisisi:
Muvhudziswa:
Mutodisisi:
Muvhudziswa:
Mutodisisi:
Muvhudziswa:
Mutodisisi:

Muvhudziswa:

Mutodisisi:

Muvhudziswa:

Mutodisisi:
Muvhudziswa:

Mutodisisi:

%
() o

EXAMPLE OF A TRANSCRIPT (Tshivenda Version)

Ndi masiari

Ndi masiari avhudi

Vho twa hani?

Ndo twa zwavhudi, vhone vho twa hani?

Zwavhudi ho luga, ndi tama u divha tshenzhemo yavho malugana na
mishonga ya ART uri ndi ithio?

A thina thaidzo na mishonga ya ART, fhedzi nga hunwe nga inwe
ndila ndi na thaidzo nyana.

Ndi zwifthio zwe vha tshenzhela zwone?

Ndo vha na dzitshanduko.

Musi vha tshi ri vho vha na dzitshanduko vha amba mini?
Dzitshanduko kha muvhili wanga.

Ee, tshanduko ya tshileme kana tshivhumbeo?
Tshanduko ya tshivhumbeo.

Mhmm

Ndi henefho he nda thoma u vhona uri ndi na thaidzo, nga nnda ha
hedzo tshanduko athi na inwe thaidzo ye nda i vhona musi ndi tshi

khou nwa mishonga.

Mishonga ya ART yo shandukisa hani tshivhumbeo tshavho?

Maduvha ano ndi na thumbu, ndi tshi ri ndina thumbu ndi uri ndo
kukumuwa hafha (vha sumba kha thumbu na matungo ha mahada) kha

thumbu na matungo.
Hoo, vho hula hafha ntha kha muvhili.
Ndi pfa ndo khwathesa...................

Zwinwe vho ndi zwifhio?

© University of Venda
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Muvhudziswa:

Mutodisisi:

Muvhudziswa:

Mutodisisi:

Muvhudziswa:

Mutodisisi:

Muvhudziswa:

Mutodisisi:

Muvhudziswa:

N
&) i

a tangana nayo musi ndi tshi thoma unwa mushonga
a masiari, ee nga matsheloni ndovha ndisina
ovha husina tsumbo dzauri ndikho shumisa

Thaidzo inwe yend
nga matsheloni nang

thaidzo na luthihi h d '
mushonga. Ndo tangana natsumbo nga masiari musi nditshi thedza u

shumisa mushonga nga msiari ndovha ndi tshi pfa u nga ndotou
kambiwa ndi sa koni na u ita tshithu musimushonga hoyu u khou

shuma.

Vha khou ambisa hani vha tshiri vha pfa vho kambiwa?

Ndi pfa ndisi tshee na nungo ndi tshi khou kumedza. Ndi tea u thoma

nda edela ndi sathu ita tshithu

Vho vhudza nnyi uri vha khou shumisa mushonga ya ART?

A thongo vhudza muthu ngauri musi ndi tshi tumbula uri ndi na
vhulwadze ha HIV a thongo kona u tanganedza, ndo zwi wana nga
murahu ha musi ndo di hwala ndo itiwa ndingo. Arali ndi tshi khou
humbula zwavhudi ndo dovha ndaya na tshibadela u khwathisedza
nauri ndi thome u wana mushonga, mashudu mavhi musi ndi
tshibadela hovha huna laini ndapfu zwezwa vhuya zwa ita na uri ndi
vhudziwe uri ndi humele hayani ndi dotou vhuya nga matshelo, vhari
dzhiela nadzi facla dzashu. Nga duvha litevhelaho thongo tsha humela

ngauri ho vha huna laini na uri ari thusiwi.

Vhathu vhone vha vha tshi khou vha vhonisa hani?

Vhovha vha sina vhuthu.

Nga ndila de?

Sibadela ndo vhona vhathu vhanzhi vhevha vhatshi khou lwala nda
vhuya nda humbula nauri na nne ndi dotou ralo. Nda fhumula, musi
ndi tshi vhudziswa ndovha ndi sa tambisi tshithinga ndi tshi tavhanya
nda amba uri ndi khou Iwala. Fhedzi u shumisa mishonga zwovha zwi
tshi nkondela naho ndovha ndi tshi khou divha uri ndi khou
Iwala.Ndaya nda beba nda vhonala ndi wavhudi. Ndada nda thoma u
lwala ndisi tsha kona u ita tshithu nga nne mune. Ndi si dzhie
tshifhinga u thoma u nwa mushonga ngauri ndovha ndi tshi khou divha
uri ndi khou Iwala. Musi ndi tshi nwa mushonga ndovha ndisa vhudzi
muthu na mme anga a tho ngo vha vhudza. Nda dzhia tsheo ya uya
clinic ya hayani Limpopo ngauri ndovha ndo humela hayani. Musi
nditshi swika avhongo vhuya vha dzhia tshifhinga vhada vha dzhia
malofha, ngauri ndovha ndi tshi khou divha uri ndi khou Iwala ndavha
vhudza. Ndingo dzi saathu bva vha mbudza uri vhado mmbidza,
vhatshi mmbidza vha nthumela tshibadela urindi tangane na dokotela

ane a do s@nﬁ Il'llaiv\P% fr‘uélﬁkyadglf R?léoﬁeéfaa nthumela Tshedza nda
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Mutodisisi:

Muvhudziswa:

Mutodisisi:

Muvhudziswa:

Mutodisisi:

Muvhudziswa:

ﬁﬁfz
W)l
tsivhudzwa. Musi ndo W0 tsivhudziwa ndo vha ndisi tsha ofha tshithu
ngauri ndovha ndi khou divha thaidzo nauri ndi tea u shumisa
mushonga. Nda humbula uri mushonga wo itisa hani, nga murahu ha
musi ndi tshi dzhiwa malofha vha mbudza uri ndi dovhe ndi vhuye na
muthu wa hayani ane ado nthusa u shumisa mushonga. Zwo nkondela
ngamaanda uri ndi vhuye na muthu wa hayani nda thedza ndo sokou
dzhiamunwe muthu henefhala sibadela uri ndi kone u wana mushonga.

Nga murahu nda kona uvhudza munna wanga uri ndi khou shumisa

mushonga.
Ndi ngani vha tshi shavha u vhudza muthu wa hayani?

Ndo vha ndi khou shavha u vhudza mme anga ngauri ndo vhona uri
vhangasi zwi tanganedze nauri havha vhasi vhabebi vhanga ndavha
vhudza unga wana vha khou amba nga iwe badani. Nda vhona uri ndi
khwine musi munna wanga a khou divha thedzi.

Munna wavho ovha tikedza hani nga murahu ha musi vhono muvhudza
uri vhakhou shumisa mushonga ya ART?

O mbudzisa uri ndo no tanganedza na sa izwi ndi tshi khou
shumismushonga? Nda mu vhudza uri ndo kona u vhona uri
vhulwadze vhungasi vhe khwine arali ndisa khou shumisa mushonga.

Zwi amba uri a huna ane avha humbudza uri zwino ndi tshithinga tsha

unwa mushonga kana hai?

Zwa tshifhinga ndo tou di vhudza nne mune sa izwi ndozwi divha ubva
murahu.A thongo vhuya nda khakha u bva tshenda thoma u shumisa
mushonga, na musi ndi tshi khou Iwalesa ndovha ndi tshi kona uri ndi
nwe mushonga.Zwavhudivhudi ndovha ndi tshi khou diniwa nga
mishonga ngauri namusi ndi tshiya bungani ndovha ndi tshi pfa u
vhavha nga maanda, ndo vha ndi tshi thoma ndadzula hanengei uswika
ndi tshivha khwine nda kona u ita zwendayela. Nne mushonga ndodi
vhetshela tshifhinga tsha iri ya 08:00 matsheloni,a thongo vhuya nda
khakha, nda dovha ndavha wa mashudu ngauri a thongo tangana na
masiandoitwa asi avhudi, zwezwa ita uri na hayani vhasi divheuri hu
khou itea mini kha nne. Ndo vha tshi ita uri ndi le hu tshi kha divha
nga matsheloni uri I tshiri 08:00 ndi kone unwa mushonga, nga masiari
ndovha tshi edela nda ita uri ndi dzumbe zwothe uri vhasi vhone
tshithu; nga murahu ha unwa mushonga na mushonga wono shuma
ndovha ndi tshi pfandi wavhudi nga maanda. Zwo itea uri ndi thome
mushonga musi ndi hayanindi tshi humela makhuwani nda tea u
shumisa na wonoula mushonga wau dzidzivhadza ngauri huna muthu
we ndavha ndi tshi dzula nae ndo vha ndo muvhudza uri u shumisa
hani.
© University of Venda
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Mutodisisi:

Muvhudziswa:

Mutodisisi:

Muvhudziswa:

Mutodisisi:

Muvhudziswa:

Mutodisisi:
Muvhudziswa:
Mutodisisi:

Muvhudziswa:

Hu nga vha uri zwi zwba uri munna wavho ndi ene ovha tikedzaho

kha zwothe zwo livha@&'iﬁwxzhulwadze?

ke
7wi amba uri munna wavho ho ngo vha shavha ngauri vha khou

shumisa mushonga?

Hai, ho ngo shavha kana u ntsumbedza manwe maitele kana zwinwe
>

ngauri musi kha musi nda hangwa unwa mushonga nga maanda une
madekwana, ndi ene ane a nkhumbudza a ita uri ri

ndanwa nga
tavhanye uya hayani tshifhinga tshisaathu u fhira.

Vho vhuya vhavha na thaidzo ya masheleni musi vhatshi khou uya u
dzhia mushonga?

musi ndi tshi toda uya sibadela ngauri munna
wanga vhovha vhatshi nnea tshelede nauri ndovha nditshi vha vhudza
uri unonwedzi ndi do tea uya tshibadela vha mpha tshelede namusi ndi
makhuwani, ngauri ndovha ndi tshitou vhuya ubva makhuwani uda u
dzhia mushonga hayani nda kona u dovha nda humela makhuwani,
nda di ita ngauralo musi nwedzi utshi do fhela u a dovha aposa, nga
murahu ha tshifhinga ndo vhudza mme anga. Hovha hu nga
nyendavhusiku 2010, ndovha ndisa koni u vha vhudza. Ndi tshi vhuya
Tshilidzini ndo vha ndi tshi shumisa thekisi.Linwe duvha ndo ri ndi
khou vhuya makhuwani ndo tangana na khombo, nda tea u hwalelwa
tshibadela nga ambulense nda tea u wana mushonga. Musi ndi
tshibadela  ndi tshi khou nea vhutanzi nga khombo, hayani
vhatanganedza Jutingo Iwa uri ndo tangana na khombo ya goloi,
mazwalewanga na vhanwe vhada musi ndi tshikhou fhedza u nwala

fomo dza khombo yenda tangana nayo, ndazwi limuwa uri vhoda nda
a. Nda gidimela hune ha dzhiwa hone

ita unga a thongo vha vhon
husina vhathu vhanzhi ngauri hovha hu

mushonga ya ART nda wana
masiari. Nda humela murahu kha laini ya dzifomo dza khombo, ndori

ndi tshi swika vhasi mmbone ndi tshivhuya uri ndi bva Tshedza. Ra
musi nditshi khou vha vhudzangaha khombo,

dze uri khou nwa mushonga ya ART.
di ambe ngauri ndo thoma unwa

A thongo vha na thaidzo

kona uya hayani,
ndadzhia tsheo yauri ndi vha vhu
7wo ndzhiela tshifhinga uri n

mushonga nga 2008.
Vha zwi dzhiisa hani?

A vhongo shanduka ku tshilele naluthihi

Mushonga uyu uya khakhisa mafhungo a vhudzekani?

(u vhonala a tshikhou humbula)
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Mutodisisi:

Muvhudziswa:

Mutodisisi:

Muvhudziswa:

Mutodisisi:

Muvhudziswa:

Mutodisisi:

Muvhudziswa:

Mutodisisi:
mushonga?

Muvhudziswa:

Mutodisisi:

Muvhudziswa:

Mutodisisi:

Muvhudziswa:

Mutodisisi:

THE END

ﬁlgbﬁ
Minwe mishonga u pfa@%ﬁ% “Ha tshiri [ ita uri vha pfe ndala kana uri
vhasa pfe ndala, zwio cyu mushonga uya khakhisa kha zwa
vhudzekani?

Izwo ndi zwone, thedzi ndovha ndisathu todisisa, thedzi zwine ndanga
amba nga murahu hau shumisa mushonga nga madekwana, ndipfa
ndina khothe na uri thi todi u thithisiwa kha tshithu ngauri mushonga u
vha u khou shuma.

Ok.
Kha mafhungo a lutamo na zwinwe athi athu u zwi limuwa zwavhudi.
Kha mathungo a ndala mushonga u I kwama hani?

Arali nda tanganyisa mushonga na wa vithamini ndi vhona uri zwi
kombetshedza muthu uri a le nga maanda, fhedzi arali u songo
tanganyisa na vithamini u vha na ndala yo doweleaho, zwi sa ambi uri
u fhedza tshifhinga u khou ula, arali u tshi khou toda u lesa u tea u
shumisa wa vithamini, arali wo fhela ndi wana uri ndila zwavhudi, nda

sa sokou u pfa ndala.

Ndi tsini na u fhedza fhedzi kha vhari ndi vhudzise hezwi: Vha pfa uri
mushonga uyu unga khwinisiwa hani?

Vha amba u khwinisa mushonga?

Mushonga kana tshumelo yothe ngau angaredza yo livhanaho na

Athi koni u wana zwine zwanga khwiniswa

Ho luga ndo livhuwa. Vha na minwaha mingana?
Ndina minwaha ya 34

Vhothoma lini u nwa mushonga

Ndi minwaha miraru, ndo thoma nga Khubvumedzi 2008

Ho luga ndo livhuwa.

UNIVEN LIBRARY
20141140
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ANNEXURE K:  EXAMPLE OF A TRISSTRIPT (English Version)

(Translated from Tshivenda to English)

PARTICIPANT 007

Interviewer:  Afternoon.
Participant: ~ Good afternoon.

Interviewer: How are you?

Participant: I am find thanks and how are you?

Interviewer: I am fine. Ok, I want to know about your experiences related to the sickness

and the ART, what are they?

Participant: I do not have any problem with the treatment, somewhere somehow when I

started with the treatment I experienced some minor problems.
Interviewer: Hhmm! What problems did you experience?
Participant: I had some changes.

Interviewer: When you say some changes what do you mean?
Participant: ~ Changes on my body.

Interviewer: Ok, weight or shape.

Participant: ~ Shape.

Interviewer: Hhmm!
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Participant:

Interviewer:

Participant:

Interviewer:

Participant:

Interviewer:

Participant:

Interviewer:

Participant:

Interviewer:

Participant:

That is where I have realized I have got a problem; otherwise I did not
experience any problem when M%Wév‘#}eatment.

How did the treatment change your shape®

I now have a big belly, when I have a belly I can say I am big here on top on

my sides, I have changed and find myself not the same as I use to be.
Ok, you became big on the upper body.
Yes, I find myself too fat ..........

What else?

Another thing is that at first when I started with the treatment I use to take it in
the morning and in the afternoon, yes in the morning I had no problem even a
single one, there were no signs to show that I have used the treatment. I use to
experience signs in the afternoon after taking the treatment, I would feel

drunk, feel like doing nothing that is when the treatment is working within me

in the afternoon.
When you say you fell drunk what do you mean?

[ mean I would feel as if is no longer I, I would feel sleepy by that time if there

is something that needed attention, I would leave that and sleep first.
Who did you tell that you want to use the treatment?

This one I did not tell anyone that [ want to take the treatment because when I
found out that I was positive I did not accept, I can say I found out when [ was
pregnant when I was tested. If my memory still serves well I even went to the
hospital for confirmation and that I could start with the treatment,
unfortunately when I was at the hospital, I was in Gauteng the queue was very
long to the point that they ordered me to go back home and come back the
following day because it was time up and they took back our files. The
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Interviewer:

Participant:

Interviewer:

Participant:

following day I felt that I ha
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ﬁroblem that there were many people and the
e then I decided not to go.

health practitioners did not hel}®
How did you see the people like?
They were not pleasant you see.

In which way?

This should only focus on experiences (physical sideeffects and resistance,
M And

social, psychological and adherence, informational, political

nothing else
I saw many people who were very sick, I started thinking that I will be like

them. Then I kept quiet. I could not waste time when somebody ask me about
my status I would explain to them but for me to use the ART it was very
difficult and I knew about my status, then I gave birth, after giving birth I was
looking fine. Then I became sick, I then realized that I am sick and I could not
do anything on my own, but I did not take a long time since I knew about my
status. [ decided to start taking the treatment. When I do that truly speaking, I
will never tell anyone because I was even afraid to tell my mother. I decided
that [ am going to the clinic at home in Limpopo because I am at home. When
[ arrive there I did pap smear and they also took my blood, since I knew about
my status [ explained to them and that I do not take the treatment. Before the
results came out they told me that they will call me, they called me and send
me to the hospital to meet with the gynecologist who specializes in helping
women. Then he sends me to Tshedza and I was offered counseling. After
counseling I had no fear because I knew my problem which was to use the
treatment. I thought the way the treatment looked like, after that after taking
my blood they told me when to come back and that when I come back I should
come with someone who will also be taught on how to help me to use the
treatment. Then it was difficult to come with someone from home and I just
take someone at the hospital so that [ may be able to receive treatment. Yes, I

took the treatment without telling anyone at home. I then told my husband

that [ am on treatment.
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Interviewer:

Participant:

Interviewer:

Participant:

Interviewer:

Participant:

N
) ra e
What is it that you mostly afraid of, to tell them at home?
The problem is it was difficult to tell my mother, I thought maybe she is not
going to accept, you see, and those that I stay with them I was afraid that
someone who is not your parent, you can hear him/her talking about you so I

felt that it was difficult and I said as long as my husband knows.

How did your husband offer you support after you told him that you are using
the ART?

What he told me was that now are you taking the treatment well because you
were afraid, did you accept? I said I have seen that the sickness will not

change, I feel sick and I cannot get help by not taking treatment.

This means that there is no one who can give you support when coming to the

usage of the treatment as whether is the right time for treatment or not?

Ok, oh the issue of time I told myself and I knew about it sometimes back. I
never made mistake because when I started using the treatment, even when I
say I was very sick, yes I became sick and my sickness did not take me down
for long to the point that I could not do anything for myself. In fact I was
suffering from the piles, I use to wake up and work when I go to the ladies
room (toilet) it was difficult because when I started experiencing pain I would
ot do anything and I would sit in there until the pains are better, then I would
do what I went there for. When coming to the issue of taking treatment I set
the time myself for 08:00 o’clock and when it comes I could not make mistake
[ would take the treatment and I was fortunate enough because I never
€Xperience any of the side effect to the point that at home they never realize
what was happening you see. I would make sure that when the time comes I
Would eat porridge while there is time so that when it is 08:00 o’clock I can be
able to take the treatment when is in the afternoon I would sleep and I will
make sure that | hide everything that they will not see anything; after the
treatment has finished working in my body I will feel fine. It happened that I

Start with the treatment while I was at home when I go back to Gauteng I had
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Interviewer:

Participant:

Interviewer:

Participant:

Interviewer:

Participant:

¥
to use the drug one free, I hav@ ettt because I used it while I was staying

with somebody whom I have explained to him about the way it works.

Ok, this means that your husband was the one who supported you on

everything you came across concerning your sickness.

Oh, yes!

he treatment means that your husband did not run away from you

Even using t

because you are taking it.

No, he did not run away from me or showing me some behaviours or anything
because when we are out maybe I forgot to take the treatment especially the
ones that I take in the evening he is the one who makes sure that we hurry up

so we may arrive home before the time for treatment arrive.

Did you have any difficulties financially when you wanted to collect the

treatment?

lem when I wanted to go to the hospital because my husband was
d I use to tell him that this month I
money even when [ was in Gauteng, isn’t it I

[ had no prob
giving me money an am going to the
hospital and he was giving me
here I use to travel to come and
g when the next date arrive he giv
1l my mother that I am taking treatment. It was in
ow to tell her since it was difficult, and I did
which will take

started collect the treatment after that I will
return to Gauten es me money as usual, after
sometime I decided to te
December 2010, I did not know h
how to start. When I come bac

o I may collect the medication be

not know k [ was using a taxi

me to Tshilidzini s

fore I arrive at home.

ome from Gauteng I got an accident, so [

One day when I was coming back h
d I had to collect the medication.

the hospital by an ambulance an
ospital busy giving informatio
was involved in a car accident you
e [ was completing the accident forms,

was taken to
n about the accident, at

When [ was at the h
see, then my

home they receive a call that

law and others came to wher

mother-in-
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Interviewer:

Participant:

Interviewer:

Participant:

Interviewer:

Participant:

Interviewer:

Participant:

Interviewer:

Participant:

%
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[ realize that they have come@ﬁ“ T'dodged them (I pretend as if I did not see
them). I then run to the dispensary to collect the medication and I found there
were no people since it was in the afternoon. Then I went back to the line for
accident forms, I had not arrived yet and they did not see me when I come
back. We then went home, while I was busy telling them about the accident
1,2,3, I then decided to tell them that I am taking the treatment. I told them

after a long period of time because I started with the treatment in 2008.

How did she react?

After telling her she did not show any sign of changing or anything.
Does this treatment affect things like sex?

(Seems thinking deeply).

Some medications you will hear others saying that some medications make

them feel hungrieror make them feel without appetite, so this treatment does it

affect the issue of sex?

That’s true, I have not yet checked what I can tell is that after using the

evening treatment you fell sleepy and you do not want to be disturbed because

it will be working you see.

Ok!

On the issue of desire and all the staff [ have never checked.

What about on the issue of hunger does the treatment touches that?

If you mix the treatment with the medication for vitamin I think that forces
someone to eat too much but if you don’t mix with the vitamin you will have a

normal hunger, not meaning that you can spend your time eating, if you want
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Interviewer:

Participant:

Interviewer:

Participant:
Interviewer:
Participant:
Interviewer:
Participant:

Interviewer:

THE END!!!

N
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to eat a lot you can use the Wamm, if there are finished I find that I eat

normally, and fell hungry after some time.

I am about to finish but before that let me ask this: How do you feel the ART

can be improved?
You mean the changing of the treatment?

On the medication or the whole service related to the treatment of ART what

is it that you can say that it should be improved if any?
I cannot properly find what should be changed.
Ok, thank you. How old are you?

[ am 34 years.
How long have you been taking treatment?

Actually is three years, [ have started in 2008 in September.

It is fine, thank you.
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CERTIFICATE FROM INDEPENDENT CODER

Qualitative data analysis
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Individual in-depth interviews and field notes.

For the study: EXPERIENCES OF HIV POSITIVE PATIENTS ON ANTIRETROVIRAL
TREATMENT AT THULAMELA MUNICIPALITY IN VHEMBE DISTRICT OF LIMPOPO
PROVINCE

| declare that the candidate and | have reached consensus on the major themes reflected by
the data during a consensus discussion. | further declare that adequate data saturation was
achieved as evidenced by repeating themes.

Dr Tebogo Maria Mothiba
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38  Data Analysis 3
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Marshall and Rossman (2006:154) define data analysis as the process of bringing order,
structure, and interpretation to a mass of collected data that is messy, ambiguous, time
consuming, creative, and fascinating. Furthermore, data analysis was described as a search

for general statements about the relationships and underlying themes (Marshall & Rossman,

2006:154).

The researcher in this study analyzed data using Tesch Model as explained in Marshall and
Rossman, (2006:155). The researcher was interested in characteristics of language discovery
of regularities, comprehension of meaning and reflection. She reviewed field notes to

identify relationship in the observations made. The steps according to Tesch in Babbie and

Mouton (2008:490) are as follows:
Step 1: Getting the sense of the whole idea.

The researcher read through the whole data all over again repeatedly to get the sense out of

it. Any ideas coming to mind as data was read were written down.

Step 2: Pick one document

The researcher picked documents one by one reading through them, writing thoughts down.

The topics were taken from data and put in a list.

Step 3: Make a list of all topics

After going through documents of several participants, the researcher discovered topics from

which similar ones were grouped. Topics that related to each other were grouped together.

The topics were classified as minor, major and unique.
Step 4: Abbreviate the topics as codes

The topics were th;:n categorized, abbreviated and coded.
Step 5: Find the most descriptive wording

Data belonging to each category were assembled and analyzed, and their interrelationships

were indicated.

Step 6: Make a decision

35
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