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Abstract
There isa needto understandwhich factors influence the engagement &flV positive
individuals in the HIV cascade in South Africa due to its nationwide high prevalence of HIV
cases. Therefore, different strategies haehljgoposed to curb the epidemic; one of which is
financial incentivisation. The effectiveness of financial incentivisation has been debated, and
therefore this study aimed at uncovering the extent to which financial incentives influence the
engagement itinkage to and retention in care in people living with HIV (PLHIV). Dataset
from the iLink study conducted in the inner city of Johannesburg, South Africa was analysed
to understand the impact financial incentives haveParllV. This was done through a
gualitative crosssectional study of adult PLHIV who completed the LinkMe2Care study. The
interviewswerecodedandanalysedaccordingoB r a uand&€ ¢ a r thkeedticanalysisFive
main themes emerged from the analysis covering opinions on financiatiwesg effects of
financialincentivesandfacilitatorsandbarriersto linkageto andretentionin care.Participants
did not change their extrinsic motivation into intrinsic. Thus, financial incentivisation was not
successful in boosting the engagema®PLHIV in the HIV cascade, in this specific setting.
However, financial incentives enabled participants to provide for their unmet needs which is
deemed a positive. Although financial incentivisatfaited to influence the engagement in
linkage and retention in care in this study, the demand for some incentive still exists. Hence,
interventions dispensing ndmancial incentives (e.g. food vouchers) should be considered.
Additionally, by targeting up-stream factors (public clinics, unemployment),rather than
exchangef moneyfor desiredbehaviourtheengagemerdf PLHIV in theHIV cascadeould
improve. Further research, however, into the effects of financial incentivisation on PLHIV is

recommendetb understand thmfluencefurther.
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Introduction
SouthAfrica is oneof thecountrieswith thehighestnumberof HIV infections,bothin nominal
terms with 7.8 million HIV positive citizens and in prevalence with almost 20% HIV positive
aged 1549 (World Health Organization, 2020b, 2020a). With eastern and southern Africa
accounting for almost a half of newly detettmases (Joint United Nations, 2021), there is a
needto swiftly combatheepidemic.Thiscanbeachievedhroughtimely linkageto care(LTC)
and initiation of the antiretroviral therapy (ART) with a subsequentiral suppression
(Dombrowski, 2020UNAIDS, 2014). Thus, understanding factors possibly influencing the
engagemenh linkageto and retention in caris imperative.

Therefore, MaughaBrown et. al (2021) emphasise it is important to link populations
to care as soon as possible to ensurdtbat All approach is successful. The mission of the
Treat All approachis to facilitate the early detectionof HIV positive individuals, and
immediately initiate ART regardlessof viral load (VL) and CD4 count (World Health
Organization2015,2016).By doingso, Granichetal. (2009)predicts thelreatAll approach
may bring reductionof HIV transmission$o oneHIV -positivecaseper1000peoplewithin 10
years(Takarindaetal., 2016).

I n response to the World Health Organisat
the South African governmentimplementedthe universaltestandtreat policy (UTT) in
September 2016 (Motsoaledi, 2016). The UTT started by executing basee selfests tlat
helpedthe90-90-90 UNAIDS initiative to reachits first goalof informing 90%of HIV positive
individuals about their status (Joint United
those diagnosed with HIV to engage in ART and ultimately f&% 90 those HIV positive

patientson ART, to bevirally suppresse@UNAIDS, 2014).However,the subsequentTC,

1CD4 count is a test that wunveils how many CD4 <cell s
foreign objectssuchasi r uses or bacteria in oneds b(ldowgD4 o pr even
CountsHelp TreatHIV, 2021, p. 4; Leemetal., 2021).



ART adherence, and viral suppression are not up to expected rates in South Africa which can
sabotagethe possible advantagesof early HIV detection (Joint United Nations, 2021;
MaughanrBrown etal., 2021).

To avoid disrupting the linkage to care process,interventionsand programmes
targetingHIV testinguptake(e.g.mobiletrucks,HIV seli-tests)becamepopularandhelpedto
diagnose a great number of HIV positive individuals (Bassett et al., 2015; Njau et al., 2021).
Yet, linkageto andretentionin carestill lag behindin thesub Saharamegion,includingSouth
Africa (KoduahOwusuet al., 2019). Itwill standto reasorthen,thatnewstrategiehaveto be
deployed to help deal with linkage to and retention in care. Wainberg et al. (2016) mention
financial incentivisatiorwhich is deemed promising since it has manifested its potential with
varyingresultsin differentfields, aswell as in HIV care.

Even though a significant amount of research on the matter of HIV epidemic has been
conductedsciencestill facesdifficulty in answeringwhatpromotedinkageto andretentionin
care in PLHIV. Most of the research focuses on ART adherence rather than linkage to and
retention in care (Tarantino et al.,, 2021). Consequently, there is disproportioned scientific
evidence of factar that promote linkage to and retention in care. In the context of the HIV
preventioncascaderesearchhusfar omitsto asignificantextenttheinterconnectionbetween
each of the steps. The HIV cascade involves different steps, all focusbthio a primary
goalof virally suppressinghe majority of PLHIV. The cascadencludes firstly, thescreening
testing of individuals for detecting the virus; secondly, LTC through connecting the newly
diagnosegbatientsvith HIV clinics; thirdly, initiation of ART with thesubsequerdtepof ART
adherence; and lastly, the main goal of viral suppression (Centers for Disease Control and
Prevention2014;Kay etal., 2016).

By focusing on two parts of the HIV cascade, linkage to and reteinticare, and its

successatewhile beingfinancially reinforced this studyaddsto thescientificrealmaboutthe



potentialof financialincentivisatiorandlinkageandretention.Thus,this studybridgesthegap

between whaoccurs during the first, second, and third steps of the HIV cascade. It does so
through analysing qualitative data to wunder
cannotbefully contained by quantitativetudies.

In addition to this, the informationbtained from the interviews has the potential to
help build future projects related to the field of linkage to and retention in the HIV cascade in
South African, namely in the context of cities with diverse populations, like Johannesburg
(Cooperative Goverance & Traditional Affairs, 2020). Policy advisors can draw from the
information obtained to create new policiaad interventions that are evideds&sed to
combattheHIV epidemic.By doingso,thecurrentstudydemonstrates its socialevance.

With thatsaid,thequestionof how to maintainandimprovelinkageto andretentionin
care with the goal of viral suppression needs further exploration. Thus, this thesis aims to
present the experiences and opinions of people living Wi (PLHIV) with financial
incentivisation and whether such reinforcement may have positive, or negative, effects on

linkageto and retention in care.

Existing Literature

The HIV cascade is important in mapping the process PLHIV need to undergwitallye
suppressed. Testing is a major step in the cascade and can be boosted by -téitsself
(HIVST) as the uptake of them is higher than in standard HIV testing facilities. However,
higherHIVST uptakedoesnotautomaticallytranscribanto betterfoll ow-up with confirmatory

testing, which is considered to be the beginning of LTC (Njau et al., 2021). Such results are
supported by South African data on success rates of LTC. For instance, Johnson et al. (2017)

reportedthe nationalpercentag®ef LTC is at57%. Further,Nicol etal., (2022)in their study



reported.TC, within thefirst threemonthsof diagnosisto beat83%,yettherateof retention
in careafter 12 monthsvas46%.

Which steps could improve the number of pedipleed to and retained in care are not
clear; however, possible solutions exist. For instance, financial incentivisation seems to be on
a rise of its popularity and Brown et al. (2018) purport this by placing emphasis on financial
incentivesasafeasibletool which couldpossiblyhelptoimproveanystageof theHIV cascade.
Equally, Fahey et al., (2020) found that small financial incentives improved retention in care
and viral suppressionof PLHIV in Tanzania. However, another study on financial
incentivisation from Thirumurthy et al. (2019) did not find a link between viral suppression
and financial incentives in a study on PLHIV in Uganda. Therefore, given the potential
financial incentivisation has it is imperative to study its efficiency thghty to determine
whether or not it could be a suitable tool in combating the HIV epidemic in South Africa. To
add to that, based on the conflicting results, this study tries to analyse what factors play a role
behind successful financial incentivisatiby looking at barriers and facilitators of the HIV
cascade.

That said, a systematic review from low, middle, and fglome countries delivered
by Hendricks et al. (2021) presentedpossible barriers and facilitators on the Kaufman
framework. Theframework was chosen as the most suitable theory to adequately capture all
possible barriers and facilitators and draws on the ssmogical model. Five levels that
affectHIV relatedoehaviourareincorporatedFirst, ontheindividuallevel, fear(soaal stigma,
sideeffects of ART) and sociodemographic factors (gender, younger age, or lower education)
were common barriers to LTC and ART adherence/retention. The interpersonal level was
definedby family relationshipsvhich play arole of facilitators(supportivepartnerspr barriers
(domestic violence, or lack of autonomy for women). Social stigma and discrimination were

identified asthe major barrierson the communitylevel, and peersupportand supportgroups



as faciltators. At the institutional level, a stigma posed by healthcare workers was perceived
asasignificantbarrier. Thefinancialcostsof careandtransporthavingalow income,andthe
distanceo thefacility wereidentifiedasbarriersonthestructuralevel(Hendricksetal., 2021).
To support these findings, another systematic review analysing barriers and facilitators of the
HIV cascadepublished by Ammon et al. (2018) describedthe same barriers as the

aforementioned study.

Theoretical Framework

From a social science perspective, one must address both individual and environmental level
theoriesto understand the studigatoblem from different perspectives. That being said,
individualleveltheoriesexplaino n ebéhsvioutbasedontheindividual characteristicsvithin

oneself, like knowledge or beliefs. However, environmental level theories also bring into
account that the environment one is embedde
Cancer Institue, 2005). Hencegtlbelf Determination theory (SDT), as an individual level

theory, and the Multiple Domain Model (MDM), as an environmental level theory, were

choserto explaintheinfluencefinancialincentiveshaveon linkageto andretentionin care.

SelfDetermination Theory

In attempts to explain and understand what motivation is and how it is driven, Deci and Ryan
(1985) proposed the SDT to enlighten the processes behind. The theory distinguishes between
intrinsic and extrinsic motivation which are both driven by different factors. Intrinsic
motivationis amotivationto engagen a certainbehaviourout of purejoy and/orinterest.The

latter assumes that one is motivated to do something based on external stimuli like rewards or
punishmentsThatsaid, extrinsicallymotivatedindividualsoftenengagen certainbehaviours

basedon, for instancemonetaryrewards(Czaickietal., 2018; Deci & Ryan,2015;Ryan &



Deci, 2000). That is, some can be intrinsically motivated tedehers out of pure enjoyment
andinterestin theprofessiorwithoutlooking atotherbenefitsarisingfrom working asateacher

(e.g. longer holidays or societal prestige). Yet, others can teach for the reward in form of a
wageor longerholidays,makingthemextrinsically motivatedto performateachingob.

TheSDT alsoincorporateshreeotherfactorsthatinfluenceintrinsic motivationwhich
are regarded as basic psychological needs. Those are: autonomy, competence, and relatedness
andeach relate to the success of maintaining intrinsic motivation. Autonomy addresses the
importance of an individual being autonomous rather than controlled, as control, whether
rewarding or punishing, hinders the maintenance of intrinsic motivation (DBgjia, 2015;

Ryan & Deci, 2020). Competence, which can be regarded asffiedfcy, is best understood

as a nfeeling of mastery, a sense that one ¢
Lastly, relatedness defines a sense of belongingandisobtad t hr ough Arespec
(Ryané& Deci, 2020, p. 2).

In connection with financial incentivisation, the incentives play a role of extrinsic
motivation, and as proposed by the SDT, if all the basic psychological needs are nurtured
correctly, then extrinsic motivation may turn into intrinsic motivation (Czaicki et al., 2018;

Deci & Ryan, 2015; Ryan & Deci, 2000). However, there is a scientific dispute about this
matter as the SDT also explicitly proposes that incentivisation maytuaignundermine
intrinsic motivation in the long run. The theory stipulates one will internalise the behaviour,
and transform the extrinsic motivation into intrinsic motivation, when one sees the positive
resultsthe ART hasono n ebddy.Yet, in reality, onecanlink to andretainin careexclusively

as a result of financial stimulation, resulting in an immediate abandonment of the behaviour

whenincentivesarenot provided(Czaickietal., 2018;Galarragaetal., 2013).



The Multiple Domain Model

The MDM model is an environmental level theory, and therefore covers for factors the SDT
does not directly address (Kaufman et al., 2014; Zimmerman et al., 2007). Introduced by
Zimmerman et al., (2007), the MDM model broadens therthef Planned Behaviour to a

theory that spreads across various realms. The MDM possesses that factors external to the
individual areequallyimportantasfactorsinternalto theindividual. Themodelconsistf five

di fferent domai ns t hati sikuationalicomtextual &istanee toothee 6 s &
healthcare facility, or cost of the travels), social psychological (norms aneffsedicy),

personality and social environmental (healthcare workers, famagiaeships), and social

structural (socieeconomic status) (Kaufman et al., 2014; Zimmerman et al., 2007). Kaufman

etal. (2014)mentionthatthereis scientificevidencehatthe MDM canexplainani ndi vi dual 0
healthrelated behaviour (Johnson et @&010; Kaufman et al., 2014; Mehrotra et al., 2013;

Xiao etal., 2010).

Combined Theoretical Framework

To explainbehaviourf participantdn this study,a modelwascreatedhatuseshe SDT asa

basis and was enriched by parts of the MDM (@Sigeire 1). The model anticipates that not

only extrinsicor intrinsictypeof motivationinfluencesbehaviourputalsootherenvironmental

and individual factors play a role in the decision making of PLHIV. The three factors were
chosen on the premiss of the SDT which also incorporates three needs. However, autonomy

wasswitchedwith social/contextuatlomainasthe authoranticipatests low influence.
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The model predicts that if one is stimulated by financial incentives (extrinsic
motivation) one internalises and integrates reimbursed behaviours into intrinsic motivation
(inkage toandretenton i n care). Thus, goal behaviour
However, three other factors influence onebo
relatedness; 2) social/contextual domain; 3) competence. If all three factqueséreely
influenced thechance®f financialincentiveshelpingto changamnotivationfrom extrinsicinto
intrinsicincrease.

Relatedness in this modelor r esponds with the character
(2007) soci al environment al domain which re
relationshipawith theindividual. Social/contextuatlomainwasaddednto themodelsincethe
SDT doesot account for such influences such as travel costs, distances between facilities, or
unemployment. Since these factors play an important role in linkage and retention
(Kebaabetswe et al., 2020), they were added into the framework. Last factor thapaah im
whether or not one engages in a certain behaviour is competence. Competence in the SDT is

interchangeablevith theMD M6 s psgchalogidadomain,whichis seltefficacy.
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The research question can be answered with the help dfatmiswork as it addresses

theaspectselatedto financialincentivisationwith regardgo linkageto andretentionin care.

Current study

The focus of the current study is to understand the variables that influence linkage to and
retentionin carewhile receivingfinancialincentivesandaddresshesefactorsin the contextof

the iLink study, which was carried out in the inner city of Johannesburg, South Africa. The
iLink study is nested within the LinhkeMe2Car
HIViinfected men and women are more likely to achieve or maintain HIV virologic
suppression if of fered financi al i ncentives
2021).Participantsveredividedin theratio of 1:1into theinterventionandcontrolgroupsand
monitoredfor six monthsto analyseheinfluencefinancialincentiveshaveon theengagement

within the HIV cascade. After the six months period, participants were asked to participate in
the 1 Link st wsiwhiéhdocused iorttheir expeeences weth and opinions about
thefinancialincentives LTC, ART adherenceandviral suppression.

Thedatafrom theiLink studyareusedin this studywhichaimsto addresshefollowing
research question: AHow did the experience
and retention in care for PLHIV?0. The reseet
outcomes, as it is expected that financial incentivisation plays sadea the engagement of
PLHIV in the HIV care cascade. It is anticipated that for some participants the extrinsic
motivation, in the form of financi al i ncent
linkageto andretentionin care,resultingin shifting o n emts/ationto intrinsic. Further,other
factors related to environmental and individual factors are expected to play a role, resulting in
a stronger or weaker urge to engage in a behaviour. However, based on the scientific dispute

aboutpositiveeffectsof financialincentivisationjt is alsoanticipatedhatextrinsicmotivation

12



was not changedinto intrinsic motivation for the majority of participants based on

environmental andhdividual factorsmentionedn thecurrents t u dhgodescaframework.

Methods

Study Design andSetting
The current studyods design is qualitative gi
Qualitative research is described by addressing questions thdiffaralt to answer with
numbers, such as why and how questions (Tenny et al., 2022). Thus, the research question of
this study shows its qualitative characteri s
incentivisation influenced linkage to andrent i on i n care for PLHI V
study expands on the LinkMe2Care quantitative study with the ultimate goal of deepening
understandingf thequantitativeresultsprovided.

Thisis aqualitativecrosssectionaktudyof HIV positiveadults(aged18or more)who
participated in the LinkMe2Care study. The dataset from the iLink study was provided by the
Ezintsha Research Centre. Set in the inner city of Johannesburg, the study touches upon the
most affected part of the city where masimigrants, sex workers, and other vulnerable key
populations live. The HIV prevalence in the inner city of Johannesburg is high. Yet, despite
thefactthattheareadoesnotthrive comparedo otherSouthAfrican cities, it is equippedwith
varioushospitalsandcommunityinterventionghathelpto easeéheburdenof theHIV epidemic

(Rees estl., 2017).

Study Sample

Participants who were eligible to join the study if they were 18 years or older, completed the

LinkMe2Carestudy,andhada cell phoneto conducttheinterview with. All participantsvere

13



deemed to have signed the consent form and understood it. Younger men and women were
prioritized.

Participants were regarded as ineligible when consent forms were not signed and/o
refusedo disclosenformationthatwasaskedn theinterviews.Additionally, participantasvho
were seen as a threat to the studyds out come
from the study.

The qualitative research team wa®vided with a complete list of all LinkMe2Care
study participants which were divided into 4 separate groups according to the way they were
recruited Giventhatthes t u gaytidigantdid notself-reportasanticipatedparticipantdrom
other HIV programs than STAR initiative were invited for the interviews. Thus, recruitment
channels were extended by the Sedia and the Hepatitis C (HCV) useability and performance
study, and ANOVA harm reduction initiative. Afterwards, compliance sampling, whiah is
type of nonprobabilitysamplingin which participantsarechoserbasedn their eligibility and

convenienprofile (Lavrakas2008), wasised with ncstratified sampling.

Data and Measurements

Exit interviews with 26 participants (six pilot, 2Budy) were conducted after the completion

of the LinkMe2Care study between July and August 2021. The interviews were carried out in
thep ar t i @refpriediahgdagdy two trainedinterviewersskilled in severalbf the South
African languages, follomig a semstructured questionnaire. Each of the interviews lasted
betweenl8to 35 minutes.Theinterviewswerethentranscribedandwhereneedediranslated

into English by an independentranslator. The transcribernoted important parts of the

interviews whichwerenot ableto betranslatednto Englishwithout damaginghe context.

For instance, using terms such as fASisio (which mean
iBabao ( whthardmdismsedto showespectoanelderlyman).
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To collect the data, serstructured interview guides (see Appendix 1) were used and
gavetheinterviewersthepossibility of askingadditionalgquestiondo uncovemoreunderlying
informationaboutthestudiedproblem.Theline of questioningaddressethestudyexperience,
includingthemotivationto stayin thestudyfor thesix monthsperiod,andmotivationto retain
in care. Other questions covered LTC and adherence to ART. More emphasis washput on t
experienceof financial incentivisationand p ar t i cthopghts dand atitudes, towards
financialincentivesin HIV care.

The first set of questions addressed which study arm the participant was in, and how
they got recruited to ensure thapderstood the questions posed in the guide. Second, the
interviewers touched upon the questions related to LTC, covering the motivation to perform a
confirmation test. The next section questions on ART adherence, experiences with ART and
how COVID-19 measiresaffectedobtainingthe medicine.Finally, theinterviewguidesasked
about financial incentivisation putting more emphasison the experiencesthoughts,and
opinionsaboutthe matter.Dependingontheway theparticipantsvererecruitedinto thestudy,
they were asked additional questions about reminders sent mostly via Short Message Service
(SMS) or telephone calls. These were meant to remind participants to collect their ART

medication.

Data Analysis and Management

This study is the first to analyse the iLink data. Prior to this study analysis, five independent
researcherfom the Ezintshacodedfour interviewsto developtheinitial codebookTheinitial
codebookvasthenconsidered byheauthorwhencreatingafinal codebook (seAppendix2)

used to guide the analysis. When the two codebooks were compared, the majority of codes

matchedvith eachotherwhich pointsto adequateeliability of thecodes Forthedevelopment
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of the codebook andsubsequent analysis diie interviews, theNVivo Qualitative Data
Analysis toolwasused.

To understand the coded data, thematic analysis (TA), developed by Braun and Clarke
(2006, 2012), was chosen for the evaluation, as the TA is usedeaangight into themes
(patterns of meaning) across the dataset and is a flexible tool of qualitative analysis consisting
of six subsequerdteps(Braun& Clarke,2012).First, familiarisationwith thedatatakesplace
by repeatedeadingof thedata.Beconing familiar with thed a t a comeants theaim of this
initial phase. The second step concerns generating initial codes which help to answer the
research question. Further, the third step consists of searching for themes that are regarded as
Afareas of similarity and overlap between cod
concerns reviewing potential themes and their coverage of the dataset. This connects to the
fifth step that involves an idepth analysis of the created themeswal as their naming.
Lastly,onegenerates eeportwhich builds onall of thesteps above (Braut Clarke,2012).

All interviews were conducted via telephone. Electronic data and transcripts were
stored on the password restricted Ezintsha server invpasprotected folders, as well as in

YoDa-folder provided by théJtrechtUniversity.

Results
Participant Demographics
In total 26 HIV positive patients who participated in the LinkMe2Care study agreed on
providing the research team with the enxiterviews for the iLink study (see Appendix 3).
Gender ratio was 12 women and 14 men. The average age was 40 years old, ranging from 27
to 55 years old. Information on the employment status was disclosed by 22 participants; 15
were unemployed by the tinod the intervention, 7 employed. The unemployment rate in this

study(31.8%)is similarto theactualonein SouthAfrica (34.5%)(StatsSA, 2022).
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Key Themes andParticipants

After finishing the thematic analysis, five key thenmeserged: 1) opinions on financial
incentivisation, 2) financial incentives as a facilitator to HIV cascade, 3) financial incentives
as an opportunity to provide for needs, 4) positive factors influencing linkage to and retention
in care, 5negativefactors influencinglinkageto and retention ircare.

Forrelatednumbersof mentionsin differentthemedby participantsseeAppendix4.

Opinions on Financial Incentivisation
Il n this theme, partici pant sidcenpvesrtaimgpave tbens o f
engagement in the HIV cascade are discussed. The analysis uncovered three main attitudes
towards the reimbursements. Firstly, the greater number of participants perceived financial
incentives as a necessity to join and/or contimite the study. The notion arose from the
reality that the monetary reimbursements enabled the participants to provide for their needs,
without which they would not be able to carry on with the study. Such needs were electricity,
food, or transport cost3.hus, the participants expressed that financial incentivisation is a
crucialtool for PLHIV to link to and retairin care.

AYes (é) it is important that peopl e mu:c

personis ableto gettransportandbeableto bemotivatedo attendthestudy
whentheyareneeded her e. 0

- Participantl8

A Y etds necessarpecauset is a motivationand frankly speakingpeople
would notcomeif it werenotfor themoneyincludingme . 0

- Participan®

~

Al coul d peepk wé camerthere with that they really needed the
money. Others had left their children with nothing to eat, they came to get
somerentmoney omaybethereisnoe | ect ri ci ty. o

- Participantl

17



Secondly, a smaller proportion of subjects amed f i nanci al i ncent.ii
thepathfor abetterwell-being.As such,participantsdisclosedhatthereimbursementplayed
little to norole ontheir decisiommaking tojoin and advancen thestudy.
A L i Ikhenkit woulddependnanindividualbecauseveall thinkthesame.

Onmyside,| wouldcontinuebecausehisis for myhealth,| amnotdoingit
for moneyYeswhenthemoneyisthere thatisabonus) takeitasab onus . 0

- Participan2
i Ndadi dhawanythingtodowithjoiningthestudy,t wasjustab o nus . 0

- Participan0

Lastly,asmallgroupof participantdescribedinancialincentivisationasaninaccurate
tool to motivate PLHIV to link to and retain in care. They argued that individuals should not
be motivated to engage in the HIV cascade using money. Instead, PLHIV should be purely
motivatedby theirinterestin theirwell-beingandhealth.Thatis, the mainmotivatorshouldbe

oneds r e soywavdsomasdifi | ity

ARYea peopl e sthdes dhasingnnoney, they musbjoin based
ontheir health, becaustheywantto takecareof their health.

- Participanb

A Mhwhat is important sisi is that each individual must take care of
themselvesSometimestheseincentives[programs] do not work, what

remains important is people taking an individual initiative to take care of

themsel ves. ( é) So, t hat i's why | am sa
becausepeople pay attention to the money,whereasthey needto pay

attentiontotheirh eal t h. 0

- Paticipant4

Financial Incentives asa Facilitator to HIV Cascade
Thisthemeportraysthebenefitsof financialincentivisatiorapprehendenh theinterviews.The
financial incentives enabled participants to buy necessities like food or ttamsport costs

which madeit easierand possiblefor them to advancein the study. The subjectsoften

18



expressethatwithoutthereimbursementsheywould beforcedto discontinughestudysince

without properdiet andtransporicosts coveredynecannottakeandcollectthe medicine.

i L i Iksaid in the beginning,whenyou do not work, it doeshelp a lot
becausegou canbuy foodso youcantakey our medi cati on wel |l . 0

- Participan22

i lishelpfulfor transportlike me.l amfrom Thokozal takethreetaxisto
comehere,soiisnecessary. o

- Participan4

Moreover,asmallpartof participantssawtheopportunityto getreimbursedor linking
to and retaining in care as a starting point in their journdetter health. This suggests that
that being financially motivated to link to and retain in care turned into a pure interest in their
health by internalising and integrating the desired behaviour. Participants showed compliance
with what t hsethearaticalr frametvorksptediatsy That is, financial incentives
hel ped to shift oneds extrinsic motivation i

like relatedness arompetencareyetto bediscussedo testthef r a me wadiabiktyd s

AAnd during the process, you win the pe
mentality that they need to get rewarded for everything, more so because it

will benefit the person. You slowly take it out of their mind that this is for

your own good, seven if you get R10 for it, the fact is you are doing it for

your |ife. I n most cases, itdéds to encour
eager to start. Along the process, you win them off and make them aware

that they dondt n e e, dhis isany ldep | ammbging f or t he
accountabldormyr esponsi bilities. o

- Participan®0

Financial Incentivesasan Opportunity to Earn Money
While financial incentives showed to be a positive influence on PLHIV in specific cases, this
theme uncovers the ndgee effects they have on the engagement in the HIV cascade. The

majority of participantsoftendisclosedhatwithoutfinancialincentivestheir needsvould not
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befully met.By needsparticipantsnentionedood, transporicostsor rentwhich werescarce

dueto their financiakituation.

i listhnecessarpecausét helpsalot ontransportandin gettingsomefood,
it helpsa lot. Especiallyif you areunemployedikeu s . 0

- Participantl

A ( ét)s necessarylot becausgeoplewhoare takingthis treatmentthey
needto havefoodto eatandontheotherhandyoudo notwork, it sometimes
gets hard, so thimoneyhelpsinthas i t uati on. 0

- ParticipantlO

Participants were ultimately interested in the incentbasause they provided money
and for their unmet needs. Yet, the expectations for individuals receiving the incentives were
to encourage PLHIV in initiating an interest in changing their health behaviour. However, for

amajority of participants thenorphoss of extrinsicinto intrinsic motivationdid nothappen.

AEh, the fact that I knew that when | an
amunemployed,, know! will beableto getmyselfsomevegetablesindfood
with themoneyt h awthyd wasmotivated( é l)live in Sowetobutl know
thatl will getmoneyand | willhaveleftoverforv e get abl es . 0

- Participantl4

AYou continue collecting your treat ment
studythatis goingto giveyou moneyor thatshouldyoug o . ©

- Participant

PositiveFactors Influencing Linkage to and Retentionin Care

Given that participants expressedtheir opinions on financial incentivisation, they also
expressed what other factors motivated them to adhere to ART and ligcame virally
suppressed regardless of financial incentives. Thus, four main facilitators were discovered in

the interviews. Participantscommunicatedhat being healthy, having their own feeling of

20



responsibility gainingknowledgeaboutHIV, andstudys t aKintin@sswerealsomotivators

behindthemlinking to and retainingn care.

A L ilkadd,| dothisoutof love,notbecausefthemoneyl t 6 lsecaask |
wewantto improveourk nowl edge. 0

- Participantl2
A T h i sindividualeesponsibility;onemustbeselfmot i vat ed. 0

- Participand

According to the theory, oneds competenc:e
extrinsic motivation into intrinsic. Smaller group of participants expressed pofatliags
towards the friendly staff that comforted them and mentioned that it helped them with linking
to care. That is, the relatedness part of the theoretical framework was positively influenced.
Furthermorethe competencéactorwasalsofulfilled wheno n esénseof self-realisationand
responsibility emerged in the dataset. As such, the urge to be responsible, knowledgeable, and

selfawarecorelatewith selfefficacy.

A(é) that time | found out ttsand | am HI V
| thought that my life is over, but through the counselling I got from the
Ezintshaguys,theydid nottakemeas ananimal,theydid nottakemelike a

different person they counselled me in a way that made me gain strength of

goingto theclinic to startmyA RV s . 0

- ParticipantlO

ACan you imagine finding out something |
warmth? They counselled me, and that calmed me down. Some people get

really stressed when they get told something like this but | was lutikg to

goodcounsellors her e. 0

- ParticipanB
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NegativeFactors Influencing Linkage to and Retentionin Care

Not only facilitators were mentioned, but also barriers, both explicitly and implicitly. A key
problem that hindered throcess of linkage and retention mentioned by the participants were
lack of money/unemploymentravelcosts andnegativeclinic experienceOftenthesebarriers

were mentioned in relation as to why financial incentivisation is needed for people to link t
and retain in care. Implying that if financial incentives are not provided, PLHIV would not be
interested in linkage and retention. In theory, this could be a sign that the scientific dispute
about financial incentives not being able to texirinsic motivation into intrinsic might be

true.

i ( at)sokayandit is necessaryor instances likegsouhad calledsomeone
to come and you find that person you called wants to come but they do not
havemoneyfor transporty ou s ee . 0

- Participantl9
il need the money because | do not wor k
regardless of how much money you have. When you are unemployed, any
moneynomattehow | i ttl e, is helpful.o
- Participan6

Thesebarrierscanalsobediscussedn relationto thetheoretcalf r a me Waztor&f 6 s
social/contextual domain which are travel costs, distances to and from the healthcare facility,
and/or lack of money/unemploymentAs shown, these environmentalfactors play an

imperativerolein deciding whetheor notto engagen linkageand retention.

A(é) 1t is important that people must be
is ableto gettransport( é ) .

- Participantl8

i Iprobablywouldn'thavegoneto testif therewasno moneyinvolvedand
thatsthet r ut h. o

- Participan®
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Moreover, the negative experiences at the clinic showed reluctance to collect the

medicineandbeadherentdueto long queues andnfriendly personneht the public clinics.

i O ntheng | cansuggests that maybewecouldcollectour medicationfrom
you[Ezintsha]becauselinics havelong queuesAndto beseerbyyourown

doctors because they are much better tha
friendly andtheyare caring, unlikeatthec | i ni ¢ . o

- Participant

Discussion

Theaim of this studywasto assestiow theutilisation of financialincentivisationramongadult

PLHIV influences their engagement in linkage to and retention in care. As shown in the
LinkMe2Care study (Majamet al., n.d.), financial incentivisation failed to spark an interest in
changing onebds health behaviour. The current
participants joined and continued with the study, based on the promise of financial
reimbusements. Such monetary support was used to cover for necessities like transport costs

or food. Based on the findings from this study, the influence financial incentives have on
linkageto andretention in carén PLHIV is fairly small.

That said, somef the fundamental barriers to HIV cascade is transportation costs to
and from the clinic, low income, or healthcare costs (Hendricks et al., 2021; Kebaabetswe et
al., 2020). By providing monetary support for PLHIV, the aforementioned barriers may be
diminished.In orderto progressn thestudy,thefinancialincentivesshowedoositiveinfluence
in cases where participants would normally not be able to collect the medicine and eat food
beforetakingit.

When considering the expectations for th&@comes of the current study, all were
fulfilled. Financial incentivisation did not change the extrinsic motivation into intrinsic in a
majority of participants.For a fairly small proportionof two participants,however, the

theoreticalframeworkwas successfulThis small group of participantsdemonstratedhat if
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given financial incentives and positive attitude from healthcare workers, their motivation
tendedo shiftfrom extrinsicinto intrinsic.

The theoretical framework predicte¢hat if all factors (relatedness, social/contextual
domain, competence)have a positive influence, the internalisation and integration of
extrinsically motivated behaviours into intrinsic will most likely happen. In the majority of
cases, negative envitmental factors like the lack of money/unemployment played a major
rolein theprocesof changinghe healthbehaviour.Thatsaid,eventhoughparticipantscould
have been positively influenced by the health professionals alongside witkdiiigtfficacy
andfamily supportthefactthatlack of money/unemploymergndthe strugglefor basicneeds
were presentdiminishedthe potential changem their health behaviourMoreover, the
majority of participantsveresubjectto changingheir behavioutbasedntheirinterestin their
health. Yet, they joined and continue with the study solely based on the financial incentives,
notintendingto changeheirbehaviourThus,extrinsicmotivationcombinedwith otherfactors
like persisteninempbyment,resultingin thefailure to changemotivationinto intrinsic.

As aforementioned, the LinkMe2Care intervention carried out in the inner city of
Johannesburg, South Africa, did nptove to be effective inthe specific settingt was
conductedn (Majametal., n.d.). This environments stronglydivergentin its socialstructure
(Reesetal., 2017),comparedo thatin a similar studyof El-Sadretal. (2017)thatwascarried
out in the USA. The explanation as of why their stéioiynd positive associations may lie
within the different demographicenvironments.That is, the sociceconomic status, the
surrounding environment, and other factors may have contributed to the different outcomes of
both studies. Moreover, the success oinemayr et al. (2017) can potentially be that they
distributed smaller amounts of money more frequently to the participants. In behavioural

economytheory,this cancontribute tdbetteroutcomeselated tdoehaviour(Linnemayretal.,
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2017). This is different to the LinkMe2Care study and could be a potential explanation as of
why the participantgdid notchangeheir healthbehaviour.

Moreover, conflicting results in the realm of financial incentives are a standard. For
instance,El-Sadr et al. (2017) reported a significant increase in viral suppression in the
intervention arm of their study. Correspondingly, Linnemayr et al. (2017) found promising
results of financial incentivisation in the field of HIV care and prevention. \attifét's et al.
(2016) and Thirumurthy's et al. (2019) studies reported no link between financial incentives
and improvement in HIV related behaviour. Both unsuccessful studies gave out conditional
cashtransferdbasecn expectationsor changingoehaviarr. Insteadof targetingtheexchange
of money for a certain health behaviour, Pettifor et al., (2012) hypothesize that by targeting
A ugireanfactorsthataffectHIV r i gPettforetal.,2012,p. 1736)couldyield betterresults.

In this study,up-stream factors of lack of money/unemployment demonstrated its imperative
influenceontheengagemeninh HIV care.Thereforethefailureto deliverpositiveresultscould
be attributed to the way the intervention was carried out. If the interventiwar tatgeted the

up-streanmfactorsfirst, theoutcomescould havébeen different.

Strengthsand Limitations

Thiss t u dtserigthdie within the studydesignandparticipantgshemselvesThe experiences

and feelings about financial incentivisation were derived after the LinkMe2Care study ended.
Thus, participants were able to disclose their opinions and feelings on the matter shortly after,
making it easier for them to express their opinions and remeenberl details. Further, the
study was conductedin a natural environment(the inner city of Johannesburgpf the
participants from which stems the ecological validity, and shows relevance for the intended

populationsFurther,a semistructurednterviewguidewas usedo gaininformation fromthe
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participants which is deemed as a strength since it allows flexibility in the line of questioning.
Hence additionalinformation on thesubjectwasobtained.

In addition, after the 26 interviews, the obtainedinformation was repeatedwithout
yielding newinformationonthe succes®f financialincentivisationin PLHIV. This pointsto
adequatesaturationwhich is seenas a strengthin this study. Moreover,sincethis thesishas
beena qualitativesub-studyof the LinkMe2Carestudy,theinternalvalidity is high;the cause
andeffectis explainedfurtherin the exit interviewspointing to financialincentivesbeingthe
denominatorfor all the results.With regardsto externalvalidity and generalizability these
resultscouldalsobebeneficial toothersubSahararcountrieswheresimilar conditionsapply.

The main limitation of this study is that due to the lack of STAR participants reporting
back,inconsistencies theknowledgeandgraspof the studyfrom differentstudyarmrecruits
showed. STAR recruits understood the study better compared to other channels like ANOVA,
Sediaand HCV. Moreover, due to the recruitmentcomplexities, interview guides were
interchangeablysed However,the mainthemesverecoveredwith eachparticipantwho also
gave indepth insights on the use of financial incentives. That said, it was still possible to
answetrtheresearch question withofurtherissues.

Additionally, a social desirability bias may be another limitation of this study since it
is possiblethatparticipantsansweredo satisfytheinterviewersbecausé¢heyfelt compelledo
do so. Nevertheless, this study still provides valuéibdings as it explored a new strategy

from which lessongan bdearnt.

Researchimplications & Recommendations
Theimplicationof this studyarethatfinancialincentivisatiormight notbethesolutionof poor
linkage to and retention in carklowever, participants demonstrated a need for different

necessitiesvhich helpedthemto advancean the study.While monetaryreimbursementsay
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not be the answer, the persistent need for some type of incentive makdoefore, it is
recommended for public health specialists to consider creating new interventions that would
be based on the needs of PLHIV to ensure their advancement in the HIV cascade. Further,
based on the information obtained from the interviews,iqyaants often disclosed their
unsatisfaction with public clinics in regard to waiting times and negative treatment from the
healthcargrofessionalsWith thatbeingsaid,it is proposedo policy makersto contemplate
apossiblepublic healthinstitutionsreformto improvepublic care.

Nonethelesghis studyidentifiedunemploymenasoneof themajorbarriersto linkage
to and retention in care. Once unemployment has stabilised, it is anticipated that linkage and
retention will be on the upka. Thus, it is suggested that public health professionals should
concentrate on targeting 1gream factors, rather than simple exchange of money for desired

behaviouras itcanpossiblyimprovetheengagemenn linkageandretention.

Conclusion

This study has shown that the experience of financial incentivisation in Plditl\hot
influencetheengagemerin linkageto andretentionin care By doingso,this studycontributed

to the research of financial incentivisation in PLHIV ie tBouth African context. Moreover,

this study uncovered that a demand for some alternate type of incentive is still needed, and it
is important to address these needs of PLHIV. In the context of high unemployment rates, the
South African government shoulfgtovide additional support to help reduce the stress of
PLHIV to achievepossiblygreatersuccessn combatingheHIV epidemic.Further this study
addressethepositiveandnegativefactorsof linkageto andretentionin care which shouldbe
consideredvhencreatingnewinterventiongargetingtheengagemernn linkageandretention,

to maximisethesuccess.
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Nevertheless, the implications of this study are relevant for research into the value of
financialincentives, as thus far, whether financial incentives do or do not promote linkage to
and retention in care remains dubious. A systematic review of albahbran studies on

financialincentivisationis recommendetb furtherunderstands effects.
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FOR CONTROL PARTICIPANTS- SEDIA/HCV/ANOVA (Cuic BAsED)

SEMI STRUCTURED INTERVIEW GUIDE FOR INCENTIVES TO PROMOTE LINKAGE TO CARE AND VIRAL SUPPRESSION

INSTRUCTIONS

1. This interview is intended to be an informal ion to collect inf ion on study particip perspectives, opini tivations, and
recommendations for linking to care, adherence to medication and attaining vi ppres
2. Each interview must be audio recorded ONLY after the informed consent form has been signed.
3. There are two levels of questions:
a. # Main questions: the questions that the principal investigator wants to get answers to
b. Probes: the questions that you as the moderator could ask respondent in order to get greater clarity on certain issues and
more information about the main question
4. |Instructions/suggestions to the moderator are in italics.
5. The space provided is for summarising the main points and general impressions. Include information on body language/ non-verbal cues.
These summaries should be more than just yes/no, but not longer than a few sentences of bullet points. They do not need to be detailed, as
the details are captured on the recording.

If the interviewer is different from the person consenting:

Hello, my name is . Welcome. Thank you for agreeing to speak with me. Please make yourself comfortable.

Today | would like us to discuss your experiences with HIV ing, why you d to care and your motivations to get/stay healthy. We

will also get your views on incentives and their role in health.

Version 2.0 02 FEBRUARY 2021

Please note that | simply want to hear your views, and there is no right or wrong answer; everything you say is important. Feel free to speak openly
and use any language or words that best describe your experiences. Your real name will not be written anywhere, which means that no one will know
it was you who said something. The voice files and notes will be kept private and safe.The discussion will take about 30 minutes.

Do you have any questions at this point?

Date of interview: / /

Interviewer name:

Guide # Arm:




Version 2.0 02 FEBRUARY 2021
STUDY EXPERIENCE

What did they tell you about the study? | STUDY EXPERIENCE

Discuss: how did you joint the study , find out what client understood about the study. Probes: study process and
stages - did you feel well informed; +/- experiences

- Make reference to the flow chart

Why did you decide to join the study? STUDY MOTIVATION

Probes: wanted to get better, viral suppression, money, referral from study staff

Version 2.0 02 FEBRUARY 2021

Why did you test for HIV?
Motivations for checking their HIV status.

- HCV Probes: Had you ever tested for HIV before the study? Why did you test for HIV that day? Would you
have otherwise tested if not through the study?

- Anova/Sedia Probes: unknown status; tests regularly? If so, how often (mos, yrs, new partners?);
Anticipating a positive result

Why did you share your HIV positive result?

- Motivations to disclose their HIV positive result with the study. Probes: Did you want to disclose your results, or
did you feel persuaded to disclose your results? How did you disclose your result? (whatsapp/text)

NB: Not applicable for HCV

Why do you think you participated in the study until the end?

- Motivations for staying in the study and attending the exit interview. Probes: reimbursement
(travel/time); wanted to know your viral load results after six months.
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HEALTH SEEKING BEHAVIOUR/ LINKAGE TO CARE

3. Are you currently on ART? ] LINKAGE TO CARE: ART INITIATION

If yes, Get the participant to discuss motivation to initiate ART.
- Probes: any difficulties, did they start and stop? Did covid affect ART adherence?
Probes: Referral and information provided by the study staff; Wanted to get better; Was viral suppression a goal for you?
- If not, why not?
Please tell me about taking your HIV medication over the past few months?
- Probes: any difficulties(side effects), did they start and stop? Did covid affect ART adherence?

-Probes: Referral and information provided by the study staff; Wanted to get better; Was viral suppression a goal for you?

INCENTIVES / REIMBURSEMENTS

During the study you received some payments. What are your opinions INCENTIVES: STUDY
about these ?
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Opinion on the payments you received: R150 time and travel. Do you think reimb are y?

(Money for travel and time)

What are your thoughts about rewarding people to take care of their INCENTIVES: GENERAL
health?

- Thoughts on incentives. Probes: Should it be done?

- If yes, why do you feel they think the payment they received is necessary (for yourself)? Probe: What
difference you think it would make?

- If no, why not?

- Do you think that incentives would encourage others to take their medication? Probes: If so,
recommendations for incentives — types, amounts etc.?
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Any suggestions for improving the study? EEEDBACK/RECOMMENDATIONS

What could be done better. Probes: distribution, screening, enrolment, engagement, exit processes,
reimbursement...
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FOR CONTROL PARTICIPANTS- STAR (COMMUNITY DISTRIBUTION)

SEMI GUIDE FOR TO PROMOTE LINKAGE TO CARE AND VIRAL SUPPRESSION

INSTRUCTIONS

1. This interview is intended to be an informal conversation to collect information on study participants perspectives, opinions, motivations, and
recommendations for linking to care, adherence to medication and attaining viral suppression.
2. Each interview must be audio recorded ONLY after the informed consent form has been signed.
3. There are two levels of questions:
a. # Main questions: the questions that the principal investigator wants to get answers to
b. Probes: the questions that you as the moderator could ask respondent in order to get greater clarity on certain issues and
more information about the main question
4. Instructions/suggestions to the moderator are in italics.
5. The space provided is for summarising the main points and general impressions. Include information on body language/ non-verbal cues.
These summaries should be more than just yes/no, but not longer than a few sentences of bullet points. They do not need to be detailed, as
the details are captured on the recording.

If the interviewer is different from the person consenting:
Hello, my name is . Welcome. Thank you for agreeing to speak with me. Please make yourself comfortable.

Today | would like us to discuss your experiences with HIV screening, why you decided to access care and your motivations to get/stay healthy. We
will also get your views on incentives and their role in health.
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Please note that | simply want to hear your views, and there is no right or wrong answer; everything you say is important. Feel free to speak openly
and use any language or words that best describe your experiences. Your real name will not be written anywhere, which means that no one will know
it was you who said something. The voice files and notes will be kept private and safe.The discussion will take about 30 minutes.

Do you have any questions at this point?

Date of interview: / /

Interviewer name:

Guide # Arm:
2
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STUDY EXPERIENCE
What did they tell you about the study? ] STUDY EXPERIENCE

Discuss: how did you joint the study , find out what client understood about the study. Probes: study process and
stages - did you feel well informed; +/- experiences

- Make reference to the flow chart

Why did you decide to join the study? STUDY MOTIVATION

Probes: wanted to get better, viral suppression, money, referral from study staff




Version 2.0 02 FEBRUARY 2021

Why did you test for HIV?
Motivations for checking their HIV status.

- HCV Probes: Had you ever tested for HIV before the study? Why did you test for HIV that day? Would you
have otherwise tested if not through the study?

- Anova/Sedia Probes: unknown status; tests regularly? If so, how often (mos, yrs, new partners?);
Anticipating a positive result

Why did you share your HIV positive result?

- Motivations to disclose their HIV positive result with the study. Probes: Did you want to disclose your results, or
did you feel persuaded to disclose your results? How did you disclose your result? (whatsapp/text)

NB: Not applicable for HCV

If not for the study, would you have gone to a health facility to confirm your results?

- Reasons for getting the confirmatory test done. Probes: What made/motivated you to confirm your
HIVSS result? Would you have confirmed your HIVSS result without the reimbursement for your time and
travel? If yes, why?

Why do you think you participated in the study until the end?
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- Motivations for staying in the study and attending the exit interview. Probes: reimbursement
(travel/time); wanted to know your viral load results after six months.

HEALTH SEEKING BEHAVIOUR/ LINKAGE TO CARE

Are you currently on ART? LINKAGE TO CARE: ART INITIATION

If yes, Get the participant to discuss motivation to initiate ART.
If not, why not?

Please tell me about taking your HIV medication over the past few months?

Probes: any difficulties(side effects), did they start and stop? Did covid affect ART adherence?
Probes: Referral and information provided by the study staff; Wanted to get better; Was viral suppression a goal for you?
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INCENTIVES / REIMBURSEMENTS

During the study you received some payments. What are your opinions INCENTIVES: STUDY
about these payments?

Opinion on the payments you received: R150 time and travel. Do you think reimbursements are necessary?
(Money for travel and time)

What are your thoughts about rewarding people to take care of their INCENTIVES: GENERAL
health?

- Thoughts on incentives. Probes: Should it be done?

- If yes, why do you feel they think the payment they received is necessary (for yourself)? Probe: What
difference you think it would make?

- If no, why not?
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