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Abstract
Background South Africa is reported to have the highest burden of HIV with an estimated 8.2 million people living 
with HIV (PLHIV) in 2021- despite adopting the World Health Organisation (WHO) universal HIV test and treat (UTT) 
recommendations in 2016. As of 2021, only an estimated 67% (5.5 million) of all PLHIV were accessing antiretroviral 
therapy (ART), as per recorded clinic appointments attendance. Studies in sub-Saharan Africa show that people living 
in low-income households experience multiple livelihood-related barriers to either accessing or adhering to HIV 
treatment including lack of resources to attend to facilities and food insecurity. We describe the interactions between 
managing household income and ART adherence for PLHIV in low-income urban and semi-urban settings in the 
Western Cape, South Africa.

Methods We draw on qualitative data collected as part of the HPTN 071 (PopART) HIV prevention trial (2016 – 2018) 
to provide a detailed description of the interactions between household income and self-reported ART adherence 
(including accessing ART and the ability to consistently take ART as prescribed) for PLHIV in the Western Cape, 
South Africa. We included data from 21 PLHIV (10 men and 11 women aged between 18 and 70 years old) from 
13 households. As part of the qualitative component, we submitted an amendment to the ethics to recruit and 
interview community members across age ranges. We purposefully sampled for diversity in terms of age, gender, and 
household composition.

Results We found that the management of household income interacted with people’s experiences of accessing 
and adhering to ART in diverse ways. Participants reported that ART adherence was not a linear process as it was 
influenced by income stability, changing household composition, and other financial considerations. Participants 
reported that they did not have a fixed way of managing income and that subsequently caused inconsistency in 
their ART adherence. Participants reported that they experienced disruptions in ART access and adherence due to 
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Introduction
South Africa is reported to have the highest burden of 
HIV with an estimated 8.2  million people living with 
HIV (PLHIV) in 2021 [1]. Based on evidence that anti-
retroviral therapy (ART) started at any stage of HIV dis-
ease was beneficial to the individual person, the World 
Health Organisation (WHO) recommended that ART be 
made available to all PLHIV for life [2]. The South Afri-
can Department of Health (NDoH) adopted these guide-
lines in 2016 [3, 4]. Since then, HIV/ART programmes in 
South Africa have continued to expand their services in 
order to facilitate the adherence of ART for PLHIV.

ART adherence involves the patient’s long-term and 
continued engagement with health care providers, phar-
macy pill refills, taking medication daily at prescribed 
times, and following dietary instructions (meaning taking 
medication with/after/before meals as prescribed) [5, 6]. 
However, achieving optimal adherence to ART and long-
term maintenance of treatment among PLHIV remains 
challenging. Based on facility records, it is estimated 
that in 2021, approximately 67% (5.5  million) of PLHIV 
were accessing ART in South Africa although adherence 
is difficult to track [1, 7]. There are noted challenges to 
conventional ART adherence monitoring and track-
ing in South Africa. Current ART adherence tracking is 
premised on patients’ self-reported adherence behaviour 
(which can be unreliable) and verified by blood viral load 
measurement (which is costly and not available in real-
time) [4, 8, 9]. As a result, objective point-of-care devices 
to test and track ART adherence in real-time are being 
trialled in South Africa [10, 11].

Studies in sub-Saharan Africa found that PLHIV often 
experience financial barriers leading to disruption in 
adherence [9, 12]. A lack of transport fees to attend clinic 
visits, and financial and/or employment responsibilities 
which leads to missing clinic appointments have been 
found to negatively impact PLHIV’s ability to access ART 
[9, 13–15]. In addition, qualitative data from multiple 
studies across sub-Saharan Africa showed that PLHIV 
living in households with suboptimal income indicated 
that food insecurity contributes to inconsistent ART use, 
as ART side effects are aggravated when medication is 
taken without food [12, 16, 17].

In South Africa, all PLHIV have access to government 
provided ART services, free of direct costs [3]. However, 
inadequate household income still compromises the ART 
adherence of PLHIV. HIV care-related costs can still be 
incurred by PLHIV through indirect expenses such as 
buying healthy dietary foods, purchasing supplementary 
medication to ease the side effects from taking antiretro-
viral drugs (ARVs), and transport fees to preferred clinics 
for people who choose to access ART services outside of 
their community [9, 16, 18, 19].

We do not know how decisions around managing 
income interacts with ART access and the ability of 
PLHIV to adhere to ART. In this study, we draw on quali-
tative data collected as part of the HPTN 071 (PopART) 
study (a community randomised trial of a universal HIV 
test and treat strategy on HIV incidence) to understand 
how income and resources are managed in households 
affected by HIV [20]. We explore how decisions and 
management of income interacted with ART adherence 
of PLHIV in the Western Cape, South Africa.

Methods
Study design and setting
The HPTN 071 (PopART) trial was conducted in 21 
communities, 12 in Zambia and 9 in South Africa, from 
2013 to 2018. These study communities were randomly 
allocated to one of three study arms – Arms A, B, and 
C. Arms A and B received an HIV combination preven-
tion package delivered at the household level with ART 
provided at government clinics [20, 21]. In Arm A and B 
communities, HIV education, testing, and referral to care 
were offered at the household level. Community mem-
bers living with HIV in Arm A communities were eligible 
for ART regardless of their CD4 count, prior to national 
guideline changes, while people in Arm B communities 
received the household package but only started ART as 
per national guidelines by CD4 count threshold. People 
living in Arm C communities received HIV testing and 
treatment in accordance with the standard of care with 
no additional interventions [20]. Nested was a qualita-
tive study that enrolled a separate cohort [21, 22]. Partici-
pants in the trial cohort who received regular visits from 
the study staff, were asked to complete various question-
naires and had additional HIV testing (blood withdrawals 

competing household priorities. These included difficulties balancing between accessing care and/or going to work, 
as well as struggling to cover HIV care-related costs above other basic needs.

Conclusion Our analysis explored links between managing household income and ART adherence practices. We 
showed that these are complex and change over the course of treatment duration. We argued that mitigating 
negative impacts of income fluctuation and managing complex trade-offs in households be included in ART 
adherence support programmes.
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and rapid tests) [23]. Our aim was to understand the 
experiences of the general community members - with-
out adding burden to existing trial cohort participants 
[24]. We collected longitudinal qualitative data from a 
cohort nested in the trial. In this analysis, we report on 
data collected from households in Arms A and B, where 
ART was available to all PLHIV [20]. These households 
offer the opportunity for a contextual understanding 
of ART management in the context of universal access 
of ART prior to changes in national guidelines. We use 
data from households in South Africa that took part in 
the qualitative cohort to understand people’s experiences 
of managing income and ART adherence, including their 
ability to adhere to their treatment plan – i.e., consistent 
clinic appointment attendance, and taking medications 
as prescribed (frequency, dosage, and with food/supple-
mentary medication).

Data collection process
As part of data collection, we used interview guides writ-
ten in English, but conducted the interviews using local 
languages comprehendible to participants (Afrikaans, 
English, or Xhosa). All data collectors were graduate 
socio-behavioral scientists (including authors AM, LV) 
who were at least bilingual in the participants’ preferred 
language and English [24, 25]. A participatory and eth-
nographic approach was employed to collect data across 
‘domains of life’ during multiple interactions with par-
ticipants to gain a broad understanding of people’s lives 
and their HIV care and testing experiences [21]. Using 
a participatory approach, we conducted activities with 
participants, including drawing kinship maps, map-
ping household structures, and creating pie charts with 
yarn showing household income and expenses. The eth-
nographic approach was carried out through multiple 
interactions, spending time with, and observing day to 
day livelihoods of participants [25]. Participants were 
interviewed at regular intervals (every 2–4 months) and 
research participants used semi-structured interview 
guides, structured around central themes. We conducted 
3 to 4 group discussions with each of the 89 enrolled 
households and did at least 1 to 3 one-on-one in-depth 
interviews among 288 participants (of the overall 370) 
across the 9 study communities over the period of 18 
months (2016–2018) [21]. All interviews were audio-
recorded and reflective field notes were taken.

Sampling procedure
As part of the qualitative cohort in South Africa, we pur-
posefully selected households in the intervention (Arm 
A and B) communities with members who self-disclosed 
that they were living with HIV. We purposefully sub-
sampled 21 PLHIV from 13 households across the 6 com-
munities. These participants were selected for diversity 

in terms of age and gender and household composition 
(multigenerational or extended households, couples, sin-
gle caregiver households, etc.).

Data analysis
For our analysis, we used data from the 21 PLHIV in 13 
households across the 6 selected communities. All inter-
views were transcribed verbatim, translated to English, 
and quality checked. We analysed 25 transcripts using 
thematic framework [26]. We used a deductive approach, 
where theme development was informed by a pre-exist-
ing framework based on the ART adherence experiences 
of PLHIV. Author (AM) created the themes and cross-
checked with authors LV and PB. We used ATLAS.ti to 
organise data and to code and identify themes [27].

Ethics
The study received ethics approval from Stellenbosch 
University (Ref no. S19/10/227). All participants signed 
written informed consent in accordance with guidance 
from the in-country research ethics committee and the 
consent was continuously confirmed during the imple-
mentation of the study. All the names and identifiers of 
participants were removed, and pseudonyms are used 
throughout. Prior to discussions, we arranged with par-
ticipants to find an appropriate and convenient time and 
confidential space in and around the households to con-
duct interviews. Although spaces were confined, we often 
held discussions outside, or at times when other house-
hold members were not at home. All data were stored 
securely. Hard copies of fieldwork notes and consent 
forms are stored in the locked cabinets at the Desmond 
Tutu TB Centre. Electronic copies of data and audios are 
kept on password-protected computers where the access 
is limited to authorized staff.

Findings
Ten men and eleven women, with an age range of 18 – 70 
years old (median age of 35 years) were included in the 
analysis. Fifteen participants self-reported that they were 
‘adherent to ART’; i.e., regularly attended scheduled 
appointments with health providers, taking ART as pre-
scribed, but would occasionally miss the dose of ART. 
Six participants reported that they were not consistently 
accessing or adhering to ART at the time of the inter-
views, i.e., that they were often not able to access ART at 
public health facilities or they were unable to take ART 
consistently even if they were able to fill their prescrip-
tions. In Table 1 below, we show the demographics of all 
household members including age, gender, and HIV sta-
tus of each participant. We also included descriptions of 
the physical structure of households as an indication of 
the socio-economic backgrounds of participants.
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Table 1 Household demographics
Household/ family 
name
(pseudonym)

Name
(pseudonym) 1

Age Gender HIV status Employment
status

Household structure

Norman household Betty 33 Woman HIV positive Unemployed Reconstruction and 
Development

Peter 30s Man HIV positive Employed Programme (RDP) house with 
four rooms

Poppy
Nelson
Yolanda
Ludwe

18
3
13
20s

Man
Man
Woman
Woman

HIV negative
Undisclosed 
Undisclosed
Undisclosed

Unemployed
Unemployed
Unemployed
Unemployed

and a bathroom inside and with
electricity and water.

Baloyi household Nontombi 43 Woman HIV negative Employed An informal housing unit.

Zonke 28 Woman HIV positive Unemployed (shack) with no amenities.

Gobingca household Nolubabalo 42 Woman HIV positive Unemployed A three room shack dwelling

Songezo
Fezile
Olothando

17
50s
12

Man
Man
Woman

HIV negative
HIV positive
HV negative

Unemployed
Employed
Unemployed

as tenants at the back of an
RDP house owned by another 
family.

Jacobs household Priscilla 45 Woman HIV positive Employed An old RDP housing unit (two 
rooms)

Arlene 25 Woman Undisclosed Employed with an extended informal 
section

Yolanda 21 Woman Undisclosed Unemployed built from wood and zinc 
material.

Darren 13 Man HIV negative Unemployed

Eddie 33 Man HIV positive Employed

Wislon household Joseph 29 Transgender 
man

HIV positive Unemployed An extended RDP house.

Phaliso household Bongiwe 48 Woman HIV positive Unemployed An RDP house, with electricity,

Sibusiso 24 Man HIV negative Unemployed water, and bathroom

Nkosi 20s Man Undisclosed Unemployed inside. There are two one

Thuso 26 Man Undisclosed Unemployed room sharks at the back

Linda 19 Woman HIV positive Unemployed rented to tenants.

Mgcina household Ikho 13 Man HIV negative Unemployed Backyard tenant (shack)

Lawrance 59 Man HIV positive Unemployed at the back

Nontobeko 43 Woman HIV positive Unemployed of an RDP house.

Lerato 18 Woman HIV negative Unemployed

Dalasile household Lungani 30s Man HIV positive Employed An RDP house (two rooms),

Khumbuza 29 Woman HIV positive Unemployed extended with wood and

Nomfundiso 45 Woman HIV positive Unemployed zinc material.

Davidson household Dayson 34 Man HIV positive Unemployed An RDP house (two rooms).

Conrad 70 Man HIV positive Unemployed

Donisi household Cathline
Vuyo
Bongi
Kuhle
Andisiwe
Sihle

51
28
26
19
11
1

Woman
Men
Men
Men
Woman
Woman

HIV positive
Undisclosed
Undisclosed
Undisclosed
Undisclosed
Undisclosed

Unemployed
Employed
Employed
Unemployed
Unemployed
Unemployed

An RDP house (two rooms),
extended with wood and
zinc building material to be four 
rooms and a
bathroom and running water are 
accessible outside of the house.

Nofemele household Thobela 39 Man HIV positive Employed An RDP house (two rooms)

Thabiso
Ezile

24
20s

Man
Man

HIV negative
HIV negative

Unemployed
Unemployed

and a one room shack outside.

Mxongo household Xolisa
Nomawethu
Amahle
Lihle

52
40s
21
4

Man
Woman
Woman
Man

HIV positive
HIV positive
HIV negative
HIV negative

Employed
Employed
Unemployed
Unemployed

An RDP house (four rooms) with
bathroom and water
connected outside the house.

Jansen household Nwabisa
Robert

29
40s

Woman 
Man

HIV positive
Undisclosed

Unemployed
Employed

Tenants renting a one room 
shack
in the informal housing unit.

All household members who took part in the discussions are bolded on the table, but only those living with HIV were included in the analysis of how management 
of income impacts on ART adherence1
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Eight families lived in basic government-subsidised 
brick houses – known as RDP (Reconstruction and 
Development Programme) houses. Three families were 
tenants renting space in the backyards of RDP houses 
owned by other individuals. Their backyard informal 
houses were constructed mostly with zinc and wood. 
The remaining two families lived in informal housing 
units, not connected to other formal structures. The 
average number of occupants on these households was 
4, and their relations with one another were complex in 
that most households were main family houses. People 
lived with their relatives such as cousins, aunts, nephews, 
and in-laws. In South Africa, 55% of people live below 
the poverty line and it is estimated that 14% of residents 
live in informal settlements which are lower socio-eco-
nomic status communities [1, 14]. Neighbourhoods like 
these, including the ones where this study was based, 
are marked by high levels of unemployment, illiteracy, 
poor sanitation services, and high levels of crime. Most 
people in these communities rely on public health ser-
vices, including for HIV/ART care [1, 28]. We analysed 

the management of income at the household level while 
the adherence experiences of PHLIV were analysed at the 
individual level.

Household income
We found that living conditions were challenging for 
families and people were often forced to make diffi-
cult decisions to survive. The average income of the 13 
households in the study was ± R3000 ($180) per month. 
As reported in other resource-constrained settings, par-
ticipants were able to access resources and incomes from 
a variety of often unexpected sources [18, 29, 30]. In 
Table 2, we show that, in addition to more conventional 
income sources, like wages from casual and part-time 
work, some families in this study relied on government 
social grants, renting out unoccupied backyard spaces, 
and receiving financial assistance from relatives. At 
times, families would run out of resources before receiv-
ing their next income. Many families would opt to bor-
row money from unregulated lenders, do household 
chores for neighbours in exchange for cash, or run street 
vendor businesses to supplement their limited incomes.

Participants listed routine expenses including food, 
childcare, preschool, transport, burial policies, electricity, 
rent, and clothing. With some exceptions, most partici-
pants in the study mentioned indirect HIV care-related 
costs (see Table 3).

Managing decisions on income sharing and expenditure
We found that households had different ways of manag-
ing their income. Managing income was determined by 
decisions people made towards sharing of expenditure, 

Table 2 Sources of income
Category Example
Government 
social grant

“I don’t have any other reliable sources of income be-
sides the [government social] grant money. I only get 
disability grant for being sick […] and child support for 
this three-year-old one [granddaughter]. It’s the only 
one” (Cathline, 51, Female).

Financial 
support from 
relatives

“I don’t even spend money. I am unemployed. Where 
do I get the money to spend? It’s the people here 
[neighbours]. Look, you see all the people and every-
one here loves me. So here I’m having a lot of food 
from people around, I don’t worry” (Dayson, 34, Male).

Part-time jobs “You work and work but sometimes they [employers] 
say, ‘No don’t come to work. We haven’t got a site [for 
work] yet’. And [then it] would take the whole week to 
get paid again while you sit and starve in the township 
with no pay” (Thobela, 39, Male).

Street vendor 
businesses

“After I’ve quit that job of looking after an old man, 
I’ve been selling pork meat ever since. It’s R350 ($20) 
to stock and the only profit I get is R150 (8$). Then I 
have to go buy more pork to sell again” (Bongiwe, 48, 
Female).

Renting out 
backyard 
spaces

“They [tenants] pay rent every month end and then 
they […] go buy their own electricity. Their rent money 
is separated from electricity because they will say I 
misuse their money. So I give each of them a slip to 
go buy electricity themselves and punch it in the box 
[electricity meter].” (Nomfundiso, 45, Female).

Household 
chores for 
neighbours

“If they want their washing [laundry] done they must 
buy me a cool drink. I won’t go to bed without food 
whereas there’s something that can feed me […] or 
just buy electricity. Maybe the others would even give 
me R50 ($3.5)” (Nolubabalo, 42, Female).

Informal 
lenders/Loan 
sharks

“I would borrow money from loan sharks […] say, I’m 
going to the clinic to fetch my treatment [ARVs]. I don’t 
want to go to this one [local clinic] here. So, it’s better 
to borrow [money for transport]” (Nwabisa, 29, Female).

Table 3 Routine expenses
Category Example
Basic needs “First thing I do with money is […] I go buy meat 

which is high [expensive]. I then take the rest of 
the remaining money to go buy what I need most 
which is fish oil, rice and vegetables or something, 
but the food money is very little […] there are still 
policies, school stuff” (Betty, 33, Female).

Savings and 
investments

“We are [part of a] ‘stokvel’ [savings scheme]. We 
contribute a lot per month and there’s ten of us. I 
meet the target through business income. You see 
today is the 3rd [of February] tomorrow I’m contrib-
uting, and I already have it” (Khumbula, 29, Female).

Recreational 
activities

“I would spend money on food but I’m drinking 
[alcohol] also. You must understand that, and these 
past few days I’m drinking a lot. I’m stressed. My life 
alone is a disaster. I have no money and I’m stuck 
with a shitty job” (Nontombi, 43, Female).

HIV care-related 
expenses

“With the little money left I would […] every day, I 
must buy and use pain tablets which are very ex-
pensive. I must specifically go and buy at least four 
to five packets of pain tablets for ARV side effects” 
(Lawrence, 51, Male).
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either (a) individually; (b) through ‘selective pooling’ or 
(c) in an unstructured manner.

For households managing incomes individually, each 
person in the household would decide on their earned 
income independently without consulting or sharing 
their finances with other members of the household. 
This was common in households without dependents or 
children. For instance, Dayson (34, male), living with his 
father who is also living with HIV, noted that:

I support myself, I make sure that I don’t go to bed 
without food. It’s my fault if I don’t eat. My father 
goes and borrows money for himself or sometimes 
would eat at his people [other relatives] where he 
normally goes (Dayson, 34, Male).

In some households, people decided on income through 
what we term as  ‘selective pooling’. This includes 
instances where people decided according to their own 
discretion, to keep a percentage of their earned resources 
for themselves, while contributing a certain or predeter-
mined amount to the shared expenses of the household. 
Xolisa (52, male) described how he shared expenses for 
the household with his wife:

At home what I pay for are clothing accounts and 
focus on children’s expenses and their school things. 
Anything related to children depends on me. Gro-
ceries, rent, and electricity are handled by my wife 
(Xolisa, 52, Male).

At times, people would still share their income with oth-
ers but decisions were not predetermined or discussed 
before spending. This manner of managing income was 
unstructured as members were not required and/or 
expected to contribute but would still cover expenses 
according to their own discretion. This was often the case 
when children shared a household with their parents, or 
when young people shared a household. For example, 
Khumbuza (29, female), living with her brother and sister 
explained that:

We don’t decide [on money] but a person buys what 
someone else couldn’t buy. My brother doesn’t like 
talking about stuff concerning his money. When 
he’s about to get paid he just looks what’s there and 
what’s not there then when he comes back from work 
he just buys those things (Khumbuza, 29, Female).

These three ways in which income management was 
decided affected the ability of PLHIV to access and 
adhere to HIV treatment. The power of deciding on 
income depended on the relationship people had in the 
household. Households with ‘pooled’ resources differed 

from those with individual sources in a sense that they 
had a strong support system, while those with individual 
sources were mostly dysfunctional.

Interaction between managing household income and ART 
adherence
We found diversity in how household income interacted 
with the ability of PLHIV to access and adhere to HIV 
treatment. PLHIV reported that, due to changes in social 
and economic circumstances often occurring over time, 
including changes in employment, household composi-
tion, and social support structures, they struggled to con-
sistently access and adhere to treatment. We found three 
ways in which the management of household income 
interacted with ART access and adherence i.e., (a) the 
diverting of resources towards substance use activities, 
(b) the sharing of household resources to support HIV-
related care and, (c) prioritising household costs at the 
expense of ART adherence.

Diverting income towards substance use activities
At least in 8 of the 13 selected households, members liv-
ing with HIV reported that, in addition to conventional 
expenses, they diverted some of their incomes to addic-
tive substance use activities such as buying illicit drugs, 
which many participants noted would negatively impact 
their ability to access or adhere to ART. For instance, 
Dayson (34) was living with his father (71) in an RDP 
one-roomed house. Both men were living with HIV and 
depended on the financial support of relatives to ‘get by’. 
Dayson reported why he could not initiate ART imme-
diately after his HIV diagnosis, despite being eligible for 
treatment:

When you start using [illicit] drugs then you don’t 
care about anything. Every [bit of ] money you get 
you spend it on drugs and ignore everything, even 
your own health, like you ignore taking [ART] medi-
cation (Dayson, 34, Male).

In some instances, PLHIV reported that they would 
spend money on alcohol to ‘numb the pain of knowing 
about their HIV diagnosis’. Zonke (28, Female), whose 
main source of income in their household was sex work, 
was living with her partner. When we asked about HIV 
treatment, she reported that:

We just buy alcohol and drink. I will drink and get 
drunk now and tomorrow the stress [of living with 
HIV] is still there, you see? I’m getting sicker, but I 
haven’t taken treatment yet (Zonke, 28, Female).

Consuming alcohol would also interrupt the treat-
ment adherence of people who already initiated ART 
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care. Nolubabalo (42, Female) explained to us how her 
estranged husband, Fezile (living with HIV), would miss 
prescribed times of taking his ARV doses when he con-
sumed alcohol and would try to ‘catch-up later’.

He would drink alcohol the whole weekend and 
ignore taking his medication. When he is sober, he 
would take all the doses he missed over the weekend 
all at once. But that’s overdose because he’s taking a 
lot [of pills] in a short time frame (Nolubabalo (42, 
Female).

In summary, these participants did not explicitly choose 
to use their resources for substance use activities above 
spending them on HIV care-related costs. Rather, peo-
ple would spend their limited income on addictive sub-
stances, which negatively affected their ability to initiate 
or remain on treatment.

Sharing resources to support HIV care
In some households, various income sources were pooled 
to support members living with HIV. This included pri-
oritizing food and additional medication that help to ease 
the side effects of ARVs available at the time. By manag-
ing household income in this way, families were able to 
support treatment adherence. While ART has improved 
over time and most ARVs currently available are well-
tolerated, at the time of data collection some partici-
pants noted that they often experienced discomfort or 
pain, which they attributed to side effects from their 
ARV medication. For instance, Lawrence and Nonto-
beko (both living with HIV and ‘getting by’ through the 
government child support grant they receive for their 
children) had to put money aside to buy additional pain 
medicine (over-the-counter). According to them, they 
needed this medication ‘to ease the ARVs’ side effects’ as 
experienced by Lawrence:

I get headaches from taking ARVs. Every day I must 
drink two Grandpas [paracetamol] and pain tablets 
because without them, I won’t come right [reported 
hallucinations]. So we take some of the money from 
the kids’ grant and buy these pills from the chemist 
(Lawrence, 51, Male).

There were other instances where spending household 
income on HIV care-related expenses supported the 
adherence of household members living with HIV. For 
instance, Nomfundiso who stays with her adult brother 
and sister explained how her brother, who was the main 
breadwinner at the time, offered the limited available 
funds to cover her healthcare costs:

Whenever I ate, I’d just vomit, and I lost energy. My 

brother was working at the supermarket back then. 
He insisted on giving me R200 [$13] to go to the 
[private] doctor. The doctor gave me medication to 
regain strength and referred me to the [local public] 
clinic (Nomfundiso, 45, Female).

In this case, the health of the person living with HIV was 
deemed a priority, and efforts were made to seek care for 
Nomfundiso, regardless of the financial burden on the 
household.

In some households, PLHIV were able to generate 
income while accessing care through the help of relatives. 
For instance, Bongiwe (48) who worked as a domestic 
worker would send her daughter, Linda (19) who was 
also diagnosed with HIV, to fetch her treatment from the 
clinic while she was at work. Bongiwe explained how that 
kept her adherent to ART:

Sometimes I send Linda [to the clinic] when I am 
busy with something thing or when [Linda] is free 
with no school work to do and even when I just 
started working she would fetch my medication for 
me (Bongiwe, 48, Female).

In this case, people were able to balance the act of ‘getting 
by’ with their health care appointments.

Competing priorities
Some participants reported that they struggled to bal-
ance between attending health services and/or going to 
work, both of which were deemed to be important for the 
well-being of PLHIV. For many people who were infor-
mally employed or earning minimum wage, there was 
little flexibility, and taking a leave of absence would com-
promise their much-needed employment. For instance, 
Thobela (39), who stayed with his two young-adult broth-
ers and financially supported his extended relatives in 
the Eastern Cape province, would sometimes forego 
clinic appointments to go to work as a road construction 
worker. He explained that:

I was in the Eastern Cape for six months. I don’t 
remember the year, but I think it was 2014. I took 
them [ARVs] very badly [infrequently] because when 
I came back, I quickly got a job. I didn’t have time for 
the clinic. At some point, I took my clinic card and 
sent children [to fetch his tablets] but they said [at 
the clinic] I must go there myself (Thobela, 39, Male).

Thobela described that he wanted to access treatment 
and he tried to make alternative arrangements to have his 
medication collected. However, his employment and the 
responsibility of taking care of the financial well-being of 
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his household took priority while that compromised his 
clinic attendance and his ability to access ART.

Several PLHIV also reported that they often had addi-
tional health-related HIV costs as they had to purchase 
over-the-counter medication to counter side effects 
attributed to ART. Costs related to HIV care could, at 
times, not be met when resources were assigned to other 
necessities such as food, electricity, and school expenses. 
For example, Bongiwe (Linda’s mother) explained why 
Linda could not consistently take ART due to other costs:

We went to fetch Linda’s treatment [from the clinic]. 
Her medication goes hand-in-hand with aqueous 
cream [body lotion] and tubes for her skin rash. The 
problem with the clinic is that they run out of stock 
and they tell us to go buy it at the chemist. How 
am I supposed to get money to buy that lotion? It’s 
so expensive. I don’t have money. The money is fin-
ished [spent] on food and on her other school stuff 
(Bongiwe, 48, Female).

Overall, managing income was determined by deci-
sions people made towards sharing of their expenditure. 
Adherence was complicated by a myriad of factors such 
as diverting incomes for substance use, employment 
commitments, and prioritising other basic household 
expenses over ART related costs.

Discussion
We reported qualitative data from the HPTN 071 
(PopART) trial on the interaction between manag-
ing income and ART adherence in the Western Cape, 
South Africa. We found that PLHIV used their limited 
resources to buy substances such as drugs and alcohol to 
numb the emotional challenges of living with HIV. Other 
household pooled their income to support access and 
adherence to ART for PLHIV by sharing expenses among 
members. A third group prioritized other competing 
expenses in households, such as covering food over ART 
related costs, which disrupted the ability of PLHIV to 
access or adhere to ART.

Researchers in low-income settings identified various 
socio-economic factors, including challenges surround-
ing household income, as a barrier to ART adherence [9, 
21, 22, 30, 31]. Similar to this analysis, studies in South 
Africa and Uganda found that consistent access to ART 
was hampered by financial household responsibilities 
[15, 30, 32]. We found that PLHIV would miss clinic 
appointments because of work commitments and the 
need to generate income. However, in some cases, fami-
lies would facilitate treatment access and adherence for 
their relatives by resorting to strategies such as collecting 
their medication while PLHIV were at work.

Qualitative data in low-income settings have shown 
that when a household is supporting treatment adher-
ence of an individual, there are also additional financial 
strains experienced by these households [33, 34]. Kibret 
and colleagues noted that supporting ART adherence 
includes allocating other household resources to address 
HIV care-related costs, such as reserving transport fees 
for PLHIV to attend clinic appointments [30, 34]. Our 
study found that it was only in few cases where people 
would reserve resources for HIV care-related costs. For 
most households, this was not a feasible option as people 
reported that they had to prioritize basic needs such as 
food, electricity, and school fees over HIV care-related 
expenses.

Our study suggests that achieving optimal treatment 
access and adherence was complicated by multiple fac-
tors such as the need to buy and use additional medica-
tion to manage taking ART, accessing food before taking 
medication, and was negatively impacted by the use of 
illicit drugs and alcohol. However, a systematic review in 
low and middle-income settings showed that households 
have the potential to create a health-enabling environ-
ment for PLHIV through covering transport fees to the 
clinic and accompanying relatives when attending HIV 
care [35, 36]. From our study, a similar approach to sup-
port PLHIV would also have been beneficial in that it 
would encourage PLHIV to attend clinical care.

The strengths of our study include that we drew on lon-
gitudinal, in-depth data allowing for thick and nuanced 
descriptions and a diverse sample of men and women of 
different ages in a resource-constrained setting. As a lim-
iting factor for this nested-qualitative study, participants 
could also have viewed the researchers as another type 
of audience, where telling their stories allowed them to 
construct themselves and others as particular kinds of 
moral agents. However, through multiple interactions 
and observations with participants, researchers were 
able to learn more about the participants’ lives and gain 
their trust that made them share their stories in detail. 
Another limitation include that we only analysed a small 
sample of the qualitative data and the experiences of 
PLHIV from the Western Cape province. Therefore, our 
findings may not be generalizable to other settings, espe-
cially if the local social and health system contexts differ 
substantially.

Conclusion
Our data shows that PLHIV included in our analysis 
were able to access and adhere to ART to some extent, 
although some reported that they could not main-
tain long-term engagement with health providers and 
continued adherence of ART. Difficulty in balancing 
work commitments and clinic appointments, divert-
ing recourses towards substance use, and covering other 
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basic household needs over ART related costs negatively 
affected the ability of PLHIV to access or adhere to ART. 
However, households have the potential to improve 
adherence for PLHIV through prioritising HIV care-
related costs. Future HIV/ART programmes could imple-
ment treatment delivery or consider ‘after hours’ clinics 
for patients who are unable to attend care due to work 
commitments during the day. Overall, mitigating nega-
tive impacts of income fluctuation and managing com-
plex trade-offs in households should be included in ART 
adherence support programmes.
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