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ABSTRACT ARTICLE HISTORY
Tuberculosis (TB) affects not only the person sick with TB but also their Received 29 March 2024
households. Our study aimed for a deeper understanding of the Accepted 30 September
multiplicative impact of TB on households, and more specifically on 2024

caregivers of people with TB, as well as factors that influence the

. - - KEYWORDS
burden on caregivers in South Africa. We conducted an exploratory

Tuberculosis (TB); caregiver

qualitative study focusing on the lived experiences of people providing
care to a family member sick with TB. The study found that the burden
of caregiving is significant and falls disproportionally on women and
poorer households whose resilience has already been compromised by
pre-existing multiple stressors and demands, contributing to health
inequities and gender inequalities. Having to care for a household
member sick with TB imposed an additional strain causing further
health, financial and social problems, leaving the household in a worse-
off position, and at a higher risk of continued ill health and further

burden; social determinants
of health; social support;
South Africa

SUSTAINABLE
DEVELOPMENT GOALS
SDG 1: No poverty; SDG 2:
Zero hunger; SDG 3: Good
health and well-being; SDG5:

. ! Gender equality
poverty. Social support was found to mediate the burden, however, was

lacking for many as kinship bonds are weakened by high levels of
poverty and unemployment. Support to households is recommended to
ensure recovery of the person with TB and their household post-TB
iliness, and prevent further ill health and poverty.

Background

TB illness can have devastating effects on people’s lives and wellbeing, affecting their physical and
mental health but also their social and economic resources. People with TB can experience severe
illness and weight loss, side-effects from the medication, psychological distress due to stigma and
discrimination, loss of income, but also disruptions to their family life. In addition to the effects
of the disease, many people with TB also live in a context of severe adversities, facing daily struggles
with poverty and inequality (Cremers et al., 2018; Farmer, 2001; Vanleeuw et al., 2022b).
Globally in 2022, 7.5 million people were newly diagnosed with TB and 1.3 million died from the
disease, making it one of the top ten causes of death worldwide (World Health Organisation, 2023).
TB is a well-known ‘social disease’ inextricably linked with a vicious cycle of poverty, affecting the
poorest in society, but also further exacerbating this poverty due to loss of employment and income,
thereby giving rise to poverty disease traps (Lonnroth et al., 2009; Wingfield et al., 2016). The World
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Health Organization’s End TB Strategy explicitly identified the need to address the social determi-
nants of TB through socio-economic interventions (World Health Organisation, 2015), and more
recently the United Nations General Assembly’s High-Level Meeting on Tuberculosis convened in
September 2023 included the provision of social benefit packages to all people with TB in their new
targets (Political Declaration of the High-Level Meeting on the Fight against Tuberculosis. Resol-
ution Adopted by the General Assembly on 5 October 2023, 2023).

South Africa is listed as a high TB burden country with an estimated 280.000 cases in 2022
(World Health Organisation, 2023). Despite significant progress in tackling the burden of TB, it
remains the leading cause of death in the country (Statistics South Africa, 2020). South Africa
decentralised and deinstitutionalised the care and management of all TB to reduce the costs associ-
ated with hospitalisation and allow for community-based care (South African Department of
Health, 2011). Consequently, much of the burden of caring for people with TB falls on the shoulders
of households (Fana & Sotana, 2021; Sukumani et al., 2012).

Most research literature on the impact of TB on households, as well as current measures such as
the End TB Strategy indicator of TB-related ‘catastrophic costs’, are focused on the economic impact
of TB-related expenditure on households (Timire, Pedrazzoli, et al., 2023; Ukwaja et al., 2012) and do
not account for the wider psycho-social impact of TB on households and especially on the household
member that provides care and support to the person with TB. Caregiver burden refers to the phys-
ical, psychological, emotional, social, and financial problems that can be experienced by unpaid family
members caring for a chronically ill or impaired family member (Chou, 2000). Caregiver burden is a
widely researched topic in high income countries for diseases such as cancer, dementia and mental
health issues (Bom et al., 2018; Gérain & Zech, 2019; Ochoa et al., 2020), however, much less so in
low-and middle-income countries and even less for those caring for people with TB. While research
and literature on the burden of caring for children with TB is more common (Loveday et al., 2018;
Meyerson et al., 2021; Mindu et al., 2017), little research is available on the burden of caring for
adult family members with TB and this mostly focuses on caregiving for people with drug-resistant
TB (DR-TB) (Fana & Sotana, 2021; Mohebbi et al., 2022; Sukumani et al., 2012; Wu et al., 2023).

While these studies make an important contribution to the evidence base on how caregivers of
people with TB experience caring for family members in need of care, they do not give a detailed
understanding of the burden that TB, including drug-susceptible TB (DS-TB), places on caregivers
and households. For instance, existing studies do not tell us more about who the caregiver is, their
characteristics, or non-TB related demands. We also do not know the nature and types of roles
different family members take on, the role that gender and culture play in caregiving, how the
TB illness and caregiving for a person with TB impacts on family dynamics and on children in
the household, and the use of coping strategies and social support. A deeper understanding of
the multiplicative impact of TB on households and factors that influence the burden on caregivers
can highlight new avenues for interventions.

Conceptual framework - caregiver burden

We have used elements of the conceptual framework for caregiver burden as developed by Chou
(Chou, 2000) to analyse our results (see Table 1). Chou reviewed the conceptual definitions of bur-
den on caregivers caring for mostly chronic illnesses and listed the critical attributes of burden, pre-
disposing factors, mediating or moderating factors, and consequences. In this paper, we only
consider predisposing factors, mediating factors, and consequences of caregiving.

Predisposing factors are those factors that can influence the likelihood and severity of the burden
on the caregiver.

Mediating and/or moderating factors can be coping strategies and/or social support.

The consequences of the burden resulting from caregiving can generate problems in several life
domains of the care-receiver, caregiver, and family.
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Table 1. List of elements in the Concept on Caregiver Burden (Chou, 2000). Permission to reuse table obtained from Elsevier,
Licence number 5753020980237.

Critical attributes

Predisposing factors

Mediating and/or
moderating factors

Consequences/Outcomes

Subjective perception
Multidimensional phenomena

Caregiver’s characteristics
Social locations

Coping strategies
Social support

Caregiver
Deterioration in health status

Dynamic change Gender Occurence of psychological problems
Overload Age Restrictions in social activities
Socioeconomic status Care-receiver
Race/culture Poor health outcomes
Health Family
Psychological factors Conflict
The sense of obligation and Financial costs
responsibility
Affection, reciprocity and Healthcare System
familism
Ego development Increasing care expenditure
Personality factors
The demands of caregivers
Primary demands
Secondary demands
Involvement in caregiving
Time involvement
Number of tasks involved
Types of caregiving
Methodology
Study design

We conducted a qualitative cross-sectional exploratory study using a combined methodology com-
prising phenomenological and hermeneutical approaches (Neubauer et al., 2019) through qualitat-
ive interviews. We chose the combined methodology as it allowed for a deeper exploration and
understanding of the lived experiences of caregivers, capturing the nuances of their physical, mental
and social burden, and providing insights into the complexities of caregiving. The study was
inspired by findings from two prior studies conducted in 2018 (Vanleeuw et al.,, 2022b) and
2021 (Vanleeuw et al., 2022a) which focused on the burden of TB on people diagnosed with the
illness, before and during COVID-19. The results of both studies indicated that the burden of
TB affected the household as well as the person with TB, with female caregivers playing a particu-
larly central role.

Context and setting

The study was conducted in 2021-2022 in one of the oldest townships in Cape Town, Western
Cape, South Africa. The location was chosen for its high burden of TB and the presence of a pri-
mary healthcare (PHC) clinic that provides treatment and care for DS-TB and DR-TB. The Wes-
tern Cape Province had 52,603 cases of TB in 2022/2023 with the Cape Town Metropole which
includes the study site, counting 28,776 cases in the same period (Western Cape Government,
2022). PHC clinics in South Africa provide treatment and care for DS-TB and DR-TB free of
charge.

The township is a deeply deprived area with a high population density (16958 persons/km2),
more than 40% of inhabitants living in informal dwellings such as shacks, and 22.2% of the
working age population reporting no income (Statistics South Africa, 2021). The local PHC
clinic provides primary health care services, including treatment and care for people with
TB. The clinic sees approximately 20-30 people with TB per week for diagnosis, initiation on
treatment and monitoring of treatment. All participants in the study were recruited from the
same clinic.
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Recruitment and sampling

We aimed to interview 15 caregivers of people diagnosed with TB. The sample size was informed by
Malterud’s model of information power (Malterud et al., 2016). As the aim of our study was narrow,
the combination of participants highly specific for the study aim, the study supported by established
theory, the interview dialogue strong and in-depth providing rich detailed data, and the analysis
included in-depth exploration of narratives, a smaller sample size, according to Malterud’s
model, was deemed suitable to obtain sufficient information power.

We approached people with TB in the waiting room of the local PHC clinic and requested an
interview with them, as well as with the person that cared for them at home while ill. Following
the interview with the person with TB at the clinic, we contacted the caregiver and requested an
interview with them at a location of their choice. All caregivers we enrolled in the study were
directly linked to the patients with TB that were interviewed at the clinic. All patients with TB
and caregivers gave verbal and written consent.

Prior to the interview, a pre-interview participant profile form was completed with enrolled par-
ticipants (Table 2). The information collected included the participant’s socioeconomic character-
istics, information on members and TB history of the household, care and support provided by the
caregiver, and sources of income.

Data collection

Semi-structured interviews were conducted with 16 people with TB and 15 household members
that acted as their caregiver were interviewed between November 2021 and April 2022. One house-
hold member could not be reached and was not interviewed.

Interviews with people with TB and caregivers were conducted by a Xhosa-speaking researcher
experienced in qualitative research, in isiXhosa and/or English, depending on the participant’s pre-
ference. The interviews with people with TB were conducted in a private room at the clinic and
explored how they experienced having TB, how it affected their life and that of the household
they lived in, their experience of health care services, and the care and support they received
from members of the household. These interviews provided context regarding the severity of the
person’s illness and their needs during their illness, as well as care and support they received.
These interviews are not discussed in this article. Experiences of people with TB have been reported
in two previous articles by the same authors (Vanleeuw et al., 2022a, 2022b).

The interviews with the caregiver were conducted in the home of the caregiver. In most
instances, caregivers were interviewed alone. However, in some interviews, due to the small and
crowded living situation of most participants, family members would pass through or be present
in the space during the interview. Interviews explored experiences and perceptions of how the
TB illness of the household member affected them personally, their responsibilities and the physical,
psychological, financial and social burden it created. Interviews also explored how it affected other
household members including children; power dynamics i.e. along gender lines, age, and position in
the household; as well as existing support systems and needs for support.

All interviews were recorded with two handheld Olympus voice recorders, transcribed verbatim
and translated into English. Following each day of interviews, the authors discussed the interviews,
noting initial thoughts and meanings. Transcripts and notes were de-identified and stored on
secured servers with multiple levels of data and physical security at the South African Medical
Research Council.

Data analysis

Transcripts and notes were analysed using thematic analysis (Braun & Clarke, 2006) to identify and
interpret patterns and themes in the qualitative data. The caregiver interviews were coded
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inductively on MS Excel. Quotes were interpreted and condensed for meaning, then organised into
sub-categories and categories from which themes were distilled (Figure 1). Three interviews were
randomly selected and coded simultaneously by two of the authors who then compared and vali-
dated coding. Following validation of the coding, the first author continued coding the rest of the
interviews. Preliminary analysis was performed by the first author and reviewed by the co-authors
following which the analysis was revised. We followed the COREQ guidelines in our reporting of
the study (Booth et al., 2014).

Ethical considerations

The study received approval from the Human Research Ethics Committee (EC033-82021, August
2021) at the South African Medical Research Council. All participants were informed about the pur-
pose of the study, procedures involved, risks and benefits of the study and their rights as partici-
pants and signed informed consent forms.

Results

We present the results here of 15 qualitative in-depth interviews with people caring for a person sick
with TB in their household. Most caregivers were (cisgender) women and were providing unpaid
care for a spouse, child, parent, siblings or other family member with TB. Three caregivers were
formally employed (work that is regulated by government labour laws, involving written contracts
and tax obligations), four caregivers received the Old Age Grant (approx. €100/month), while eight
caregivers were formally unemployed but made a small income from informal employment (work
that operates outside formal regulatory frameworks) such as domestic work or informal trade such
as preparing and selling food. While most households lived in a small brick house or apartment,
three households lived in a wooden and/or steel structure commonly known as a ‘shack’. For all
but two households, the current episode of TB was not the first and/or only one, and many house-
holds had already been through at least three episodes of TB. (Table 2)

Condensed meaning

"It was making me vomit, if
| am eating | would eat one
or two spoons and become
nauseous and vomit. So, |
didn’t know the cause of

Sub-category

Caregiver became ill, was
diagnosed with ulcer

that until | was told at the
clinic that it's an ulcer.”

“in July my grandpa passed
away... Then there are also
my gran and 2 aunts who
live in Joburg, they were
also positive (COVID-19)...
so | had to take care of
them...”

grandmother and 2 aunts
were sick with COVID-19

Grandfather passed away,

Caregiver experienced
health issues

Death and ilness in the
family

Figure 1. Inductive coding process.

Category

Impact of TB
Existing stressors

Burden of caregiving

Predisposing factors
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The most common caregiving responsibilities reported were (1) preparing food and in some
cases feeding the sick household member, (2) bathing and dressing, (3) rubbing the household
member’s body when it was sore, (4) taking over the sick household member’s household chores,
(5) cleaning vomit, (6) monitoring treatment and ensuring that the household member takes his/
her treatment, (7) motivating to continue treatment, (8) accompanying the household member to
the clinic, (9) borrow money, (10) assist with applications for social grants such as the disability
grant.

We report the results of the qualitative interviews using Chou’s list of elements in the concept of
caregiver burden. (Figure 2)

‘It's a hard life’ - predisposing factors

Early in the study and in most interviews, it became clear that for many households, TB was not an
isolated event or shock, but rather became one in a long list of pre-existing multiple stressors. In this
way the TB illness was inextricably linked and connected with other pre-existing stressors and
demands, and caregivers reported on this entangled situation.

A woman'’s duty - gendered caregiving
In our study, most caregivers, as referred by the person with TB, were women. In most cases, these
female caregivers were responsible for the entire household, including bringing in money, putting
food on the table, caring for children and sick household members, maintaining the home, and
social support networks. Some female caregivers alluded to the cultural expectation that caregiving
is their responsibility. In one case a woman with TB was moved to her brother’s household where
the brother’s wife had to assume caregiving duties. Having initially resisted taking in her husband’s
sister, she eventually gave in.

Most caregivers further reported receiving little support from the men in their lives when caring
for a family member with TB. They generally also did not expect assistance from men or perceived
this as an issue but rather accepted that caregiving is their responsibility.

Predisposing factors Mediating and/or Consequences/outcomes
N moderating factors

A woman’s duty Coping strategies “you must always sleep with one eye open”

Gendered caregiving Deterioration in the caregiver’s health

Loss of social support

“We are struggling” “I must go and borrow money”
Demands on caregivers Support needs Loss of income and added financial stress
A long and protracted sick “l couldn’t do any of that”

journey

Loss of education and future prospects
Demands of caregiving

“My child will die here”

Forced relocation

“She became very rebellious”
Behavioural issues in children

“He was not the same”

Increased conflict in the home

Figure 2. Results using Chou’s list of elements of caregiver burden.
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‘He’s a man but he was [emotionally] moved, you see when she starts that thing [coughing], even when he’s in
the house, he would leave. He would say he can’t stand it.” (woman, 34, cared for sister-in-law)

‘We are struggling’ - demands on caregivers

The study was conducted in a deeply deprived area and as such, many households in the study, and
especially caregivers, were already overburdened with non-TB related demands. Most caregivers
were engaged in some type of low-paid employment, whether formal or informal. As most care-
givers were women, they were also fully responsible for the care and wellbeing of children, as
well as adult members of the household, often including extended family members living in self-
erected shacks in the yard.

In addition to these fulltime labour-intensive activities, several caregivers reported having to
manage poverty related demands including debt, little or no regular income, and food insecurity.
All participants and their households straddled the poverty line, with at least two thirds of the
households reporting food running out before the end of the month. Putting food on the table
for the household was a constant strain for these caregivers.

In one particular case, a young female caregiver had been in charge of a household consisting of
herself, her newborn baby and two younger siblings since their mother’s death. Their only source of
regular income, the Child Support Grant for the younger siblings, had ended when the youngest
sibling turned 18 years old. They were left with no stable source of income for the household,
no employment, no family support, and did not qualify for any social grants. To put food on the
table for her siblings and baby, the young woman had to resort to transactional sex. She cried as
she told the interviewer,

‘Tm forcing myself into sleeping with people I don’t want to sleep with, because at the end of the day we must
eat.” (woman, 28, cared for brother)

Her younger sister sometimes scoured the local market for leftover vegetables and fruit. Her new-
born baby was born premature before 30 weeks gestation and had been in and out of the hospital.
She received little to no support from the father of her child. Her brother falling ill with TB and
requiring her care was the proverbial straw that nearly broke her.

Death and illness in the household and/or family was also reported by most caregivers, adding to
their daily burden. Several, mostly elderly, caregivers reported poor health themselves: one was dis-
abled and in a wheelchair, another had issues with her legs and walked with crutches, a third care-
giver reported high blood pressure, diabetes, arthritis and spinal cord issues. Several households
were also affected by other family members being ill often with the caregiver having to care for mul-
tiple people at the same time. In addition, close to half of the households had experienced a recent
loss of a close family member, in many cases someone that had been a source of support such as a
parent, grandparent or an adult child.

‘in July my grandpa passed away ... Then there are also my gran and 2 aunts who live in Joburg, they were also
positive (COVID-19) ... so I had to take care of them ... " (woman, 28, cares for mother)

All but two caregivers reported at least one other or a previous case of TB in the household or close
family, indicating that the burden of TB on the household is rarely an isolated event or shock but
rather a repeating burden on many households and caregivers (Table 2).

Caring for a family member sick with TB meant an additional strain for many caregivers and
their households on top of an already stressful and overburdened situation.

A long and protracted sick journey — demands of caregiving

Caregivers reported varying levels of severity of the household member’s illness of with more severe
cases requiring significantly more care. Four caregivers spoke of a long and protracted sick journey
whereby the ill household member was admitted to hospital more than once and for several months
at a time. In these four cases, the sick household members were extremely ill and weak, requiring a
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high degree of assistance with bathing, dressing, eating, and performing household duties. In
addition, the TB illness carried on for much longer than the standard 6 months of treatment,
and instead prolonged the burden on the caregiver for more than a year. (Figure 3)

Mediating and/or moderating factors

Coping strategies

Caregivers reported several strategies to help them cope with the demands of caring and its conse-
quences. These coping strategies, however, were not an exclusive response to the care demands for
the household member with TB but were in most cases a response to the overall demands, including
care demands, on caregivers. The most talked about coping strategies were ways to deal with the
financial difficulties of the household due to the loss of income and extra costs. One young, female
caregiver had to resort to transactional sex to feed her siblings. When her younger brother fell ill
with TB, she could not go out and look for work, so the transactional sex had to continue. Several
others reported having to use social grants such as the Child Support or Old Age Grant or borrow
money from loan sharks at high interest rates, often not without further negative consequences.

‘Tborrowed from someone from the street. You must return it with the grant. Yho, it will be difficult to return
it to the loan shark. I borrowed the money and used my pension to pay it.” (woman, 60, cares for husband)

Loss of social support

Another way of coping for caregivers was to ask for help from others. Support with caring for the
sick household member was mostly given by other (female) family members, and in some cases by
(mostly female) neighbours and friends. Support was, however, not unlimited or without compli-
cations and caregivers were concerned about what would happen if support ended. An elderly
grandmother who was disabled and was caring for her daughter who had been struggling with
recurring episodes of TB for the past 3 years expressed her anxiety in this regard as follows:

‘T don’t know now if I would get sick again, who I am going to ask. Yes, because people get tired as well. Maybe
they have their problems to deal with.” (woman, 62, cares for daughter)

However, close to half of the participants reported a lack of support from extended family, caus-
ing disappointment and resentment.

vioner/ | I I ET I N I AN O N I M

patient >
— had TB  Vomiting,  started on Tx but not getting better Starting to feel ;
twice diarhea, Tx - in and out of hospital better but continues
weightloss, to have regular
bedridden debilitating stomach
aches
PT2 had TB Painfull legs, Start Tx Feeling worse, can’t walk, Diagnosgd Starting
twice weightloss, weightloss TBofspine,  to feel
bedridden changed Tx  better
PT3 hadTB  Weightloss, In hospital, Discharged but I hospital, Discharged
twice tired, weak Tx started getting worse diagnosed with and getting
COVID-19 better

Figure 3. lllustration of a long and protracted sick journey for 3 participants.
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‘Tdon’t even want to count the family, because they don’t even know that my brother is ill, since they’re not the
people who care.” (woman, 28, cares for brother)

Support needs

When asked what support caregivers would have needed, most asked for financial support or food
parcels to support the sick household member and help them recover. People with TB are advised to
eat vegetables and meat to strengthen their immune system, but these items were unaffordable for
many households. Items such as yoghurt, juice and fruit were often also requested by the sick house-
hold members to help them take the medication, but again were hard to afford in many households.

‘Someone who is sick needs a lot of attention. They need a lot of money. We have to buy food with money and
food is expensive. (woman, 28, cares for uncle)

In addition, several caregivers wished for hands-on support, someone to help them with the
physical care for a sick household member. This was especially the case for those who had to
care for a very sick household member, and wished for regular help to bathe and dress the person,
carry them to and from the bed, collect water, clean, cook, do laundry, etc.

‘I needed support physically like.. not to be the only one. I was not going to feel the load if I could delegate ‘Okay,
please bathe her here whilst I do this. Do this whilst I do that’. Like all of that for one person was just too much. To
[have] a caregiver that comes every two to three days [would have been helpful].” (woman, 28, cares for mother)

The consequences of TB for caregivers and households

Caring for a household member sick with TB had negative consequences for both the caregiver and
the household.

‘You must always sleep with one eye open’ - Deterioration in the caregiver’s physical and
mental health

Several caregivers reported a deterioration in their physical and mental health since the TB illness of
the household member. The deterioration in their health was not always caused solely or directly by
the caregiving duties but rather the additional burden that the TB illness caused on top of already
existing stressors and demands.

Elderly caregivers especially reported struggling with the physical care demands of the sick
household member, mostly due to their own age-related impairments such as high blood pressure,
diabetes and musculoskeletal issues.

Almost all caregivers reported being stressed, in some cases resulting in a loss of sleep. Stress was
caused by the constant worry about the sick household member and the uncertainty of what the
next day will bring. Several caregivers reported struggling with insomnia, fearing that the sick
family member might not survive the night and worrying about the impact this would have
on the household such as concerns about the childrens well-being. This stress was intensified by
concerns over everyday existing stressors such as how to manage paying rent.

‘you as the person who’s looking after that person, you can’t sleep well at night because you must either wake
up and check on them or you must worry, is she fine ... you must always sleep with one eye open. (woman, 53,
cares for niece)

In addition to stress, close to a third of caregivers indicated struggling with more severe psycho-
logical issues suggesting anxiety, depression, exhaustion, and loss of self, due to the increased stress
caused by the household member’s illness.

‘T wouldn’t even be in my right state of mind. I am a bubbly person, I love exploring the internet, I would be
checking out designs, I love to cook ... I don’t do that anymore ... Because it is like I don’t know where to start.
Sometimes it is like I am confused. And I am constantly tired. I wake up tired.” (woman, 25, cares for husband)
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‘I must go and borrow money’ - Loss of income and added financial stress

As reported earlier, most households were already financially stressed and facing food insecurity
prior to the household member becoming ill with TB. The TB illness caused an additional loss
of income, in many cases the person with TB lost their income, but also caregivers reported losing
income. One young caregiver’s employment contract was not extended after months of struggling
to keep up with work while caring for her sick mother. Another caregiver stopped her freelance
work as she needed to be home to care for her sick uncle.

‘Tneeded to be home all the time to take care of him. Like I needed to assist him in everything that he needed to
do generally. I needed to cook and clean and do other things and always be at home.” (woman, 28, cares for
uncle)

In addition to lost income, the cost of transport to the clinic and the need for more nutritious food
and supplements, as well as costs incurred to apply for a social grant, added to the financial stress of
many caregivers.

‘T must go and borrow money from people for cooking and make it a point he eats before clinic. There must
also be pap after the clinic. He must have food when he returns and eat.” (woman, 60, cares for husband)

‘I couldn’t do any of that’ — Loss of education and future prospects

Several young female caregivers spoke of having to put their own ambitions and efforts for inde-
pendence on hold. Two younger caregivers shared that they couldn’t continue their studies because
of the emotional and physical strain of caring for a household member suffering from TB.

‘Yeah I fell into depression in my first year of varsity because of all of that. I just didn’t go back the 2nd year
because I couldn’t” (woman, 23, cares for mother)

Others spoke of having to put their own ambitions and efforts for independence on hold.

‘T wanted to save the money I have. I wanted to open a salon and buy myself a container. I wanted a driver’s
license a long time ago. And I planned that in December whatever money I would make I would get my dri-
ver’s license. I couldn’t do any of that.” (woman, 28, cares for uncle)

‘My child will die here’ - Forced relocation

In close to half of the households, relocation of either caregiver or household member with TB was
required. Two young women moved in with their sick mother to care for her, while four people with
TB illness moved from their own home to that of family to receive care. One elderly and disabled
caregiver moved from her brick house to a wooden shack without ablutions to be closer to a specific
clinic she trusted would treat her daughter well. She was extremely unhappy with the treatment her
daughter received in the clinic near her brick house and decided to take her to another clinic. Since
she couldn’t afford the regular cost of transport to the other clinic, she decided to set up a shack
close to the other clinic and move there with her sick daughter until she was better.

‘And I said ‘Ey my children, my child will die here. Let’s go to clinic X ... No, I will never go there (clinic Y)
again, never in my life. No, no.” (woman, 65, cares for daughter)

‘She became very rebellious’ — behavioural issues in children

The relocation of a caregiver or sick household member often also resulted in children being moved
and separated from their mother. during the period of TB illness, either to protect them from being
infected, or because the caregiver did not have the capacity to care for them while being ill or caring
for an ill household member. In several cases, the relocated children were showing behavioural and
health issues during the separation from their mother, presumably caused directly or indirectly by
the long-term separation. However, children that remained in the household with the sick family
member were also showing signs of distress and behavioural issues.
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‘The one who was mostly affected was the older one. He saw her when she was in pain, he was crying, we didn’t
know what to do and it was the first time he was seeing her like that. And there was no one who talked to him
and asked how he feels.” (woman, 35, cares for sister-in-law)

‘He was not the same’ - Increased conflict in the home

Several caregivers reported strained relationships in the household during the household member’s
illness. For some, the added financial strain caused conflict in the home. In other households, confl-
ict was caused by a resistance of the sick person to go to the clinic for diagnosis, hiding their TB
diagnosis, or refusing to take their medication. In some cases, the sick household member became
angry, aggressive and/or moody causing additional stress for the caregivers who had to deal with
outbursts of anger and aggression and/or bouts of depressive episodes and moodiness of the ill
household member.

‘It started after he was diagnosed with TB. Normally he doesn’t have anger issues, he is very calm, but now he
was not the same. He was very angry now. Yes, it was worse, it was worse.” (woman, 60, cares for husband)

Female caregivers also remarked on the difficulties caring for men, due to certain cultural and gen-
dered practices such as the difficulty for (especially younger) women to talk to (older) men.

‘He is a male, if he has closed himself in his room it is not easy for me to go and just open, do you understand.’
(woman, 28, cares for uncle)

Discussion

The devastating effects of TB illness on people with the disease, such as severe illness, psychological
distress, and loss of economic and social resources, are well-known and have been widely published
(Ghazy et al,, 2022; Syafiq & Juni, 2019). Similarly, the context of poverty and inequality that most
people with TB live in and face daily struggles with, has been well-documented (Cremers et al.,
2018; Farmer, 2001; Vanleeuw et al., 2022b). More recently, research on the burden of TB has
expanded its view from focusing solely on the person with TB to include their household, albeit
mostly focusing on the economic burden on the household. Little attention, however, is being paid
to the wider social, health and wellbeing burden experienced by those that care for people with TB.

Our study reports experiences of people providing care to a family member sick with TB, and
how this affected them and their households. Utilising Chou’s caregiver burden conceptual frame-
work, we identified the factors that influence caregiver burden including predisposing factors, med-
iating factors and the consequences of caregiving on both the caregiver and the household.

Early in the study, it became clear that the impact of caring for a household member sick with TB
could not be assessed independently and was inextricably linked to other stressors and demands on
predominantly female caregivers such as poverty, food insecurity, and already high levels of illness
(including previous episodes of TB) and even death in the family. These interconnected stressors
highlight the broader social determinants of health (SDH) or the ‘conditions in which people are
born, grow, live, work and age and the wider set of forces and systems shaping the conditions of
daily life’ that determine not only their chances of becoming ill (with TB), but also their own
and their household’s ability to recover and thrive post-illness (Commission on Social Determi-
nants of Health, 2008).

Social determinants of health are deeply shaped by economic and social structures within a
society that result in economic inequality, gender inequality and health disparities. These systemic
inequalities adversely affect the quality of life, health outcomes and life-expectancy of the affected
populations (Farmer, 2001; Mason et al., 2015).

In our study, having to care for a household member sick with TB added an additional strain on
top of an already existing high burden, caused mostly by poverty and illness, for most caregivers.
This additional strain resulted in a deterioration of their physical and mental health; additional
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financial stress; a loss of education and prospects; displacement and separation of children from
their caregiver; behavioural issues in children; and increased conflict in the home. Deinstitutiona-
lisation of TB care and the subsequent shift of care to the household may be a cost-effective strategy
for government, but gives little consideration to the physical, emotional and economic costs to
households and the caregivers themselves who take on the additional burdens (UNAIDS, 2008).
Unpaid care work for the sick also falls disproportionally on women and girls, especially in low-
and middle-income countries, thereby further entrenching existing gender inequalities. Several
studies have found that in Southern Africa two third of caregivers for people with HIV/AIDS
were women (Steinberg, 2002; UNAIDS, 2008). The shift to home-based care has however not
been paired with a provision of support for those now shouldering the burden of care.

Caregiving has been shown in other fields such as cancer, dementia, the elderly, and mental
health, mostly in high-income countries, to create a burden on caregivers with various negative con-
sequences and burnout (Bom et al., 2018; Gérain & Zech, 2019; Ochoa et al., 2020). Caregiving in
low-and middle-income countries has mostly been studied in the context of HIV/AIDS and has
similarly found that caregivers of people with HIV/AIDS suffered increased financial costs (Stein-
berg, 2002) but also opportunity costs (time lost due to caregiving responsibilities), physical and
psychosocial impacts, lack of access to external support, and stigma and discrimination (Akintola,
2006; UNAIDS, 2008). In the context of TB, a study in Iran reported mental and psychological dis-
tress of caregivers, as well as feelings of isolation and lack of support (Mohebbi et al., 2022). A study
in China reported physical exhaustion and psychological problems in caregivers of people with DR-
TB or XDR-TB (Wu et al., 2023). Two studies from South Africa reported challenges experienced by
caregivers such as providing food, attending to hygiene needs and management of treatment of side
effects, resulting in physical and psychological exhaustion, social exclusion, and stigmatisation
(Fana & Sotana, 2021; Sukumani et al., 2012).

The negative consequences of caring for someone sick with TB, in several cases in our study, also
continued to affect the household beyond the TB episode leaving it in a worse-off position and at a
higher risk of continued ill health and further poverty. Poor health has been shown to contribute to
reduced income and catastrophic costs which in turn result in worse health, thereby ‘trapping’
people in a vicious cycle of ill health and poverty (Ukwaja et al., 2012; Wagstaff, 2002). Exposure
to such disadvantage in life has been shown to accumulate and amplify disadvantage over the
life course, resulting in a chronic and increasing state of disadvantage (Dannefer, 2003).

An important factor that mediated the burden of caregiving was the level of support that care-
givers received from others. Social support is widely recognised as an important determinant of
health and has a buffering effect on socioeconomic inequalities in health (Aida & Kondo, 2020).
Social support can buffer the damaging mental and physical health impacts of major life events
and chronic strains such as those caused by TB ilness (Thoits, 1995). Levels of social support
have also been found to have a positive impact on the level of caregiver burden (Chiou et al,
2009; Lai & Thomson, 2011). In our study, those who received support from their family and/or
community experienced fewer negative effects on their health and wellbeing and coped better.
Nearly half of the caregivers, however, reported a lack of support from family and/or community.
In South Africa, as in many low- and middle-income countries, bonds of kinship are strained (Seek-
ings & Moore, 2013) and support systems are weakened by migration and urbanisation, deepened
poverty, inequality and vulnerability, the nuclearisation of families and the devastation of commu-
nities by global pandemics such as HIV/AIDS and more recently the COVID-19 pandemic (Hey-
mann & Kidman, 2009; Seekings & Moore, 2013; Timire, Kranzer, et al., 2023). The ‘duty to
support’ has therefor become untenable in conditions with high levels of poverty, inequality and
unemployment.

Simultaneously, South Africa has an extensive social protection system covering almost one in
three South Africans (South African Social Security Office (SASSA), 2021). However, little provision
is made for households affected by TB. Individuals with TB are eligible to apply for a ‘disability
grant’ (DG), yet previous research has found that, in reality, few people with TB receive the DG
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(Foster et al,, 2015; Vanleeuw et al., 2022a). The first South African TB patient cost survey released
in 2024, confirmed these findings and reported that only a third of people with TB were accessing
social assistance despite them being eligible, while only 6% received a food parcel (National Depart-
ment of Health, 2024). To cope with the financial burden of caregiving, and in the absence of social
protection for households affected by TB, caregivers in our study were instead diverting social
grants intended for their children and the elderly to cover the costs and needs of a family member
with TB.

Our study highlights the need to strengthen the resilience of households affected by TB to pre-
vent them from further food insecurity, poverty, and ill health, while enabling them to continue to
care for people with TB. Providing support to households caring for people with TB can begin to
address the social determinants of TB and the resulting poverty disease trap by preventing further
hardship and poverty in affected households. Such support would also begin to address entrenched
health inequities and gender inequality.

Recommendations

e The World Health Organization’s End TB Strategy explicitly identified the need to address the
social determinants of TB through socio-economic interventions (World Health Organization,
2015), and the United Nations General Assembly’s High-Level Meeting on Tuberculosis
included the provision of social benefit packages to all people with TB in their new targets (Pol-
itical Declaration of the High-Level Meeting on the Fight against Tuberculosis. Resolution
Adopted by the General Assembly on 5 October 2023., 2023). To pay heed to these targets,
the South African government can strengthen the current TB-sensitive social protection instru-
ments as well as design a TB-specific social protection programme to support households
affected by TB, including DS-TB. The social protection package should include cash and in-
kind transfers and services, including a cash transfer expressly designed for people with TB; a
basic income for all working-age, able-bodied who are unemployed; a caregiver’s allowance,
along the lines of the existing Grant-in-Aid cash transfer designed for caregivers of people
who need full time care; and food parcels.

e To ensure that people with TB are receiving good quality care beyond the clinic, the National TB
Programme (NTP), can support the resilience of caregivers and households by strengthening
existing interventions such as community health workers (CHW) providing home-based care
to TB affected households. CHWs trained in TB education and psychological support can also
prepare households to care for family members with TB, while managing caregiving-induced
stress and fatigue.

e The NTP can further provide food parcels to households affected by TB to prevent food insecur-
ity and to some degree the need to borrow and get into debt. Currently, clinics can provide por-
ridge parcels to patients with a BMI lower than 18.5. However, provision of food parcels to all
households affected by TB, irrespective of the BMI of the patient, can support a household’s abil-
ity to feed and care for the sick household member.

e More research is needed on the impact of TB illness that goes beyond the person with TB and
their caregiver, and includes a focus on children living in such households. Several caregivers in
our study reported children in the household showing behavioural problems since the onset of
the illness in the household. A scoping review on the socioeconomic impact of tuberculosis on
children and adolescents indicates that TB can impact negatively on the economic and psycho-
social well-being of children, adolescents, and their families, for example by limiting educational
possibilities, or by causing family distress through reduced finances, separation from parents, or
discrimination of entire families due to TB (Atkins et al., 2022). More research is needed to
investigate the indirect impact of a household member or caregiver affected by TB on children
by listening to the children themselves.



GLOBAL PUBLICHEALTH (&) 15

Strengths and limitations

Our study, to our knowledge the first of its kind in South Africa, was explorative and conducted
with household members caring for a person sick with TB in a township in Cape Town, Western
Cape, South Africa. The results can therefore not be generalised to all households caring for some-
one with TB in South Africa or elsewhere. Our findings, however, highlight issues likely to be rel-
evant to many households affected by TB, especially those living in similar socio-economic
circumstances.

Our study had good coverage of participants and patterns were repeated to reach data saturation.
The strength of this study lies in the voices of caregivers caring for people with TB, showing that the
impact of TB goes beyond the patient, to the household and even children living in the household.
Understanding the impact of TB on caregivers and households can inform the development of
interventions to strengthen the resilience of households and enable them to continue to support
and care for the person sick with TB.

Conclusion

Our study reports experiences of people providing care to a household or family member sick with
Tuberculosis, and how this has affected them and their households. The study underscores that the
burden of TB goes beyond the person sick with TB and causes a significant burden for those caring
for the sick and their households. The burden of caring for a person with TB is intertwined with
pre-existing multiple stressors and demands on caregivers such as poverty, food insecurity, debt,
illness and death, and conflict in the household, recognising the broader societal context where
social determinants of health impact a household’s resilience to recover from illness. The burden
is also more likely to fall on women and on poorer households, contributing to gender inequality
and health inequities. Having to care for a household member sick with TB added an additional
strain to an already existing high burden, causing further health, financial and social problems, leav-
ing the household in a worse-off position. These far-reaching, deleterious effects of caring for a per-
son with TB highlight the reality that TB does not present a once-off temporary challenge facing the
patient only, but in fact can contribute to continued disadvantage and poverty traps for both those
sick with TB and their households.

The findings underscore the significance of support systems in mediating the burden of caregiv-
ing. Recommendations include strengthening existing interventions, such as social protection
mechanisms to provide cash and in-kind support to households affected by TB, community health
worker programmes providing physical home-based care support to caregivers, and mental health
services. Further research is encouraged to explore the indirect impact of TB on children within
affected households, thereby enhancing our understanding of the broader socioeconomic impli-
cations of this disease.
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