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Background: People living with multimorbidity in low-and middle-income countries (LMICs) experience a high workload trying to meet the demands of self-management. In an unequal society like South Africa, many people face continuous economic uncertainty, which can impact on their capacity to manage their illnesses and lead to poor health outcomes. Using precariousness – the real and perceived impact of uncertainty – as a lens, this paper aims to identify, characterise, and understand the workload and capacity associated with self-management amongst people with multimorbidity living in precarious circumstances in urban and rural South Africa.

Methods: We conducted qualitative semi-structured interviews with 30 patients with HIV and co-morbidities between February and April 2021. Patients were attending public clinics in Cape Town (Western Cape) and Bulungula (Eastern Cape). Interviews were transcribed and data analysed using qualitative framework analysis. Burden of Treatment Theory (BoTT) and the Cumulative Complexity Model (CuCoM) were used as theoretical lenses through which to conceptualise the data.

Results: People with multimorbidity in rural and urban South Africa experienced multi-faceted precariousness, including financial and housing insecurity, dangerous living circumstances and exposure to violence. Women felt unsafe in their communities and sometimes their homes, whilst men struggled with substance use and a lack of social support. Older patients relied on small income grants often shared with others, whilst younger patients struggled to find stable employment and combine self-management with family responsibilities. Precariousness impacted access to health services and information and peoples’ ability to buy healthy foods and out-of-pocket medication, thus increasing their treatment burden and reducing their capacity.

Conclusion: This study highlights that precariousness reduces the capacity and increases treatment burden for patients with multimorbidity in low-income settings in South Africa. Precariousness is both accumulative and cyclic, as financial insecurity impacts every aspect of peoples’ daily lives. Findings emphasise that current models examining treatment burden need to be adapted to accommodate patients’ experiences in low-income settings and address cumulative precariousness. Understanding treatment burden and capacity for patients in LMICs is a crucial first step to redesign health systems which aim to improve self-management and offer comprehensive person-centred care.
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Background

Precariousness, the real and perceived impact of uncertainty, is a concept originally developed to determine the effects of economic insecurity and absence of state support on people’s lives (1). It has since been extended to include the impact on people living under the threat of natural disasters and experiencing a lack of social and economic rights (1). Faced by continuous hardship, people who are “living on the edge” are more at risk of poverty, starvation, displacement, and exposure to violence without protection (2–4). Precariousness profoundly impacts people’s health and well-being by reducing people’s access to health care, health information and support networks (5–8). However, the impact of precariousness on patients with multimorbidity in low-middle countries (LMICs) is underexplored.

South Africa is a country with significant social and economic inequalities, scoring 63 on the Gini Coefficient index, amongst the highest in the world (9). These inequalities are caused by colonialization and the legacy of racial discrimination during apartheid, which deprived people of educational opportunities, jobs, adequate housing, and access to health care based on their racial classification (10–13). Almost 30 years post-apartheid, 34.5% of South Africans are unemployed, one in five South Africans rely on social welfare grants from the state (10, 14) and almost 20% of South African households have inadequate access to sufficient safe, and nutritious food (15). An estimated 25% of South Africans live in a township or slum setting and 14% of the population resides in informal dwellings, commonly called shacks (16). These social disparities, result in an increased burden of disease and poor health outcomes (10, 17).

With more than 8 million people receiving antiretroviral therapy (ART), South Africa has the highest number of people living with HIV (PLWH) in the world, whilst simultaneously experiencing a rising burden of non-communicable diseases (NCDs), most commonly diabetes, cardio-vascular diseases, hypertension and mental illness (18–21). These colliding epidemics are giving rise to patterns of multimorbidity, defined as two or more chronic conditions, disproportionately affecting socio-economically disadvantaged populations. The rising prevalence in multimorbidity has societal consequences, impacting the livelihood and futures of working populations and families (22). In the past 15 years, steep increases in NCDs have been reported in low-income groups, who also have the highest burden of HIV (23–25). Currently, of those seeking care in South Africa, the estimated prevalence of multimorbidity is between 22.6 and 48.4% (21, 26–28). More than 80% of South Africans use free public, state funded health services which are fragmented and not equipped to provide care for the long-term and complex treatment of multimorbidity patients (22, 29). Currently, no integrated care is offered for people living with HIV/NCD multimorbidity, and administration and consultation are taking place in separate clinics on separate days (30, 31). However, antiretroviral (ART) adherence clubs and differentiated HIV service delivery are offered free of charge to reduce waiting times and overcrowding in clinics (30, 32, 33). Availability of, access to and the quality of health services also differ between provinces and between urban and rural areas, underserving rural low-income households (34). Longstanding health system weaknesses have been exacerbated during the COVID-19 pandemic, as clinics are dealing with stock-outs of medication, interrupted services and staff shortages (35).

Responding to the rising burden of chronic communicable and NCDs in South Africa and increased prevalence of multimorbidity, the National Department of Health (NDoH) has developed initiatives to improve the integration of services at a primary care level, such as the Integrated Chronic Disease Management model (ICDM) (36). The ICDM model, informed by the WHO Innovative Care for Chronic Conditions Framework (ICCC), aims to streamline health care programmes on different levels: improve patients interactions on the micro-level, increase health organisation and community engagement on the meso-level, and restructure policies at the macro-level (37). It emphasises that optimal outcomes are achieved when there is both a partnership between patients, communities and health services and patients are empowered to take responsibility for their health. The ICDM model is currently being rolled out in 42 clinics in three of the nine South African provinces. Early evaluation studies have revealed a concern that patients with complex chronic conditions are expected to take on more responsibility for self-management, without receiving ongoing support delivered by health services (37, 38).

To further investigate the impact of multimorbidity in patients’ lives, this paper explores the treatment burden experienced by people living with multimorbidity in South Africa, building on two theoretical models, the Burden of Treatment Theory (BoTT) and Cumulative Complexity Model (CuCoM) (39, 40). CuCoM explores the interaction between individual patients’ workload and their capacity to manage this workload, whilst BoTT examines the role of the patient and their supporters in managing, caring, and supporting the work of being a patient and analyses how patient workload is distributed through and within social networks (39–41). These models have been developed and tested in high income countries and research on treatment burden in LMICs is scarce, but the few qualitative studies done in Sub-Saharan Africa report that patients with multimorbidity face several challenges when navigating their workload, due to inconsistent access to and poor quality of health care, insufficient health knowledge and stigma (30, 42, 43).

Applying both BoTT and CuCoM as a theoretical focus, this paper explores patients’ agency to mobilise social and economic resources to effectively self-manage multimorbidity, in settings of precarity, and aims to understand if and how an absence of these resources can overwhelm patients and increase treatment burden, which in turn can lead to complications and ill-health (39, 44, 45).



Materials and methods


Study design

This paper is one of the outputs of a qualitative study “Exploring the treatment burden and capacity for self-care amongst people living with HIV/NCD multimorbidity in South Africa to inform the development of interventions to reduce workload and improve capacity” (EXTRA) (46). We used the method of in-depth, qualitative, individual interviews, which allowed an interpretivist narrative approach where participants were encouraged to share their life-stories and personal experiences of living with multimorbidity (47, 48). We used a semi-structured interview guide with open-ended questions adapted from the Burden of Treatment questionnaire (BTQ), BoTT and concepts from the CuCoM to explore individual patient and carer experiences (39, 40, 49). Questions were focused on the structural, spatial, and systemic factors that impact on patients’ health care engagement and probed the role of social support networks in patients’ self-management and how they coped with treatment burden (45, 50, 51). An extensive description of the methodological considerations is published elsewhere (46).



Setting

This study was conducted in two communities of low socio-economic status in South Africa, Gugulethu and Bulungula. The urban township of Gugulethu is located 15 km from Cape Town, in the Western Cape province. Gugulethu was established under the Group Area Act in 1953 as a segregated residential area for black Africans (52, 53). It is home for more than 100,000, mostly isiXhosa speaking residents who live in formal housing or shacks, as backyard dwellers. Compared to many other townships, Gugulethu is well-serviced, and schools, shops and clinics are easily accessible. Bulungula is a remote rural area in the coastal region in the Eastern Cape, previously part of a “homeland” designated for isiXhosa speaking black Africans under apartheid and ruled by proxy through traditional chiefs (54). It is one of the poorest and most underdeveloped areas in the country, with most people still living in traditional type housing with poor infrastructure, a shortage of basic amenities and few economic opportunities (55, 56). Health status in the Eastern Cape is poor: an estimated 20% of the population has HIV and hypertension prevalence rates are 49.8% (57). Women in the Eastern Cape also have the highest prevalence of diabetes in the country (18%) (57). In comparison, in the Western Cape, the estimated prevalence is 18% for HIV and 51.6% for hypertension (57). In addition, men in the Western Cape have the highest prevalence (13%) of diabetes in the country (57).



Data collection

Data was collected between February and April 2021. Participants were recruited from both and urban and rural South African township, allowing us to examine the differences in people’s lived experiences and narratives (58). As experiences also might differ by age and sex, we included both females and males with various ages, socio-economic backgrounds, and education levels, using a purposive sampling method (59). The inclusion criteria were patients older than 18 years, with a confirmed diagnosis of HIV and at least one other chronic non communicable disease who use public health services In Gugulethu, participants were recruited from one community clinic (Gugulethu CHC). Potential participants were approached by a designated fieldworker who explained the study in everyday language and handed out an information sheet. If the person was interested, the fieldworker would collect phone numbers and set up an appointment for the interview (46). In Bulungula, participants and carers came from two villages supported by the Bulungula Incubator (BI), a local non-governmental organisation. Here, participants were approached by community health workers (CHWs) and when expressing interest, the interviews would be arranged. Semi-structured interviews were conducted by two researchers, Nonzuzo Mbokazi (NM) and Myrna van Pinxteren (MvP) in English or isiXhosa, two of the 11 official languages in South Africa. Each interview lasted between 30 and 90 min and was conducted in a COVID-19 compliant space in the clinic (Gugulethu) or in participants’ homes (Bulungula) (60). All COVID-19 regulations were observed, including masking and social distancing (61). Questions focused on respondents’ understanding of their conditions, experiences of the health services and relationships with their support networks. All interviews were audio-recorded and transcribed and translated by NM and MvP to form the data for analysis.



Data analysis

Informed by the BoTT and CuCoM, we undertook both inductive and deductive qualitative thematic analysis, guided by a framework approach (62–64). Data analysis was a constant interpretative process, consisting of the following steps: familiarisation, development of coding framework, charting, and further mapping and interpretation (65, 66). Included in the familiarisation phase was data management, assigning initial or open codes to each meaning unit in the transcripts to develop an understanding of what the participants are saying, and developing and refining a coding matrix or organisational schema, to then apply across the data set (46). To understand how, and to which extent concepts explored in BoTT and CuCoM were applicable to our context, we outlined the broad categories using the following constructs: (1) control conditions and enacting control, (2) structural factors, (3) patient capacity, (4) quality of life, and (5) impact of COVID-19. These categories derived from the open coding process and helped us organise, summarise, and condense the data. Table 1 outlines the different domains of treatment burden and elaborates on how these domains were experienced by our participants in urban and rural South Africa. Using these broad categories, we then moved on to a deeper description, explanation and interpretation of the data and developed themes and sub-themes. To ensure rigour and trustworthiness of the study findings, we developed full transcripts that were checked by both MvP and NM for quality control. MvP and NM also developed fieldnotes and narrative memos comprised of summaries of data plus their own reflections and emerging interpretations, which were regularly discussed with all authors to further advance analysis (46). Further details on data analysis, reflexivity and positionality can be found in the qualitative methods paper (46).



TABLE 1 Domains of treatment burden and the experiences of participants in Gugulethu and Bulungula.
[image: Table1]



Ethical aspects

This study strictly followed the guidelines from the Principles of Good Clinical Practice and the Declaration of Helsinki (67). Ethical approval for this study was obtained from the University of Cape Town (HREC 232/2020) and access to clinics was granted by the Western Cape Department of Health. In the Eastern Cape, we received approval from the (BI) to approach participants identified by community health workers (CHWs). Further detail of ethical considerations are published elsewhere (46).




Findings

We conducted a total of 30 semi-structured interviews with participants living with HIV and co-morbidities, 16 in Gugulethu, Western Cape and 14 in Bulungula, Eastern Cape (Tables 2, 3). We interviewed 9 men (2 in Bulungula, 7 in Gugulethu) and 21 women (9 in Gugulethu, 12 in Bulungula). All participants were South African citizens and spoke isiXhosa as their first language. The mean age was 56 years in Gugulethu and 50 years in Bulungula. Only one patient received private health care, 29 attended public health services. The most common co-morbidity was hypertension.



TABLE 2 Participants characteristics Gugulethu, Cape Town.
[image: Table2]



TABLE 3 Participant characteristics Bulungula, Eastern Cape.
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The multiple facets of treatment burden for people living with multimorbidity

Having two or more chronic conditions affected the everyday life of all participants, but the impact varied across field-sites, between illnesses and the severity of conditions. All respondents had to take antiretroviral therapy (ART) daily, preferably after taking food. Depending on the type of ART regimen, commonly reported side effects included stomach cramps, fatigue, and headaches. However, participants who had been on the same ART regimen for more than 5 years reported minimal side-effects. Aside from taking ART, participants also had to monitor and take medications for their other conditions, including pills for hypertension or insulin injections or metformin and some had to monitor their blood sugars to help manage their diabetes. Participants suffering from hypertension complained about fatigue, headaches, having low energy and feelings of anxiety, which impacted their functional performance. Respondents with diabetes felt the most burdened, as self-managing diabetes required dietary and lifestyle changes, including strictly monitoring their sugar intake and required taking food with medication. Respondents previously suffering from TB shared the challenges of taking multiple drug therapy, which had many side-effects.

Monthly clinic visits were scheduled for HIV consultations and blood tests were taken twice a year to monitor viral load. Policies recommend that blood pressure is measured during HIV check-ups, but a few participants commented that this is not always done. On the structure of services, participants commented that apart from hypertension check-ups, HIV care is still largely separated from NCD care and people living with diabetes, epilepsy and other heart conditions had to schedule multiple appointments a month to ensure all their different chronic conditions were being managed appropriately. One participant also attended a separate clinic for her depression check-ups. Respondents had to combine these visits with paid work, housework, farming, and childcare responsibilities. Although the burden for participants with three or more conditions was high, they tried their best to stay adherent, attend clinic appointments and stay positive about their treatment burden.


“The best I can do is to adhere to the guidance from the nurses and not miss my clinic dates and take my medication duly. I have no stress about my conditions because I have accepted them.” PU008 [M56]
 



Precariousness of income

A shortage of money, or losing income, influenced patient’s capacity to self-manage their conditions. This lack of material resources limited their functional performance, but the extent of the impact varied between urban and rural areas, between younger and older patients and between men and women. Most patients over the age of 60 year relied on the income of an old-age grant, which is a maximum of R1890 per month (~92 GBP per month). Households would pool grant money and additional available income to buy groceries, out-of-pocket medication, pay for transport to the clinic or to cover costs for health emergencies.


“The component of money is very difficult for me. We only have money at the end of the month [through a child support grant] for a short period of time. So, we take each day as it comes and try to not stress too much. Sometimes if I sell my mealies, I will have some bit of money, but it is not enough.” PR05 [M40]
 

Between the urban and rural field-sites, there was a significant difference in expenditure for clinic visits and health emergencies. In Bulungula, participants mostly walked to the clinic and would spend R10 (0.50 GBP) to cross the river with the ferry. Although time-consuming due to the large distances, costs were manageable when budgeted for, but when a health emergency would arise, rural respondents would have to fork out a minimum of R500 (25 GBP) to hire a private vehicle to get to the hospital, almost one third of their monthly income. To make it through the rest of the month, they would borrow money from family or neighbours to increase their resources or rely on food donations for their daily meals. Being indebted to others weighed heavily on patients and they felt constantly guilty about incurring expenses for treatment and having to ask others for help.


“I would walk to the road in extreme pain and get into the car which was R500. I do not even want to know the amount of debt my parents are in; I do not know how they will ever repay these debts they have incurred because of me and my illness.” PR14 [M34]
 

Participants in Bulungula who did not receive a disability or old-age grant shared the family’s child support grants for children or grandchildren (R460 per month, 23GBP) to cover household expenses. In this way, they were able to mobilise relational networks and increase their social capital. One advantage rural respondents had over urban participants was access to land for subsistence farming. This enabled them to grow their own crops and keep some livestock. However, as crops grow seasonally, participants complained about going hungry in August at the end of a long winter or when affected by drought. Although the land and produce were theirs, one participant shared that she struggled to produce her own crops, as she did not have the money to buy the seeds. Older participants complained that subsistence farming was strenuous on their ageing and ill bodies.

For participants in urban areas, grant support was also an important source of income, but some participants had formal employment or were self-employed. In general, urban areas in South Africa are better serviced and there are more job opportunities, but the demand on limited financial resources also differs, as there is rent to be paid and growing one own’s food is more difficult. Several participants lost their income due to deteriorating health or were laid off during the COVID-19 pandemic, which impacted the availability of their economic resources. This was especially challenging for participants aged between 50 and 60 years, as they were too young to apply for an old-age grant and did not qualify for a disability grant, although they felt too old to start a new job. This left them in an extremely precarious position, especially when other family members were unemployed, or had passed away.


“Since my husband passed away, there is no one who assists me. My youngest child is 20 and still at school. She needs help financially. So, I am alone, and I need financial help.” PU012 [F57]
 

Economic insecurity and a shortage of exploitable resources required participants in both areas to plan their finances carefully and make difficult trade-offs when making spending decisions. The need for school clothes, shoes or unexpected costs for funerals would strain their already tight family budgets, forcing them to make compromises, including delaying care or walking to the clinic instead of taking public transport. Participants also reserved funds for out-of-pocket medication which were not dispensed by the public health services, including ointments for cellulitis or treatment for gout. Sometimes, pain tablets would not last the whole month and had to be substituted with aspirin or borrowed medication from others:


“Right now, I am out of pills. I have asked my friend for pain pills. Mine ran out last week, I will only get more in April.” PU002 [F62].
 

During the COVID-19 pandemic, urban patients also purchased immune boosters and vitamin C tablets to boost their immune systems, as recommended by government guidelines. These immune boosters were costly and not dispensed at government clinics.


“I am paying for the boosters, vitamins, and stuff. To boost my body. At the pharmacy, they sell it for more than 30 rand, so I buy one at the time.” PU007 [F48]
 

When experiencing income insecurity, every financial decision had to be carefully weighed, which meant that participants could not always prioritise their own health. Several patients admitted being hungry regularly, skipping meals or having to take ART on an empty stomach, which is not recommended. People with diabetes, who were urged to eat fresh, healthy, and non-fatty foods, struggled to adhere to the recommended diet, as fresh fruit and vegetables were unaffordable or would not be available all year around. A few patients took up extra work or rented out rooms to raise money to buy the recommended food.


“I am getting an old age grant now. But I cannot say I am okay (financially), so I am selling sheep heads to add more, because I want to eat veggies like broccoli and spinach, the fresh foods.” PU005 [F63]
 

Participants in Bulungula had little opportunity to make additional, cash income. They relied on occasional work through the Expanded Public Works Programme (EPWP) which is unskilled and low paid work, in addition to subsistence farming. This compelled them to ask family members or neighbours for food or money, reciprocating when they were able to. This was accepted as custom and understood as part of Ubuntu – an African centred form of social support which stresses the importance of being connected to one another through kinship and community (68). Respondents spoke of how after a long day travelling to and from the clinic, they could ask neighbours to share their evening meal, how harvested maize and other vegetables were shared amongst households and how members of the community often lent each other money for basic supplies. Some participants spoke about receiving remittances from family members who worked in the city. However, despite the goodwill of others, some families struggled to put food on the table, which impacted their health. One participant was annoyed by healthcare workers’ apparent insensitivity to this situation:


“I need more nutritious food, but we cannot always afford this kind of food. It is tough as I told you. So, the doctors think I am not committed to improving my health but what do I do if there is no money? In fact, this whole thing about eating healthy begins to irritate me because they act like they cannot see this rural area, there is nothing. This food they speak off, where are we supposed to get it?” PR014 [M34]
 

Through the social support structure of Ubuntu, rural participants were able to maintain relational networks, often through kinship ties, and get additional practical help, as they received money or food from neighbours.

In Gugulethu, participants who did not have relational networks to rely on, experienced extreme precariousness when losing employment but being ineligible for a grant. One male respondent, who lived alone struggled to put food on the table, which resulted in severe weight loss.


“It is very hard, living without any work or a grant. I actually looked much better (before), this is not my face, this a face of hunger.” PU015 [M59]
 

His lack of support structure resulted in a lack of exploitable resources, which impacted his social capital and capacity to self-manage his conditions.



Precarity of home and terrain

Living arrangements between urban and rural areas vary drastically. In rural Eastern Cape, traditional houses, or rondavels, are spread out over large areas of land. In urban Cape Town, people live in crowded settlements which are constantly expanding, due to ongoing urbanisation. Several urban participants lived in temporary, informal houses made of wood and corrugated iron, commonly known as shacks. These dwellings do not have sanitation or running water and people are compelled to share chemical toilets and communal taps with many others. This complicated their capacity to self-manage their conditions and compromised their overall health. Older and less mobile participants said they struggled to fetch water from outside taps or use outside toilets because of the uneven ground, the absence of pavements and poor lighting. One respondent, who had trouble walking due to complications of TB in her hip, commented:


“I am staying in a hokkie (shack). I was using the wheelchair for some time, but that became too hard for me (moving about in the shack). If only I could get my own house. It is also not safe to stay here.” PU005 [F63]
 

Other participants shared they were stressed as they did not have a permanent home and risked being evicted at any time by landlords from whom they rented temporary accommodation. For them, not having a permanent or formal address made it difficult to register for social services or receive deliveries, for example to get their medication delivered during lockdown. They were also located further from clinics, which increased their travelling times to the clinic, as well as the cost.

Rural participants did not experience such insecurity of tenure, as typically, the land they lived on had been settled by their families for several generations. However, many younger respondents were compelled to move to urban areas to seek education or jobs. One respondent spoke of how, when she was diagnosed with HIV and high blood pressure, she lost her job and had to move from the city to Bulungula to be closer to her family for support. She now lived in her sister’s house, who worked in the city and assisted her and her daughter financially. Another participant shared that he was forced to relocate to Bulungula from urban Mthatha when he lost his job in 2015 after being shot. His loss of income meant that the whole family had to relocate to the village, where they did some farming and lived on the child support grant (CSG) from his sister.


“We had an okay life, but all of that ended when I was shot. So, it has been hard having to adjust to a new way of life, I like my life here, my family is here but I wish we did not struggle. Everything here is very hard.” PR14 [M34]
 

He described how his relocation had a severe impact on the workload involved in managing his HIV and hypertension. He had to walk very far to the nearest clinic, could not afford a varied diet and had to borrow money from neighbours to get transport to go to an urban clinic to get treatment for chronic stomach pains.

All participants in remote Bulungula experienced challenges due to the distance of clinics, lack of transport and unforgiving terrain, which constrained their agency and increased their treatment burden. All except two had to travel a full day to the clinic by foot, which required advance logistical and financial planning. They described how the journey to the clinic involved taking a ferry across the river mouth, walking through thick forest or along a beach and navigating steep hills on difficult paths. To make their appointments, they had to carry cash for the ferry, to buy food along the way or to find a place to spend the night half-way through their journey to make it more manageable.


“I always try to ensure that I collect wood to sell so I can go to the clinic. Or if I cannot find anyone to sell to, I borrow money, even if I do not know how I am going to return it. I need R100 to go and come back, even if I do not eat, it’s fine.” PR06 [F46]
 

Participants in Bulungula also lacked basic amenities, such as running water within the home, and a lack of access to social services. Some patients had cell phones, but reception was limited and recharging difficult due to the lack of electricity. Data and airtime were also costly. Most rural respondents did not have access to mass media through TV or the internet. Consequently, respondents were relatively uninformed about their conditions and relied almost solely on the health information provided by clinic staff and community health workers (CHWs) from the Bulungula Incubator who visited patients at home.


“The nurses tell us about what we should do and what we should not do, but we do not receive any papers with information to take home. Also, the Community Health Workers come and check on me and see how I am doing and share information with me.” PR01[F61]
 

In addition, in rural areas low educational and literacy levels limited their ability to read pamphlets and posters at the clinics. This was very different in the urban areas, where participants had access to different media and had a higher level of literacy which enabled them to become more informed about their conditions.



Precarity and the threat of violence

A major concern, especially for female respondents, was their fear of being a victim of violence when travelling to the clinic, further impacting access to health services. Several female participants in Gugulethu said they feared being assaulted enroute to the clinic or being robbed of their medication when returning from the pharmacy at the clinic. To get ahead of the queue for the clinic, they had to travel very early in the morning but felt vulnerable when waiting outside the gates before the clinic opened, fearing being robbed by totsi’s (thieves). During COVID-19, the situation worsened, as security officers at the clinic would only allow small groups of patients to enter the premises at a time, resulting in large crowds of patients gathering outside on the street with little security.

Participants from Bulungula complained that long distances and the limited available routes to the clinic posed risks for them and described how they tried to avoid travelling alone, as they were afraid of getting injured or assaulted when journeying across mountains or through forests. Sometimes, female respondents would wait for others to head out in the same direction, as they felt vulnerable walking on their own.


“When you are ready to go home from the clinic, you need to look for someone who you can walk with. But if they take too long, you will just take the chance and go into the forest alone. That is a huge risk that all patients are faced with.” PR012 [F48]
 

Not only did violence impact patients’ access to health services, but gender-based violence (GBV) and substance abuse were mentioned in households in both settings. This wrecked participants’ lives and fractured their relational networks. Tik (crystal methamphetamine) and alcohol addiction in families led to financial difficulties, intimate partner violence, mistrust, and stress. Some participants described how they felt unsafe living with abusive partners or family members, were afraid to leave their belongings when leaving the house and were not able to rely on their family members for help when experiencing a health emergency. One female was convinced that hearing that her son, only a teenager at the time, was on drugs, gave her a stroke.


“It happened because my son, he was using drugs. I was so stressed. After that, I had a stroke.” PU002 [F62]
 

Even though the patient recovered physically from the stroke, she still battled with anxiety and depression and was isolated from her social support system as she was afraid to leave the house, relying solely on care from her daughter. Similarly, when speaking about family relationships, another female respondent mentioned that her son, her main carer, overdosed and died at the age of 30. She mourned his death but was also relieved.


“My son used to help me, but he was a drug user. Tik. It was terrible. When he was high, he would go crazy. He was being aggressive, hissing at you, biting you. He would steal my things, but then the next day he is helping me. But since he died, nobody is stealing my things now.” PU005 [F63]
 

In the Eastern Cape, two female participants revealed that alcohol abuse by partners had negatively affected their marriages and financial circumstances. A large part of their income would be spent on beer and whiskey and when intoxicated, their partners would pick fights, physically and verbally abuse them, or leave the house for several days. One respondent cried when speaking about her marriage, as her husband fled home after stabbing his brother during a drunken brawl. She was mourning her brother-in-law’s death, whilst trying to provide for her family on her own and keep her children in school. She was very distressed and worried about her future, but was grateful for the support of her sister-in-law, who made sure she kept adherent to her HIV and hypertension medication.

In Cape Town, three male respondents spoke about their own history with alcohol and drug use, which made them irresponsible and, in some cases, led to HIV infection. Two of them stopped drinking all together, as it interfered with their medication regimes and overall health. Beating their bad habits, these men now supported others to embrace a healthy lifestyle, increasing their capacity.


“I had a neighbour; he was an alcoholic. He got this HIV while he was drunk. I changed that guy, he is right now. He quit alcohol, he is taking the ARVs now, so I made a difference in someone else’s life.” PU016[M46]
 

As recovered alcoholics, these participants gained a new sense of belonging through supporting others and in doing so, building new relational networks.



Precarity and insufficient health service support

Participants’ capacity to manage the workload to live with HIV and other chronic conditions was affected by the type and level of support they received from their own relational networks and the structures provided by the state. Five urban participants complained that it was difficult to rely on the health services because of frequent stock outs of medication, which interrupted their self-management routines. The unavailability of monitoring tools was also reported, including blood pressure monitors and glucometers, and pillboxes to organise medication, which compromised their ability to control their conditions. Participants had to either buy their own supplies out of pocket or had to travel to the clinic to measure their blood pressure or glucose levels, which is time consuming and expensive. A patient with diabetes, who also had a partner with diabetes, said:


“It would be very helpful to have a glucose meter at home, because we will be able to see, and read what our sugar levels are.” PU013 [F65]
 

Information on their conditions was also not readily provided by the state health services. Participants felt that HIV information was more easily available, as they received counselling after their HIV diagnosis. However, health education and counselling after diagnosis of other chronic conditions, was scarce.


“I receive a lot of pamphlets and information about HIV, but I do not have much about my other condition (mental health). I would like to know more about how to manage my other conditions.” PU002 [F62]
 

Participants in rural Bulungula relied mostly on the health knowledge shared by the CHWs, who would inform them during home visits. The “nomakhayas” (CHWs in Isixhosa) visit patients at their homes to provide emotional support, share health information and remind them about their appointments. During the COVID-19 pandemic, they distributed masks and hand sanitizers and later coordinated the vaccination campaign. With health services far away and a lack of state support, the HCWs from the BI are a part of rural participants relational networks, as they assist with sense-making and self-monitoring their conditions. Participants greatly appreciated them:


“I can talk to my nomakhaya. I tell her about the challenges I am facing, and she helps me make decisions and gives me advice. She also follows up to check I am not defaulting on treatment and keeping to all my clinic appointments.” P06 [F42]
 

Compared to the continuous support offered by the CHWs in Bulungula, respondents in urban areas only occasionally spoke to a counsellor or social worker. Previously, HIV adherence clubs and peer-to-peer support groups, organised by local NGOs, were a part of urban participants’ support networks, but these were discontinued during the COVID-19 pandemic. Few participants had personal relationships with health staff, partly due to short consultation times and high staff turnover. In contrast to the rural respondents, many of the urban patients expressed frustration with the staff at the clinic:


“Every day they change things, they do not have the courtesy to tell you about what that change means, and when you ask – they shout at you sit here, go there and two hours passes, and you have not been helped and that is frustrating.” PU014 [M72]
 

Although some participants expressed their discontent with staff attitudes, most frustration was caused by organisational mismanagement at the urban clinic, including a stock-out of medication, understaffing and high staff turnover, which made it difficult for patients to build relationships with health staff. Lost folders were another annoyance:


“The clinic itself is fine, but the administration is horrible, they once lost my file for two months. I went without treatment for two months because they lost my folder.” PU010 [M57]
 

For urban patients, the longstanding organisational issues in clinics were exacerbated during the COVID-19 pandemic, as clinics closed during the various lockdowns and patients did not always have access to their treatment, as medication was not delivered to everyone in need. This adversely affected patients’ control over the health services and the capacity to adequately manage their multiple conditions, sometimes leading to serious health consequences and non-adherence to treatment.




Discussion

These findings illustrate the accumulative impact that precariousness has on the lives and treatment burden of people living with multimorbidity in urban and rural low-income settings in South Africa. Our analysis identified various dimensions of precariousness which negatively impacted on patients’ capacity to self-manage multiple chronic conditions: these included economic insecurity, the threat of violence; difficult geographical terrain; insecure housing; and insufficient health service support.

Our findings echo results from other studies examining the impact of precariousness on patients in LMICs. These studies have similarly reported that limited financial resources, lack of insurance and financial instability are major barriers to self-management (69). Participants in other rural low-income settings have also reported experiencing a lack of health care providers and having to travel long distances to the clinic, commuting over rough terrain with poor road infrastructure whilst being at risk of violence (1, 69, 70).

This paper further illustrates that patient capacity to self-manage multimorbidity is complicated by the challenging biosocial complex in which people find themselves, as their health conditions have to be managed under conditions of health inequalities that are caused and sustained by a broad set of political, economic and social factors (28, 71). One patient summed this up by saying: “the problem is not the treatment at the clinic, or staff, but the fact that the social conditions in the townships are bad. There is pollution, bad housing and hunger [PU009].” Here, he highlights the structural inequalities experienced by South African patients, which even 25 years post-apartheid, are still prominent. Multiple chronic illnesses impacted every aspect of peoples’ lives, as they constantly needed to consider the financial cost of care-seeking, the social cost of caring for family members and the emotional costs of negotiating with health providers and support networks (22, 72, 73).

Living in constant precariousness made it nearly impossible for patients to be structurally resilient – as the loss of a job, closure or relocation of the clinic, or death of a family member could push them “over the edge,” as there is no financial buffer that can sustain them in times of need (74). Although most participants relied on state support through social grants, these barely covered basic food supplies, and often had to be shared within households. Especially in urban areas, this left participants between 50 and 60 years of age in extremely precarious positions, as they were considered “too healthy” to be on a disability grant and “too young” to qualify for an old-age grant. Disability grants are only paid to chronically ill patients who are unstable and sick; once they are on treatment and stable, they lose their grant, as they are considered “fit to work.” Many participants considered this grant a “lifeline” and experienced stress and anxiety when it was withdrawn. Rural participants often relied on financial handouts from family, friends, and neighbours. This support was offered during health crises, but long-term, sustained financial help was rarely available, especially when participants were not able to reciprocate or pay back their debt.

Precariousness can be accumulative and cyclical in nature, as financial instability can lead to problems accessing health services, securing food and safe housing, and magnify tensions in relationships. This accumulation of precarity was amplified during the COVID-19 pandemic with its strictly imposed lockdowns when people experienced increased levels of economic uncertainty, disruption of health services; increased crime and intensified tension in relationships (75). Manderson and Warren (70) describe the cyclical nature of precariousness as “recursive cascades,” encapsulating the impact that growing impoverishment has on increasing ill-health. Describing a three-tiered system, the recursive cascade explains how social and relational factors plus economic and practical resources worsen chronic conditions (70).

Whilst BoTT does include the need to mobilise material resources to navigate treatment burden (exploitable resources) and acknowledges how the lack of both informational and material resources (social capital) can put patients self-management and support structures under threat, findings in this paper describe that cyclical precariousness influences every aspect of patients’ lives and ability to self-manage their health. Cyclical precariousness, in this LMIC context, is not just the inability to exploit opportunities to access health care resources but sums up the difficulties of managing long-term conditions when experiencing constant financial insecurities, which impact on patients’ basic needs such as shelter, safety, food security and social support. Furthermore, the current BoTT does not sufficiently emphasise the impact that a lack of financial resources has on patients’ ability to mobilise social support which in turn, diminishes social capital and self-management capacity. We would therefore suggest that the BoTT, which was developed in a high-income setting, needs to be adapted to include “cyclical precariousness” to make it a more applicable and useful theoretical model for use in LMIC contexts. Our findings suggest that cyclical precariousness negatively impacts patients’ capacity to self-manage their conditions and in turn, increases their treatment burden, resulting in negative health outcomes (see Figure 1).

[image: Figure 1]

FIGURE 1
 BoTT with the integration of cyclical precariousness.


Although the precise terms are not used, the phenomena of cyclical precariousness and recursive cascades are also clearly reported in other treatment burden studies in LMICs, including amongst patients with chronic conditions in Ghana, Argentina and Malawi. These patients reported that due to financial constraints, patients struggled to cope with their treatment burden and keep up with the systems demands, due to a lack availability of health services (8, 42, 43). It is also important to recognise that chronic patients from vulnerable backgrounds are often compelled to prioritise their economic survival over controlling their health conditions (69). Underprivileged groups in HICs may similarly experience the impact of financial instability: For example, undocumented migrants in the US, who often rely solely on emergency care, are cut off from relational networks and have no access to government support (76, 77). After the financial crisis in 2008, many European countries cut welfare support, pushing vulnerable groups into precariousness, leading to homelessness, reliance on foodbanks and poorer health outcomes (1, 78, 79).

Cyclical precariousness also resulted in challenges for patients when navigating care in a siloed, disease focused, and overburdened health system, which perpetuates structural vulnerabilities, increases out-of-pocket costs and forces patients to be more reliant on their support networks (12, 80). As South Africa is attempting to move towards a patient-centred integrated care system, it is essential to consider the impact of precariousness on patients’ capacity to self-manage chronic illnesses. As it stands, the ICDM model expects patients to take on more responsibility to self-manage their conditions, but does not consider the additional financial and social costs involved nor the increasing self-care demands of coping with multimorbidity compared to a single disease (36). In our study, it was clear that rural participants relied heavily on the support and guidance of HCWs. This increased their self-management capacity even when living in precarious conditions, as the CHWs informed them about their conditions, assisted with their treatment and offered emotional support. This suggests that CHWs could play an invaluable role in reengineering the primary healthcare system to improve chronic care particularly in the context of a growing population living with multimorbidity in these settings. Lastly, when informing patients about treatment for multimorbidity, communication channels and language should be carefully considered, as this study showed that literacy levels and access to media varied considerably between urban and rural participants.


Strengths and limitations

Our study has some limitations. Firstly, we intended to recruit an equal sample of men and women in the urban and rural areas, but only succeeded in including 2 men in the rural sample. This was due to the migration of men to urban areas for work, and their reduced engagement in HIV/NCD care compared to women (81, 82). Secondly, we only recruited two participants with self-reported depression, as mental illnesses are underreported in this context, and therefore our work cannot provide insights into additional issues experienced by people with mixed mental-and physical multimorbidity (83). Thirdly, all respondents lived with HIV/NCD multimorbidity, which means that we did not gain insights about the experience of patients with multimorbidity that did not include HIV as one of the combination of conditions, so additional work with patients with other patterns of multimorbidity would be worth exploring in future research. A key strength is the comparative nature of the study, as urban and rural interviews revealed a great variation within a common experience, which demonstrates its potential transferability or relevance to a wider or alternative setting. Participants accounts of living with multimorbidity differed, based on their culture, background, and social meanings. A further strength is the prolonged engagement within the study sites, as we regularly visited the clinic in Gugulethu and stayed in the local community of Bulungula for 2 weeks. Therefore, the data collected provided rich insights on peoples’ treatment burden and we were able to reach data saturation in both settings as previously reported (46). The use of well-established theories of treatment burden to frame the research and analysis, enhances the potential for replication of this study in other settings (84).




Conclusion

Whilst we recognise that this is a small study and therefore findings cannot be generalised for the population, we believe that this study contributes meaningfully to the small body of literature that explores and advances our understanding of the personal, lived experiences of people with multimorbidity in low-income Sub-Saharan settings. Our work demonstrates that the CuCoM and the BoTT are viable theoretical underpinnings to investigate treatment burden in low-income settings. However, our findings also emphasise the impact of cyclical precariousness on patient workload and capacity, and we suggest that this aspect should be incorporated as an additional dimension to the BoTT. This could make the framework and future treatment burden measures more appropriate for use in South Africa. Our work also showed that support structures, especially in rural settings, positively impacted patients’ self-management capacity, even when living in precariousness. To respond to the increased multimorbidity health needs in low-income settings in South Africa, the results point to the need to introduce a basic income grant that improves the standard of living, which can enhance self-management capacity and health outcomes. Actively including family and community support networks in self-management interventions can further increase capacity. To achieve person-centred care, support must be tailored to address the varying capacity of people to self-manage their multiple chronic illnesses.
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