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Introduction 

In early 2011, I resigned from my then job at UNICEF as a child protection officer and joined 

the Clinton Health Access Initiative (CHAI) as an access-to-medicine analyst. Working at a 

high level in international development had not excited me; I could not see the effects of the 

work I was doing and it all seemed like a mirage. I had a strong desire to work in health 

development, where it seemed results were easier to see, for example if you give a painkiller 

to a patient the pain goes away. Out of curiosity I joined a meeting in my new workplace. 

CHAI had received 9 million euros from the Dutch Postcode Lottery to implement a ‘dream’ 

pilot project, MaxART, ‘to maximize antiretroviral treatment (ART) to prevent new HIV 

infections’ (Stop AIDS Now, 2011). The meeting I attended was a brainstorming session that 

brought together all of the partners to develop strategies to implement the proposal. Each 

partner shared how he or she intended to fulfil their mandate in the project. 

One of the partners in the project was the Graduate School of Social Sciences, University of 

Amsterdam, whose role was to conduct social science research and inform interventions in 

the project. Professor Ria Reis shared the intentions of the university to build capacity 

among local researchers instead of bringing in external expertise. Two people from 

Swaziland with a minimum qualification of a master’s degree would be recruited and sent to 

Amsterdam for training in social science research for health. Professor Reis said there would 

also be a possibility for the researchers to get funding at the end of the three-year project to 

write a PhD thesis. The researchers would attend courses for three months in Amsterdam, 

return to Swaziland to do a situational analysis, and return to Amsterdam for another five 

months to finish the coursework. I must say that my ears perked up when I heard that. The 

idea of short periods away from home was appealing, as I did not want to do further studies 

that would take me away from my family. It was the chance I was looking for to work in 

health development. 
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During a break, I found Professor Reis at the coffee station. I used that opportunity to get 

further details, and the more information she divulged, the more I became interested. To cut 

a long story short, I was selected for one of the positions as a social science researcher in the 

project. Each researcher had to focus on an area of our choice within the wider spectrum of 

the continuum of HIV care to understand the factors, dynamics, and circumstances for low 

uptake of HIV services. Looking back, I realize that it was during the conversation I had 

with Professor Reis during coffee break that my PhD journey really began. Unlike other 

PhD projects in anthropology where researchers usually have a great deal of leeway in 

developing their research project, I was from the start embedded in the MaxART project. 

Additionally, I knew I would only receive funding to write up my research as a PhD if I 

proved myself as a skilled researcher over the next three years. 

MaxART, ‘the leaky cascade’, and the PhD trajectory 

MaxART was conceived with the aim to encourage the research community, activist 

organizations, and global health implementers to collaborate with the Swazi Ministry of 

Health to identify structural barriers treatment uptake, increase HIV testing rates, gain in-

depth insight on lived-experiences of PLHIV and safeguard that the aggressive approach to 

HIV treatment expansion does not undermine human rights. The targets for the programme 

were: to identify and enrol 90% of those in need into HIV treatment programs (this number 

increased from 46,883 in March 2010 to 93,260 by the end of 2014 due to new WHO 

guidelines on treatment thresholds that indicated people living with HIV should start 

treatment earlier). The number of people tested each year had to increase from 137,406 in 

2009 to 250,000 by the end of 2014. Lastly, the loss-to-follow-up rates of those in treatment 

reduced from 22% to 10% by the end of 2014 (CHAI and Stop AIDS Now, 2011: np). 

The proposed ART programme focused on testing more individuals, initiating people early 
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on into treatment, and attaining high retention rates. After I conducted a situational analysis 

of the ART programme in Swaziland in 2011, and carefully analysing the WHO-adopted 

comprehensive guidelines for care for all PLHIV, one issue stood out for me as a stark 

omission from the MaxART programme. The guidelines explicitly stated that all people 

diagnosed with HIV, even those ineligible for ART initiation during diagnosis, are to be 

expediently linked to HIV care. At the time of the study, none of the MaxART-proposed 

interventions focused on optimal linkage to care and retention to pre-ART, as stipulated in 

WHO guidelines. Yet for early ART initiation to be achieved, expedient linkage to care and 

retention of the pre-ART cohort of PLHIV would be necessary.   

In February 2012, I attended a Treatment as Prevention (TasP) workshop in Amsterdam, 

where a researcher from the United States (Ingrid Bassett, representing the Harvard research 

team) shared findings of research conducted in South Africa that focused on patients who 

dropped out of what is usually referred to as the HIV continuum of care, the same cohort of 

patients I was interested in studying (Bassett et al., 2010). Her presentation focused on 

attrition rates among patients at different phases in the continuum, known as a ‘leaky 

cascade’ in public health terms. Digging into the literature, I learned that other researchers 

had studied the leaky cascade to understand barriers to care and reason for patients leaking 

out of care (Kranzer et al., 2010). However, none of the studies investigated why patients 

eligible for ART dropped out of care or why eligible patients were not linking to care. The 

existing research only highlighted attrition levels and the phases where attrition occurred. 

Those that attempted to suggest solutions hinted at logistical fixes – the need to secure 

medicine delivery, improve recordkeeping and health worker expertise, and the need to shift 

tasks among health care workers to make it easier for more people to access treatment 

quickly. None of the studies addressed individual or social reasons for attrition from the 

perspective of either patients or frontline health care providers. 
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Figure 1. HIV Continuum of Care
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The term ‘leaky cascade’ caught my attention because it seemed to be symbolically 

portraying patients as leaking out (not easily noticeable), instead of suggesting that they 

might be choosing to drop out of care, sometimes with good reason. It connoted a problem on 

par with a plumbing mishap, requiring a quick fix to stop the leak. This framing of a health 

systems issues as akin to a plumbing problem provided the focus for my research on patients 

who dropped out of HIV-related care. I decided to explore if a ‘system fix’, in line with the 

approach and focus of MaxART, was indeed all that was needed to stop patients from 

‘leaking out’ of the health system pipeline. But, in the back of my mind, I wondered if 

decentralizing services, making necessary equipment available, and providing expertise to 

operate the equipment – the fixes that were on the table – would be sufficient to resolve the 

social, economic, and psychological reasons patients fell out of care. 
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aims included an effort to contribute knowledge about the dynamics and circumstances 

behind the failure to link to care those eligible for ART, as well as to map the reasons that 

uptake of ART was delayed. Because there was limited knowledge on these subjects in 

Swaziland (and elsewhere in Africa) at the time, the MaxART programme approved of this 

focus for my research. Following my preliminary research, I began to question why the 

national ART programme seemed heavily skewed towards putting individuals on treatment, 

and not focused on individuals who were HIV positive but not yet eligible for ART. This 

seemed an important discrepancy to me, given that the guidelines for comprehensive HIV 

care emphasized enrolment in a medical care programme as an important entry point for the 

continuum of care. One way of interpreting this would be that the national response 

guidelines emphasized enrolling people living with HIV (PLHIV) into care over helping 

PLHIV to stay healthy without ART.  

At the time I began my study, there were many instruments being used to ensure maximum 

adherence among ART clients, namely treatment guidelines, counselling manuals for 

seemingly non-adherent patients, and the tracking of so-called treatment defaulters, i.e., 

people who stop treatment after being enrolled in a programme. Conversely, there was much 

less effort and support for pre-ART clients and no tracking mechanisms in place to monitor 

prophylaxis utilization. From my perspective, this was problematic because research had 

shown that one of the major barriers to reaching people with HIV care services was their fear 

to test (De Witt and Adam, 2008; Meiberg et al., 2008). It seemed logical to me that, once 

people overcame that fear and got tested, a supportive health system would do its best to 

provide services to everyone that tested HIV positive, regardless of their eligibility for ART. 

Yet, in Swaziland, many PLHIV dropped out of care after testing positive. Too often, people 

collected their results and disappeared from clinic, making it impossible for health care 

workers to offer support to manage the newly diagnosed infection. The presumption built into 
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the MaxART programme was that dropping out of care was mainly a logistical problem to be 

solved by bringing services closer to people and making services free. While I could see the 

logic of that reasoning – as research has shown that barriers to care and adherence can often 

be linked to rates of access (Hardon et al., 2007) – thinking as a critical social scientist, I also 

wondered about the individual and social circumstances and dynamics that might prevent 

people from linking to care.  

The social science training offered by the University of Amsterdam required that I follow 

some courses in the Amsterdam Master’s in Medical Anthropology, a programme that 

emphasized the use of ethnographic methods to understand health problems. This 

methodological approach encourages researchers to become immersed in the daily lives and 

life-worlds of the people being studied in order to understand better the social complexities of 

health and disease. Personally, this motivated me to strive to have first-hand experience of 

the issues I was investigating. To start-off the research, I trained as an HIV counsellor, which 

allowed me to participate at the frontline of HIV service provision, where I had to endure 

work conditions similar to health workers. I learned how it felt to work under the pressure of 

programmatic targets, as well as the difficulty of balancing the push to reach targets with the 

desire to provide ethical and high-quality patient-friendly services. I was also able to observe 

how ART was administered in everyday practice and how protracted the process was in the 

two clinics where I attached as a counsellor trainee.  

Further, because the clinics where I conducted research were sites for MaxART and other 

international interventions, I was able to observe a context in which global HIV treatment 

policies, guidelines, and principles (implementation science) were being actively 

implemented. Implementation science is the study of the systematic application of research 

findings and evidence-based practices to improve the quality and effectiveness of health 
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services (Eccles and Mittman, 2006: Madon et al., 2008), and this approach heavily shaped 

the MaxART project. The proven science included adoption of strategies such as task 

shifting, nurse-led ART initiation (NARTIS), provided-initiated HIV testing, point-of-care 

testing, and the involvement of PLHIV in care that had proved to be effective to improve 

uptake of ART treatment elsewhere. I spent many days with health workers and I saw the 

amount of work and effort they put into delivering health care services. I witnessed many 

moments of despair – as expected from health workers who had few resources – and 

moments of exhilaration, for example, when a life at the brink of death was saved. I sat in 

on counselling sessions, interviewed patients, and via informal discussions listened to 

numerous patient stories about the frustrations they experienced in getting timely access to 

quality care within a highly burdened health care system. I also became privy to intimate 

details of what it means to be a health worker, including the psychological pressures and 

stresses they endure; what it means to have one’s HIV infection status used as a 

qualification for employment; and how the desperation to sustain a livelihood put PLHIV 

peer mentors (‘expert clients’) at risk of labour exploitation. I saw cracks emerge and grow 

in a health care system that was put under extreme pressure from global actors that were 

concerned about using metrics to measure results and effectiveness of strategies. In short, I 

observed the imprints left by global HIV treatment policies on the local public health 

system, health workers, and patients. 

 Development and anthropology meet 

In my 10-year professional tenure as a development specialist, my orientation to understand 

utilization patterns of development services was mostly skewed towards interrogating 

structural factors. I had not explored the perspective of the end-user. My professional 

experience working for funding agencies and supporting national entities to implement 
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externally driven policies certainly influenced my perspective. Most, if not all, health and 

development policies in Swaziland (certainly all those related to HIV care) emanate from 

the global level (bilateral donors, international NGOs); the Swazi health care system is 

generally expected to adopt and implement policies, putting into practice mandates 

developed with little understanding of on-the-ground realties. To ensure successes that can 

be measured in accordance with global standards, funding agencies routinely monitor 

whether the state adheres to international guidelines, conventions, and policies. The stakes 

are high: failure to adhere, or simply failure to produce appropriate data regarding adherence 

to global norms, can result in the withdrawal of substantial funding. 

I worked for the UN and CHAI and saw with my own eyes how these dynamics play out. 

UNICEF established its presence in the country to promote children’s rights and enforce the 

state’s commitment to protect children from harm. My role was to support the 

implementation of projects to improve the country’s status and standing in international 

ranking as stipulated by UN and other global bodies. In my job at the United Nations World 

Food Programme (WFP), my responsibility was to monitor donor-funded food aid and 

ensure it was received by eligible households. When there was a drought, the state was 

required to declare the situation a disaster before donor agencies could support the country. 

In essence, declaring disaster is a confession of the state’s failure to respond to the needs of 

its own people. I felt like a mere tool of the donors, monitoring my country on behalf of 

various global entities and affirming that my state was incapable. Hence, my perspective 

was limited to a top-down approach, only interacting with the state and citizens as mere 

passive recipients. Such control and strict monitoring of the state by global entities rendered 

the state incapable of autonomously performing its role, thus making external support the 

esteemed messiah necessary to rescue the state. 
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Although the UN described its approaches as people-centred, participatory, and inclusive of 

all concerned, the interactions I observed were always top down. Michael Edwards’ The 

Irrelevance of Development (1989), which I read during my tenure in development work, 

definitely influenced the focus of my doctoral research. Edwards questioned the 

development approach used by donor agencies, of bringing in outside experts to craft 

solutions for local communities (‘expertizing solutions’), made me begin to question the 

development apparatus that employed me. Similarly, Ferguson’s (1994) account of 

development efforts in Lesotho prompted me to question for whom development is really 

meant. As an employee in the UN system I knew for a fact I implemented projects that had 

very little success in transforming communities. If such projects had been successful, then 

one would expect poverty to be eliminated, or at least significantly reduced, especially given 

the amount of development efforts and resources invested to end it over the previous 

decades. One might say that my ambivalent experience working in the world of international 

development primed me for my encounter with anthropology and ethnographic methods, 

helping me to shift my analytical focus from the macro to the micro level, and motivating 

me to focus this thesis on examining the extent and degree to which the global HIV agenda 

simultaneously shaped the state and its citizens. 

Over time I have come to realize that my development orientation was myopic. It could not 

explain the multi layered sociocultural, economic, and political dynamics and intricacies, 

and how these affected the utilization of services and behaviours towards programmes. 

Also, the development approach did not interrogate how the policies and strategies adopted 

to achieve development goals influence or alter existing practices and norms, for the better 

or worse of their intended beneficiaries. My development experience and training 

conditioned me to view issues from the lens of external stakeholders, and to interrogate 

peripheral and superficial issues such as physical barriers, stakeholder involvement, and 
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stakeholder accountability. I realized that the state was a constantly moving entity in the 

implementation of development programmes; global partners expect the state to fulfil its 

commitments, as do citizens. Unfortunately, due to power dynamics, the state must satisfy 

the expectations of global health entities before those of its citizens. 

My training in anthropology illuminated the value of investigating people within a web of 

sociocultural constructs and how cultural beliefs could affect the way people assign 

meanings to their life experiences (Green, Richard & Potvin, 1996). During an illness 

episode in a family, the understanding of the aetiology of the illness and consensus in the 

kinship network determines the therapeutic pathway that will be pursued (Kleinman, 1980). 

Patients’ feelings, beliefs, and knowledge about an illness are equal in importance to the 

expertise of the medical practitioner in achieving desired health outcomes. This makes 

management of illness a partnership between the practitioner and the patient. In particular, 

Kleinman’s arguments regarding the importance of attending to the sociocultural contexts of 

patients and healers profoundly influenced my approach to understand health-seeking 

behaviours and patient perspectives, and why patients’ explanatory models matter in their 

quests for healthy lives. This was a fascinating discovery for me because it challenged the 

orthodox, positivist, and hegemonic approach held by biomedical people (Barry, 2006) that 

presumes that medical practitioners are the only experts and patients are passive agents. 

Medical anthropology offers key and complementary framings for understanding the 

pathways for disease management, not least of which is that patients are a mandatory 

partner in disease management. 

My approach to understanding the leaky cascade was heavily influenced by my 

anthropological learning, leading me to include both patient and frontline health workers’ 

narratives about why patients dropped out of care rather than attributing ‘leakage’ to 
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logistical problems only. I positioned myself within the sociocultural strand of medical 

anthropology to explore the barriers that caused individuals not to use accessible HIV 

services or drop out of care and to explore how cultural constructs influenced individual 

decisions regarding which therapy to pursue or whether to stay in care. Wanting to achieve a 

more holistic perspective, I set out to examine both the logistical constraints and a range of 

other factors that resulted in the non-uptake of services. To understand how players and 

practices influenced patients’ utilization or non-utilization of readily available services, I 

studied three levels: the macro level, which includes global health proponents and their 

promoted policies; the meso level, which is the public health system; and the micro level, 

made up of patients and the larger community. I examined the three levels in connection to 

local social, political, and economic dynamics to determine how each level interacted with 

the other and influenced or affected the uptake of ART within the continuum of care. Multi-

level investigation looks at how group-level variables are related to individual-level 

outcomes and explains how macro-level processes have an impact on individuals at the 

micro level (Diez, 2002, p. 588). The multi-level perspective enables us to illuminate the 

underlying processes at various levels and analyse how they are linked to each other, in 

order to understand what takes place at each specific level (Van der Geest, 1990). In the 

context of this study, multi-level analysis provides an approach to explore what happens 

when a wave of global health policies adopted to scale-up ART uptake meets the local 

context, and to analyse how the two affect the constellation and administration of care, 

reconfigure and reify the meanings of care, and shape experiences of PLHIV in local health 

settings. It is about understanding the leaky cascade from an emic perspective: how is 

leakiness resolved through policies and strategies, and how do these strategies work out in 

practice? 



13 

 

MaxART and anthropological insights 

Around 2010, the HIV medical response took a new turn; growing evidence showed that in 

order to realize the full health benefits of ART, people needed to start treatment earlier than 

had previously been thought. To achieve this, it would be necessary to promote routine and 

earlier testing for HIV, earlier initiation for those eligible for ART, and optimal adherence 

rates of 95% or above. In essence, this meant many people would start treatment before 

experiencing any symptoms of HIV and that they would be take antiretroviral medications 

throughout their whole lifetime (Granich, 2009: Cohen et al., 2011). In 2011, the shift that 

was already in process got new impetus when the findings of the HPTN052 study were 

published. The HPTN052 study’s ground-breaking evidence showed that early ART 

initiation not only reduced transmission but had the potential to prevent new infections 

(Cohen et al., 2011; Powers et al., 2011). The trial demonstrated that lowering viral loads 

among infected people through the use ART greatly reduced the risk of them infecting other 

people. The authors argued that theoretically it would be possible to halt the spread of HIV 

if enough people were put on treatment. Although this was not the cure people had been 

long hoping for, the evidence was used to motivate radical qualitative shifts in global HIV 

treatment policies and practices, as well as to motivate international donors to invest in a 

rapid scaling up of HIV testing and treatment activities in countries like Swaziland that were 

hard hit by HIV. ART quickly became the biomedical ‘magic bullet’ that promised to halt 

new HIV infections (Nguyen, 2010). 

The global shifts in treatment policy were multiple. In most cases they were developed in 

relation to the evidence of what worked in terms of a biomedical response, failing to take 

into account the realities of implementing new policies and guidelines on the ground. For 

example, when ART first became available in Swaziland and other resource-poor settings 
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around 2003, people were started on treatment when their CD4 levels fell below 200. In 

2010, the threshold increased to 350, making many more people eligible for treatment. This 

meant more patients had to be attended to in the public health care system, regardless of 

whether or not greater resources – human and material – were made available. In most 

cases, clinics had to absorb the extra patients without any additional financial support. In 

2013, the threshold shifted again, this time to 500. Despite being heavily burdened already, 

both the state and individual health care facilities were pressured to expand treatment access 

rapidly. This precipitated rigorous and radical efforts to enrol as many people on ART as 

possible. However, the response faced formidable challenges such as acute human resource 

shortages (Van Damme, Kober, & Laga, 2006) and the treatment gap widened as more 

people became eligible for ART. In an attempt to offset the heavy burden of scale-up, the 

WHO launched its Treatment 2.0 framework (2010–2015), which outlined ‘task shifting’, as 

a solution. Task shifting, or the shifting of medical tasks from higher to lower cadres of 

workers, it was argued, would stimulate innovation and improve efficiency in resource-

limited countries where there was a shortage of workers. The WHO asserted that states 

should adopt the framework to achieve the milestones for treatment that were being 

promoted on the global level. 

By 2010, Swaziland had addressed many challenges to universal access but some barriers 

persisted and impeded efforts to further increase access to HIV treatment. They included 

limited access to treatment (because of cost and distance), limited infrastructure, lack of 

capacity in treatment clinics, and preference for traditional medicine to manage HIV-related 

sicknesses. The MaxART programme was conceived in Swaziland at this juncture, to get rid 

of structural factors that limited access to treatment. It was conceived as a trial project to 

pilot implementation of the findings of the HPTN052 study. The aim was to eliminate 

virtually all new HIV infections within Swaziland, a country with a generalized epidemic 
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profile. In addition to this already-ambitious aim, the trial also had to provide proof to 

support the concept of using treatment as prevention, meaning it was required to document a 

clear relation between the intervention and declining HIV incidence. The objectives of the 

project were multiple: to ensure universal access to treatment by addressing barriers faced 

by individuals in need of HIV treatment; to better understand the realities of people living 

with HIV; and to monitor the extent to which the ambitious expansion of HIV treatment was 

being carried out within a human rights framework. The project had three key areas of 

focus: achieving universal access to testing and treatment for those eligible; assessing the 

impact of universal access to testing and treatment on prevention efforts; and demonstrating 

the results of treatment as a form of prevention in high-prevalence settings. MaxART 

interventions focused on community mobilization to create demand for HIV testing, 

bringing ART services closer to hard-to-reach places, and instituting follow-up mechanisms 

to ensure patients remain in care and treatment (Stop AIDS Now, 2011). To achieve this, 

various globally derived policies, principles, and strategies were implemented or intensified. 

Key biomedical concepts for treatment expansion 

In this section, I introduce some of the key categories and concepts of this study. Because 

my research took place in a highly medicalized field, I was inundated with medical 

terminology. My aim here is to offer basic definitions for the reader as well as provide some 

anthropological context concerning the ways that these categories and concepts were 

operationalized in practice. 

‘Lost to follow up’ and ‘defaulters’ 

The phenomenon of patients dropping out at different points of the HIV continuum of care, 

from HIV diagnosis to ART initiation, is referred as a ‘leaky cascade’, and clients that drop 

out at any point are referred as ‘lost to follow up’ (LTFU) or ‘defaulters’. I observed that the 
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term ‘LTFU’ was indiscriminately used for all clients who dropped out of care, regardless of 

the reason. No matter whether a patient missed an appointment because they did not have 

bus fare to go to the clinic, changed to a preferred clinic, was untraceable via phone or 

physical address, was deceased, had refused treatment intentionally, or was inhibited from 

using antiretroviral medication by a significant other, all were all put into this one category. 

Such an amalgamation of cases is problematic because it represents a false picture of clients 

who did not return to care as scheduled. First, it conceals real issues for patients that drop 

out, especially those related to the inefficiencies of the health system; this inhibits the 

system from recognizing, diagnosing, or resolving internal problems. Instead, it shifts both 

attention and blame to the patient. I observed that clinics were often constrained by limited 

resources to track patients, and when patients couldn’t be traced physically, such clients 

were categorized as LTFU, but this didn’t always mean they were out of care. As I traced 

and followed up with LTFU clients, I found a number who were enrolled in another clinic 

and who were perfectly adherent. The lack of a mechanism to trace clients when they 

changed heath centres (such as an automated medical record system or use of unique patient 

identifiers) resulted in clients being erroneously labelled. Furthermore, I found that patients 

rarely dropped out of care consciously, and most often just missed appointments. The 

qualifying criterion for a person to be categorized as LTFU or defaulter was time: failing to 

return to care for 7, 14, or 90 days. This categorization does not recognize that some clients 

will need more than 90 days before returning to the clinic for ART initiation to commence. 

In almost all cases, with the exception of patients who had died, patients referred as LTFU 

were actively navigating barriers encountered in their lives and planned to return to care 

once these were resolved. Branding patients as defaulters portrays an inaccurate picture of 

PLHIV as unwilling and uncooperative to take treatment and conceals their efforts to return 
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to care. Importantly, this prevents health workers and policy makers from imagining the 

many PLHIV who will not adhere to timeframes for enrolling in care and initiating ART 

due to a wide range of issues, from individual psychological to social and structural. Failure 

to recognize these limitations also makes it impossible to imagine solutions. I argue that 

HIV programme implementers need to review the criteria of what constitutes defaulting or 

LTFU and that they should only classify people as LTFU after exhausting all options for 

physically tracing and instituting electronic tracing to monitor clients’ movement from one 

facility to another. My hypothesis is that such an approach would not only dramatically 

lower the number of patients categorized with the stigmatizing label, it would also improve 

our understanding of the complex mechanisms that combine to delay people’s efforts to 

access treatment. Once a patient is categorized as a defaulter, the term carries pessimistic 

undertones; when defaulters return to care they often encounter unpleasant reactions from 

health workers. Furthermore, once a PLHIV is labelled a defaulter the health centre stops 

looking for them, which mean the patients lose out on opportunities for support. 

 ‘Adherence’ 

Adherence to treatment was considered a key indicator of success when measuring the 

effects of treatment scale-up. In order to measure adherence to treatment, MaxART adopted 

the pill count method as stipulated in the WHO treatment guidelines. The number of pills 

dispensed for a period of time was compared to those consumed by the time of the next 

appointment. Patients needed to score above 95% to be deemed adherent. This was an 

aggressive approach to patient monitoring that aimed to promote responsible patient-

citizens. The tacit agreement at work seemed to be that if the state provided medicines, the 

citizens had a duty to take them as prescribed so they could improve their health and remain 

productive (Mattes, 2011). Though patients were strictly monitored for adherence, long-time 
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patients were aware of how the adherence formula was calculated. Because there was an 

incentive for scoring 95% or above for three consecutive months (such patients were given 

two months’ worth of medication instead of one, meaning fewer trips to the clinic), they 

undermined the process, strategically bringing the number of pills that would tally as needed 

to guarantee them a high score for adherence. In practice, this meant that non-adherent 

patients could be categorized as adherent. Just as we must question public health categories 

that pigeonhole people who try (and sometimes fail) to navigate complex social 

circumstances in order to access treatment as ‘LTFU’, so too should we question punishing 

monitoring mechanisms that encourage experienced patients to find ways to game the 

system. 

‘CD4 count’ 

A CD4 count is a lab test that measures the number of CD4 cells in a blood sample. It is an 

important indicator of how well the immune system functions. In HIV treatment, it is a 

threshold used to determine initiation onto ART. The CD4 count is used to determine the 

body’s ability to fight opportunistic infections as a result of HIV infection. The phrase ‘pre-

ART’ refers to individuals who are HIV positive but not yet eligible for ART initiation 

according to the WHO guidelines. At the time of the study in 2011, those with a CD4 count 

of 350 and above were classified as pre-ART. Individuals with a CD4 count lower than 350 

and already initiated on ART were considered to be in the ART phase. The MaxART project 

used similar guidelines to scale-up ART treatment. However, in practice most PLHIV used 

CD4 counts as a marker of health, and would use their knowledge of their CD4 count to 

inform decisions about when to initiate treatment. According to many, a CD4 count below 

350 did not necessarily warrant initiating ART, especially if there were no other indicators 

of disease. Some HIV patients in the study, for example, only started treatment when they 
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developed other symptoms; often rapid weight loss motivated people to seek out a treatment 

programme. From a biomedical perspective CD4 results provide a clear indicator of when to 

start treatment; from a patient perspective, CD4 results sometimes hampered early treatment 

initiation. 

‘Task shifting’ 

Task shifting includes a range of strategies to counter human resource shortages for 

expanding HIV treatment. It involves retaining existing cadres of workers to prevent brain 

drain and train new cadres of human resource. For the latter, less specialized tasks are 

delegated by nurses to trained PLHIV known as ‘expert patients’, and these PLHIV provide 

a wide range of non-technical HIV services. In the Swazi context, doctors delegated some 

tasks to nurses, and nurses then shifted tasks to lay health workers in what is termed 

‘NARTIS’ (nurse-led ART initiation service). When task shifting was first envisaged, it was 

assumed that it would expand treatment access, provide patient-friendly services, and 

relieve some of the burden on the health system (WHO, 2007). It did achieve some 

objectives, like facilitating the expansion of the number of people in treatment and diverting 

human resources needed for enrolling individuals to care.  However, findings in this 

research suggest that task shifting compromised the quality of service delivered to clients; it 

protracted the provision of care in the two clinics where research was conducted. Before 

task shifting was adopted in Swaziland, a patient was counselled and tested by one health 

worker (a nurse) and then enrolled into care. This meant the patient queued at one service 

point and then interacted with one health worker; with task shifting the tasks were divided 

into four processes: pre-test counselling (counsellor), testing (phlebotomist), disclosure of 

results (counsellor), and staging and prophylaxis (nurse). These four actions are done by 

four different workers, which means patients must line up in four distinct queues. 
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As the tasks are assigned to lower cadres, the impact does not end at shifting tasks but also 

affects the way care is arranged and provided. As clients move from one health worker to 

another, they could derive different therapeutic experiences. This demonstrates that, though 

task shifting had a huge advantage to close the patient-to-health worker ratio, it led to shifting 

care practices too, which was an unintended and undesirable consequence. This tells us that 

while there are good intentions behind adopting global HIV health policies, to ensure 

treatment reaches all people that need it, there still is need for caution in doing so. 

Implementation science cannot be replicated bluntly; there is need to contextualize it as the 

impact can play out differently in different settings due to distinct dynamics that differ from 

where the effects are manifested. Also, through task shifting health workers were added to 

health facilities and PLHIV received embodied services from expert clients, but the 

proponents of the global health policies did not invest in structural improvements to the 

clinics to accommodate the swelling number of patients. As a result counsellors did not have 

proper space to deliver confidential counselling services and patients were usually crammed 

in small rooms, which made air circulation difficult and increased chances of re-infection for 

airborne diseases such as tuberculosis. Furthermore, the welfare and positioning of expert 

clients to assume nurses’ duties in the health system was not prioritized. They remain 

volunteers to date, eleven years since HIV treatment started in Swaziland. If task shifting is to 

work, donors need to also support long-term structural investments in the public health 

system. 

Greater Involvement of People with AIDS (GIPA) 

GIPA is a framework that was adopted to promote the participation of PLHIV in shaping 

and influencing policy, both globally and at local levels, and to ensure they would not be 

just passive recipients of HIV treatment. The WHO recommended it as one of the pillars for 
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treatment scale-up to create a quality, relevant AIDS response (Van Roey, 1999). PLHIV 

were supposed to inspire and motivate other PLHIV and to facilitate trainings and 

sensitization forums. However, with time, the scope of PLHIV involvement expanded to 

their full-time engagement in the provision of treatment, as was the case with expert clients 

in Swaziland. Expert clients were initially engaged to assume counselling tasks but 

gradually they performed more duties in the clinics such as conducting rapid HIV testing, 

disclosing results, explaining technical information to patients such as CD4 count, taking 

biometric data, and enrolling patients to care. Because their engagement was under the guise 

of GIPA, PLHIV provided services for free, as volunteers; these same services had been 

previously rendered by paid nurses, prior to task shifting.  

I find this development problematic. In resource-poor settings like Swaziland where there is 

a shortage of health workers, a cadre that has acquired experience to close the human 

resource gap is a valuable resource that needs to be grafted onto the public health system 

and institutionalized. Despite being what would seem like a pragmatic solution to a health 

worker shortage, expert clients have not been formally absorbed into Swaziland’s public 

health care system. In failing to do so, I believe the state undervalues both the skills of 

expert clients and the key role that they perform in ensuring the success of treatment 

expansion. Lacking biomedical qualifications, expert clients are often seen as being in an 

inferior position in comparison to medically trained staff, such as nurse assistants, even 

though they perform similar duties. I see this is an abuse of GIPA: this global instrument is 

used to justify the employment PLHIV for the benefit of the ART programme, but because 

they only receive a stipend and no proper structures to protect them or long-term investment 

in the public health system, expert clients are essentially exploited. GIPA calls for voluntary 

and partial involvement of PLHIV, not the large scale and scope of work being performed 

by expert clients in Swaziland and across Africa. The work conditions for expert clients that 
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have emerged in Swaziland are also an indication of weak activism in the country. If the 

national PLHIV organization was stronger, as documented in South Africa or Brazil 

(Robins, 2006; Biehl, 2004), it undoubtedly would advocate against such abuses and call for 

change. I believe my research suggests a need for a review of the GIPA principle and how it 

is being used to elicit labour from PLHIV. We need to redefine GIPA so that donors do not 

use the GIPA framework to engage expert clients, but instead engage PLHIV in paid service 

delivery based on competence and skills they possess rather than HIV status. This will 

prevent PLHIV from being exploited as a source of cheap labour by funding implementers 

that do not allocate a budget to hire expert clients but instead engage them as volunteers. 

Why focus on the leaky cascade? 

The primary problem that captured my attention was the fact that at the inception of my study 

there was treatment gap of 36%, meaning that 36% of people eligible for treatment were not 

enrolled in an ART program. Most specifically, I wanted to investigate practitioner-client 

interactions within health facilities in order to assess if patient experiences contributed to 

non-uptake of HIV treatment services. Also, I wanted to investigate how gender and power 

dynamics within the family, the community, and the health facility shaped decisions to stop 

care as well as shaping notions of health care. Furthermore, anthropology introduced me to 

the role of rumours and perceptions that can significantly shape health seeking behaviour, 

hence I wanted to investigate the prevailing societal constructs and meanings about HIV 

treatment, and how these influenced decisions to stay in or drop out of care, and constrained 

access to or uptake of HIV services.  

MaxART relied heavily on ‘implementation science’, adopting global strategies and 

principles to scale up HIV treatment. In my research, I interrogated the effectiveness of this 

so-called science from the perspectives of both health provider and patients. My goal was to 
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assess if interventions had an effect beyond helping to expand treatment, and whether there 

might also be side effects that potentially cause patients to leak out of HIV care. I 

investigated a range of global processes and policies that came with treatment scale-up to 

understand how they affected care arrangements in local clinical settings and shaped patients’ 

experiences.  

 

Theoretical arguments 

Travelling policies 

The thesis tells a story of how a health system and health workers deal with an avalanche of 

externally derived policies to combat HIV infection, and how patients deal with a life-

threatening infection that has the potential to affect the fibre of their being as well as their 

relationships. Furthermore, it elucidates the imprints left by the policies as they travel to each 

destination. Policies guiding the HIV response, originating in Geneva and New York (where 

the WHO and Global Fund are headquartered, respectively), journey all the way to 

Swaziland. The concept of travelling policies was borrowed from Hardon and Dilger’s (2011, 

p. 136) analysis, in which they sketch the journey of global AIDS medicines and how they 

shaped norms and transformed individuals, families, and communities responding to AIDS 

and its treatment regime. ‘Travelling’ is used as a metaphor to underscore that these policies 

are externally derived and locally adapted. In the context of this thesis, travelling policies 

refer to HIV treatment strategies, guidelines, and protocols on who, how, and when to treat, 

which emanate from global circuits yet are implemented in local health care settings. The 

central aim of the thesis is to unravel how the global policies play out when implemented at 

the local level, and what imprints they leave beyond the arena in which they are intended to 

perform. 
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Ferguson (1994, p. 180), when studying development patterns in Lesotho says ‘instead of 

asking, can aid programmes help their intended recipients (the poor), be effective and 

benefit them, we should ask what is it that aid does beyond helping the people’. Ferguson 

calls for further enquiry into what else, besides reaching their intended targets, aid 

programmes do. In this case, it means studying what global HIV policies and strategies do 

besides increasing treatment rates, and investigating the trail they leave as they trot the 

globe. This implies that aid or external support has far-reaching tentacles. 

The thesis does not address the effectiveness of HIV policies, protocols, and guidelines; 

rather it is an expose of what else happens as the policies are implemented. I show how 

global commitments put immense pressure on governments to allocate specific budgets 

towards healthcare, as a result of the Abuja Declaration. Furthermore, governments are 

expected to take over projects from implementing partners after some time, which thus 

affects Ministry of Health priorities. The scope of work for health workers has expanded 

tremendously as various interventions are added without due consideration for 

compensation or motivation. Their remuneration is not reviewed according to tasks and this 

has resulted in a worn out and demotivated workforce. Also, though some of the processes 

adopted for treatment expansion were meant to simplify access to care, other processes have 

made access to treatment protracted and caused patients to drop out of care. This becomes 

counterproductive to the original objectives for the adoption of the global strategies; 

chapters one and two address this phenomenon. Using the travelling metaphor helps to 

juxtaposition the challenges that the state encounters in dealing with a guest that has set out 

from far off to help, and in turning away needed help even though the approach in which the 

support is given might be incongruous. 
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Social navigation theory 

Social navigation theory examines how people deal with challenges they encounter in 

everyday life, and how they act in difficult or uncertain circumstances. Vigh (2009) first 

coined the concept to elucidate how youth from Guinea-Bissau manoeuvred during the time 

of civil war. The concept of navigation is very much central in this thesis, as I observed that 

PLHIV had to do a lot of manoeuvring in light of an HIV diagnosis. Patients that missed 

appointments, or defaulted, faced the wrath of the counsellors and nurses; they were 

threatened and told they would die if they did not respect appointments or became non-

adherent to the treatment regimen. Moreover, they lost their benefit of getting more than one 

month’s worth of medication at a visit. Patients adopted various strategies to manage such 

situations, including changing clinics and presenting themselves as new patients in clinics 

where their transgression was not known.  

The study also found that women in long-term relationships were challenged in linking to 

care in a timely manner due to kinship dynamics (both with spouse and mother-in-law). 

After diagnosis, they struggled to disclose to their partners, which was required before 

treatment initiation. They feared being blamed for bringing infection into the relationship 

and being ostracized. Since they valued their relationship above their own medical needs, 

they spent considerable time developing strategies to navigate the hurdles they encountered 

within their social sphere and in the process missed clinic scheduling for care. For example, 

one of the women was pregnant, and claimed that the pills she was taking were vitamins for 

the baby; in this way, she concealed the fact that she was taking ARVs. The situation was so 

delicate for one study participant (as her partner was in denial of her HIV infection and 

refused to have the family get tested) that she had to be very subtle in her approach; she 

tuned in to radio programmes on HIV when she and her partner were together, so they both 
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would learn more about the disease. Over some time, he began to get interested and started 

to ask questions. After a year, the man finally tested and was immediately initiated onto 

ART as he was at stage 3. He started ART together with his wife. 

Social navigation theory provides a framework to analyse PLHIV’s social webs and how 

these are affected and utilized when they are diagnosed, and it helps us understand what 

strategies and approaches PLHIV use to manoeuvre through challenges they encounter in 

the daily lives. When the public health system categorizes PLHIV as dropping out or 

leaking out of care, lost to follow up or defaulting on treatment, those individuals are 

actually navigating challenges encountered in their social lives as a result of the infection, 

which make it difficult to link to care or stay in care within the timelines determined by the 

biomedical system. 

Chapter three explicates how expert clients deal with challenges they face in their job as 

volunteers. Due to their awkward position in the health care system they do not have room 

to seek redress for grievances in the workplace. Also, expert clients are a cadre of people 

with low status, engaged in a job because of their disease, and working in a profession for 

which they are not academically qualified. They have to deal with power imbalance in the 

clinic spaces, negotiating and managing relationships with colleagues. In order to cope, 

many expert clients created bonds with each other that acted as a support system in times of 

turmoil. Other expert clients opted otherwise, by associating with nurses to be favoured over 

others. 

Social navigation in the thesis is an analytically useful concept as it allows us to capture an 

alternative perspective on practices and the intersection between agency, social forces, and 

change. It is an analytical lens through which we can focus on how people move and manage 

within situations of social flux and change how that is displayed under different 
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circumstances (Vigh, 2009). 

Therapeutic itineraries 

The concept of therapeutic itineraries was first coined by Auge (1985), to focus on the 

different pathways and journeys that a sufferer explores in a quest for health. It connotes a 

preference of one therapy over another, as when PLHIV choose another therapeutic path over 

ART to manage the HIV infection. When some PLHIV dropped out of biomedical ART-

focused care, they took part in other forms of care. Dropouts pursued different ways to cope 

with their infection by trying to maintain longevity, by taking alternative medicines and 

immune boosters, pursuing spiritual healing, eating healthily, reducing stress levels, and all 

sorts of other habits to strengthen their immune system. All dropouts encountered in the study 

indicated that they could be involved in pluralistic therapeutic options to be in optimum 

health, but once there were signs of health deterioration signalled by a declining CD4 count, 

the biomedical regimen became the eventual therapy to manage infection. This shows that 

though PLHIV might drop out of HIV care, they eventually bounce back to the health system. 

This concept helps us to understand that not all people diagnosed with HIV will accept the 

medical system at first. Instead of writing off PLHIV who have disappeared from the system, 

or reprimand them when they bounce back to biomedical care at advanced stages of AIDS, 

the system needs to have room to expedite the initiation of ART for such clients. 

This concept also helps us to appreciate the reasons for a particular choice of therapy and 

the dynamics that influence choice in the therapeutic process. For some of the PLHIV who 

dropped out of care or could not enrol to care, it was not an individual decision or even a 

desired choice to de-link from HIV care. Decisions were influenced by careful consideration 

of the realities within their social sphere; in other circumstances, significant others in the 

lives of PLHIV took decisions for them. To elucidate this fact, the first chapter outlines the 
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itinerary of married women to manage HIV infection. The journey starts at her spouses to 

disclose her HIV status. Next on the itinerary is her mother-in-law’s, to please her, 

otherwise the mother-in-law can influence the husband against her. Further on the journey is 

her biological family, which she has to represent well as a good daughter: she must fulfil her 

filial duty and bring honour to her family so that her marriage thrives; a failed marriage 

brings shame and stigma to her and her family too. If she returns home, her family cannot 

afford to take care of her and her children. Therefore, marriage serves as a place of refuge as 

husbands have to provide for their wives’ needs. Unfortunately, social circumstance takes 

precedence over the biomedical consequences when she has to weigh options whether to 

follow the advice of the health worker and start HIV treatment or protect her marriage. 

Three case studies in this chapter tell a story of a long journey travelled by PLHIV before 

initiation can ensue. They tell us that PLHIV who leak out of care always have a desire to 

take the prescribed biomedical route but often do not do so because they have to be 

emotionally and socially ready in order not to jeopardize their support system. A variety of 

therapeutic options may be tried and serve as a placeholder in the interim, before biomedical 

treatment starts. Patients use alternative pathways, which explains the reason for delayed 

linkage to care after diagnosis, delayed initiation, and treatment refusal, all of which explain 

the dynamics causing leaks in the continuum of care. By using the therapeutic itinerary 

concept and the metaphor of detours and roadblocks patients encounter in search of treatment 

we can gain insight into the numerous points where delays occur before treatment starts. 

Delays occur at the personal level, kinship level, and institutional level. Ideally, there should 

be no further delays at the facility level, once patients have navigated all of the other levels. 

Addressing delays in treatment onset cannot be left at the institutional borderlands of health 

facilities but must extend to the wider contexts – structural, social, and personal – that give 

contour to the diverse maps patients follow in their quest for therapy. 
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Study design 

The premise of this ethnographic study was that people divulge details about their social life 

and behaviour according to the level of familiarity and trust established between the 

researcher and the interlocutor (Price and Hawkins, 2002, p. 1328). I conducted a review of 

relevant policy documents and international guidelines that have steered the HIV response at 

the local and international level. I also enrolled into an HIV testing and counselling (HTC) 

course to have an embodied experience as a health worker at the frontlines of HIV services 

provision. To gain insight into patient experiences, I conducted in-depth interviews and focus 

group discussions as well as holding informal conversations to triangulate findings. 

Situational analysis 

Before the study commenced, I conducted a six-week-long situational analysis of the ART 

programme in Swaziland. The situational analysis had three objectives: 1) to understand the 

scope of the ART programme; 2) to comprehend barriers to access, perspectives of service 

providers, and research questions that the study could focus on; and 3) to learn the 

perspective of the Ministry of Health regarding the MaxART programme, which aimed to 

expand treatment and to use ART as prevention. I was interested in the studying the health 

system’s readiness to achieve MaxART objectives and the challenges of using ART as 

prevention. This analysis involved obtaining all data and reports of the ART programme in 

Swaziland, including published research and grey literature. I reviewed these materials, as 

well as studies and HIV-related policy, guidelines, and protocols used to scale up treatment 

in the country. In addition, I visited four health centres that provided ART initiation services 

to observe processes and to interview health workers that were on the frontlines of ART 

provision. I visited a community clinic, a health centre, and a hospital to observe the HIV 

continuum of care and to interview health workers. 
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Data was collected from five clinics in total wherein in three of them I was an HIV 

counselling trainee for 6 weeks. The training was divided into two: lecture training for 2 

weeks on the theory of HIV counselling and three weeks of attachment in a clinic and 

provide HIV testing and counselling services. The two more clinics were research sites for 

in-depth ethnographic research. I became a professional counsellor through the training and 

it qualified me to be part of the counselling team in the two clinics that became my research 

sites and hence permitted to collect observational data during counselling sessions. Data was 

also gathered through in-depth-interviews with PLHIV who were eligible for but did not 

initiate ART in 2011 when MaxART project was introduced. 

Participant observation 

During the HIV counselling course, when I was attached as an intern, I observed clinical 

processes involved in the delivery of HIV care, had conversations with health workers, and 

provided counselling to 84 PLHIV. Attending the counselling course allowed me to gain 

first-hand experience in providing HIV services as a health worker, to compare counselling 

services in practice with counselling as taught in the classroom, and to gain insight into the 

factors that led counsellors to circumvent guidelines. During the practicum period as a 

counsellor trainee, I provided pre- and post-test counselling and adherence counselling to 

different PLHIV patients. Being positioned within the health system allowed me to have a 

vantage point on issues that caused patient drop-outs as well as minimal linkage in the 

continuum of care. Being attached in the counselling department gave me an opportunity to 

observe clients at all the different service points in the care continuum because counselling 

was the gateway for all services: before testing, to prepare PLHIV for ART initiation, and in 

making corrective action for non-adhering patients.  

I conducted observations at the two clinics that were research sites and I observed 245 HIV 
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counselling sessions and over a period of 20 months. During these observations, I took field 

notes on the information that was given to patients immediately after diagnosis, the manner 

in which the information was given to newly diagnosed people, the interaction between the 

clinician and PLHIV in the counselling room, and specifically I was interested on the 

dynamics and quality of communication with clients who defaulted their scheduled clinic 

appointments. Additionally, I participated in daily duties of the counsellors: help to track 

patients, sorting patient files, filling registers, and booking and re-booking of patients. In a 

nutshell, the ethnographic immersion in the two research clinics allowed me to have a 

healthcare provider perspective within routine clinical settings that provide HIV services. 

The observations went beyond the counselling room to the entire ART department in the 

two clinics. I spent two months on full time in each of clinic I observed the ART related 

clinical operations: in the laboratory, consultation rooms, the ART nurse’s station, and the 

dispensary where I was oftentimes requested to pack medicines. After the two months 

period for observation in each clinic was finished I returned periodically to follow up with 

study respondents until the end of the research period. I also made direct observations of 

clinic logistics: how queues were managed, the mechanism for tracking defaulters, and 

general record keeping of clinical data. All documentation was mined to give an overview 

of patient histories and demographics. Many numerous informal conversations were held 

with ART staff; nurses, expert clients, phlebotomist and the clinic orderlies. I also partook 

in many conversations in formal gatherings such as the MaxART biennial face-face 

meetings and overheard some during informal contexts with peer clinic staff during lunch or 

tea breaks, or during rides home.   

In-depth interviews 

Research subjects for in-depth interviews were purposively selected from two sources: those 
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picked during the counselling sit-in sessions and those reported by counsellors as defaulters. 

HIV-positive clients earmarked for ART initiation were routinely scheduled for a series of 

counselling appointments, should a client fail to show up for an appointment such a person 

was put in a pile of defaulter file. From the pile, I focused only on those who were 

scheduled to start ART in 2011 when the MaxART project began. Routinely, counsellors 

tracked defaulters through calling to get the reason for the missed appointment and to re-

book them. When clients returned to the clinic, I invited them to participate in the study and 

asked for consent after explaining the phenomenon under enquiry.  

The selection of respondents zoomed only to clients who failed to return to the clinic for 

scheduled appointments, and those who verbally expressed their unwillingness to take 

antiretroviral medications as their reason for defaulting. Seventy one of 93 clients who met 

the selection criterion agreed to be interviewed and 104 life-course interviews with this 

group were conducted. The 22 clients could not be interviewed; several refused and others 

proved impossible to track. 

In upholding confidentiality, each participant was interviewed a place and time convenient 

to them.  SiSwati, the native language was used during the interviews. The interviews 

started off as a natural conversation about their overall experiences at the clinic and as the 

conversation evolved I specifically probed the reasons they had not returned for scheduled 

appointments. Majority of interviews lasted half an hour to 2 hours. They were recorded and 

transcribed verbatim and translated into English. 

Focus group discussions 

I conducted focus group discussions in eight clinics with 21 expert clients, who were the 

total staff all expert clients working in those clinics. These focus groups were organized to 

gather and corroborate information on the issues discussed during one-on-one interviews. 
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The issues discussed included: the scope of duties performed by expert clients, challenges 

encountered in the line of duty, and how expert clients navigated around them.  The FGD 

ranged between one and a half hours to two hours in duration. Expert clients that were 

interviewed individually were not selected for the FGD. 

Data handling and analysis 

As the study approach was ethnographic, the sample was small. Through triangulation I 

sought internal validity. Generalizability was not the focus of the study per se, instead it was 

an in-depth examination of the strategies and processes adopted, and how system-related 

factors affected whether patients stayed in the continuum of care. 

Data was captured through note taking, audio recording, and photography; interviews and 

focus group discussions were transcribed verbatim and translated to English. Ethical consent 

was obtained in writing from all participants for in-depth interviews for the first interviews; 

for subsequent interviews consent was given verbally. 

Ethical approval 

Ethical approval for the research was granted by the National Health Research Review Board 

in Swaziland and the ethics board of the University of Amsterdam. In addition, written 

permission was granted by the director of the AIDS programme in Swaziland to enter the 

clinic, access patient files, and conduct observations during counselling sit-ins. Patients 

signed a consent form before interviews were done, whilst health workers consented verbally 

since they came from the same clinics where the study was done. 

Study setting 

The three sites where I had my practicum were randomly allocated by the lecturer and the 

two clinics that became sites for the ethnographic research were selected. Two criteria were 
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used to select the sites: (a) it must be a MaxART intervention site, meaning a clinic where 

necessary point of care ART technologies were available and services accessible to meet 

demand of services in order to sufficiently enhance uptake of treatment (b) the clinic 

management have shown high motivation and commitment in good ART outcomes. This 

means only MaxART clinics were selected as research sites as periphery communities were 

already involved in rigorous community mobilization to create demand for HIV services, 

point of care services available and the clinics with trained staff to accelerate efforts to enrol 

PLHIV to care. Finally, sites with high ART patient volume in both rural and urban locales 

were desirable to be part of the sample to possibly enrich varied understanding for non-

uptake and limited retention to HIV of people in care rural and urban areas. Clinics that had 

good and poor performances were excluded as study sites to eliminate best and worst 

scenarios that might not be ideals and representative of average facilities.  

Clinic A 

Clinic A is a peri-urban community clinic at the outskirts of the capital city, Mbabane. It has 

a catchment population of 16,162 and servicing a population of 3, 0890 (Central Statistics 

Office, 2007). The majority of the population lives within a 5 to 8km radius of the clinic. It is 

a small but very busy clinic as it attracts people from the city who avoid the national hospital 

and other private and semi-private clinics in the periphery of the city. The patient volume is 

high and it is amongst the ten busiest clinics in the country. 

As a community clinic, it is run by a clinic committee comprised of representatives from the 

clinic and community. The committee oversees the affairs of the clinic and ensures the 

welfare of the staff. The clinic works closely with community health volunteers called rural 

health motivators (RHM). RHM work with expert clients to trace defaulters and link them 

back to care, and this effort is done through support from World Vision, an international 
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NGO. Clinic A had seven nurses, five expert clients (three for general ART patients and two 

for prevention of mother-to-child transmission of HIV patients), one officer responsible for 

TB screening, a phlebotomist, an orderly, and a dispenser of medications. A doctor from the 

Ministry of Health came for to initiate people on ART on Fridays each fortnight, whilst one 

of the implementing partners provided mentoring to this ART clinic each week. 

The ART clinic is stand-alone, prefabricated structure on the premises of the main clinic. It 

has three consultation rooms. The first is a pre-test counselling room where patients are 

counselled before taking an HIV test, and where newly diagnosed people are enrolled to 

care. The second is for adherence counselling for patients, where pill counts are conducted 

and files of those on ART are kept. The last consultation room is where the ART nurse does 

physical assessment of patients, and staging and refilling of drugs. There is a small 

laboratory within the main clinic where CD4 analyser is kept. Also kept in the same room is 

a centrifuge, a fridge, and basic laboratory accessories for drawing specimens. Results are 

received within 20 minutes. CD4 counts are measured twice a week; if patients come on any 

day outside of these, they are asked to come back on the proper days. Also, specimens for 

liver function tests (chemistry profiles) are collected there and sent to the National Referral 

Laboratory (NRL). The turnaround time for chemistry profiles from the NRL is two weeks. 

Clinic B 

Clinic B is a community clinic, located in the Lubombo region, approximately 200km away 

from the capital city. The catchment population of the clinic is 10,001. It is in a rural 

community, dotted with homesteads and fields and livestock wandering about. The 

community has stick-and-mud houses as well as brick-and-mortar houses with electricity. 

There is a main road with tarmac less than 1km away, connecting the sugar belt, Big Bend, 

and Simunye, including Siteki, the capital of the Lubombo region. 
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Many of its characteristics are similar to Clinic A in terms of staff composition and 

arrangement of services. Counselling services are offered in one of the rooms in the main 

clinic. During the fieldwork period, there were two counsellors in one room, one focusing on 

pre-ART patients whilst the other focused on ART patients. The prefabricated structure was 

used as a mini laboratory. 
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Thesis outline 

 

The thesis investigates the global health HIV policies used for scaling up HIV treatment that 

were adopted by the Swazi public health system. It tells a story of global policies, travelling 

from the global to the local (Hardon & Dilger, 2011; Adams & Biehl, 2015), and how the 

adopted processes and policies were manifested in the localities where they were adopted. It 

examines how specific policies and processes were adopted and what changes occurred to 

health care delivery as a result of the policies. Specifically, it looks at the shifts in health 

care delivery at the micro-level and explains how unintended consequences occurred as 

policies metamorphosed from intended objectives to practice, and how those who 

encountered the policies navigated the unintended circumstances that resulted. 

The thesis consists of four chapters, each of which is an article submitted for publication. 

The first article, ‘“Lost to follow up”: Rethinking delayed and interrupted HIV treatment 

among married Swazi women’ was accepted for publication in August 2016 by Health 

Policy and Planning, and published in October 2016. As I investigated the reasons for 

patients’ failure to link to HIV care and the inability of the health care system to achieve 

optimal retention, it was not long before it was clear that married women and women in 

long-term relationships seemed to struggle with returning for scheduled appointments. 

Intrigued, I wanted to get more insight into why these women were more susceptible to 

missing scheduled appointments and dropping out of care prematurely. I found that women 

in long-term relationships carefully make decisions and prioritize honour in marriage and 

filial duty before their own health needs. Upholding honour means that women have to live 

within the expectations of their spouses (and largely their kin) even if it means delaying 

treatment. Treatment could not occur without the express blessing of the spouse, which 

meant that women had to engage in a protracted negotiation process with their spouses. 
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While MaxART attributed low uptake of treatment to access barriers, my study shows that 

no matter how close the services were, married women still missed their appointments. This 

article illuminates the gendered and cultural nature of treatment uptake that public health 

practitioners often exclude in programming, and shows that availability of drugs, access to 

services, and equipment alone will not spur the desired uptake of ART. 

The second article is titled ‘Task shifting or shifting care practices? The impact of task 

shifting on patients’ experiences and health care arrangements in Swaziland’. It was 

accepted in BMC Health Services Research in December 2016 and published in January 

2017. It focuses on task shifting as one of the global strategies aiming for treatment 

expansion, and looks at the consequences of this implementation science on health care 

settings. I was drawn to this topic because task shifting was recommended as an effective 

strategy for treatment expansion to resolve key challenges faced by the public health system, 

namely improving patients’ experiences and resolving the shortage of health personnel in a 

context of increased demands for ART services. However, during 25 months of 

ethnographic research in clinics, I observed manifold undesirable consequences of task 

shifting on the public health system and on patients. What was fascinating to me was that 

there was little said by global health proponents, programmers, or researchers about the 

other effects of task shifting; they focused only on the positive aspects. This selective 

representation of task shifting’s efficacy was intriguing to me because my observations 

showed that the practice left undesirable imprints on the health care system. 

Furthermore, bottlenecks in treatment expansion were normatively conceived as part of the 

health system that required a structural and logistical fix. Patients’ therapeutic experiences 

often remain at the periphery during the planning stage and were only considered within the 

context of monitoring and evaluation audits once programmes were up and running. My 
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research found that some patients did not link to care or drop out before ART initiation 

because of the protracted and unfriendly processes that were introduced by task shifting. 

Access to care had become rigid and deterred patients from pursuing biomedical care. The 

quest to show evidence of the efficacy of implementation science shadowed practical and 

irrefutable evidence provided by patients. 

‘The GIPA concept “lost in transition”: The case of expert clients in Swaziland’ is the third 

article included in the thesis, and it was accepted by Anthropology in Action for publication 

in 2017. This article examines how following treatment expansion principles can result in 

negative consequences. Volunteerism is the backbone to expand health worker shortages in 

resource-limited settings such as Swaziland. I wondered why the treatment expansion 

agenda, as driven by donors and implementing partners, relied heavily on volunteers, how 

this trend was established, and why donors shied away from investing in the health care 

system. Rather than strengthening the health care system for sustainability purposes they 

preferred to ‘projectify’ their interventions, funding projects rather than the system itself 

(Whyte, 2014). The article traces the genesis of the volunteer framework used to engage 

PLHIV in the provision of HIV care in Swaziland and describes how the quest for PLHIV to 

be involved in treatment expansion coupled with donors’ promotion of the GIPA principle 

together resulted in PLHIV serving as low-cost workers. Health workers work under 

immense pressure to reach donor targets, assuming increasing tasks brought by treatment 

expansion, but without incentives they end up ‘burnt out’. This resulted in unpleasant 

experiences for patients, who complained of disciplinary instead of empowering approaches 

to care, which became a deterrent to PLHIV seeking care. 

The last article is entitled ‘Relationship dynamics amongst expert clients in healthcare 

settings in Swaziland: Creating, sustaining, and severing bonds’ was submitted to 
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Anthropology and Medicine in January 2016 and is still under review. In order to meet the 

demands of treatment expansion and more specifically to close the personnel gap, PLHIV 

under GIPA were introduced as expert clients into biomedical spaces (clinics). Expert 

clients started by providing counselling services, but their duties grew from year to year, as 

they took on a range of tasks previously performed by nurses. I was amazed by expert 

clients’ diligence and resolve to provide care with passion regardless of their swelling 

workload, as they worked far more hours than what volunteers are expected to contribute in 

a day. They not only had to manage the workload and perform their duties satisfactorily, or 

lose their contract, but also, they had to deal with tensions and conflict among themselves 

and with nurses. I was interested in knowing how expert clients navigate the conflicts and 

tensions they encounter in such highly contested work environments, and specifically how 

they cope with the challenges that result from their engagement as volunteers. Treatment 

expansion had taken such pre-eminence within the clinics that conventional structures to 

manage such conflicts fell under the radar. Different strategies were adopted by expert 

clients to cope, including through bonding with each other and creating alliances to support 

each other when conflict arose. However, this was not always the case as there was 

sometimes conflict among them. Some expert clients became the nurses’ puppets in return 

for favours and as such were considered sell-outs and usually in conflict with the rest. 

Conflict amongst expert clients was also caused by the fact that different partners paid 

different stipend amounts.  

This dynamic was peculiar to witness because research (Biehl, 2004; Robins, 2006; Epstein 

1996) had portrayed PLHIV as a group that esteemed solidarity and used it to make strides 

and achieve many successes, including ensuring universal access to HIV treatment and 

involvement of PLHIV in health policy at the global level (Morolake, 2009). But the impact 

of global health strategies such as task shifting and GIPA does not end at the confines of the 
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clinic to augment treatment coverage, avert acute human resources shortages, and improve 

patient experiences; it also has larger social ramifications, configuring new practices and 

shaping norms and meanings. Beyond the demonstrated benefits as travelling global HIV 

policies and strategies are implemented, there is a caveat: they put immense pressure on 

health care settings and often there is no time left to invest into health workers’ welfare. 

The research findings indicate that another reason for delayed uptake or non-uptake of HIV 

treatment was that patients’ use of medical information received from clinicians was 

influenced by a myriad of reasons beyond just access to services. PLHIV had to make sense 

of the information and would apply it within their social space only if doing so would not 

jeopardize existing relationships, and more specifically would not deprive them of honour. 

If applying medical information would put honour at stake, that medical advice would not 

be followed. Access to care was found to be a tactical process and oftentimes the decision to 

pursue a particular therapy was a decision made by a group of people, not an individual. 

Though sometimes PLHIV would miss appointments, quality and timely access to care 

when hurdles were successfully overcome was a big determining factor to stay in care.   

As treatment was expanded, new procedures were introduced that tended to make access to 

ART a very protracted process. Yet the majority of people who arrived at the clinic were 

already symptomatic and could not wait to complete the long process before treatment could 

be started. PLHIV expected to find quality care; if they didn’t, it deterred them from staying 

in care. Early initiation to such levels that HIV is not transmittable requires not only a 

logistical fix but a cocktail of interventions, both socially sensitive programming and quality 

services in the health system, so that those individuals willing to start treatment are not 

deterred by an unfriendly therapeutic experience. Furthermore, travelling policies affect the 

landscape of care, shape patient therapeutic experiences, and alter long-established norms 
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and practices between patient and practitioner. Public health leaders should be cautious 

about standardizing metrics and generalizing the effectiveness of implementation science as 

these may vary due to distinct circumstances in resource-poor societies that may lead to 

different outcomes of treatment expansion than anticipated. 
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CHAPTER 3 

 

 

‘Lost to Follow up’: Rethinking delayed and interrupted HIV treatment 

among married Swazi women 
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Abstract 

 

Through various campaigns and strategies more women are being tested for HIV in countries 

with a high prevalence of the virus. Despite the ready availability of treatment at government 

clinics in sub-Saharan African countries like Swaziland, women consistently report difficulty 

in maintaining access to treatment. Drawing on two individual case studies selected from a 

larger study of the so-called leaky cascade in Swaziland, we illustrate the protracted journeys 

married women undertake to initiate treatment. We demonstrate how women manoeuvre 

tactically after diagnosis, highlight factors that influence their decisions related to initiating 

treatment, and detail the actors involved in the decision-making process. Our research shows 

the persistence of structural factors that inhibit access, including economic constraints, gender 

inequality and patriarchal social norms. Patients referred as ‘lost to follow up’ are in many 

cases actively pursuing treatment within a context that includes the biomedical health system, 

but also extends well beyond it. We argue that the phrase ‘lost to follow up’ conceals the 

complex social navigation required by women to initiate and maintain access to treatment. 

Further, we suggest that many of the logistical challenges to monitoring and tracking people 

with HIV can be better addressed by taking into account the structural and social aspects of 

delayed treatment initiation. 
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Introduction 

 

The large-scale expansion of HIV testing in Africa has proven an effective means of 

diagnosing more people (Weigel et al. 2009; Larson et al. 2010; Creek et al. 2007). However, 

keeping patients in care continues to present challenges for treatment programmes (Bassett et 

al. 2010; Rosen 2007). In 2010, the attrition rate of clients between the moment of HIV 

diagnosis and the initiation of treatment was estimated to be around 50% in sub-Saharan 

African countries (Ahoua et al. 2010; Larson et al. 2010). In Swaziland, the last couple of 

years have witnessed increased efforts by NGOs and the state to increase uptake of treatment 

among those known to be HIV positive. One component of these efforts has been the 

institution of fixed definitions and timelines to monitor client compliance. If clients fail to 

adhere to these timelines they are labelled as ‘treatment defaulters’ or ‘lost to follow up’. This 

strict monitoring procedure to increase participation in treatment has led to a situation in 

which people wishing to test for HIV are required to pass through seven service points on the 

day of diagnosis. 

Figure 1: Service point (SP) for clients testing HIV positive on day of diagnosis 

 

Once diagnosed, clients are then required to endure another protracted process to determine if 

they are eligible for treatment and, if so, another process to initiate treatment (see Figure 2). 

Each service point means another queue, another waiting period, greater frustration and 
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greater likelihood that clients will fail to access care.  

Figure 2: Clinic visits required to initiate ART at clinics 

 

This article examines the logistical and social dynamics that contribute to HIV-positive 

women ‘falling out’ of the biomedical health care system in Swaziland. The study on which 
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global guidelines mean that people testing positive for HIV in many countries will be 
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symptoms of disease. The ultimate public health goal of this approach, known globally as 

‘Treatment as Prevention’, or TASP, is to prevent new infections by using antiretroviral 

treatment (ART) to lower HIV viral loads to undetectable levels among infected individuals, 
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most attempts by donors and the state to increase access to care have focused on the health 

system, including point-of-care diagnostics to shorten the time between testing and patient 

diagnosis, and the introduction of a new tracking system based on individual patient numbers. 

While these logistical fixes are important, we question the extent to which they will improve 

treatment uptake.  

In this article, we focus on married women that is, all women who reported being in a long-

term, committed relationship regardless of legal marital status, who are present in high 

numbers in health clinics. Because it is mandatory for pregnant women to be tested for HIV in 

Prevention of Mother-to-Child Transmission (PMTCT) programmes, the majority of people 

attending clinics at the time of our study were married women who had been diagnosed with 

HIV when they were pregnant; there were far fewer men or unmarried women attending 

clinics. PMTCT programmes are among the most widespread and least contested HIV-

treatment programmes in Swaziland and elsewhere in Africa. Focusing on married women 

thus provides a good lens onto the treatment cascade, as they are more likely to have earlier 

and repeated encounters with HIV-treatment programmes. 

Although we found that unmarried women were also constrained by patriarchal social norms 

in Swaziland as elsewhere (Furuta and Salway, 2006), married women faced particular 

challenges due to economic dependency on spouses and significant social vulnerability, which 

results from the fact that most married women prioritized honour in marriage and performance 

of being a good wife over seeking treatment and risking stigmatization. Conversely, single 

women can work far from home, most importantly, single women are not required to negotiate 

with spouses to work or engage in migrant labour opportunities. Although the usually seek 

permission from their natal families, the process is more straight forward and does not involve 

consulting with wider kin network. Although a few married women we interviewed were 
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involved in informal trade to supplement household income or worked in factories (especially 

those from peri-urban areas), the majority did not report an independent income. 

Spousal negotiation shapes nearly all spheres of life for married women, including decision 

related to health care. Wilson and colleagues (2007) and (Campbell, 2002) report that women 

who suffered partner violence ranked healthcare needs of their children over their own. 

Generally, Swazi women strive to conform to norms of being a good mother and wife, 

prioritizing honour in marriage and over personal desires and needs for healthcare, including 

seeking HIV treatment, which would risk bringing stigma to themselves, their household and 

their kin.  Married women usually must consult with a wider circle of people before seeking 

health care; decisions regarding which therapy to pursue are often made on a woman’s behalf. 

The circle is made up of a woman’s husband and kin from both sides of the family, 

constituting a large and unwieldy ‘therapy management group’, a term coined by Janzen 

(1987: 68), to define a ‘constellation of individuals (kinsmen, maternal or paternal, friends, 

associates) who, during an overwhelming problem, i.e., illness episode, emerge to take charge 

of the sufferer’. 

From the start of our research, we questioned the assumption that health system fixes alone – 

decentralization of care, antiretroviral medications, defaulter tracing, etc. – would resolve the 

challenges of timely access to HIV treatment. Underlying that assumption is the notion that 

patients make healthcare choices solely based on biomedical information, need and 

availability of health services, while ignoring wider social, economic and cultural factors. We 

also questioned how health systems commonly refer to patients not accessing care as 

‘treatment defaulters’ or ‘lost to follow up’, terms that define patients from the perspective of 

the healthcare system. We argue that such terms are particularly problematic given the limited 

capacity of health facilities in Swaziland and elsewhere in Africa to track patients who do not 
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return for recommended care. Many patients who were referred to as ‘lost to follow up’, in the 

study sites were found to be actively navigating various social and economic challenges in an 

effort to initiate treatment. Power structures within families, lack of autonomy to choose 

preferred therapies, pressure to abide by gender norms and concerns for family honour 

constrain married women from accessing treatment, even when available and desired. 

In order to understand why people diagnosed with HIV ‘fall out of care’, we must recognize 

that, despite their HIV status, they remain social as well as medical beings. Because an HIV 

diagnosis has the potential to disrupt marital and family relations, and bring dishonour to the 

individual and the extended family, those who have the most to lose socially and economically 

will be the most careful in disclosing their status to loved ones (Moyer 2012; Hardon and 

Posel 2012; Iliffe 2006). This is often true for married Swazi women, a fact that becomes 

particularly problematic if disclosure is required before ART can commence. Although in 

Swaziland people are not required to disclose their status before they can access treatment, 

married women often find it necessary to do so in order to explain clinic visits, the presence of 

medicines in the house, exclusive breastfeeding practices, the need to give medicine to 

children or the need to get money for transport to the clinic. Our approach, with its focus on 

the larger social and logistical context, differs from rational choice models commonly 

employed in health systems research, which assume that individual clients consciously (and 

rationally) choose appropriate medical services when they are offered (Victoor, 2012).  

In the case of married HIV-positive Swazi women, understanding family dynamics is essential 

for gaining insight into the reasons they delay treatment. Ideally, our research would have 

entailed following women into their home environments and witnessing their struggles as they 

attempted to disclose their status to partners and other family members in their quest for 

therapy. Given the sensitive nature of the topic and the fact that women were already feeling 

quite pressured by the health system, we decided it would be unethical to do so. As such, our 
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arguments are based on interviews with individual women contacted through ART clinics and 

our ethnographically informed understanding of Swazi cultural norms and family dynamics. 

 

Theoretical Framework: Social navigation of therapeutic itineraries 

In order for married women to access treatment, they must navigate the risky terrain of their 

domestic worlds (Vigh 2009). Though a married woman receives the same information in 

health facilities as anyone else who tests positive for HIV, she is generally not free to act on 

that information before discussing it with her husband and, often, her mother-in-law and 

others who make up her therapy management group (Janzen 1987). This constraint is 

exacerbated when a woman is financially dependent on her partner because she will need 

money for transport.  

French anthropologist Marc Augé (1985) coined the term ‘therapeutic itineraries’ to describe 

the protracted routes patients take before finding desired and efficacious treatment. By 

examining the detours and roadblocks patients encounter in search of treatment we can gain 

insight into the institutional causes for delayed access to treatment. Stopping at the 

institutional borderlands of health facilities, however, risks overlooking the importance of the 

wider contexts – structural, social and personal – that give contour to the diverse maps patients 

follow in their quest for therapy. Building on Vigh (2009: 420), we argue that ‘social 

navigation’ is an analytically useful concept because it allows us to capture an ‘alternative 

perspective on practices and the intersection between agency, social forces and change . . . it 

grants us an analytical optic which allows us to focus on how people move and manage within 

situations of social flux and change’. Similar to the way a global positioning system (GPS) can 

help a traveller navigate unknown terrain and reach a desired destination, a woman’s 

knowledge of the realities that can constrain her access acts as signposts that guide her as she 
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navigates potentially dangerous social terrain on the road to ART.  

Although rarely considered within the literature on HIV-treatment itineraries, more than two 

decades of ethnographic studies of reproductive health decision making have convincingly 

argued against the utility of rational choice models that presume an uncomplicated 

relationship between women’s reproductive desires and fertility outcomes (Bledsoe 2002; 

Cornwall, 2007; van der Sijpt 2014). Similarly, seminal research by Schoepf (1992) on HIV 

prevention and condom use in Zaire questioned the extent to which socially and economically 

marginalized women were able to negotiate safer sexual practices with lovers and husbands. 

Building on Vigh’s work on social navigation, van der Sijpt (2014: 279) has put forth a model 

of reproductive navigation that attempts to account for the ‘ways in which people give 

direction to their reproductive trajectories’. Her model resonates strongly with earlier 

arguments made by Johnson-Hanks (2005) about the creativity and contingency of 

reproductive decision making in uncertain contexts in Cameroon, as well as Cornwall’s (2007) 

findings on the ways that Nigerian women utilize both strategies and tactics (following de 

Certeau [1984]) to navigate the complex terrain of the extended family in relation to 

reproduction.  

Using individual case studies from Swaziland, we demonstrate that women’s decision making 

around initiating HIV-related health services can be best understood through a lens of strategic 

and tactical navigation, whereby married women must navigate the multiple and often 

dangerous social terrains inhabited by the therapy management group. The first such terrain a 

woman must navigate following her diagnosis is her own marriage, while disclosing her HIV 

status to her partner. Then she must navigate the terrain of spousal resources, in an attempt to 

elicit financial, emotional and psychological support from him. The third terrain is that of the 

wider kinship network. For most married women, it is only after these dangerous terrains are 
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successfully navigated that they are able to initiate ART. Especially for economically 

vulnerable women, remaining adherent to a treatment regimen is likely to require travelling 

those dangerous terrains again and again.  

Gender in Context: The good wife  

The research for this study was conducted in two community-based, government-run ART 

clinics. One was located in a peri-urban area, 8 km from the capital city, Mbabane; the second 

was located in a rural area, 200km from Mbabane. In both settings, the expectation was that 

women would not work outside the home. Although a few married women we interviewed 

were involved in informal trade to supplement household income or worked in factories 

(especially those from the peri-urban clinic), the majority did not report an independent 

income. Cultural norms in Swaziland that require women to consult with their husbands 

before seeking health care are combined with women’s lack of independent income, both of 

which constrain women’s agency to manage their own health. 

The Swazi constitution of 2006 upgraded the status of women, making them equal under the 

law to their husbands. In practice, however, little has changed within the domestic sphere. 

Women live under the guidance of their fathers until marriage and under their husbands 

thereafter. They are expected to be loyal to elder kin, especially mothers-in-law. A woman 

must get permission from her husband for almost everything; doing so is a sign of submission 

and an important attribute of a good wife. Such submissiveness is recognized both as a 

performance of Swazi tradition and is shaped by a Christian ethos of how a wife ought to 

relate to her husband. Disregarding a husband’s wishes and authority is considered a serious 

transgression, as a husband can use it as the basis to separate from and divorce his wife. A 

failed marriage brings disgrace and dishonour to the bride’s family. In most cases, a wife 

would rather shoulder discomfort and try to live peaceably with her in-laws than bear the 
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shame of returning to her parents.  

Although a woman may find herself subjected to patriarchal norms, there are contexts in 

which she may benefit. As a wife she may be vulnerable, but as a mother and mother-in-law, 

she can exert power over her own children, especially sons – even when grown – and also 

over her eventual daughters-in-law. Although a husband may control his wife, his mother 

often also controls him; if she is not happy with her daughter-in-law, her son may separate 

from his wife to assuage his mother. Because of this, most married women work hard to be 

seen as a good wife and a good daughter-in-law. Although this portrayal of married women as 

submissive to both husband and mother-in-law is somewhat simplistic, the lead author’s 

experience as a highly educated and economically independent Swazi woman suggests that 

even for comparatively empowered women, it is necessary to approach negotiations within the 

confines of the marriage carefully to limit unwanted interference and judgment from in-laws 

and the wider community 

Methods 

Most of the data presented in this article was collected over one year (June 2012–June 2013) 

in a sub study. The larger parent study continued for another year, permitting us to follow-up 

on the two cases discussed in this article. The larger study sought to understand why patients 

(not just married women) drop out of care following a diagnosis, what is often called the 

‘leaky cascade’ in public health (Fox and Rosen 2011: Eberhart.2013). 

As ethnographers, we approached data analysis as an iterative process, allowing themes to 

emerge over time from interview material as well as extensive participant observation. Using 

this approach, we rather quickly detected a pattern: most women attributed missed 

appointment to spousal dynamics. In addition to mining field notes for recurring themes, we 

also developed a preliminary coding system to reflect the reasons offered by the women for 
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missing an appointment. These were applied soon after each interview. As recurring themes 

were observed our coding system evolved to allow us to identify the most commonly reported 

problems. When data collection was completed, we used the same coding system as the basis 

for exhaustive coding and content analysis facilitated by NVIVO. 

We systematically recorded the personal accounts of women and analysed data on an on-going 

basis. Saturation was reached after sitting in 40 counselling sessions with women. Of 40 

women, 24 were married and interviewed up to two times. However, two women were 

interviewed the most (6-8 times each) because they proved the most accessible to us (in terms 

of both willingness and availability to share their trajectories). This article draws on a series of 

in-depth interviews over a year conducted with two women, Sibongile and Nkunku, whose 

cases typify the experiences of many other women we encountered in the field. Figure 3 

provides an overview of their demographic background. 

Figure 3: Demographic characteristics 

  Nkunku Sbongile 

Age Late 20s Late 40s 

Education level Primary Primary 

Marital status Married for 7 years Married for 18 years 

Gainful income No No 

The study was approved by the ethics board at the University of Amsterdam and the 

Swaziland Committee for Scientific Research. All interviews were conducted by the lead 

author in SiSwati and audio-recorded with permission of the interviewees. The lead author 

also transcribed and translated all interviews into English. The second author assisted with 

analysis and writing. The transcription of all interviews, including those of Sibongile and 

Nkunku, were coded and subjected to thematic analysis.  
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Findings 

The reasons provided by women who dropped out of care were tied to gendered social norms 

that went beyond health system shortcomings. Married women commonly offered spousal 

justifications for missed appointments leading to delayed ART uptake; men did not. The 

following table summarises reasons given by women for delaying treatment. 

Figure 4: Reasons for missed appointments for married women  

Rationale  Frequency 

1. Spouse denies HIV infection and refuses to test 4 

2. Spouse forbids use of ARVs within the home  3 

 4. Fear to disclose status/ARVs cannot be taken secretly/risk 

expulsion by partner or discrimination 

5 

5. Economic dependence on spouse limits ability to make 

autonomous health decisions 

5 

6. Fear of side effects that would make women less desirable to 

spouses (changes physique/ affects libido) 

7 

Total 24 

Overall, the female defaulters in the sub-study were rarely gainfully employed and most were 

economically dependent on their spouses. They placed great value on their marital relations 

and stated that making healthcare decisions prior to consulting spouses would jeopardise those 

relations. The two cases discussed in detail below reflect these common concerns. The HIV-

related treatment trajectories of these two women illuminate the gendered social complexities 

that make married women more likely to delay treatment and prioritize spousal wishes over 

their own.   
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Case 1: Gender, economic vulnerability and delayed ART initiation  

Sibongile 

It was just before noon on a warm summer day when I met Sibongile.i She had known her 

HIV status for three years and, although she had disclosed it to her husband, she had never 

sought medical follow up. She had not been feeling well and suspected her deteriorating health 

might be related to her HIV status. Though she did not appear ill, a CD4 test revealed her 

count was an extremely low 36, indicating she should start treatment as soon as possible or 

risk death in the near future. A normal CD4 is considered to be above 350; ART should be 

initiated when the CD4 count is below 350. When the counsellor asked her why she had not 

sought follow-up care as advised when she had tested positive three years earlier, she 

sidestepped the question, replying, ‘In fact, I came to the clinic today to follow up on previous 

advice’.  

She was a kind and free-spirited lady who reminded me of my mother in many ways. As she 

was being assessed and registered, our conversation seemed to unfold naturally. Although I 

generally guarded myself from becoming too emotionally involved with patients, I was drawn 

to Sibongile and became concerned about her. I drew comfort from the fact that she did not 

look seriously ill and reassured myself that, as long as she finished the required steps (Figure 

2) quickly and started ART, she would be fine.  

At the time, I met Sibongile she was in her late 40s and married with three children. She 

talked constantly about her young children, saying they were the main reason she came to the 

clinic, as she did not want to die and leave them without a mother. A few weeks after getting 

to know her a bit, I visited the clinic to follow up with some of the other clients and discovered 

her file had been added to the pile of defaulters; she had not come for a scheduled adherence 

counselling session, which was required before treatment could start.  



58 

 

After this ‘no show’, I tried but failed to contact her. She did not have a phone, and the phone 

of her sister, whom she had registered as her contact, was not working. My desire to reach her 

went beyond research. I was concerned for her health, not only because I knew how important 

timing was to her condition, but also because we had connected. Although tracking her down 

became a personal project, I eventually had to give up and trust that fate would bring her back 

to the clinic in time. My experience of trying to find Sibongile illustrates the difficulties of 

contacting patients; patients often do not have phones, others, not wishing to be contacted at 

home, provide false numbers or numbers that are out of service. Such patients are assumed to 

be lost to follow up.  

During another visit to the clinic a few weeks later, Sibongile showed up while I was sitting 

on the veranda. I was happy and relieved to see her. We briefly spoke about her condition 

before I invited her to talk more extensively once she finished her visit. We had a lengthy 

discussion that day, followed by one more in-depth discussion two months later. Through 

these conversations, I learned why it had taken her five weeks instead of one to return for her 

appointment.  

Sibongile was economically dependent on her husband: ‘He controls the money we make 

together through farming and selling vegetables and only gives me money when he thinks it’s 

a priority’. To get to the clinic she took two buses, making bus fare a constraint for timely 

access to care (cf. Hardon et al. 2007). She told me, ‘Sometimes when I ask for permission to 

go to the clinic he gives me the silent treatment. His silence is ambiguous – it could mean 

disapproval or just that there is no money’.  

When Sibongile had learned at her previous visit to the clinic that she could start ART 

immediately, she said she was happy and looked forward to the benefits of ART: regaining 

weight, productivity and health. When I asked her to tell me what had happened since I last 
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saw her, she replied: 

I promptly informed my husband of the date I would need to return to the clinic to 

fulfil the pre-ART enrolment steps. As the date drew near, I reminded my husband, but 

the date passed and I received neither permission nor funds to travel to the clinic. 

When I brought the matter to my husband’s attention, he told me that because he had 

to pay school fees, there was no money left for my clinic visit. Weeks passed and I 

could not get to the clinic; all the while my condition was deteriorating. Thinking I 

might die waiting for money from my husband, I asked permission to visit my father to 

ask for money. My father lived far away, but I could walk there, so I decided to try to 

walk or hitchhike to his home. My husband couldn’t allow that and he gave me the 

money. He would be shamed if my parents were to learn that he is not able to take care 

of my needs. It would be an insult to his ego to lose respect with his in-laws. 

Her husband’s refusal to give her bus fare resulted in Sibongile delaying five weeks before 

returning for her first adherence-counselling session. She also had to negotiate for funds for 

two more trips to attend two more adherence-counselling sessions. She lost even more time 

waiting for the results of her liver function test. A total of three months passed before 

treatment could begin. Since Sibongile did not have a phone, I could not contact her and did 

not learn of her outcome until eight months later, in June 2013, when I returned to the clinic. I 

enquired when she was due for her next appointment to see how she was responding to the 

treatment. It was then that I learned that Sibongile had died two months earlier, in April. 

Ideally, no more than a month should pass between when a patient becomes eligible for 

treatment and when treatment begins. In Sibongile’ s case, the first delay resulted from her 

waiting three years after her HIV diagnosis to get a CD4 count. Once she had the CD4 test, 

she was required to attend three adherence-counselling sessions and have liver and kidney 
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function tests. Had she shown up for her scheduled appointments at the clinic, this would have 

likely been a one-month process. Because she had to negotiate with her husband to get bus 

fare before each appointment, however, she was repeatedly delayed: five weeks before her 

first counselling session and a total of three months before she initiated treatment. There is no 

doubt that these delays, caused by her desire to be a good wife and her economic dependence 

on her husband, reduced the likelihood that treatment would be effective and very likely 

contributed to her death.  

Case 2: The complexity of treatment delay 

Nkunku 

I met Nkunku, a young married woman in her late 20s, at the clinic when a counsellor 

informed me there was a patient I should interview for my study who had ‘refused ART’. It 

seemed the counsellor was hoping I would succeed where she had failed in convincing 

Nkunku to start ART. The donor responsible for paying counsellors’ salaries, pressures 

counsellors to get patients’ treatment initiated quickly; counsellors often saw my engagement 

with patients who were refusing treatment as a way to help them reach their targets. Since 

Nkunku’s profile seemed to fit within my research parameters, I agreed to interview her, but 

did not pressure her to initiate treatment.  

As I talked with her I could see that she was deeply aggrieved. In tears, she told me ‘the 

counsellors are putting pressure on me to take antiretroviral mediation; they refuse to 

understand my situation. Two times they [two counsellors and the clinic’s head nurse] tried to 

convince me to start treatment, telling me I will die if I refused. The head nurse even 

threatened to send the police to arrest me if I continued to refuse’.   

Nkunku was pregnant with her second child when we met. She had learned her HIV status 

seven years earlier, when she was pregnant with her first child, who was born with HIV. 
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Nkunku was ready to start treatment, but there were obstacles: her husband was arrogant, she 

said, and in denial of her HIV, demanding that no one in his family take ‘those [ART] pills’. 

He even refused to allow their daughter to be tested for HIV even though she had been sick 

numerous times. When I asked her what ‘the situation’ was that the nurse and counsellors 

failed to understand, she responded at length: 

The first year of my marriage was bliss, especially after I became pregnant. The 

child was a girl; this failed to please my husband and in-laws who were longing for 

a son to carry on the family name. A wife is highly esteemed in Swaziland if her 

first child is a son because it resolves inheritance uncertainties. Before the child was 

two years old, we began having problems in our relationship. I decided to leave my 

husband; my mother-in-law did not discourage me. That was a sign that she 

condoned his actions. My husband took another wife immediately after I left, but 

the new relationship did not last. Two years after their initial separation, my 

husband sought me out and we reconciled. Now I am pregnant with our second 

child, but my husband never learned of my or the first child’s HIV status. I fear I 

will be accused of contracting HIV during the period we were separated, and that I 

will be blamed for infecting my husband.  

Such an accusation would likely result in her being expelled from her matrimonial family. 

Because Nkunku was an orphan with no siblings or extended family members to care for her, 

she was fearful of losing her only source of livelihood and refuge should she fall sick.  

Nkunku also mentioned that their first child had been sickly since birth. Nkunku used her 

concern for the child to suggest that she be tested for HIV:  

I was hoping for permission to test my child and then report the 

diagnosis to my husband. This was a tactic to inform my 



62 

 

husband that the child was HIV positive, also giving me the 

opportunity to inform him indirectly that I was also infected and 

had been since the birth of our first child.  

Nkunku hoped that this approach might lead her husband to recognize that he was also 

infected and that he could have been the one who brought HIV into the relationship. By 

informing her husband of the presence of HIV in the family through their daughter, she could 

prove that she had been infected before she separated from her husband, preserving her 

reputation as a good wife and allowing her to take ARVs to protect her foetus. 

As this plan proved futile, Nkunku devised another strategy. Her second plan was to give her 

daughter treatment behind her husband’s back. However, that would be problematic because 

the child stayed with Nkunku’s mother-in-law, who would have to give her the medication. 

And if the mother-in-law found out the child’s HIV status, she would infer Nkunku’s status: 

‘If my mother-in-law knows my status she will accuse me of infecting her son even though my 

husband could be the one who infected me. But my position as a wife does not allow me to 

say that’.  

Nkunku knew the importance of taking ARVs to prevent her unborn child from HIV infection. 

Realizing that the route she was on would likely lead to failure, Nkunku sought out yet another 

route:  

I had to make a tough decision. Should I devise secretive 

strategies to take ARVs, risk being caught, infuriate my 

husband and possibly lose my marriage, or should I just be an 

obedient wife to my husband and not take the drugs? I decided 

to take ARVs and tell my husband the medication was 

prescribed for the pregnancy.  
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Though successful, she knew her ploy would only work as long as she was pregnant. ‘But then 

what scheme should I devise for my seven-year-old sick child to get the drugs that can save 

her life, and what excuse will I tell my husband for continuing to take pills after delivery?’ 

asked Nkunku. The good thing about the route she was on, she said, was that it gave her the 

time to continue negotiating with her husband.  

Discussion: The protracted journey to ART initiation 

The delays Sibongile experienced in her attempt to initiate treatment illustrate the extent to 

which women must navigate within marriages to maintain continued access to medical care. 

Sibongile could not be described as an uncooperative patient who refused treatment. She 

wanted ARVs, but due to external factors she failed to access them in time. In her home, she 

dared not confront her husband in a combative manner, choosing to manoeuvre tactically until 

she succeeded in getting economic support. By protecting her husband’s ego, she was able to 

maintain her image as a good wife. She was constrained from initiating treatment because of 

her economic dependence on her husband and gender norms in Swazi marriages.  

However, it was not just in the home that Sibongile experienced delays; a lengthy clinical 

process that did not allow for flexibility for women in Sibongile’s position also delayed her. 

From the first day, she visited the clinic she was prepared to start treatment, but bureaucratic 

clinical procedures prevented her. Despite Sibongile’s desire to initiate treatment and her 

efforts to navigate the terrain of her marriage, the detours and roadblocks she encountered 

prevented her from reaching her desired destination. 

From Nkunku’s story we observe that women must navigate the dangerous terrain of their 

marriages to access treatment for themselves and their children, both born and unborn. 

Nkunku had thought of the various routes she might take to reach her desired destination. She 

strategically attempted to use her children as a means of disclosing her status and accessing 



64 

 

treatment, believing it to be the best way to protect her reputation in her marriage, provide 

good health for her and her children, and maintain good relations with her wider family.  

Both stories demonstrate that when a married woman has been diagnosed with HIV, she is not 

free to initiate treatment, even when it is prescribed. Neither is she free to decide on her own 

to return to the clinic, especially if doing so requires money. As Janzen (1987) found, therapy 

is often only successfully taken up after consultation with husbands and other kin, including 

mothers-in-law. In a quest for therapy this wider social group rallies with information, makes 

decisions on behalf of the patient, and arranges therapeutic consultations, brokering between 

the sufferer and the providers of relief. It is normally presumed that a sick person’s therapy 

management group will make decisions with the best interests of the patient in mind, but the 

above examples suggest that other concerns, including maintaining gender and generational 

power relations, and preserving family honour, also guide the decision-making process. 

For most married women in Swaziland, the husband, mother-in-law and wider kinship 

network constitute the therapy management group. Even when they do not directly accompany 

women who have been diagnosed with HIV on their therapeutic itineraries, they can greatly 

influence the routes taken. For a married woman with HIV in Swaziland, her ability to call 

upon a therapy management group is limited due to concerns about how she might be 

perceived by her in-laws and how their anticipated rejection might dishonour her birth family. 

She may feel compelled her to conceal her infection from family members in order to preserve 

her marriage and family.  

Extending Janzen’s theory, our findings show that the therapy management group goes 

beyond providing advice and information on therapy: it prescribes the route a woman ought to 

follow as a good wife or daughter-in-law. For married women in Swaziland, the route to HIV 

treatment can be precarious and protracted as a result of these social and structural 
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complexities. Finding a way to navigate this route requires a woman to be both determined 

and creative. Labelling women who are actively seeking ways to access care as ‘lost to follow 

up’, ‘non-compliant’ or ‘treatment defaulters’ obscures and depoliticizes the challenges 

women face, as well as the creativity they employ to counter those challenges.  

 

Conclusion 

The expectation that married women who test HIV positive will act upon information gained 

from health facilities within narrow timeframes set by global norms seems to be based on a 

logistical fantasy. It ignores ample evidence that women’s decision making around 

reproductive and sexual health is often contingent upon social and economic circumstances 

(van der Sijpt 2014; Johnson-Hanks 2002; Cornwall 2007). Being diagnosed with HIV or 

declared eligible for ART is not sufficient motivation to submit to a biomedical process that is 

likely to damage marital and filial reputations. Current HIV treatment targets and guidelines, 

which measure ‘compliance’ with pre-established timelines for HIV disclosure, the taking of 

laboratory tests, and completion of adherence counselling, may do more harm than good. As 

Nkunku’s case shows, taking ARVs to prevent mother-to-child transmission of HIV or 

enrolling a child in HIV treatment may result in being expelled from family and social 

networks. It is important that programme implementers focus on building women’s capacity to 

navigate within their cultural milieu when ART is desired. 

HIV treatment programmes in Swaziland, as elsewhere in Africa, are under enormous pressure 

to demonstrate success through measures and global indicators that overlook local realities. 

This can lead to nurses and HIV counsellors pressuring clients to make difficult decisions 

before they are ready and/or refusing to initiate someone on ART despite clear and imminent 

need. Similarly, in cases when clients test HIV positive without exhibiting any other signs of 

ill health, undue pressure from health care practitioners may spur clients to withdraw from the 
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care altogether, only to return when their conditioned has worsened dramatically.  

We can deduce from our research that clients rarely drop out of care voluntarily. In the course 

of our larger research with so-called treatment defaulters, we never met a client who opposed 

the idea of ART. Instead, women were not enrolled in treatment because they had not yet 

figured out how to disclose their status without risking personal and family honour or how to 

find sufficient economic support to attend necessary clinic appointments. Also, five 

participants in the study whom counsellors reported as ‘refusing ART’ in fact returned to seek 

treatment, but this was outside the timelines set by clinics.  

For most, the time between HIV diagnosis and ART initiation was a period of serious 

contemplation, introspection and weighing of options. Rather than pressuring clients during 

this period, it important to recognize there might be clients unable to start treatment as 

advised. As the future for ART is to enrol all HIV-positive clients as early as possible, having 

an expert counsellor in each clinic to deal with such issues could help, as well as a dedicated 

supervisor for counsellors (there are none at the moment) who can mentor counsellors when 

they are met with difficult cases and provide professional development.  

Our research suggests that women are more likely to remain linked to care when the health 

care practitioners they encounter are flexible in terms of scheduling. The bureaucratic 

processes for ART initiation can be made less rigid by streamlining processes to be client-

friendly and reducing waiting times. Provided they live long enough, most women seem to 

find their way back to the system. Many of the women we interviewed in our larger study 

eventually returned to care. Even Nkunku’s efforts finally paid off. Fourteen months after we 

first met, she finally convinced her husband to be tested for HIV and to allow their oldest child 

to be tested as well. By September 2013, Nkunku, her husband and their daughter had all 

begun HIV treatment and all reported good health.  
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Abstract 

 

Background 

In the quest to achieve early HIV treatment goals, national HIV treatment programmes 

dependent on international funding have been dramatically redesigned over the last five 

years. Bottlenecks in treatment provision are conceived of as health system problems to be 

addressed via structural and logistical fixes (routine HIV testing, point-of-care equipment, 

nurse-led antiretroviral treatment initiation, and patient tracking). Patient perspectives are 

rarely taken into account when such fixes are being considered. Patients’ therapeutic 

experiences often remain at the periphery during the planning stage and are only considered 

within the context of monitoring and evaluation audits once programmes are up and running.  

Methods  

Ethnographic research was conducted in five clinics in Swaziland between 2012 and 2014. 

Participatory approaches were used to collect data; the first author trained as an HIV 

counsellor in order to collect observational data on the continuum of care, and conducted in-

depth interviews with interlocutors involved at the different phases.  

Results 

Although recently adopted global HIV strategies have proven effective in scaling up 

treatment in Swaziland, our research demonstrates that the effort to expand services rapidly 

and to meet donor targets has also undermined patients’ therapeutic experiences and 

overtaxed health workers, both of which are counterproductive to the ultimate goal of 

treatment scale-up. This article provides a perspective beyond the structural elements that 

impede universal treatment, and explores patient views and experiences of the strategies 

adopted to support further treatment expansion, with a particular focus on the shifting of key 
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care and logistical tasks to expert clients.  

Conclusion 

We argue that in the quest to achieve universal early access to treatment, both donors and 

states must go beyond strengthening health systems and strive to enhance the quality of 

patient experiences and take seriously health worker limitations.  
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Background 

Research for this article was collected within the framework of a larger research and 

intervention project in Swaziland known as MaxART (Maximising ART for Better Health 

and Zero New HIV Infections).1 The project was designed to encourage researchers, activist 

organizations, and implementation scientists to work collaboratively with the Swazi Ministry 

of Health to: 1) identify and minimise structural factors to treatment access, 2) expand HIV 

testing and counselling (HTC), 3) investigate the everyday realities of people living with HIV 

(PLHIV) seeking treatment, and 4) ensure that the ambitious expansion of HIV care and 

treatment was carried out within a human rights framework (Clinton Health Access Initiative 

and Stop AIDS Now, 2015). The ultimate aim of the project was to assist in the massive 

expansion of antiretroviral treatment (ART) in Swaziland in order to test the evidence from 

the HPTN 052 trial, which hypothesised that widespread use of ART would prevent new HIV 

infections at a population level (Cohen et al, 2011). To achieve this ambitious aim, various 

globally instigated processes, principles, and strategies were introduced and intensified in 

Swaziland, including the shifting of several tasks, such as provider-initiated HIV testing and 

counselling, nurse-led ART initiation, and the involvement of PLHIV in the delivery of HIV 

care (Clinton Health Access Initiative and Stop AIDS Now, 2015).  

Beyond the structural factors limiting the expansion of ART that the MaxART project aimed 

                                                           

1 MaxART is a programme funded primarily by the Dutch National Postcode Lottery. Collaborating 

partners included the Clinton Health Access Initiative, Stop AIDS Now, the Swaziland Ministry of 

Health, SafAIDS, the Swaziland Network of People Living with HIV/AIDS (SWANEPHA), the 

South African Centre for Mathematical Modeling (SACEEMA), the Global Network of People Living 

with HIV/AIDS (GNP+), and the University of Amsterdam. The University of Amsterdam was the 

lead social science research partner; the authors of this paper were members of the social science team 

from that university. Swaziland was the first country to pilot an intervention based on 

recommendations from the HPTN 052 trial. 
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to eliminate, our research identified several other important factors that limited individual 

uptake of services. Even when health facilities were easily reachable in terms of distance, and 

fully staffed and equipped, some people still did not utilise the services as expected. This 

article describes such other factors that impede treatment, and explores patient experiences of 

and perspectives on the processes and strategies adopted to support the further expansion of 

treatment, with a particular focus on the shifting of key care and logistical tasks to expert 

clients.2 Introducing lay health workers without biomedical training into clinical spaces 

brought about changes in care practices and challenged institutional hierarchies in the 

consultation and counselling rooms, in the laboratory, and among differently positioned 

health workers and patients. Our research examined these changes that occurred as expert 

client task shifting was implemented, and how the changes shaped patients’ therapeutic 

experiences. In this article, we highlight the diversity of new care practices that have been 

incorporated at the ground level of ART delivery and discuss the actors most affected by task 

shifting.  

Most monitoring and evaluation frameworks track results: number of people tested, enrolled, 

and retained in treatment programs. By focusing on everyday practices of care within the 

context of ART clinics we provide important information about the ways that gaps in the HIV 

care continuum are created in situ. Our approach, combining ethnographic observation and 

qualitative interviewing, allowed us to examine both the social and logistical processes 

                                                           

2 Expert clients and lay health workers are different in the context of the study; lay health 

workers are PLHIV and their role is limited to providing counselling. Expert clients are also 

PLHIV on ART, but they are hired as full-time health workers in health settings, they double 

as HIV counsellors and assume tasks ‘shifted’ from those previously taken up by nurses. 

They include pre- and post-test counselling, the enrolment of patients into care, adherence 

counselling for patients on ART, and patient tracking among other things.  
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involved in achieving these numbers, and to draw attention to the intensive labour of the non-

medically trained workers who assist patients to navigate these processes. This article builds 

on a growing body of qualitative research on task shifting.3 It has shown to be a cost-effective 

response to HIV in Zambia (Simbaya and Moyer, 2013) to have enhanced the quality of HIV 

care in Malawi and Mozambique (Lees et al, 2012) and to have enhanced the experience of 

health workers (Callaghan, Ford and Schneider, 2010). In Ethiopia, an expansion in uptake of 

counselling and ART was attributed to task shifting (Dambisya and Matinhure, 2012). With a 

focus on the new processes and procedures introduced by task shifting, we examine changes 

in the constellation of HIV care and how these have shaped the therapeutic experiences of 

patients and the quality of care.  

History of Task Shifting  

In 2006, during the High-Level Meeting on HIV/AIDS for the United Nations General 

Assembly, the UN committed to work towards universal access to ART by 2010. At the time, 

there were glaring health system weaknesses in many of the countries hardest hit by HIV, 

particularly with regard to human resources. The ‘treat, train, and retain’ plan was devised by 

WHO as a response (WHO, 2007). The aims of the plan were quadruple: prevent new 

infection among health workers, treat infected workers, expand capacity of existing health 

personnel, and add new cadres of workers (Samb et al, 2007)]. Task shifting was specifically 

identified as a strategy to resolve the last two issues. The shifting of health care-related tasks 

                                                           

3 Previous research on task shifting has focused on its efficacy and usefulness (Simbaya and Moyer 

2013; Lees et al, 2012: Callaghan, 2010; Moyer, 2014) as well as challenges for incorporating a new 

non-medically trained cadre within biomedical spaces (Rasmussen, 2013:  Nguyen, 2013; Kyakuwa, 

Hardon and Goldstein, 2012; Schneider, Hlophe and van Rensburg, 2008; Dambisya and Matinhure, 

2012; Assefa et al, 2009; Selke et al, 2010; Lehmann, 2009).  
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to lower cadres of health workers was formally advocated by UNAIDS in the context of HIV 

treatment scale-up in 2007 (UNAIDS, 2014).  

At the time, task shifting in the context of HIV-related health services was already being 

practiced in Swaziland. Lay health workers, predominantly PLHIV, were taking over some 

nursing tasks, including HIV counselling, whilst nurses took over some of doctors’ duties to 

start patients on ART. Beyond the context of HIV, nurses had long performed tasks that were 

officially reserved for medical doctors, for example administering intravenous medicines and 

doing sutures.  

In 2006 the Swazi Ministry of Health decentralised ART provision to the lowest levels of the 

health system, which resulted in the need to expand the health workforce. The health system 

was already facing a formidable human resource crisis due to a combination of factors 

including ‘brain drain’, with Swazi medical professionals often migrating, and a low health 

worker output in the country. The total number of nurses graduating annually in Swaziland 

was only 80, far below the numbers required for treatment expansion. Two years after ART 

became available free in public health facilities in Swaziland, (Kober and Van Damme, 2004) 

examined health-related human resources and found the situation dire: 44% of physician 

posts, 19% of nurses’ posts, and 17% of nursing assistant posts were vacant. This shortage 

was all the more poignant in the context of increasing demand for HIV-related testing, 

counselling, and treatment services that came with the nation’s efforts to promote universal 

treatment access. 

In order to meet these demands, a new cadre of lay health workers, expert clients, was 

introduced in health facilities. A year after the use of expert clients in task shifting was 

officially instituted in the country’s ART programmes, Samb and colleagues reported a more 

promising health workforce landscape with ratios nearing the global recommendations for 
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expanding ART services: 1 doctor to 1,135patients, and 1 nurse to 64patients (18 doctors and 

320 nurses for the 20,427 HIV-positive persons in care at the time). Although addressing the 

human resource shortage was not the only change made to the HIV-related medical system, 

the improved human resource situation significantly benefited the ART programme, which 

recorded tremendous success within a few years. By 2010, four years after the introduction of 

task shifting and expert client services, 64% of those eligible for treatment were receiving it 

(SID, 2010); by the end of 2012, 91% of eligible HIV-positive people were on ART. In 2014, 

Swaziland was applauded by UNAIDS for making rapid progress toward achieving universal 

access to ART, and task shifting of key care-related tasks to lay health workers was named as 

a major factor in achieving that success (NERCHA, 2014). Despite this well-deserved praise, 

some barriers continued to impede treatment uptake among some people, including distance 

to health facilities, limited infrastructure, and a limited capacity in some ART clinics 

(UNAIDS, 2014). While the high enrolment numbers were laudable, we argue that the 

success concealed the experiences and challenges many patients and health workers faced in 

the quest to expand treatment access quickly. 

 

Who is an Expert Client? 

In Swaziland, an expert client is someone who is living with HIV and actively taking 

antiretroviral medications, who has demonstrated good adherence to treatment, encourages 

others living with HIV to seek treatment, and is willing to disclose his or her status and share 

the experience of living with HIV with other patients. Seen as model patients, expert clients 

live a ‘normal life’ despite HIV infection. They are hired as full-time, minimally paid 

volunteers to work within health facilities as health workers. In the clinics where we 

conducted research, expert clients had initially been engaged to provide counselling. 

However, over the years as the need for more health workers grew in the context of treatment 
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expansion, the tasks of expert clients expanded to include: HIV testing, pre- and post-test 

counselling, enrolment of patients into care, booking patients for appointments, adherence 

counselling for patients on ART, and patient tracking. There are two ways to become an 

expert client in Swaziland: one can respond to an advertisement, which is normally placed on 

a clinic’s bulletin board and lists the above-mentioned attributes, or an ART nurse can 

identify an adherent patient as a good candidate. Additionally, each candidate undergoes an 

interview and an offer is made to the best candidate.  Before expert clients start working in 

health facilities, they are trained for 6.5 days following a curriculum which consists of 14-

units: introduction to HIV, HIV basics, paediatrics and HIV, impact of HIV, role of expert 

clients, communication and counselling skills, HIV care and treatment, adherence to 

treatment, stigma and disclosure, positive living, record keeping, referrals, facility-

community linkages and a practicum. 

 

Methods 

This article draws on 25 months of ethnographic research (June 2012–July 2014) conducted 

in Swaziland to examine the HIV continuum of care in public health facilities. The aim was 

to identify the social and logistical dynamics that contributed to delayed uptake of ART and 

for patients dropping out of HIV-related care. To better understand the delays and disruptions 

occurring in the care continuum, we focused our investigation on the health system itself, 

paying attention to logistical and human resource issues. As part of the main study, we 

hypothesized that care and treatment access were shaped by factors beyond the clinic, 

however, we also examined wider sociocultural norms that shaped access to care and 

treatment – for example norms relating to gender, marital status, and age – as well as the 

perspectives of individual patients (Dlamini and Moyer, 2016).  

Data was collected from five clinics. The first author was attached to three clinics (referred to 
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as fundza sites) as an intern in an HIV counselling course (HTC); two additional clinics 

(gusta sites) were also selected for in-depth ethnographic research. Two of the fundza 

research sites were located in the city centre, and one was located in a peri-urban area. The 

two sites located in the city were highly-resourced hospitals that were fully equipped and 

served as ART initiation sites. Because they received private funding, they were not entirely 

depended on donor funding or government. The gusta sites were not in urban setting; one 

was located at the periphery of the capital city and the other in a rural area approximately 

200km from the capital city. They were both community clinics and primarily dependant on 

government funding and donor supported. Findings presented in this paper were derived from 

participant observations and time series in-depth-interviews (IDIs) with patients who were 

eligible but did not initiate ART in 2011. At the onset of fieldwork, the first author enrolled 

in a five-week HTC course and trained as an HIV counsellor. Two weeks of classroom 

training on the theoretical aspects of HIV counselling were followed by three weeks of 

practicum providing HTC services to patients testing for HIV. At completion of the training 

the first author became a certified HIV counsellor, which permitted her to be part of the 

counselling team in three clinics where she collected observational data.   

Participant observation 

Attending the counselling course allowed the first author to gain first-hand experience as a 

health worker providing HIV services, to compare counselling services in practice with 

counselling as taught in the classroom, and to gain insight into the factors that led counsellors 

to circumvent guidelines. Her positioning within the health system also provided a unique 

practitioner perspective on issues that contributed to patients dropping out of care. Working 

in the counselling department allowed for the observation of patients at multiple points in the 

care continuum because counselling was provided in the context of testing, in the lead-up to 
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treatment initiation, and in follow-up visits tracking adherence. During the practicum period, 

the first author provided various types of counselling to 80patients, including pre- and post-

test HIV counselling and adherence counselling. 

At the two additional clinics (gusta), the first author observed 136 HIV counselling sessions 

over a period of 20 months. During these observations, she took detailed notes to record the 

type of information provided to patients following HIV diagnosis, the manner in which it was 

delivered, the behaviour of patients in the counselling room, and how counsellors interacted 

with returning patients who had missed clinic appointments. Additionally, the first author 

assisted counsellors as they executed their daily duties, helping to track patients, sorting 

patient files, filling registers, and booking patients for future appointments. Research in these 

two clinics allowed the first author to compare working as a counsellor with the practices of 

health workers in routine clinical settings. 

Observations went beyond the counselling room to include the entire ART department in 

each of the two (gusta) clinics where in-depth research was conducted. The first author was 

on-site full time at each clinic for two months, observing clinical operations in all 

departments, including the laboratory, the ART nurses’ station, consultation rooms, and the 

dispensary where she assisted in the packing of medicines. After the two months, she 

continued to return periodically to each clinic to follow up with particular patients and health 

workers until the end of the research period.  

The first author also completed direct observations of clinic logistics: the management of 

queues, tracking and management of clinic defaulters, and the keeping of client registers. 

These, together with client health cards, were studied to collect an overview of patient 

histories and demographics. In the context of participant observation, numerous informal 

conversations were held with ART staff, including nurses, expert clients and the 
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phlebotomist. In addition, many other conversations were overheard in both formal and 

informal contexts (i.e. lunch or tea breaks, rides home) among lay workers, nurses, other 

clinic staff, and patients.  

In-depth interviews 

In-depth semi-structured interviews were conducted with participants purposively selected 

from two sources: patients observed in the counselling room and patients identified as 

‘defaulters’ by counsellors. HIV-positive persons eligible to begin ART were scheduled for a 

series of counselling appointments. If a client failed to show up for an appointment, the 

counselling staff put the client’s file into a stack of defaulters. From those files, we narrowed 

the pile to include only those who had been scheduled to start ART in 2011 to tally with the 

beginning of the MaxART project. Counsellors routinely telephoned defaulters to ask the 

reason for the missed appointment and then reschedule. When patients reported back to the 

clinic, they were approached and invited to participate in the study after being informed of 

the study parameters and giving consent by signing a consent form.  

Selection criteria limited participants to patients who had failed to return to the clinic for 

scheduled appointments, and patients who verbally stated not wanting to take ART 

medications as their reason for defaulting. Of the 93 patients who met the selection criteria, 

71 agreed to be interviewed and 104 interviews were conducted. Of the 22patients who were 

not interviewed, several refused and others proved impossible to track.  

Interviews were conducted at a place and time convenient to the participants, and were 

conducted in siSwati, the first language of both the first author and the participants. 

Interviews began with informal conversations. Patients were then invited to speak about their 

overall experiences at the clinic in general and specifically why they had not returned for 

previously scheduled appointments. Data collection was an iterative process that allowed for 
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crosschecking findings with subsequent research subjects to come up with themes until 

saturation was reached. Interviews lasted between 30 and 120 minutes, they were transcribed 

in siSwati, and then translated into English by the first author. 

Data analysis 

All observational data from the counselling course was recorded as field notes, especially 

system-related dynamics and processes that would potentially cause patients to drop out of 

care. The data was analysed daily and, following the second week of the practicum, was 

categorised into themes. Recurring process flaws observed in the second week were matched 

with corresponding themes already identified. In the two ethnographic research sites, the 

analysis framework developed was matched and contrasted with recurring themes until the 

research process ended. Themes that emerged from the observational data were explored 

further via in-depth interviews with patients and health workers to seek the perspectives of 

both. NVivo was used for content analysis when data collection was completed to identify 

recurring and overarching themes. The themes were also analysed per research site to identify 

convergences and divergences in data.  

 

Findings 

The formal introduction of task shifting in HIV clinics in Swaziland introduced a new cadre 

of health workers and multiple new processes and strategies as clinic functions grew and the 

various tasks of doctors and nurses expanded and shifted. Observations allowed us to track 

the variety and extent of the changes in clinic policy and practice that accompanied the 

formal introduction of task shifting. This section highlights the ways that task shifting 

affected health care delivery and practices in the clinics where it was implemented and, 

further, how it affected patient experiences. Task shifting in the study sites entailed nurses 
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initiating ART, a service previously rendered by doctors, and nurses delegating tasks to 

expert clients. The tasks shifted by nurses to expert clients included HIV testing, pre- and 

post-test counselling, enrolment of patients into care, adherence counselling for patients on 

ART, and patient tracking. Previously, expert clients working in clinics as PLHIV volunteers 

had provided psychosocial support to newly diagnosed HIV-positive people; with task 

shifting, they had to double as HIV counsellors and nursing assistants.  

Too Many Hands, too Many Processes  

Contrary to expectations, our data suggests that task shifting has not resulted in improved 

quality or more patient-friendly services. Patients must now pass through ‘too many hands 

and processes’ before they finally get the services they seek. I met Sibakhe, a 27-year-old 

man, two weeks after he was tested and diagnosed with HIV, who was frustrated that he still 

was not on ART. He had wanted to start ART immediately after diagnosis, but was told he 

needed to first go through a lengthy process to prepare him for ART. Expressing his 

dissatisfaction with the process, he told me: 

Can you imagine, you have a headache and you feel the pain now, but instead of 

being given medication now you are told to do 1, 2, and 3 first. They told me I am 

HIV positive, the cause for my running stomach, so I need to take treatment. I said I 

was ready to take treatment home that very day but they said that it doesn’t work like 

that (interview, September 2012).  

Similarly, Tukisa had learned of her HIV status six months before we met. She had been 

waiting for two months for the clinic to call her with her chemistry results from the national 

laboratory. This resulted in a bottleneck in her treatment trajectory as the test results were a 

prerequisite for ART initiation.  

When I discovered I was HIV positive it was a difficult time in my life. It took me 
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five months to finally agree to start treatment. I became aware of people I know who 

are on ART. That is when I counselled myself and I went straight to the clinic. The 

process was explained to me, that I had to do various tests and three counselling 

sessions before I could start treatment. I finished the counselling, and the results from 

the national lab were pending. I became distraught when one month passed and there 

was no word from the clinic about my results. I went back to the clinic three different 

times to check my results and they were still not back. It has been more than two 

months waiting for them and I am worried whether I will ever initiate ART and get 

my health back like others taking ART (interview, November 2012). 

These interview excerpts show the frustration that patients often reported. From the patients’ 

perspective, they were ready to start treatment so they could begin healing, but the mandated 

process for patients newly diagnosed with HIV involved numerous steps that are spread out 

over several clinic visits. From the patient’s perspective, postponing treatment to a future date 

does not make sense, especially when they are not feeling well and are ready to start taking 

medicines. The delays in HIV treatment initiation are tied to procedure that stipulate three 

counselling sessions prior to starting treatment, as well as delays in getting laboratory results. 

Such bottlenecks are unique to HIV treatment in Swaziland, and have been exacerbated by 

the country’s test and treat initiatives. The solutions – introducing a new cadre of workers 

and mandating a multi-step treatment initiation process, with different health care workers 

responsible for each step – have led to a situation where patients have to pass through too 

many hands to access treatment. Although these solutions were put in place to resolve the 

high volume of patients, unfortunately they also frustrate patients, resulting in delayed 

treatment uptake for those ready to start treatment as soon as possible. In some cases, 

frustrations with the health system, combined with the social and economic challenges of 

multiple clinic visits, lead to patients dropping out of care altogether or choosing to delay 
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treatment until they are very sick.    

Treatment delays resulting from clinical procedures were confirmed by our own 

observational data. 

Figure 1: Service point (SP) for clients testing HIV positive on day of diagnosis 

 

Source: Dlamini and Moyer, 2016.  

Before the move toward a global test-and-treat framework and the introduction of task 

shifting in Swaziland, individuals wanting to test for HIV would visit a voluntary counselling 

and testing (VCT) site, where they would receive pre- and post-test counselling, tested for 

HIV, and received test results, all from one health worker. As we have detailed elsewhere, 

(Dlamini-Simelane and Moyer, 2016) with task shifting HIV testing entails five discrete 

steps, five queues, and often meeting with more than one health worker. Task shifting was 

meant to simplify processes and improve care; yet in practice it has contributed to the 

fragmentation of processes, which are now divided among multiple health workers.  

The conversations I had with health workers who worked in HIV care delivery prior to the 

introduction of task shifting, indicate that the norm was for one health worker to administer 

the initiation of a patient into care at clinics in Swaziland. A patient usually only queued once 

per clinic visit, at most twice if including the collecting of medicines from the dispensary. 

According to nurses, the maximum time spent at a clinic should not exceed three hours. Yet, 
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a patient testing for HIV must queue at up to seven service points in one day to complete the 

requisite steps associated with diagnosis. Our observations at the clinic recorded patients 

spending a minimum of three hours per clinic visit, with some patients spent up to six hours 

to complete the required steps. Thus, task shifting not only multiplied the number of health 

workers a patient must see during a visit, but also extended waiting times. In addition, the 

current set-up also introduced greater possibilities for confidentiality breaches, as well as 

psychological burdens on patients who have to interact with multiple health workers on what 

is already a very stressful day for most.  

Once the diagnosing processes are completed, those who test positive must embark on a 

second protracted journey to prepare for treatment initiation.  

Figure 2: Clinic visits required to initiate ART at clinics 

 

Source: Dlamini and Moyer, 2016 

There are mandatory steps to be taken before ART can be initiated; no step can supplant 

another. Patient visits were profiled and validated through interviews, and found that under 
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Visit 7. ART initiation
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ideal circumstances a patient made no fewer than seven visits to the clinic to complete the 

ART preparation phase. This was regardless of whether a patient was very ill or 

asymptomatic. Neither a dangerously low CD4 count nor a patient’s desire to start treatment 

immediately or combine steps were taken into account. The only exceptions made in the 

guidelines were for children, pregnant women, or tuberculosis patients, who were generally 

started on ART immediately after diagnosis.  

Managing Patients to Manage Data 

The procedures and processes that accompanied treatment scale up and task shifting were 

introduced to streamline access to treatment and reorganise the health system to 

accommodate a rapidly growing number of patients. The steps illustrated in Figure 2 were 

instituted to relieve nurses of the more menial tasks associated with preparing patients for 

treatment, including SP2, 4, 5, and 6. This was intended to allow nurses to focus on more 

technical tasks. It was also presumed that spreading the tasks among several staff members 

would minimise time spent by patients and make queues expedient at a particular service 

point and permit patients who came for a specific service to queue directly at the appropriate 

service point; for example, those coming for CD4 monitoring could go straight to the lab 

(SP3), those coming for an HIV test could go straight to the pre-ART room (SP2), and 

patients already on ART could go directly to the adherence monitoring room (SP6). When 

asked to explain the logic behind the system, one expert client said, it was an intentional 

strategy to manage the queues and prevent patients from being stuck in one line for a long 

time. Yet, there was also another reason for separating out the steps that patients followed: 

ease of data management and record keeping. Pre- and post-ART patients were required to 

report to separate service points and to use separate patient registers.  

The seven mandatory clinic visits illustrated in Figure 2 were instituted for several different 
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reasons. First, according to the standard operating procedure for NARTIS, patients were 

supposed to receive their CD4 results on the same day of testing (Visit 1 in Figure 1), which 

only became a possibility because the donor-funded project had provided a CD4 analysing 

machine known as PIMA and hired a phlebotomist to operate it in the gusta clinic. However, 

if the PIMA broke down, patients would have to return to the clinic at a later date to do the 

CD4 count. This sometimes meant more than one trip depending on how quickly the PIMA 

was fixed or a new PIMA installed. During the second clinic visit, patients had to give three 

tubes of blood to be sent to the national laboratory for blood chemistry analysis, a service that 

was not available at the primary health facilities. Each clinic was given specific days of the 

week for drawing blood and the collection of blood specimens for chemistry profiles to 

ensure the specimens reached the lab in good condition. If a client was diagnosed and became 

eligible for ART on a day that did not fall within the blood collection days, it meant the client 

had to return to the clinic on another day.   

Beginning with the third clinic visit, patients begin a three-step counselling process meant to 

prepare them to make a lifelong commitment to ART adherence. The treatment guidelines 

stipulate that a client must attend three successive ART counselling sessions, with a 

minimum of seven days in-between sessions to assimilate and process information. If patients 

were able to return every week as planned, the pre-ART counselling phase would last three 

weeks at minimum. The three sessions were mandatory, regardless of the patient’s desire to 

start treatment sooner or a counsellor’s assessment of patient readiness.  

An additional clinic visit was required to collect blood chemistry results. Patients were given 

a two-week turnaround time before returning to the clinic to check their results from the 

national laboratory. However, some patients waited much longer than two weeks because 

samples sometimes spoilt during transportation from clinic to laboratory, which meant that a 
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fresh specimen had to be taken and meant another two weeks in wait. Other delays were 

caused when; samples were lost or mixed up, when laboratory equipment at the national 

laboratory broke down, and when reagents were out of stock. During the research period, the 

country experienced a four-month stock-out of reagents, and such was not uncommon. 

During that period, it meant countrywide, no new patients could be started on treatment. 

Additionally, all patients who had given blood in the lead up to the stock-out had to return to 

the clinic to have fresh blood drawn (observation, December 2012). Obviously, such 

breakdowns and delays are bound to cause lack of trust in the system, as well as feelings of 

frustration and betrayal.  

 

Punitive care instead of patient empowerment 

Treatment expansion has been characterised by a push to meet set targets that put a lot of 

pressure on health workers (McCoy et al. 2005). The gusta clinics were given targets to reach 

every month: number of people tested, enrolled into care, successfully tracked and linked to 

care, and adherence rates. In the gusta clinics, a report showing a decline in these statistics 

would be a nightmare for counsellors, which is expert clients. Because HIV counsellors’ 

stipend was paid by implementing partners4 to double up as clinic mentors on ART issues, 

they would be subjected to extensive questioning and expected to explain any decrease in 

uptake of services or anomalies in the data. Although implementation partners expected a lot 

in terms of monitoring and evaluation of programmes from the clinics where I conducted 

research, the burden was often heaviest for the counsellors who were held directly 

accountable. For example, some expert clients responsible for tracking defaulters reported 

that when allocated funds ran out, they would use their own funds to track patients who had 

                                                           

4 Mainly ICAP, Global Fund, and World Vision.  
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failed to come back for a clinic visit. Although they were often concerned with client health 

outcomes, the reason they gave for going to these extreme measures was the pressure they 

endured to ensure their reports met the expectations of the implementation partners 

(observation, August 2013).  

The pressure to attend to high patient loads meant that health care workers could spend even 

less time with patients than their already busy schedules allowed. From our observational 

data, we were able to calculate that on average nurses in both clinics saw up to 70 patients in 

a busy day during the first and last week of the month. The number was higher for expert 

clients because they also attended to patients who did not have to see the nurse, such as those 

receiving pre-test counselling (SP2) and those counselled in preparation for ART (SP6). In 

view of such realities, ethical issues and conduct, as well as quality of care were sometimes 

compromised in practice. Under immense time constraints and pressure to perform, expert 

clients sometimes passed their frustration onto patients. They were often authoritative and 

disciplining during counselling sessions. 

During HTC training, counsellors were told that a good counselling session requires ‘a 

counsellor to have big eyes, big ears, and a small mouth’, meaning a good counsellor must be 

observant, pay attention to the patient in order to notice even bodily cues, and must listen 

more and talk less. However, the opposite was often observed in practice; counsellors 

dominated conversations and dictated to patients. Another principle stressed during the 

counselling training was that of confidentiality. Confidentiality depends on the counsellor 

having enough time in a private space to discuss the patient’s history and health status. In 

practice, patients were counselled in open and shared spaces; in one of the gusta sites, two 

counsellors shared one room and gave only standardised messages during counselling. Little 

if any attempt was made to create the context for an open and honest dialogue. Furthermore, 
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it seemed that counselling messages were primarily intended to get patients to adhere to 

treatment at all costs rather than to support them as they attempted to deal with the complex 

social and cultural dynamics of an HIV infection or things that could potentially impede 

uptake of treatment (observation, June 2013). For example, one counselling session for a 

non-adherent patient seemed more like a court session, where the patient was treated as if he 

had broken a law and was punished through humiliating verbal reprimands. Utterances 

commonly used during counselling sessions included ‘we will send police to get you if you 

refuse to take treatment’ and ‘you will get a resistant strain of the virus if you don’t take 

medication properly, and die’. Such findings confirm similar trends identified by others 

researching counselling in the age of treatment scale-up (Cohen et al. 2011; Nguyen, 2013; 

Njeru et al, 2009) counsellors have become more concerned with regulating HIV patients’ 

sex lives and disciplining patients for breaking rules than empower.  

 

Shifting Care Constellations and Challenged Competencies 

We observed that the pressure associated with treatment expansion – reaching targets, limited 

resources –coupled with burnout, gradually reduced the competence of nurses as they became 

less enthusiastic and less vigilant in their work. In an interview with an ART nurses, she said: 

Back in the days when ART started, we did not take tea and lunch breaks as long as 

there was a patient waiting, we had to rotate, this is no longer the case. How much can 

one put in when you don’t get anything back? We work so hard and even on 

weekends as many things are added in our jobs because of HIV, but there is no 

incentive. They don’t even care that we need psychological support and debriefing as 

health workers. We used to have annual workshops in hotels, which gave us an 

opportunity to interact with our peers about our work in a more relaxed environment 

and a form of consolation. It was therapeutic for us (interview, November 2013). 
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Increased workload has been associated with reduced performance and less sensitivity 

towards patient needs of (Chikanda, 2006; Tantchou, 2014; Van Damme, Kober and Kegels, 

2008). Maben (2008) reports reduced emotional competence and interest when there are 

overwhelming organisational constraints. Not surprisingly, in our study nurses also reported 

that high patient numbers and organisational pressures related to record keeping, combined 

with frequent changes in ART protocols and procedures, resulted in despondency and 

complacency. Health care workers also reported feeling disempowered in the context of 

increasing and sometimes conflicting demands from donors and the State. One ART nurse 

stated: 

They tell us how to do things and sometimes we are confused because we get 

different instructions. ICAP says this, World Vision says that, and the Ministry of 

Health the other thing. So, we wait until they discuss and get direction from them 

because with HIV our discretion is limited. There is a lot we do not know, there are 

many changes, and we have to rely on guidance (interview, February 2013).  

Much of the work performed by nurses within the ART programme was learnt on the job 

rather than in formal training. The avalanche of protocols and dependence on mentors for 

technical support in provision of care limited nurses’ ability to apply discretion in providing 

care and resulted in limited competence. In some cases, however, the nurses simply lacked 

sufficient training. The first author witnessed patients given the wrong treatment or turned 

away because the nurse was unsure how to intervene. Also in one case, a patient presented 

with a condition that was a side effect of one of the ARV drugs she was taking. Although the 

expert client knew about the problem, the nurse did not. 

Generally expert clients had greater competence than nurses when it came to taking HIV 

medicines. They knew the different types of pills by name and sight and quickly noticed if a 
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client had received the wrong medication. Due to the increase in such errors, expert clients in 

the clinic made it their prerogative to check the patients’ medicines before they left the clinic. 

Such practices shaped the patients’ experience dramatically. Expert clients were increasingly 

positioned to serve patients better than nurses, taking up some of the technical tasks that were 

left for clinical acumen. The danger of patients being given the wrong pills due to the under-

training and over-working of nurses cannot be over-emphasised. Beyond that, nurses 

experienced a decrease in power at the expense of expert clients, which sometimes translated 

to tensions in the workplace, see also (Kyakuwa, Hardon and Goldstein, 2012; Schneider, 

Hlophe and van Rensburg, 2008).  

 

Discussion  

As conceptualized, task shifting was intended to resolve human resource challenges needed 

to expand treatment, to ensure the sustainability of programmes, and to improve quality of 

care of patients through the simplification of processes and the provision of patient-friendly 

services (Samb et al, 2007). Our findings suggest that while task shifting has facilitated the 

scale-up of treatment, it may actually decrease the quality of care and has certainly made 

clinical processes more complex. Task shifting multiplied service points as tasks were 

delegated to lower cadres. Consequently, patients spent a lot of time at the clinic on the day 

of diagnosis. Long queues were the norm in the clinics where this research was conducted. 

Health workers had to be practical and prioritize seeing everyone in the queues even when it 

meant compromising quality and fundamental principles. The pressure on health workers to 

deliver within these conditions caused health workers to pass the pressure onto patients. 

Therefore, care became disciplinary rather than empowering, particularly for patients who did 

not adhere to protocols. Certainly, globally derived policies influence modalities of care 

delivery at the local level as well as shape patients’ experiences. We coin the term 
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policypeutic to capture how policies have intrinsic meaning and are relationally experienced 

and embodied by the intended users.  

Furthermore, the derived policies do not always come with all the support required for the 

strategies to work efficiently. Efforts to rapidly expand treatment were made by bringing 

comprehensive services to the grassroots level (i.e. boost HR capacity and bring equipment), 

however there were many logistical challenges encountered by the clinics: spoilage of blood 

samples, breakdown of equipment, delays in tests results. Due priority was not given in 

resolving these interruptions which were key to the treatment scale-up plan. This became 

visible during the four-month stock out of reagents that occurred during the course of the 

study, yet more patients were enrolled whilst many were lost as their results did not return 

from the national referral laboratory. 

In ideal circumstances, a compliant patient in Swaziland waits an average of two months 

before treatment begins due to mandatory procedures. Long waits and bureaucracy can be a 

disincentive for eligible patients (Granich, 2009). The new systems and guidelines were 

applied without discretion: timelines and protocols outweighed patients’ concerns and limited 

the agency of nurses in particular. Although never the intention of implementing agencies, 

strict protocols and programmatic audit obligations pressured health workers to prioritize 

those matters over saving lives or client-friendly services. Moreover, treatment expansion 

was implemented amidst a cocktail of institutional constraints: staff shortages, limited 

infrastructure, and constantly shifting guidelines. It was simply impractical for health workers 

to provide the gold standard of care under such circumstances. The fragmentation of care that 

resulted from task shifting and other policy guidelines only heightened this frustration.  

However, measured against project-determined ‘audit rituals’ (Strathern, 2000; Harper, 2000) 

the MaxART project was a success. As Crane (2013) has argued, success of interventions 
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should not only be based on evidence that is sanctioned by those who decide what to include 

and exclude in knowledge production. MaxART reached and surpassed its own HIV testing 

target within a year of implementation, whilst the retention levels and treatment rates also 

moved closer to the target within a year of implementation (Clinton Health Access Initiative 

and Stop AIDS Now, 2015). The success was based on arithmetic models: tests done, 

equipment and pamphlets distributed, trainings, meetings conducted, and attendance of the 

meetings. But what is concealed in the reports are patient and health care provider 

experiences of the processes and quality of care dynamics that came with task shifting.  

Task shifting has unquestionably alleviated the acute human resource situation and facilitated 

the massive expansion of HIV treatment programmes in Swaziland and across Africa. But it 

was never going to be a permanent fix for the continent’s human resource issues. Africa 

produces a meagre 5,100 medical doctors per annum (Samb et al, 2007). Addressing these 

issues will require serious long-term investment (Bonnel, 2009) even to meet the suggested 

minimum ratios for HIV treatment: two physicians, seven nurses, three pharmacy staff, and a 

large pool of lay workers for every 1,000 HIV patients (Hirschhorn, 2006). Instead of 

providing sustainable solutions, funding agencies resort to temporary, low-cost, and 

unsustainable options such as minimally funding volunteers and providing technical 

assistance to government. Furthermore, the Ministry of Health’s 2010 National AIDS 

Spending Assessment report (Ministry of Health, 2010) shows that although 57% of national 

AIDS expenditure is funded by donor agencies, the majority of the donor funds goes to 

overhead costs, project management, and administration whilst the state must cover 

remaining capital expenses, procurement of ARVs, maintenance of clinics, payment of health 

workers and provision of infrastructure. In the long-run, such globally derived initiatives 

exert a lot of pressure and weaken already fragile public health system (Kim and Gilks, 

2005).  
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Conclusion 

Task shifting becomes a stopgap solution that leads neither to sustainability or the 

strengthening of health systems, nor to the accelerated training of health workers required to 

meet the national demands of the ART programme. Therefore, strengthening of the health 

system should be a priority and task shifting is one such a strategy that needs to be 

implemented, to compliment treatment expansion efforts. That said promotion of new 

strategies need to foster positive therapeutic experiences and better outcomes for patients 

than just purely focusing on arithmetic targets. The authors recommend that evaluation of 

HIV programmes and interventions should incorporate metrics that can account for the 

quality of services and take into account the views and experiences of on-the-ground, 

healthcare workers and patients. The case of Swaziland serves as an important example for 

other countries attempting to scale-up HIV treatment rapidly. Although other countries in 

Africa and elsewhere have been expanding access to treatment over the last decade, the 

Swazi ‘experiment,’ offers insights into the dangers of emphasizing reaching short-term 

targets that might affect issues of quality service delivery and long-term sustainability. Given 

the immense funding and technical expertise funnelled into Swaziland in a very short period 

of time, the recent national effort to scale-up treatment is somewhat unique, especially given 

that HIV testing and treatment rates were so low in Swaziland prior to the recent push. Given 

the focus of this article, we refrain from examining the Swazi “success” in comparison to 

other countries. Instead, we have tried to highlight some of the ‘failures’ concealed by the 

Swazi success story.   

Although Swaziland has managed to get many more people in need to test for HIV and to 

enrol in treatment programmes in a very short period of time, it remains to be seen if the 

health system can sustain the level of success it has demonstrated, if people can be kept on 

treatment over the course of their lives, or if overburdened healthcare workers can be 
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supported in their careers, both materially and psychologically. HIV treatment is for life, the 

life of those infected, as well as the life of those providing care. Swaziland may be winning in 

the sprint competition, but the marathon lies ahead.  

The Swazi experiment also offers insights into the dangers of the bureaucratization of HIV 

care delivery. The Kafkaesque proliferation of service points in Swaziland has actually 

increased the length of time people have to wait for services on any given day and also the 

time between finding out one’s HIV status and being enrolled in a treatment programme. This 

has created frustrations, economic expense, and psychological distress for patients. Although 

we support the aim of collecting evaluation data to improve services, we question the 

motivations of donors who insist on making treatment programmes more complex to allow 

them to meet the demands of internal organizational monitoring and evaluation frameworks. 

Finally, given the very important role that expert clients play in filling the multiple gaps in 

HIV care provision, we argue that national health ministries should move to regularize this 

cadre of health workers to ensure continued employment for them and the sustainability of 

treatment programmes as a whole.  
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CHAPTER 5 

 

Task Shifting in Motion: Relationship Dynamics amongst Expert Clients 

in Healthcare Settings in Swaziland, creating, sustaining or severing 

Bonds? 
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Abstract 

Most research on the involvement of expert clients in health care in sub-Saharan Africa highlights 

the effectiveness and challenges of grafting this non-biomedical cadre onto the delivery of care in 

medical institutions. Research has also focused on the tensions and conflicts that arise between 

experienced, core health workers and the newly established cadre of expert clients. This paper goes 

a step further by illuminating how expert clients navigate the conflicts and tensions they encounter 

within highly contested work environments, and how they cope with the challenges that result 

from their engagement in the delivery of care as volunteers. The article argues that relationship 

building and bonding are key coping strategies, and documents how such relationships are 

negotiated, sustained, and severed.  
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Introduction  

 

Although expert clients do many things in many different settings, the consensus among most 

practitioners, policy makers, and researchers is that expert clients are lay personnel with 

varying degrees of expertise, who are positioned between credentialed health personnel and 

patients (Callaghan, Ford, and Schneider 2010; Wilson 2001). They are also sometimes 

called ‘expert patients,’ ‘peer mentors,’ or ‘peer counsellors’. Expert clients have performed 

important and high-quality advocacy and care work as part of HIV/AIDS clinical treatment 

since the beginning of the epidemic all over the world (Zachariah et al. 2010; Kielman and 

Cataldo 2010). For example, in a context of widespread discrimination in the United States in 

the 1980s, American AIDS activists advocated on behalf of people with AIDS in health care 

settings and made demands on policy makers and health care administrators for better, less 

stigmatizing services (Advisory Committee of the People with AIDS 1983). American AIDS 

activists documented practices and circulated knowledge regarding the advantages of having 

people with AIDS actively involved at all levels of AIDS care and treatment (Epstein 1996).  

On the eve of the new millennium, in 1999, the United Nations (UN) incorporated a ‘greater 

involvement of people with AIDS’ (GIPA) policy, which formalized the engagement of 

people living with HIV (PLHIV) in service delivery. Before the UN’s GIPA policy, the 

involvement of PLHIV had largely entailed consultations and participation in policy and 

processes related to HIV. In 2006, the UN formally adopted GIPA as a strategy to augment 

the expansion of HIV treatment in low- and middle-income countries in response to human 

resource shortages (Zachariah et al. 2010; Callaghan, Ford, and Schneider 2010). From the 

perspective of the World Health Organization (2006), shifting some aspects of care to PLHIV 

as expert clients was meant to build bridges between health facilities and the communities, 

and to create local jobs and new opportunities for PLHIV. It was also theorized that involving 
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PLHIV could lead to greater patient satisfaction and better health outcomes (Rogers et al. 

2008). Countries in the global South consequently adopted GIPA as a task-shifting strategy in 

a context of limited human resources, and PLHIV became a core cadre responsible for 

delivering psychosocial and physical care within clinic-based HIV services. In this way, 

PLHIV entered health care institutions as expert clients, often as part of short-term donor-

funded initiatives, and often with little understanding of what exactly they would do in the 

institutional settings where they were placed.  

The UN’s efforts to promote the involvement of PLHIV in the expansion of treatment did not 

mean that their presence was easily accepted by health care professionals and hospital 

administrators. But over time, health care workers came to accept PLHIV as service 

providers. The lack of acceptance was partly driven by stigma and fear, as many workers did 

not want to care for dying patients who could infect them with a deadly virus. In America in 

the 1980s, many of those who were HIV positive and fell sick – homosexuals, drug users, 

prostitutes – were alienated from their families and there was no one to provide cared for 

them, creating a need for expert clients from the outset of the epidemic. In Africa, most of 

this early care work was carried out in the home by families and community-based 

institutions (Simbaya and Moyer 2013; Seeley 2014). Since antiretroviral treatment (ART) 

has now become more widely available in Africa, care responsibilities outside the clinic seem 

to be shifting to the PLHIV and their immediate family members, such as parents and 

children (Moyer and Kageha Igonya 2013; Meinert 2014).  

The utilization of expert clients in HIV care in sub-Saharan Africa has been the focus of 

numerous studies. Several studies highlighted the benefits of expert client programs, patients 

receive essential information and support from expert clients (Lees et al. 2012; Cataldo et al. 

2012). It has also been demonstrated that expert clients contribute to improved quality of care 
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and expanded treatment access (Morris et al. 2009), and to reduced HIV incidence through 

direct and pragmatic counselling services (Simbaya and Moyer 2013: 7). Likewise, 

challenges were documented: Rasmussen (2013) shows that expert clients are overwhelmed 

and suffer burnout due to many tasks they assume, while Njeru et al. (2009) suggests that 

expert clients compromise the quality of services, and that counselling has become more 

coercive. Research shows that counselling focuses on regulating the sexual behaviour of 

clients, specifically, who clients could have sex with (stick to one partner), how to have safe 

sex (prevent transmission), and when to have children (Simbaya and Moyer 2013). Another 

group of scholars have documented power conflicts between expert patients and 

professionals, showing how power is contested, negotiated, or lost, and how expert patients 

are alienated within the clinical space (Kyakuwa, 2009; Dapaah and Moyer 2013; Lees et al. 

2012; Cataldo et al. 2012; Kyakuwa, Hardon and Goldstein 2012). 

These previous studies were situated within service delivery and focused on power dynamics. 

But these did not examine how frictions between nurses and expert clients, and resulting 

power contests, affect the practices that are valued by PLHIV or the relationships among 

expert clients. There is a paucity of research on how expert clients navigate the challenges of 

their job, as a cadre of workers not fully recognized as staff in the health facilities, and how 

the challenges they encounter in their work affect existing relationships and practices. If 

expert clients work in extremely challenging conditions, what propels them to keep doing the 

work and remain productive, despite the challenges? Understanding how expert clients deal 

with the power dynamics and alienation they encounter is necessary. This article addresses 

this gap by examining how expert clients – sharing both infection and work challenges – 

navigate highly controlled and contested workspaces. In addition, it focuses on the various 

support systems formed to provide solace and refuge from the harsh environment of the 

work, as well as the consequences of the alliances made. The paper is an example of 
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travelling concepts and policies (Hardon and Dilger 2011), the baggageii that accompanies 

both, and how such baggage can potentially harm or constrain existing local practices. 

In rich countries the US and UK, it was discovered that expert patient programs promote self-

care for sufferers of chronic diseases. Improving the quality of life of patients with long-term 

conditions was associated with developing self-management skills and increasing patients’ 

confidence and motivation to take control of their lives and support other sufferers of chronic 

illnesses (Rogers et al. 2008). In the Sub Saharan Africa, the primary rationale for involving 

PLHIV was their ability to model the efficacy of ART, their input in patient compliance and 

the benefit of regaining a long healthy life (Kielman and Cataldo 2010). Involvement of 

PLHIV in delivery of healthcare was promoted by the UN through endorsement of greater 

involvement of people living with AIDS (GIPA principle) (source). Expert clients are a local 

form of GIPA. In the process, PLHIV gained experiential knowledge of living with HIV, and 

became adept in taking treatment, counselling PLHIV to understand the value of ART 

treatment, resolve challenges of living with the disease and life with ART (Kyakuwa, Hardon 

and Goldstein 2012). As PLHIV became increasingly involved in the delivery of care in 

Swaziland, not only were human resource shortages within health facilities addressed, but 

relationships and norms were reconfigured among health care workers and expert patients. 

This paper illustrates the different practices and relationships that spring up when expert 

clients are on the frontlines of care.  

Methods 

This research was carried out under the auspices of a larger study, the aim of which was to 

provide insight into the trajectory of patients who fell out of care after HIV diagnosis despite 

the availability of decentralized HIV services in Swaziland. During the course of fieldwork, 

expert clients were found to be in the frontline of delivery of care within clinics yet engaged 



101 

 

as volunteers and performed manifold duties. The status quo stimulated the need to examine 

how expert clients managed to perform their duties effectively and manoeuvred challenges 

encountered given the difficult circumstances they worked in. The article documents the 

experiences of expert client working under these conditions and how they navigated the 

constraints. 

The research was conducted in eight clinics in Swaziland, included observation, informal 

talks, and in-depth interviews over 20 months of fieldwork between September 2012 and July 

2014.Eight expert clients were interviewed multiple times, for a total of 17 in-depth 

interviews The purpose of the interviews was to gather information about four main areas: 

the scope of expert client work and how it had evolved over the years; power relations in the 

different clinic spaces and how they were negotiated; how expert clients managed their many 

clients; and the high degree of motivation displayed by expert clients. In addition, many 

informal and more intimate conversations with expert clients during the course of the 

research were held.  

Additionally, eight focus group discussions (FGDs) were conducted with 21 expert clients 

recruited the clinics. The purpose of the discussions was to compare experiences of expert 

clients across the clinics. Thus, the questions asked were similar to those asked during in-

depth interviews with the eight expert clients: what their jobs entailed, how their work had 

evolved over the years since they had become expert clients, what challenges they faced in 

the job, and what strategies they had adopted to manage them.  

In total, 21 expert clients participated in the study, five were men and 16 were women. 

Fourteen were married, seven unmarried. Ten held a high school certificate, the highest level 

of education among    participants, whilst 11 did not. All expert clients were unemployed 

before becoming ECs. All had known their HIV status for more than five years. Sixteen had 
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been expert clients for five years or more whilst five had worked for less than five years. 

Their age ranged from 28-45 years.   

The author collected all the data and spent eight months across the clinics doing active 

observation, conducting interviews and having informal conversations. In-depth interviews 

and FGDs were conducted in SiSwati (the local language) by the author. All interviews were 

recorded with permission of the participants. The author also transcribed and translated the 

interviews into English prior to analysis. Content analysis was done with assistance of 

NVIVO to code data and identify recurring themes.  

Exclusion Criteria 

Clinics hired expert clients for specific tasks, ANC or ART.  ANC focused expert clients 

were recruited by Mothers2Mothers and were not part of the study. The study focused on 

expert clients doing ART related duties.  

Ethics 

Ethics approval of the research was granted by the National Health Research Review Board 

in Swaziland.   

Study setting 

In Swaziland, community clinics are located at the grassroots, as part of decentralization 

efforts to meet universal access to health. The community has a role in the running of the 

clinic and form part of a health committee, made of community leaders and clinic staff. The 

committee safeguards the welfare of clinic staff, and ensure smooth operations at the clinic. 

The committee collects a nominal fee from patients to pay a security guard, an orderly, and 

sometimes a grounds man. Expert clients in all eight clinics lived in the same community 

where the clinic was. While expert clients are largely recruited by nurses and vetted by the 

committee. All but ART staff at the clinic is government employees. ART staff (doctors, 
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phlebotomist and all counsellors) is recruited directly and remunerated through funding 

agencies.   

All of the eight clinics were part of the MaxART project,iii which aimed to use ART to 

prevent new HIV infections, and the clinics thus shared common interventions. The project’s 

primary goal was to achieve universal access to testing and treatment in Swaziland by 

addressing the barriers to care faced by individuals in need of HIV treatment. The second 

goal was to understand the needs and realities of people living with HIV and to assess if the 

ambitious expansion of HIV treatment was carried out within a human rights framework. 

Lastly, the program aimed to test the ‘treatment as prevention’ model by initiating ART for 

all PLHIV, regardless of CD4 count.  

In 2011, when MaxART activities were first implemented, all eight clinics started expanding 

the scope of their services. In two months, the clinics transitioned from providing basic HIV 

services such as HIV testing and counselling and antenatal care (ANC) to managing mini-

labs for point-of-care diagnostics, enrolling patients into chronic care and initiating ART, 

tracking patients, monitoring adherence, and dealing with donors to report results. In short, 

the tasks of expert clients began to swell. The clinics in the study served a catchment area of 

up to 20,000 people.   
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Findings 

Expert clients in Swaziland 

In Swaziland, the quest for treatment expansion was stifled by human resources crisis.  

PLHIV could close the gap considering that they were already involved in the response. The 

expert client programme started operating in 2006. Funding partners that utilize expert clients 

in their programs in Swaziland include the International Center for AIDS Care and Treatment 

Programs (ICAP), the Swaziland National AIDS Programme (SNAP), the Clinton Health 

Access Initiative (CHAI), World Vision, Médecins Sans Frontières (MSF), the Elizabeth 

Glaser Pediatric AIDS Foundation (EGPAF), and the Swaziland National Network of People 

Living with HIV/AIDS (SWANNEPHA). They developed a manual for trainingivof expert 

clients, each partner focusing on its strengths and expertise (Ministry of Health, 2007). 

Expert clients, regardless of the program in which they work, are trained together on a 

quarterly basis on new or evolving information on ART/HIV, in order to equip them for 

counselling. Once hired, expert clients are prepared for their role in HIV service delivery 

through a training of six and one-half days, followed by two days spent in a care and 

treatment site as a practicum.  

Expert clients received a monthly stipend (approximately US $ 90 at the time of study), 

which is $ 30 more than the gazetted income for domestic workers. The stipend is paid by 

one of the funding partners, ICAP, SNAP, or Global Fund, depending on the mandate of each 

organization. In each clinic, there were five expert clients; two based within the clinic and 

paid by Global Fund, SNAP or ICAP; one community-based expert client whose main role 

was to track clients and two expert clients paid by Mothers2Mothers, a USAID-funded 

project, they were exclusive for antenatal care of HIV-positive mothers.  World Vision paid 

the stipends for the community-based expert client as part of strengthening the community 

and health linkages.  
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According to the official job description from the Ministry of Health, an expert client should 

be a person living with HIV and is on ART, who models high adherence level to ART, 

motivates other PLHIV to live a normal life with HIV, and is comfortable to disclose their 

status and encourage other PLHIV to take ART (Ministry of Health 2007). Becoming an 

expert client in Swaziland is in two forms: sending an application after adverts are placed in 

clinics or through a nurse recommendation of a client that has a good record of taking ART. 

The latter was more common at the start of the program, but in recent years the first approach 

is more widely used.  

Interviews with expert clients indicate that the early days of the program were less 

competitive, probably since fewer people were willing to publicly disclose their status, let 

alone share experiences of living with a disease considered fatal. Education level was not a 

priority so long as one could read and write in English. However, current vacancy 

announcements for expert clients include a high school certificate as a requirement. Other 

requirements include good communication, listening, and interpersonal skills; having a non-

judgmental attitude; demonstrating care, compassion, and respect for people affected by 

HIV/AIDS; being self-motivated and committed to working with HIV; and being of good 

repute in the community (Ministry of Health, 2007). The job requirements applied to all 

expert client positions, regardless of the particular tasks or funding agency. 

Expert clients’ primary task is to counsel patients in preparation for ART initiation. Over 

time, their role expanded, as the scope of HIV services at the clinics increased. As the 

workload increased, expert clients assumed other tasks either assigned by nurses, or 

performed voluntarily as a way of learning additional skills. Expert clients in the study sites 

were different from other lay volunteers. Their scope of work was bigger, they worked as 

nurse assistants and did technical jobs, operating HIV equipments, and interpreting technical 
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information such CD4 information to patients. Also, they are full time health workers; they 

work 8 hours a day, 5 days a week like permanent staff. In a typical definition of 

volunteerism, such are not traits of volunteers.    

The life of an expert client: relationship amongst and with other staff  

Although the expert clients interviewed for this study offered rich descriptions of their work 

lives, additional insight into the context, scope and conditions of their work were made 

through daily observations. Their diligence, dedication and love for their jobs were manifest, 

but less positive experiences were also witnessed, including expert clients who felt alienated 

and overworked. Through these observations, many intimate details of their lives, both inside 

and outside of work became privy, as everyday conversations and daily farewells were 

routinely exchanged. Expert clients displayed great endurance in carrying out their work and 

manage difficult work environments. Both frustration and exhilarating moments of the job 

were witnessed, and I learned how tenacity and despair, diligence and reverence of superiors 

sometimes led to manipulation.  

There was a greater degree of closeness amongst expert clients than any other groups of staff 

in the clinic. Expert clients used the common term ‘bahlobobetfu’ when referring to their 

peers, which was a way to show affection towards one another. In SiSwati, it means someone 

you can always count on, especially during challenging times. The connotation of the term is 

pleasant, signifying a certain bond and a reciprocal relationship. Usually this term is used by 

two people who share similar circumstances, often the basis for their connection. For this 

reason, expert clients would not refer to nurses as bahlobobetfu, rather as umphatsi (the boss), 

a term that both shows reverence and implies that they are not in the same class or status. 

However, in a few settings in which expert clients were well integrated and nurses treated 

them like the rest of the staff, expert clients would refer to nurses as bahlobobetfu.  
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Subservient Workers 

We are told to do all these duties by our supervisor. Although we know some of the things we are 

told to do are outside our scope of work, there is nothing we can do once she has told us –  she is 

the boss, we cannot question her. It is also normal to be sent by the nurse for private errands during 

duty time and we cannot refuse because she is the boss. Doing the private errands shows respect 

and allegiance to your boss. (FGD with expert clients, June 2014)   

In general, expert clients did not question the exercise of power by nurses or others they 

considered their superiors. Swazi cultural norms, place a high premium on overt expressions 

toward social superiors and elders. A key aspect of performing respect is being silent when 

one disagrees. A Swazi is expected to perform respect everywhere – workplace, family, 

marriage, church – or risk being labelled disrespectful. This partly explains why expert 

clients most often did as they were told without challenging nurses when given extra tasks. 

Also, expert clients feared challenging a nurse as it could result to dismissal on grounds of 

insubordination, thus coercing expert clients to execute instructions for fear of retribution.   

Beyond, power imbalance and overt expressions, it is worth noting that expert clients are an 

extremely vulnerable cadre of health workers. They are hired and qualified through a 

stigmatised disease within highly contested spaces. Furthermore, patients were more 

comfortable with expert clients as expert clients are pros in experiential expertise over their 

trained biomedical bosses yet least qualified. This possibly created a tiff between the two. In 

addition, nurses hire expert clients directly and determined their contract renewal. All the 

expert clients in the study were unemployed prior, therefore having the job was the only 

source of livelihood to be safeguarded. A combination of these factors potentially made 

expert clients docile towards their bosses. 
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Relationships in the clinic 

In a quest to understand relationship dynamics in the clinics, expert clients were asked to 

share their experiences working with other staff. The findings suggest an on-going subtle 

feud between expert clients and other support staff, especially orderlies. In all FGDs, expert 

clients accused orderlies of maltreatment in one way or another, including stigmatization and 

exclusion.  

With teary eyes, Fundzi, a female expert client of six years, recounted her experience. When 

she began working as an expert client, she was destitute, and could not afford buying her own 

cutlery. She explained;  

I used to cry all the time, [because] I couldn’t use the utensils and cups provided by the clinic. I 

could not even afford to buy myself a teacup. I would not sit in the kitchen anymore because the 

orderly told me that nurses could not share the utensils with me. She said to my face that I 

shouldn’t use the teacups. As such I hid all the time when I ate because they all watched what I 

was using. I felt stigmatized (FGD, June 2014)  

Nana, a female expert client of four years, also related her experiences with an orderly: ‘The 

orderly in our clinic refused to clean our workstations and she said she was hired to clean 

offices for government staff. … She said she didn’t understand why we couldn’t do it 

ourselves because we are uneducated like her that is what uneducated people do’. The 

treatment expert clients received from orderlies seemed to be motivated by resentment, in 

part because they shared the same space in the clinic, but also perhaps because they had 

similar social statuses (minus being HIV infected). It seemed that being full-time government 

staff made orderlies feel superior to the expert clients who only had temporary contracts. 

These acts served to remind expert clients that they occupied the rank lowest in the hierarchy 

of the clinic. One might also interpret the friction between orderlies and expert clients as a 
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manifestation of the fact that orderlies are generally overlooked by HIV workplace 

programmes, which sensitize workers about HIV and discourage HIV-related discrimination. 

It is possible that the orderlies viewed expert clients as likely to infect them with HIV.  

Expert clients also experienced conflict with nurses. The following excerpt shows 

sycophancy by subordinates towards superiors. Zama an expert client of seven years, 

explained to me: 

One needs to be patient every time when working with nurses as I am not as educated. There are 

instances when you are trying to do something then they tell you to start doing another thing. You 

need the help of God to have patience. For example I will be counselling a client and they tell me 

to off-load the boxes from the truck and pack boxes in the storeroom. As you are doing that, they 

tell me that the pills are finished and we need to re-pack them into small containers. They may also 

tell me to call the stores and make ARV orders. All this happens, whilst I have a lot of clients 

waiting for me to weigh, issue files, do pill counts and counsel them. (Interview, June 2013)  

Expert clients often appeared sullen in the face of such treatment by nurses. However, they 

did not openly share their sentiments with the nurses. They executed all tasks demanded by 

the nurses, though grudgingly, did as they were told and appeared content with their bosses’ 

requests. Though expressing their feelings to the nurses was difficult, they had little problem 

venting their frustrations with me, a stranger. 

Some patterns were observed regarding the relationship between expert clients and nurses 

and the rest of the staff. In clinics where nurses were reportedly hostile, expert clients 

complained of harsh treatment from orderlies too, suggesting that other staff emulated the 

nurses’ behaviour towards expert clients. In these clinics, where nurses were less supportive 

and implicated in condoning maltreatment, expert clients were less enthusiastic and 

complained more about the scope of the work.  
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The reverse was also true: where nurses were supportive, expert clients did not report any 

maltreatment from orderlies and or other staff. Expert clients had healthier relations with all 

staff. Expert clients were also less likely to complain about their work, except for a common 

grievance about being paid a small wage, though the expansion of tasks was characteristic to 

all clinics. In addition, in clinics where expert clients were treated well, they were likely to be 

friendly to the patients too.  

In three of the clinics, the head nurses demonstrated leadership by not instigating division 

among regular staff and expert clients and were supportive of expert clients. Expert clients in 

those clinics reported that when the orderlies showed hostility towards them, nurses dealt 

swiftly with it. During a FGD, an expert client explained that: 

In our clinic, we are like one big family. We often hear colleagues [expert clients from other 

clinics] complaining about maltreatment from nurses or other staff but not in our clinic. We always 

have meetings to discuss issues and Umphatsi [our boss] makes sure that if there are complaints or 

any issues of concern from any staff, not only expert clients, the perpetrators are subjected to a 

disciplinary hearing. (FGD, July 2014)  

All clinics are supposed to have multi-disciplinary team (MDT) meetings and in-service 

trainings where issues affecting delivery of services in the clinic are discussed and resolved. 

In-service trainings are supposed to be held once a week, and MDTs are held when there is a 

need. The effectiveness of these structures varied from clinic to clinic; in the clinics where 

these structures were regularly implemented, expert clients generally reported better working 

conditions compared to clinics were not. Four clinics had active in-service trainings and a 

functional MDT, only one in-service training or MDT took place in a year. 

It was not clear why these important procedures were not implemented. However, 

observations suggested a lack of commitment to resolve issues and sometimes a general lack 
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of time for such processes, which would leave patients waiting. The expert client coordinator 

in the Ministry of Health was the only administrator above the clinic level to which expert 

clients could report concerns at work. Even so, expert clients noted that ‘sometimes we just 

report to the EC coordinator to let off steam [kutihhamula nje], and no action is taken because 

some issues are above her power’. Issues above her power would include complaints about 

too much work or issues pertaining to contracts. In fact, there were very few instances where 

the expert client coordinator had power to intervene successfully. 

Coping at work 

In the absence of a structure to relay grievances and complaints in the workplace, expert 

clients found a potent way to cope with the stress of their job: supporting each other during 

challenging times. Linda’s story illustrates one of the ways expert clients manage.  

One time the nurse-in-charge called me to her office and said she received a complaint about me, 

that I did not give good treatment to a client. She scolded me and she was judgmental without 

asking to hear my side. What hurt the most was that I was not even the one the client was 

complaining about – it was the expert client with whom she was friends. I was very angry, but 

there was nothing I could do. The only thing I did was to tell Muhle [referring to another expert 

client]; she consoled me. She was really a great support in dealing with it. In fact, as expert clients, 

we are each other’s support system. When one of us is not ok, we encourage each other. We are 

like a family (FGD, April, 2014).  

Another expert client added during a FGD: ‘When we have problems we share it amongst the 

three of us. We cry and comfort each other, then we get back to work’. Instead of voicing 

concerns to superiors, expert clients opted to seek solace from each other. Consequently, 

expert clients were generally close to each other compared to other staff in the clinic.  

The majority of those interviewed reported similar supportive benefits from fellow expert 

clients; those working in the same clinic seemed to be especially close-knit. All expert clients 
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concurred that the shared infection made their ties stronger, as Thandi explained:  

Being the known HIV-positive staff in the clinic creates bonds and solidarity amongst us. Our HIV 

connects us because we are the only people in the facility who got a job through disease and this 

fact brings us together and we are each other’s keeper. (FGD, April 2014) 

They also supported one another when they had an emergency that required them to miss 

work or leave work early, as Thandi further said: ‘We simply ask bahlobobetfu (peers) to 

cover our back or help finish an additional task’. The trust and connection established was 

like a buddy system, not only for work challenges but for issues in their private lives. One 

expert client said during a FGD, ‘[If] I come with a problem from home, before we start 

working I call bahlobobamiv [peers] and we talk about it and I feel better afterwards’.  

The closeness shared by expert clients and the support they gave each other was also used to 

reprimand colleagues who strayed and to mediate conflict between peers. ‘We remind each 

other why we are in the clinic [to help other PLHIV] and that we need not fight each other 

otherwise the other staff will laugh at us,’ said an expert client during a FGD. This support 

network was not utilized by everyone, however, as some expert clients resorted to other 

means to cope with challenges encountered at work.  

Solidarity under threat 

While many expert clients appreciated the shared bonds and supportive peer relationships, 

there were exceptions, as there were frictions amongst themselves. Some separated from their 

close-knit co-workers, and were seen as renegades because they perpetrated division. These 

included those who were allies with nurses or with fulltime staff, and thus were considered 

‘sell-outs’ and not part of the expert client group. While expert clients did not actively 

discourage their peers from having relationships with other staff, it was an implicit 

expectation that they should be loyal to their peers. Those who did form relationships with 
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other staff were not considered trustworthy, and their allegiance doubtful. Beyond considered 

disloyal, they were also accused of being slothful in their duties and diligent towards the 

bosses’ requests. Expert clients alleged that the renegades’ major duties were the nurses’ 

private errands, and that the nurses reciprocated by bailing them out when needs arise.  

Furthermore, the fact that expert clients were given different stipends was the source of 

friction among expert clients, thus exacerbating division among them. To elucidate this, the 

following are excerpts from different conversations that transpired during a group discussion: 

Vuma: It could be better if all expert clients could get the same stipend amount.  

Phinda: In fact, we do much more work compared to expert clients from other programmes. We 

see ANC clients, and TB patients are enrolled to be cared for by us.  

Sethu: We possess similar skills and education – why the variation in the stipend amount? 

Expert clients were displeased by the variations in the scope of their work and the difference 

in stipends. The pay inequality contributed immensely to expanding the division among 

expert clients. 

The involvement of different implementing agencies also contributed to rifts amongst expert 

clients, sometimes with subtle undertones. Expert clients competed and bragged about 

belonging to a donor considered rich. A ‘rich donor’vi was considered one that pays expert 

clients a higher stipend, has the most expensive cars and buys or donates assets to the clinic. 

Sindi an expert client, confirmed this observation during one of our informal conversations: 

‘Sometimes we can even quarrel over stationery or furniture – imagine what happens if your 

donor is the poorer one’ (February 2013). Expert clients positioned themselves as custodians 

over their donor’s assets. For example, if one asked to borrow a pen or a chair, the expert 

client whose donor donated the stationery might respond by saying, ‘Ask your donor to buy it 
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for you’. Expert clients whose stipend was paid by a rich donor seemed to enjoy having more 

power over their peers. The power display and territorialism over donor assets, termed 

‘donorization,’ indicated that relationships were becoming unstable, or that cohesion was 

declining within the group and schism setting in. Needless to say, expert clients were worried 

when these traits emerged among them, challenging the effectiveness and solidarity once 

enjoyed by all. 

Discussion  

When expert client programmes are implemented locally, they leave far more complex 

imprints beyond programmatic outcomes and challenges, as shown by various scholars 

(Kyakuwa, Hardon and Goldstein 2012; Morris et al. 2009; Tenthani et al. 2012). Scholars 

have studied volunteers to understand motivations for volunteerism.  Sometimes, it is 

motivated by economic gain (Takasugi and Lee, 2012), whilst in other cases it provides a 

chance for personal development or recognition in the society. Meas and Kalofonos (2013) 

report that in Ethiopia and Mozambique socio-moral values motivate people to become a 

volunteer. Other studies focused on relationship dynamics between expert clients and nurses 

(Dapaah and Moyer 2013; Lees et al. 2012).  

This paper goes a step further, demonstrating that not only do expert clients deal with 

external alienation and encounter friction within biomedical spaces but also experience 

alienation and friction among themselves (Qureshi, 2014).    What is novel in this article is 

the undercurrent of feud and division amongst PLHIV yet for the longest time, PLHIV are 

represented as a community that through shared infection and collective efforts, enjoyed 

solidarity which has led to achievement of great milestones globally (Robins, 2006; 

Biehl,2004). This research provides an additional lens to understand the complex resonances 

and dissonances of PLHIV in service delivery.  It relates various ways in which expert clients 
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cope with power imbalances and alienation within the clinic and relationship dynamics 

among their peers, finding ways to navigate around these challenges as they execute their 

duties.  

Both shared infection and shared circumstances connect expert clients; they are the only 

cadre at the clinics hired because of their health status. This facilitated the creation of a 

mutual bond and support mechanisms amongst them, seen in their fond reference to each 

other as bahlobobetfu. Sharing in suffering – infection, job challenges, social class and status 

– strengthened the bond amongst expert clients, helping them cope with friction and 

alienation in the workplace.  

The leadership and attitudes of nurses were central in determining relationships amongst staff 

within the clinic. If a nurse had good leadership and management skills, expert clients were 

generally motivated and there was less conflict between expert clients and other staff. Where 

nurses were a source of division, the rest of the staff, followed suit. Where nurses did not 

model good relationships with expert clients, expert clients were grumpier, less motivated, 

and had poor relationships with other staff. Where the stipulated procedures for operating a 

clinic such as the MDTs for conflict resolution and in-service training were not followed, the 

relations were generally poor with expert clients. Clinics that made an effort to use existing 

structures to deal with discord such as MDTs had motivated expert clients, while in clinics 

that did not use such procedures to deal with discord, poor relations among expert clients and 

other staff prevailed. The correlation repeated itself in reverse: expert clients also emulated 

the behaviour of the nurses towards the patients. Where nurses were disrespectful towards 

expert clients, expert clients were in turn likely to be unpleasant to patients. In this equation, 

one fact shines brightest; nurses are gatekeepers, determining whether the use of expert 

clients in service delivery is both programmatically effective and favourable for all staff 
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within the clinics.  

The study shows clearly that clinics with functioning staff welfare systems had motivated 

staff. Albeit the demonstrated benefit, it is often difficult as health workers rarely had time to 

attend to their welfare needs. Consequent to the expansion of treatment and clinic tasks 

swelling, staff welfare is endangered and at a risk of being deprioritized over the welfare of 

patients. Therefore, it is recommended that staff welfare initiatives are kept functional within 

the clinic structures alongside treatment expansion targets as human resource are the engine 

to achieve the anticipated ART coverage goals.  Good performing clinics on staff welfare 

need to be recognised in order to spur all clinics to improve staff welfare. Also, there is a 

need for on-going professional development and mentoring to motivate staff and ease 

tensions stimulated by treatment expansion.  

Though some expert clients enjoyed the refuge their support network created, others split 

from the close-knit group. Various circumstances facilitated friction amongst them. First, 

external funding of the expert client programme led to the creation of different types of 

contracts. Due to lack of state funds, external actors had influence over the programme’s 

administration, which diminished the state’s role in governing the healthcare of its citizens 

(Wilson 2001). Territorialism and competition over funders’ assets, given the term 

‘donorization’ also threatened existing solidarity, creating anxieties that corroded the mutual 

support that expert clients once enjoyed. Togetherness was replaced with a quest for 

individual gain and power over others.  

This is the risk and baggage brought by global polices (Hardon and Dilger 2011), to the 

locale as they are implemented. Notwithstanding the benefits of travelling policies, which can 

also facilitate greater connection and closer ties among expert clients, GIPA initiatives can 

instigate conflict and friction among staff. This paper shows how the increasing involvement 
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of PLHIV in service delivery also injures solidarity, a key coping mechanism PLHIV rely 

upon to deal with conflict in the highly contested clinic space.  

Whilst there is no doubt that this initiative is effective on the biomedical paradigm, clearly it 

also triggers dysfunctional, long-standing norms amongst PLHIV. As a result of organized 

campaigns, PLHIV have seats in powerful global platforms (Global Fund, UN) that steer the 

agenda of HIV globally. PLHIV have influenced the administration of ART and have ensured 

that their input is included in shaping policies that concern them (Mallouris, Caswell, and 

Bernard 2010). HIV strategies, guidelines and policy in every country cannot be completed 

without PLHIV involvement and approval (Morolake, Stephens and Wilbourn 2009). Donors 

stipulate conditions that call for PLHIV involvement as a condition for granting funds (Davis 

2014). The efforts of PLHIV, and their biosociality have shaped the outlook of PLHIV 

globally. Though the shared infection of PLHIV has accomplished strides at a global level, at 

the local level we see different effects as GIPA is implemented. This is a foretaste of a new 

form of self-care, and the way that self-care models of patient empowerment are evolving in 

the resource-poor settings.  

Conclusion 

The expert client programme is a playing field on which agency is exercised and constrained, 

solidarity is created and challenged, and new norms of self-care are displayed. It is an 

intersection where the desperation to end AIDS (involving patients as a solution), conflates 

and conflicts with professionalism, culture and politics. The seemingly insurmountable 

challenge of the acute shortage of health workers was instantaneously resolved by GIPA as a 

magic bullet for service delivery. These were drastic and radical measures adopted to expand 

treatment in the hardest hit, resource-poor settings of the world.  Most expert clients 

navigated this new landscape, managing to cope with difficult workplace environments and 
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demands by initiating supportive peer relationships, whilst others severed ties and built 

alliances with the powerful.  

The relevance and efficiency of task shifting needs to be explored beyond the binary 

perspectives of whether it is effective or what challenges arise. The laissez-faire approach to 

its implementation calls for a curious enquiry into the resonances and dissonances of patient 

involvement in delivery of care. The impact of globally derived policies, task shifting or 

GIPA do not end at the confines of the clinic to augment treatment coverage, avert acute 

human resource shortage (Tenthani et al, 2012), enrich positive experiences of patients 

(Morris et al. 2009), but instead goes beyond to have larger social ramifications. The call to 

utilize services of PLHIV by global health proponents makes HIV to become a form of 

capital and exploited as an economy.  Prince (2012) reported that HIV infection became a 

conduit for economic and material gain by PLHIV in East Africa. This calls for enquiries to 

understand how global policies for treatment expansion may invade a society, how they can 

hamper, alter or configure new practices, shape norms and meanings and affect social 

processes.  

 

 

 

 

 

 

 



119 

 

 

 

CHAPTER 6 

HIV Treatment Concepts ‘Lost in Transition’: The case of GIPA Concept 

Adoption and Engagement of Expert Clients in Swaziland 
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Abstract 

 

Following the call by Joint United Nations Programme on HIV/AIDS (UNAIDS) in 2006 to 

involve PLHIV in treatment programmes, expert clients were recruited to provide services 

within healthcare settings as volunteer alongside paid health workers. Swazi law requires that 

anyone working on a full-time capacity for three months must have an employment contract, 

complicating the status of expert clients. This paper traces the genesis of the volunteer 

framework used to engage PLHIV in the provision of HIV care in Swaziland and describes 

how the quest for PLHIV to be involved coupled with donors’ promotion of the GIPA 

principle have together resulted in PLHIV serving as low-cost workers, disempowering the 

very people GIPA was meant to empower. Lastly, we call for review of GIPA-based policies 

and a paradigm shift regarding non-medically trained cadre of workers of in an era of acute 

health worker shortages in resource-limited countries hard-hit by HIV.  
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Introduction 

As I sit in the waiting area outside an HIV counselling room in a rural clinic in Swaziland, 

many people walk in and out – young and old, frail and agile. Some enter the counselling 

room looking distraught and leave with cheer and in good spirits; after being worried for 

so long, they finally know what is wrong with them and how to manage their condition. In 

the counselling room, they have encountered someone who lives with HIV and has 

successfully managed the same sickness from which they suffer. They find a role model, 

someone who understands what they are going through, who will not judge them. This 

person is an expert client. I observed that expert clients had a fundamental role in service 

delivery, serving as the bookends in the continuum of care, albeit as volunteers. They 

filled a big gap in care: it seemed without them, the ART programme could barely survive 

as none of the existing clinical staff, nurses or doctors, had time to execute the tasks they 

performed.  

As part of fieldwork, I was based in clinic settings and worked with expert clients for 

more than four months. I observed their diligence performing duties and saw with my eyes 

the number of tasks they were expected to perform. To start with, the official working 

hours for all clinic staff (full time) was 8 am to 4pm. However, I noticed that expert clients 

usually started work before 8am, and left after 3pm when they are supposed to finish at 

3pm. Expert clients worked longer hours for a variety of reasons; to prepare files for 

clients who have an appointment for the next day and to get patient files from 

overcrowded lockers. Therefore, coming early was necessary so that they can plan for the 

day accordingly and put patient files aside before clients come which helped to expedite 

the work since expert clients had many clients to deal with on a daily basis.   

Expert clients ECs had to see more clients than they reasonably can in a day; they attended 
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at least 15 and sometimes as many as 60 clients on a busy day, particularly on Mondays 

and the first and last week of the month. An expert client is the first person a patient sees 

before their journey in the HIV continuum of care begins. A patient that tests HIV positive 

has to undergo seven critical steps on the day of diagnosis. The expert client is involved in 

all steps except staging and dispensing prophylaxis.   

During pre-test counselling, expert clients explain what it means to know one’s HIV status 

and why it is important. At the laboratory, the expert client orders lab tests (HIV test or 

CD4 count) for the clients by filling in lab request forms and recording the results in the 

register. During post-test counselling, expert clients disclose test results, discuss how to 

cope with a positive diagnosis, and explain the treatment trajectory. The heftiest part of 

expert clients’ job is chronic care enrolment, which involves opening a file for HIV-

positive patients. The expert client elicits and records the patient’s physical address, 

demographic data, anthropometric data such as height and weight, and does a 

psychological assessment to gauge the patient’s readiness for lifetime commitment to HIV 

treatment. All this information must be accurately entered in different registers. Also, 

expert clients complete a client health card, which is a medical record that the patient 

keeps. Finally, during adherence counselling, expert clients prepare patients to understand 

what is involved in taking treatment for life. The paperwork at this stage is also intensive, 

includes pill counts and booking clients for follow-up appointments.  

As I observed them perform the scope of work as volunteers, I embarked on my own 

hermeneutic journey (Van der Geest 2002: 5) I wondered how expert clients providing 

such a critical role and actors in service delivery were engaged as volunteers instead of an 

institutionalized workforce? What was the Ministry of Health’s position on this situation? 

Did the ministry see it as an anomaly at all that expert clients performed core duties for 
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nurses as volunteers and the impact it might have on the overall health outcomes? And 

what was the perspective of PLHIV organizations about the volunteerism framework used 

to engage PLHIV in service delivery? I set out to understand how this came to be. At a 

personal level, I pondered if I could work with the same diligence expert clients exuded 

given the voluntarism framework they worked under.  

Hence, this article attempts to address such questions that emanated from reflexivity and 

preoccupied me as events that played during fieldwork. The ethnographic approach 

facilitated extensive immersion in the intricate everyday roles of expert clients. I witnessed 

the challenges they encounter and how they manoeuvre around them. This type of 

involvement provided rich data over extended periods, elicited not only from spoken 

words but from the gold standard of anthropological methods, participant observation 

(Davies 2008: 68). It allowed me to engage with the interlocutors in detail that I had to 

continuously step in and out of different roles during fieldwork. In the paper, I describe 

the transition of the Greater Involvement of People Living with HIV/AIDS (GIPA) 

principle in theory and practise; how a non-medically trained cadre ended up doing so 

much work without their position becoming institutionalised and how this principle has 

been misappropriated and led to PLHIV being engaged as low-cost labourers. I show that 

PLHIV activism for involvement at the beginning of the HIV pandemic inadvertently 

sowed the seeds for PLHIV becoming a cheap work force option.  May and Finch (2009) 

in the theory of normalization describe how practices become routinely embedded in 

everyday life. Likewise, this paper is about how and why expert clients became a low-cost 

option to solve human resource shortages and how such a paradigm was normalized. In 

current HIV programmes, GIPA is mutating itself in various forms thus disempowering 

PLHIV that it intended to empower. At the overarching level, I will be looking at the 

tensions and frictions between public health and individual rights, using expert clients in 
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Swaziland as a case study. 

Methods 

Study Setting 

I conducted this research in Swaziland within intervention sites for the Maximizing ART 

for zero new infections (MaxART) project, which aimed to achieve universal access to 

ART by removing barriers, gathering experiences of ART eligible patients and modelling 

ART as prevention of new HIV infections. I collected ethnographic data in two clinics, 

spanning over thirty months, between June 2012 and December 2014. I spent two full 

months in each clinic, and the rest of the period I visited the clinics intermittently, each 

time for a week or two. The clinics were selected because they had high patient volume. 

One was in a typical rural area whilst the other was on the periphery of the capital city of 

Mbabane. This difference allowed for a contrast in patient experiences around access to 

services, as physical access differs between rural and urban areas. Both are government-

owned community clinics, and heavily dependent on external funding to expand ART. 

Donors fund staff salaries, equipment and provide expertise and mentorship. I positioned 

myself within the pre-ART treatment phase to analyse health system threats and barriers to 

treatment, and the actors involved therein. 

Interviews and Observations 

I conducted observation during sit-ins in the counselling room, and helped expert clients 

file patient records, weigh patients and record patient data in the registers. I conducted 

twenty-four in-depth interviews with officials from the Ministry of Health and 

representatives from PLHIV organisations to understand the historical context of engaging 

expert clients as volunteers, and how and why this model has endured over the years.  I 

had numerous informal conversations with expert clients and nurses, and observed and 

overheard many patients’ conversations. These informal conversations helped to elicit 
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health workers’ perspectives of expert clients as a cadre, their role, and their status in the 

clinic. I also participated in six biannual meetings of the MaxART programme where 

seven partnering organisations (five international and two local) convened to discuss the 

progress and challenges of the project, and observed power interplays between the local 

and the international partners in the various national dialogues. Furthermore, during these 

meetings, I observed the scope of involvement and engagement of representatives from 

the PLHIV network, the focus of their activism, and their tactics. 

Data Analysis 

Interviews were conducted in the vernacular language, siSwati, and in English, and 

transcribed. Field notes from observations were recorded in notebooks, whilst interviews 

were audio recorded. Analysis was an iterative process during fieldwork, for every new 

dataset. In order to identify themes transcripts and field notes were read repeatedly. 

Themes that emerged from the observational data were noted and included for subsequent 

interviews or to trigger informal conversations. NVivo was used for content analysis when 

data collection was completed to identify recurring and overarching themes.  

Ethical Approval 

The research was cleared by the ethics board of the University of Amsterdam and the 

Swaziland Research Ethics Board. The head of the Swaziland National AIDS programme 

[SNAP] gave written permission for entry to each clinic. Expert clients were routinely 

members of the wider MaxART consortium, hence routinely interviewed and as such 

written consent was not necessary. As a result, only verbal consent was obtained.  
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Expert Clients and Evolution of GIPA in Swaziland 

 

What is an expert client? 

According to the Ministry of Health’s expert client training manual, an expert client is a 

person living with HIV (PLHIV) and taking antiretroviral therapy (ART), who has 

modelled compliant behaviour in taking HIV treatment, lives a normal life despite 

infection, and works within health facilities as a health worker to provide counselling to 

PLHIV, bring hope and encourage them that a healthy life with HIV and ART was 

possible. Expert clients in research sites were full time counsellors and did more duties 

outside of counselling in health facilities they were based.  In the research, nurses no 

longer provided HIV counselling. That role is carried out primarily by expert clients who 

form the cornerstone of expert client involvement in delivery of HIV services according to 

the job description from the Ministry of Health. However, over the years the task of expert 

clients has evolved. They now perform such mundane tasks as enrolling patients into HIV 

care, tracking ART patients and booking patient appointments.   

Once hired, Swazi expert clients are prepared for their role in HIV service delivery 

through six-and-a-half-day training, followed by a two-day practicum in a care and 

treatment site. In Swaziland, there are expert clients that focus on antenatal care whilst 

others work exclusively in ART clinics. Regardless of the program in which they work, 

they are trained together on a quarterly basis by funding partners which implement HIV 

programmes in Swaziland.  The training of expert clients consists of modules in the 

curriculum inclusive of the following; introduction to HIV, HIV basics, paediatrics and 

HIV, impact of HIV, role of expert clients, communication and counselling skills, HIV 

care and treatment, adherence to treatment, stigma and disclosure, positive living, record 

keeping, referrals, facility-community linkages and a practicum. In the clinic setting where 
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I conducted research, expert clients report to the nurse-in-charge. The reporting 

arrangements for expert clients differ in healthcare settings such as hospitals or health 

centres. 

Human Resources for Health Situation in Swaziland before GIPA 

The first organizing of people with HIV dates back to 1983 in the US, when HIV-positive 

gay men convened in Denver to demand non-discriminatory treatment of PLHIV 

(Advisory Committee of the People with AIDS 1983; Wright 2013). Their demands were 

summarised in a document called the ‘Denver Principles’, which outlined the rights and 

responsibilities of PLHIV. This action birthed the Greater Involvement of People with 

AIDS (GIPA) principles. Later on, donors embraced and promoted the GIPA principles 

and made involvement of PLHIV representations a core requisite for organization to 

receive funding (Morolake et al. 2009). In Swaziland, a shortage of health workers 

resulted in the adoption of the expert client concept within biomedical spaces to expand 

the workforce through PLHIV.  

In 2004, when ART became freely available in Swaziland, (Kober and Van Damme 2006) 

documented the dire human resource situation in Swaziland: 44% of physician posts, 19% 

of nursing posts, and 17% of nursing assistant posts were vacant and the annual output of 

80 newly trained nurses was not enough to meet demands created by ART availability. 

This situation was compounded by a 40% reduction of nurses, due to HIV deaths. Expert 

clients were adopted into the health system in Swaziland in 2007 and resulted to improved 

human resource situation within a few years.  
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From General Engagement to Provision of Institutionalized Care  

Prior to the introduction of expert clients in Swaziland, PLHIV were involved in various 

capacities in the epidemic response. PLHIV conducted health talks within their 

communities, encouraged people to test, and participated in policy making and HIV-

related research. This helped to reduce stigma and reverse notions about the fatality of 

HIV. A Swaziland network of PLHIV (SWANEPHA) was established in 2004, merging 

three organisations: Swaziland AIDS Support Organization, Swaziland Positive Living, 

and Women Together.5 Soon after its formation, PLHIV involvement was wise and more 

visible. Support groups were scattered throughout the country as PLHIV convened to 

share experiences, victory stories, and encourage others to know their status. Some PLHIV 

approached health facilities to volunteer their services.  

The inspiration for PLHIV visibility and involvement came from various sources. The first 

international AIDS conference in a developing country was held in neighbouring South 

Africa, in 2000. Its theme was ‘breaking the silence’. PLHIV were encouraged to become 

involved.6 At about the same time in 1999, Swaziland’s King Mswati III declared HIV a 

national disaster. The presence of the epidemic in Swaziland was clear. With a high HIV 

prevalence rate, more than 50,000 Swazi adults and children dead due to AIDS, and 

funerals taking place every day of the week, the situation was overwhelming. The King’s 

declaration took centre stage in his speech at the 2000 opening of Parliament. Specifically, 

he appealed for support from those with knowledge to educate others about the disease. 

Moreover, he requested that everybody show compassion towards those affected, 

encourage them, and spread messages of hope (NERCHA, 2000). With the royal throne 

                                                           

5 www.swannepha.org.sz 

6 www.actupny.org/reports/durban.html 
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sounding inyandzaleyo7 [a battle cry] to all citizens, it meant everyone had to join the 

fight. From the King’s plea, there were specific roles only PLHIV could perform, such as 

sharing information about living with disease and providing encouragement to others 

living with HIV. 

The synopsis above shows circumstances that led to the initial involvement of PLHIV 

outside of biomedical care. The availability of ART led to expansion of tasks within health 

facilities. Doctors had to be innovative to meet the increasing demand for ART services.  

A doctor who had worked in the ART department of the national referral hospital when 

PLHIV started to volunteer in healthcare had this to say, 

In lieu of increasing duties, as doctors we evaluated tasks that could be 

delegated to nurses. Shortly afterwards, we realized that as we delegated tasks 

to the nurses, they were getting overwhelmed. Around that time, PLHIV had 

started to volunteer services in the health facilities too. PLHIV held health 

talks, and encourage others to test. We realized that as PLHIV led the health 

talks and disclosing their status, testing rates improved. PLHIV slowly became 

immersed in the activities of the hospital and PLHIV were happy to provide 

their services. Gradually, PLHIV started taking up menial tasks too (Interview, 

December 2014).  

As doctors shifted tasks to nurses, nurses too needed relief and delegated duties. PLHIV 

who were already at health facilities out of their own volition were willing to take over 

                                                           

7 This term in siSwati, the local language, is what someone might call out when if they are in 

desperate need of help, usually in a life-threatening situation. For example, it is used when 

one has experienced a robbery or an attack, in order to alert other people to come to the 

rescue.  
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tasks. Health workers facilitated PLHIV involvement within clinics.  

The call for adoption of task shifting to expand treatment (WHO 2006) intensified GIPA 

involvement in provision of biomedical care. Swaziland attempted to formalise GIPA via 

a task-shifting policy in 2007. However, the process stalled and the policy remains in draft 

form to date. When asked about the rationale for the policy to remain draft, a Ministry of 

Health official stated that ‘development and adoption of policy in the country generally 

takes a long time to finalize. Waiting for the policy was going to slow down the adoption 

of GIPA principles and ultimately the response. The policy intended to review the scope 

of nursing practice and specify the tasks to be shifted from doctors to nurses and from 

nurses to laypersons. Even without a policy in place, the urgency of saving lives took 

precedence and task-shifting occurred without a clear policy.  

In view of the possible delays that will be caused by waiting for a policy to be in place, 

funding agencies in Swaziland suggested to government to implement task shifting under 

the auspices of the National Health Policy, as it had provisions for universal access to 

health and the country being signatory to international conventions and global 

commitments to respond to HIV were used to justify the adoption of task shifting. As one 

national-level Ministry of Health official explained, ‘This was done in the interest of the 

public good. We could not wait for the policy whilst multitudes were dying’ (interview, 

December, 2014). That circumvented the development of a comprehensive policy; instead 

instruments describing the new scope of nurses’ tasks and an expert client training manual 

were developed. 

This set a precedent. Today, new global ART policies, guidelines, and interventions are 

not adopted through the set-out route for adopting new policies or process. Rather, new 

strategies are discussed and agreed at the ‘technical working group’ (TWG) level. A 
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technical working group tracks and ensures the NSF targets are reached. It has 

representatives from all of the partners who fund and implement interventions supporting 

ART uptake in Swaziland, headed by the Ministry of Health. To date, this forum is used to 

introduce innovations, recommendations to HIV response, and strategies for treatment 

expansion. Decisions taken in the technical working group are binding for all partners. 

Findings 

 

Tracing the Volunteerism Framework for GIPA in Swaziland 

When WHO’s call for PLHIV involvement in 2006 came out, the Ministry of Health 

called PLHIV organizations to a meeting to inform them of the GIPA Principle to discuss 

how they can work together. I sought insight from PLHIV on what transpired in the 

meeting with Ministry of Health when their involvement was officially requested. We 

discussed how decisions were made, who was involved, what circumstances warranted 

PLHIV providing free labour in health facilities and how such decisions about staffing the 

programme were made. One of the men I spoke with had more than 15 years of experience 

working with PLHIV organizations and was amongst the first cadre to be involved in task 

shifting said; 

Yes, the Ministry of Health called us to a meeting, batsi inyandzaleyo [with a 

battle cry], repeating the king’s words when he opened Parliament, and asked us to 

be involved. Back then, many people were dying of AIDS. The priority at that time 

was to save the perishing Swazi nation and join hands with the government. HIV 

was a well-kept secret and a disgrace, few PLHIV disclosed their status.  We 

agreed to help; it was just a sort of formality because some of our members were 

already working in facilities. The ministry told us not to expect pay, because there 

was no money yet, we were to get imali yensipho [a minimal amount as a token of 



132 

 

appreciation]. At that time our involvement was purely on a volunteer basis, with 

limited scope, facilitating during workshops and doing motivational talks. 

SWANEPHA was new, an organised group of people sharing a disease, trying to 

find footing and establish itself as a voice for PLHIV. The capacity to advocate 

was achieved over time, whilst wrong practices were normalized with no one to 

hold accountable, which continues to this day (Interview, December 2014).  

Both parties mutually agreed to work together, none of this was formalised. Though 

PLHIV were consulted before adopting task shifting, it appears the meeting was skewed 

heavily towards the Ministry of Health asking for help and not the reverse, PLHIV 

inquiring about their compensation in the process. Just as the original GIPA Principle 

envisioned a limited involvement of PLHIV in the form of talks and participation in policy 

making, a similar scope was probably imagined by PLHIV when they agreed to support 

the State. The extent of treatment expansion and scope of involvement was yet to unfold. 

Also, in that state of emergency, PLHIV did not confront pertinent issues, even though it 

was obvious that PLHIV were taking on an important role.  

Another issue that emerged during this interview was how SWANEPHA’s initial 

coordinating role was taken away from them. He further narrated, 

CHAI [Clinton Health Access Initiative] was the first funder of expert clients, and 

the coordinator was one of us, a PLHIV. This was good for many reasons – it was 

someone who understood the issues we encountered. It was easy to report to the 

Ministry of Health feedback from the expert clients and the Ministry dealt with 

issues promptly. However, CHAI funding ran out, and the International Centre for 

AIDS Care and Treatment Programs (ICAP) took over. ICAP brought their staff as 

the expert client coordinator. This is where it all went wrong. We lost the power to 
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hold anyone accountable, ICAP as a funder was not within our sphere of influence 

(interview, December 2014).  

The failure of the State to fund the programme was a fundamental factor in the 

exploitation of PLHIV services, as it impeded demand for accountability, yet 

SWANEPHA also lacked the organisational capacity to hold donors accountable. 

Perceptions on Experiential Expertise  

In Swaziland, GIPA-related efforts are funded through aid agencies ICAP, the Global 

Fund, the Clinton Health Access Initiative (CHAI), World Vision, Médecins Sans 

Frontières (MSF), and the Elizabeth Glaser Paediatric AIDS Foundation (EGPAF) 

amongst others. This allows funding agencies an opportunity to influence conditions for 

the engagement of PLHIV. While funding from partners include support for HIV 

medicines and equipment, it excludes hiring of staff (expert clients), yet human resources 

are fundamental for treatment expansion (Hanefeld and Musheke 2009). What is 

paradoxical is that implementing partners allocate funds to remunerate staff whilst another 

cadre in the same organisation is not compensated accordingly. 

When officials from the Ministry of Health were sought for comment on this issue, 

government officials concurred it was an anomaly, but not a situation that required urgent 

rectification. One official told me, ‘As a ministry, we appreciate the work done by expert 

clients. We brought this issue to the attention of the Public Service. A decision was made 

that expert clients will be absorbed [into the public sector] in the next two fiscal years’. 

When I pressed him, asking for the rationale for waiting two years, he replied, ‘the 

ministry has core posts which are currently under donor funding that need to be 

prioritised, once that is done the expert clients will follow’ (Interview, April 2014). It was 

startling to learn that the Ministry of Health prioritised technical posts and disregard 
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experiential expertise when there was an acute personnel gap in the country, expert clients 

play a core role, and an urgent one yet the ministry’s position reveal a disregard for 

experiential expertise.  

Next, I was curious why funding partners did not assign a budget line to hire expert clients 

as full-time staff, like the rest of staff engaged in their organisations. One ministry official 

told me, ‘our partners said that they could not afford to hire expert clients as full-time 

staff’ (interview, December 2014). Against this backdrop, I wondered how there was a 

lack of funds to hire expert clients, when there were funds to hire the rest of the staff and 

to buy expensive equipment. During fieldwork in the clinics, I saw staff from funding 

partners arrive in lavish SUVs and many more littered throughout the city and countryside. 

Implementing partners procured expensive equipments (PIMA8, centrifuges9, mobile 

offices, office furniture, and computers) for the clinics, and hosted exorbitant workshops 

in fancy hotels. Furthermore, they flew in expensive expatriates for technical assistance to 

implement global policies to expand treatment. This sheer opulence belied the ‘lack of 

funds’ articulated earlier by the ministry officials. It appears implementing partners had 

money to spend on other expenses than expert clients.  

To have greater insight on this matter, I researched how much it would cost to support the 

existing expert client programme. At the time of the study, an expert client received a 

stipend of E900/month (approximately 90 USD). Hypothetically, if there were 1,500 

expert clients delivering HIV services in Swaziland, the budget would be around 135,000 

USD per annum. A programme officer for ICAP or CHAI working in Swaziland earns a 

                                                           

8 A point-of-care machine used to measure CD4 count within blood specimen 

9 a point-of-care machine used to separate fluids of different densities, in this case to get 

serum from blood specimen. 
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salary between 49–65,000 USD per annum, excluding benefits.10 This means one officer’s 

annual salary can pay the stipend of 544 expert clients. In practical terms, the annual 

salaries of just three officers could pay the stipends for all of the expert clients in 

Swaziland. If expert clients were to be hired as full-time staff and their stipend doubled, 

the annual salaries of just six officers would cover that bill.  

Needless to say, it is obvious that the reason for not engaging expert patients as staff could 

not entirely be attributed to a lack of money. In fact, spending patterns of the HIV 

response in Swaziland reveal that funding organization spent the majority of aid on human 

resources (NERCHA, 2010) but veiled as programme implementation cost which covers 

mainly technical assistance. The matter cannot be blamed entirely on funding partners 

either, because the ‘volunteer’ framework was established through many veins: the 

framing of the GIPA Principle at inception, the concerted call and desire for PLHIV to be 

involved in the response, the need to expand access to treatment despite acute human 

resource shortage and lack of State funds, and organisational weakness for PLHIV groups 

to demand accountability. Unfortunately, over the years, like tributaries flowing into the 

ocean, these different circumstances came together and positioned expert clients as 

volunteers. This paper describes how the shift occurred, -the willingness of expert clients 

to support the national response led to the manipulation of expert clients over the years. It 

is also a call for the government and donors to critically ruminate on what is at stake when 

a crucial programme relies on a cadre of volunteers. 

 

 

                                                           

10 http://www.glassdoor.com/GD/Salary/International-Center-for-AIDS-Care-and-Treatment-

Programs-South-Africa-Salaries 
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Discussion 

 

Ambiguities, Tension and Friction 

After talking to different stakeholders involved in this twisted tale, it was clear that the 

hasty nature in which expert clients were engaged, in the midst of an AIDS emergency 

resulted in a lack of consensus on the scope of work and definition of the position of 

expert clients within the government structure. From the outset, different stakeholders 

defined and positioned expert clients differently. In such a situation, friction and 

ambiguities were unavoidable. Moreover, the design of public health programmes is 

largely influenced by a focus on the public good which always conflicts with the discourse 

on human rights (Chen, Evans and Cash 1999).  An anthropological perspective is helpful 

to contrast the efficiency of the principles advanced by global proponents such as GIPA 

and investigate how these new strategies are experienced and affect existing norms and 

practises. This angle lobbies for a people-centred approach and brings a balance to the 

system-centred approach often used for treatment expansion.  

From the donors’ perspective, as set out in the task-shifting recommendations (WHO, 

2007) expert clients were a readily available and cost-effective option to avert human 

resource shortage. The GIPA principle focused on fostering engagement of PLHIV 

through consultation on key policies and processes, advocating for treatment access and 

eliminating discrimination. Task shifting, on the other hand, articulated full-time 

involvement of PLHIV in service delivery to solve a human resources crisis. This one grey 

area potentially caused conflict and tension in the expert client programme.  

One can conclude that formalization of GIPA was simply cosmetic and romanticised. The 

Ministry of Health rode on the emergency wave, using the king’s call for all to be 

involved to elicit the help of PLHIV. While this helped to augment the HIV response in 
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many ways, as more human resource for health personnel expanded, the gains were 

skewed. PLHIV free labour was handed on a gold platter to HIV programmes.  

The GIPA Principle ‘Lost in Transition 

Soon after the adoption of GIPA worldwide, became strongly involved in the HIV 

response through networks of PLHIV, and started to demand access to treatment, 

participate in decision-making to influence HIV policy (Epstein 1996). Their efforts paved 

the way for PLHIV to be engaged in addressing the HIV epidemic without fear of stigma. 

This was an early form of the GIPA principle, though the GIPA concept itself was not yet 

coined.  

Different forms of AIDS activism began to take shape around the world. Nguyen’s 

research (2010) describes PLHIV activism for HIV treatment in West Africa before ART 

was universally accessible. PLHIV used different strategies to access treatment and 

counter discrimination, including confessional technologies and volunteering with funding 

NGOs. Biehl (2004) shows the role of PLHIV in Brazil to successfully demand the 

government to provide ART. In South Africa, (Robins 2006) relates the crucial part played 

by the South African Treatment Access Campaign to increase access to ART. This paper 

demonstrates that there is another form of GIPA which is manifested in the increased 

involvement of PLHIV to provide institutionalized care, such as the role played by expert 

patients in the treatment expansion, yet is not articulated in the current GIPA principle.  

The way expert clients are engaged has evolved differently in practise than articulated in 

the GIPA principle, and has resulted in injustices. When the GIPA Principle was 

developed in 1999 (Van Roey 1999), treatment was not yet available in the Global South 

and therefore the authors could not foresee how GIPA would evolve. If they did, they 

could have better defined the GIPA scope, distinguishing it from full-time institutionalised 



138 

 

health care positions. Needless to say, this omission could be resolved in practise. Instead 

implementing partners promote the engagement of expert clients as semi-formal 

volunteers in delivery of HIV care.  Ferguson (1994) argues that African states are weak in 

challenging donor advances, and often do not take a stand against them, even for 

approaches they are well aware will not work. As such, funding agencies typically support 

project-based interventions (using temporary volunteers) rather than providing structural 

funding (permanent staff positions). With little activism in Swaziland to push for a 

paradigm change, the prejudices for PLHIV engagement and the valuable experiential 

expertise that PLHIV render in the response will continue to be under-valued. 

Care provided by laypersons continues to be undermined and this conceals the overall cost 

of treatment as expert clients are positioned as a cheap labour and budgeted as such. AIDS 

programmes are led by personnel with medical training, and this may contribute to a lack 

of appreciation for non-medical expertise. Hence, institutionalizing expert clients could 

validate the power expert clients have. Also, there may also be tensions between medical 

workers and non-medically trained workers, as found by Kyakuwa, Hardon and Goldstein 

(2012) in Uganda that expert clients became more experienced than nurses were on ART 

issues. Furthermore, expert clients became adepts in taking treatment and counselling 

PLHIV to resolve challenges patients encountered as a result of their infection. This means 

experiential expertise of PLHIV is becoming valuable especially in poor resource setting 

that suffer an acute lake of human resources to scale up treatment. Hence it is pivotal to 

consider the position of expert clients within the health system and institutionalize them in 

order to bridge the existing gap in human resources for health. At a global level, there is 

need to review the GIPA principle in the context of rapid treatment expansion and capture 

the new forms of GIPA taking place within institutionalized care.  Therefore, the current 

framing of GIPA under a volunteerism framework needs an evaluation, lest funding 
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agencies risk being labelled what Heggenhougen (2000) termed ‘commerciogenic 

capitalism’, an out-of-control economic force that promotes inequality akin to capitalism.  

Conclusion  

Undoubtedly, GIPA supported the expansion of the ART programme in Swaziland, as it 

did in other poor-resourced countries (Kielman and Cataldo 2010; Zachariah et al. 2009; 

Tenthani et al. 2012). This is laudable: it means global initiatives have succeeded in aiding 

countries to expand treatment. However, these ‘travelling policies and strategies’ (Hardon 

and Dilger 2011) have had unintended consequences (Merton 1936), turning an initially 

willing group of volunteers into a workforce that has suffered many prejudices. PLHIV 

acted as responsible citizens (Robins 2006), heeding the king’s battle-cry and the global 

call against AIDS, to the eventual detriment of their own well-being. This organisational 

weakness persists: current PLHIV issues beyond access and discrimination have no fora to 

address them. This is not the case in Swaziland only; an advocacy agenda addressing 

prejudices around GIPA and organizational weaknesses for PLHIV networks is missing in 

the call for action by PLHIV representatives at the global and regional levels.  

If an aid-funded programme requires the services of PLHIV, the onus is on government, 

along with civil society as watchdogs. By not setting standards for PLHIV involvement, 

the government appears to condone the volunteer framework used by funding NGOs to 

elicit low cost labour. This passivity allows ills to be normalised. Precedence to save lives 

and using international instruments to implement global initiatives is encouraged, however 

should not supplant critical national processes. Donors’ suggestion to bypass the national 

policy process was supposed to be an interim measure, was established as a norm such as 

using TWG rather than the painstaking process of developing a policy. Strengthening the 

health system needs to take precedence than to implement ‘projects’ with short timeframes 
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which require minimal investment to long-term structural improvements of the public 

health system.  
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CHAPTER 7 

 

Discussion and Conclusion 
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A ministry of health official is invited by WHO regional office in Nairobi to attend a workshop where 

Anglophone states receive technical orientation on the new WHO HIV treatment guidelines. 

Participants are expected to go back to host countries and roll out the new guidelines. The same official 

attends a workshop in-country by the Ministry of Health collaborating with a donor to orient local 

partners and service providers on the same guidelines. The main objective for the local workshop is the 

science and preparations for the scale-up of treatment in order to achieve universal access to treatment. 

Manuals and standard operating procedures are developed and implementation science tested 

elsewhere is shared for adoption to aid treatment expansion.  Overall the meeting is focusing on getting 

more people on treatment and bringing treatment closer to PLHIV as a core strategy to scale-up uptake. 

This is the focus of the facilitator who is the donor and has also funded the workshop; the ministry 

official is a mannequin lead. Experience and research have shown that, beyond availability and access 

to biomedical services, there is a horde of other issues that limit uptake of services or universal 

treatment for all. The facilitator focuses on biomedical factors, however, because he is merely 

unpacking what is in the guidelines; non-biomedical aspects are not part of the package of guidelines. 

Interestingly, there is no discussion of how other components will be catered for, or by whom – drugs 

for new initiates; the additional staff to meet the ballooning patient volume; keeping staff motivated to 

provide high quality care; or whether the necessary equipment is available or adequate – none of these 

are on the agenda. Nor is there any discussion of initiatives to make service friendly, accessible, and 

practical for PLHIV in the planned scale-up, in order to attract all ART-eligible patients to come to the 

health facilities as scheduled. Practitioners in the frontline of service delivery share experiences and 

raise issues, and these are acknowledged as good observations, but nothing tangible comes out of it. All 

is gone to oblivion, good to know but nothing to do about it.  

Reminiscing about this excerpt from my field notes, I cannot help but wonder why this is 

often the case. Why the disregard of patients’ perspective, even health workers’ experience, 

in the conception or development of interventions meant for them? Many explanations race 

across my mind: Could it be that the silence of the WHO guiding document about non-

biomedical issues results in the omission. Orr is it deliberate, as the donor wants to push a 

particular agenda that cares less about non-biomedical issues? Somehow, I cannot shake the 
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feeling that if non-biomedical issues were of prime concern for the facilitator, they would 

have featured prominently throughout the agenda of the workshop or there would be a funded 

technical team to work on them. This is the gangrene that treatment expansion has brought to 

the public health system: focus and priorities are externally driven, based on externally tested 

and promoted strategies, and they make the public health system dependent and robbed of 

agency. 

My research complements existing studies, by providing an emic perspective on why PLHIV 

drop out before ART initiation, and it presents insights from PLHIV on the interventions 

implemented to expand treatment access. The thesis further interrogates the transnational 

move of global health science and its interaction with the local (Hardon & Dilger, 2011; 

Adams & Biehl, 2015). Studying the leaky cascade within the MaxART project, I show how 

the transnational science of ART and scale-up efforts put pressure on the system, multiplied 

actors involved in care delivery, resulted in tensions and fragmented services, caused shifts in 

care practices, and at times negatively affected patients’ therapeutic experiences. The 

research is an expose of the fabrications and distortions produced by the drive for statistical 

certainty, and explains why so many well-intentioned 'evidence-based’ interventions might 

have contrary impacts (Adams, 2016). This means that implementation science can go wrong 

and play out differently in different localities.   

Moreover, the thesis addresses questions of quality. Health workers, nurses, counsellors, and 

expert clients are most successful when they are given space to adapt care to the needs of 

individual patients, something that becomes increasingly difficult in contexts where there are 

high numbers of patients and pressure to meet targets. This shows that providing good care is 

highly dependent on what happens at the meso and macro levels, making it critical to 

understand how HIV care and treatment at the micro level is shaped by the meso and macro 
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levels. This therefore is the benefit of anthropological approaches, as they aim for a more 

holistic understanding of HIV treatment access. This includes treatment sustainability, not 

only in terms of a country’s ability to adopt international protocols but also health providers’ 

capacity to take on more work over a longer period of time. 

This ethnographic study helps explain why people fail to stay in care despite accessible 

services, fail to adhere to treatment, and not thrive while in care. Little research has been 

done on why people fail to access care, especially in contexts where it is readily available in 

nearby health facilities. My insights in this thesis were only possible because I had direct 

access to the right data source as an HIV counsellor, providing care as well as studying the 

arrangement of care within the clinics. I had exceptionally good access to the clinics and to 

defaulters’ files, which would have been highly unlikely if I had not been embedded in the 

MaxART project. Defaulters are generally hard to find because they are not at the clinic, as 

the name suggests. Although I had access to files, which helped me start-off tracking down 

defaulters, I want to underscore the immense effort that was required to find them. When 

calling did not work either due to a wrong number given, or a defunct number, I had to 

physically go to the place of abode registered at the clinic. A few times, patients had given 

false addresses, which could mean the end of the search if no one knew the person of interest. 

An alternative was to contact the registered next of kin, listed in the patient’s file, to find 

them.  

Coming back to the core of the research, the MaxART project was premised on the notion 

that limited access to health services was a barrier for reaching the desired levels of treatment 

uptake. It was assumed that if the services were sufficiently close to the people and if the 

right equipment and expertise were in place, the leaks (patient drop out) in the care cascade 

would be plugged. Furthermore, a set of deliverables and indicators were agreed upon by the 
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donors and the MaxART consortium to measure the success of the project: 90% of those in 

need would be on ART, an increase from 46,883 in March, 2010 to 93,260 by the end of 

2014; an increase in the number of people tested each year, from 137,406 in 2009 to 250,000 

by the end of 2014; and attrition reduced, from 22% to 10% by the end of 2014 (SAN, 2011). 

Success of the project was based on quantitative measures, yet patient experiences of the 

implemented project cannot be measured by arithmetic. This resonates with Adams’s (2016, 

p. 23) observation that sometimes public health programs ‘care an awful lot about the 

numbers’, yet metrics do not illuminate the frictions and conflicts created by the 

implementation of various global health policies. Nor does an arithmetic approach provide 

insights into perceptions of the quality of HIV care received when the promoted 

methodologies and strategies are implemented. It is perplexing, how one approach gets 

priority over others to measure the success of such programmes. 

Strathern (2000) shed some light on this issue, asserting that reporting on the drawbacks of a 

project that is backed by implementation science often remains outside the confines of 

standard program measures. Harper (2000) also studied this phenomenon and coined the term 

‘audit rituals’ to refer to the process used by development projects to define milestones. He 

articulated that program indicators are designed to demonstrate programme effectiveness 

according to metrics that prevent public health programmes from catching the soft issues (see 

also Schackman 2000; Strathern, 2000). MaxART followed a similar approach. Similarly, 

Crane’s (2013) analysis of Uganda’s HIV response found that the expansion of HIV 

treatment triggered interest from a plethora of donors, prestigious universities, and Western 

(primarily American) research institutes. He argues that they saw Africa as an investment 

destination and a goldmine for the production of knowledge, valuable global research that 

benefits the West. Knowledge production regarding what information matters or qualifies for 
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public consumption is a highly controlled and protected enterprise whose decision makers are 

donors and those in American and European laboratories and conference rooms, according to 

Crane. This illuminated for me the selective nature of highlighting particular aspects of the 

programme implementation over others, and how it is that those that challenge the hegemonic 

position of global health strategies and policies receive less attention.  

In the case of MaxART, though, native researchers have produced knowledge to feed back to 

donors. These natives were trained in first-world methods to harvest knowledge on 

implementation science and produce it for international consumption. Social science findings 

in the form of ethnographic texts regarding MaxART were constantly fed back to the 

interested parties, and received with enthusiasm by the funding partners, though the findings 

remained in the shadows and business continued as usual. The majority of the perceptions 

and experience-related data about these strategies was perceived as useful by the MaxART 

consortium and as interesting insights, but they rarely steered a transformation in the way the 

programme was implemented, let alone a change in the reporting indicators used to measure 

its effectiveness. Looking at control over knowledge production answers my earlier 

bewilderment regarding why certain measures are preferred over others, why unintended 

consequences of the programme remain unreported, and why if they are reported they are not 

taken seriously. Additionally, the donors’ push to meet targets is not only influenced by a 

genuine desire for universal access to treatment but also by an undercurrent that views Africa 

as an investment destination and learning site to advance understanding about 

implementation science, HIV, and ART. But proper auditing of global health programs needs 

to be a combination of metrics and stories, of data both qualitative and quantitative. Log 

frames and indicators need to be supplemented and qualified by patient and health worker 

narratives that provide insight into the embodied experiences of global health policies. Patient 

narratives and experiences, as Adams (2016, p. 48) puts it, ‘create basis for legitimacy and 
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authority than numbers can solely provide’. 

Additionally, bottlenecks in treatment expansion are often conceived as problems that can be 

resolved only through removing structural and logistical barriers, hence MaxART instituted 

procedures and strategies to remove structural barriers. As this study has shown, however, 

even when ART services were readily accessible geographically, and fully resourced, some 

PLHIV would still not utilize the services as envisaged by project designers. Patient views on 

care and dynamics outside of the biomedical scope that influence utilization trends of 

healthcare services are generally insufficiently considered during the design of public health 

programs. The provision of actual health services was superseded by the quest to demonstrate 

reliable methodologies tested elsewhere and to generate data. Unfortunately, practical and 

meaningful evidence derived from patient experiences of these methodologies is often 

outweighed by the aspirations of donors and technocrats, which that take pre-eminence 

(Biehl, 2015, p. 129).  

I use the metaphor of a leaking bucket to elucidate options for dealing with treatment 

expansion options. If someone needs a bucketful of water and the one available has a hole, 

there may be various options to respond to the problem. A first option could be to close the 

tap, throw away the bucket, and forget that this bucket will ever be useful to collect water. 

Faced with limited resources to buy a new bucket, a section option would be to attempt to fix 

the bucket by plugging the holes. A third option could be to keep the tap running, though this 

would waste much water. In the case of treatment expansion, the first option of discarding the 

bucket altogether, is similar to halting the provision of treatment or investments; this is 

untenable. The same goes for the third option of keeping the tap open and hoping the bucket 

will fill up. Without targeted efforts to resolve the reasons that cause PLHIV to drop out of or 

not link to care, the investments made to scale-up treatment go to waste and PLHIV will 
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continue to leak out of the system. 

 This, unfortunately, is characteristic of the current treatment scale-up landscape in the 

country. A sensible choice to me would be similar to the second option, which is to fix the 

bucket. In resource-poor settings like Swaziland where there are few resources and a high 

dependency on donors, there is no other reasonable option than ART to deal with HIV. The 

decade-plus of radical prevention efforts to halt HIV in the country did not yield the desired 

results. But at the same time, providing ART to everyone is not a sustainable endeavour. This 

means as a country we have to optimize the available option at our disposal: to fix the leaks 

in the bucket.  

There is a caveat for this to be successful, though; treatment expansion needs to grow more 

steadily than aggressively. It needs to take stock momentarily and put equal efforts and 

investment into resolving the challenges of limited treatment uptake and low retention rates. 

Expansion must not be driven by only arithmetic targets, but by PLHIV too. The priority 

must be quality of care, based on patient-friendly approaches to care delivery, financial 

resources, and enough motivated clinical staff to serve patients with enthusiasm. Care should 

not only be physically accessible to PLHIV but also of top-notch quality; poor service should 

not be the reason for low uptake of services. Implementation science is useful for expansion 

but it has to be applied with caution knowing that practices work out differently in different 

settings, which means calling for close involvement of those implementing and experiencing 

such practices. Otherwise, if such considerations are ignored, proven science may not close 

the leaks in the cascade as expected.  

Whyte (2014) decries the projectification of treatment expansion, which limits the potential 

of interventions. Projects, or time-bound specific interventions, do not strengthen government 

system and are hence unsustainable. ART can only fulfil its potential when it is provided as a 
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cocktail of interventions to PLHIV, in conjunction and partnership with a people-centred 

approach (Biehl, 2016). To begin with, there is an acute shortage of human resources in 

resource-poor settings, as is well documented by WHO, yet there is a glaring disregard and 

lack of support by donors to resolve it. Donors expect data to be collected and reports 

produced to demonstrate efficacy of implementation science, all of which requires immense 

human resources, but do not direct investment accordingly. 

It would be disingenuous to criticize donors or partners and their implementation approach 

without mentioning the passivity and inadequacies of the state. Under the pressure of rapid 

implementation, and with the prospect of receiving large grants, Swazi government officials 

often agreed to the suggestions of donors and implementing partners but knowing very well 

that such suggestions would not work. I witnessed junior officers representing the Ministry of 

Health without the necessary technical competency to engage meaningfully. Strategies to 

expand treatment uptake were accepted without scrutiny of what it would require of the state. 

For instance, the state agreed to adopt GIPA without foresight of the institutional 

requirements for the cadre of expert clients that would need to be absorbed as civil servants. 

In practice, many donors pulled the strings in the background and the state did not hold them 

accountable. This research shows that treatment expansion not only incurred undesirable 

patient outcomes but also strained the public health system. A push for data without the 

necessary support for human resources and infrastructure, coupled with the constraints of 

providing quality care in weak and fragile health systems, resulted in undermined quality care 

and ethics such as confidentiality. As Adams (2016) puts it, this explains why the alleged 

success of implementation science is criticized as illusionary precision and why it misses 

‘other ways of knowing’.  

At its conception, MaxART set ambitious targets for scaling up treatment and had good 
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resources to implement those efforts, but it did not set aside a budget for expanding human 

resources at the clinics to meet the demand for services. Interestingly, considerable resources 

are invested to hire technical people within CHAI to push the implementation of MaxART, 

myself included. Inarguably, technical people were required; the health workers who would 

actually serve the patients and ensure patients had a positive experience were key but sadly 

not part of the implementation strategy nor were they budgeted for. Notwithstanding this fact, 

clinics were expected to implement an array of MaxART activities on top of existing services 

with the same lean staff complement. Such project interventions for treatment expansion are 

problematic; they base the attainment of targets and the demonstration of efficacy on existing 

resources. More problematic is the fact that in making such assumptions, patient experiences 

and health worker perceptions that should inform real program effectiveness are 

overshadowed and fall under the radar.  

The projectified approach used by implementing donors is not sustainable in its current form. 

In the case of Swaziland, donors introduced the use of expert clients (as volunteers) through 

task shifting as a quick and cost-effective strategy to address the health workforce shortage. 

The involvement of PLHIV in programmatic terms is laudable, as it surely has significantly 

averted the human resource issues in the HIV response. Task shifting as a strategy is cheap 

for donors as lay workers are engaged as volunteers (Mdege, Chinove & Ali, 2012), but it is 

expensive for the state because the state cannot engage them as volunteers as donors do. If 

the state absorbs expert clients, they have to become fully fledged civil servants, with 

immense consequences for the state in terms of its budget. Adopting global health-promoted 

strategies, and providing resources for them, exerts immense pressure on the health system 

and the state.  

Treatment expansion requires a comprehensive approach. Structural improvements are also 
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needed to accommodate the demand of ART services, such as equipment for monitoring viral 

loads. My research discovered these aspects (limited human resources and lack of equipment) 

as a contributing factor for patient attrition in HIV care. These finding questions the 

biomedical claims of ART as a magic bullet for managing HIV infections (Nguyen, 2011). 

Treatment expansion and successful attainment of MaxART objectives require more than the 

availability of pills. The provision of ART is only one fix of many, and it only resolves the 

physiological aspect of infection, not the socio-logistical issues.  

Closing statement 

 

Reflecting on this research and trying to make sense of how global patterns link to the state 

and citizens, I am startled to realize how much the global shapes the local (Crane, 2013). I 

may not have big theoretical claims to explicate this, but in the course of analysing my data, I 

couldn’t help but notice a thread that was constantly forming. Global tentacles reach deeply 

into locales. Globally driven policies and strategies not only succeed in their intentions to 

influence national policies but also affect existing practices and norms at the lowest levels, 

shaping the personal experiences of those who apply and experience the strategies in use. 

Before my involvement in this research, I viewed the state as a powerful, independent entity 

with autonomy to do whatever it deemed to be a priority for itself and citizens. However, this 

research shows that it is not so. The state is controlled by a very powerful yet invisible arm 

that has its base in the global. As the years go by and HIV increasingly becomes of less 

interest for global superpowers, health care is becoming yet another conduit to emasculate 

state sovereignty. Global donors push for reform through offering funded programs, and the 

Ministry of Health doesn’t push back, which has allowed them to steer national priorities 

towards donor interests. 

Personally, I am sceptical of all such programs like MaxART, a pilot program wanting to 
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prove its efficacy and become a learning site for other countries. I worry about the long-term 

sustainability of such projects. What will happen when the MaxART budget and timeline has 

come to an end, and the state does not have funds to continue to service all the people already 

put on ART? Even in the current state of affairs, partners direct support towards technical 

assistance and provision of equipment for treatment expansion while the state is expected to 

do the rest, including putting systems in place and providing structure and personnel to make 

treatment expansion possible. Although the implementation science demonstrates a level of 

success, one might ask how the state will provide the resources needed to inherit these 

projects when funding runs dry. Will such a project be sustainable? What will happen if 

global health priorities about HIV change and funding dries up? What will happen to the 

huge investments already made for treatment expansion to ensue (Prince, 2012), including 

the clinics built, equipment procured, and training priorities steered towards HIV 

programmes?  

These fears are authenticated by the trail left by the prevention era of the HIV response. 

Once-busy male circumcision clinics are now under-utilized, with sophisticated equipment 

marginally used and operations now scanty. Buildings that were once used as Voluntary 

Counselling and Testing centres are lying idle or occupied by other business with only 

signage remaining to show their previous function. Hotels, workplaces, and public toilets 

throughout the country have empty condom dispensers that once were filled with free 

condoms, but funding to fill these receptacles has dried up. All remain as an eyesore and 

reminder of the forgotten hype of HIV prevention. It is unpleasant to raise these provocative 

observations now, as all minds are set on expanding HIV treatment to halt new infections. To 

apply lessons learned from the prevention era, there is a need for foresight to mitigate 

undesirable consequences of the treatment maze.  
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It is my sincere hope that this thesis triggers a greater realization of the need for further 

research into what else implementation science does, beyond just expanding treatment. 

Strategies need to be evaluated beyond the binary perspectives of whether they are effective 

or what challenges arise. It is befitting for research to focus on what failures are concealed by 

the success stories of appraised global health strategies. What are the resonances and 

dissonances of these acclaimed strategies? Researchers must ask how global policies for 

treatment expansion may invade a society, how they can hamper, alter, or configure new 

practices, shape norms and meanings, and affect social processes. In the quest for patient 

involvement and with manifold clinical trials and research done to improve services, what 

forms of engagement are used to involve patients? What should constitute a gold standard of 

participation in patient care? As donors call for state, civil society, and patient engagement in 

shaping policy, we must ask: what forms are now being used, what proof validates that 

participation has occurred, and what meaningful outcomes have resulted? Lastly, as 

volunteerism is a backbone for treatment expansion in the face of a health personnel shortage, 

there is need to critically question what is at stake when crucial programmes such as this one 

rely on a cadre of volunteers. 

  



154 

 

 

CHAPTER 8 

 

Epilogue: Reflecting on Fieldwork 
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Research is enquiry into something outside of oneself. Through research, one seeks answers 

that one cannot get through introspection. Davies (2008) articulates that we investigate things 

we are connected to somehow, which implies that researchers become part of what they are 

researching. Therefore, it is not irrelevant to question whether the text is a residue of the 

researcher’s influence on the research process. This makes reflexivity important especially 

for ethnographic research because of the close connection the researcher shares with the 

research setting as the ethnographer becomes deeply embedded in the lives of those studied. 

Reflexivity refers to contemplating the ways in which the products of research are affected by 

the research process. It encompasses the researcher’s initial selection of topic, choice of study 

site, field relations, interpretive practices to produce texts, and final reporting of results 

(Foley, 2002). Reflexivity helps the researcher ponder their own experience, through a 

constant mirroring of self in the research with the socially constructed self (Foley, 2002). The 

self becomes a multiply constructed image that is constantly changing. Van der Geest (2002) 

attests that when he conducted research about the elderly in Ghana he had to think about his 

own aging. The process of self–other exploration in fieldwork is critical for ethnographers, if 

we are to produce more insightful studies and show awareness of our limits as interpreters of 

the field. 

The need to have a reflection chapter in this thesis is necessitated by my desire as a new 

ethnographer to refine my reflexive skills and follow in the footprints of Malinowski, 

Sontag, and Geertz in my quest to produce astute scholarship. This thesis depends heavily 

on participant observation, which Davies (2008, p. 68) calls the ‘hallmark of anthropology 

and rite of passage to become a real anthropologist’, and the only sure claim to verify ‘we 

really have been there’. Lastly, as I conducted fieldwork in my native country, it is 

important for me to reflect on the degree to which being native has influenced the research.  
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I easily fit the category of ‘native anthropologist’ as coined by Narayan (1993). Narayan 

conducted ethnographic research in the village where he grew up. Yet sometimes he was 

viewed or felt like a stranger. I include this chapter not to assure veracity of my 

interpretations, but to identify my position in the overall research process and bring the 

reader into my moments of vulnerability, despair, conflict, and concord as I faced different 

encounters in the field as a result of my nativity. My reflexivity chronicle weaves three 

topical issues: native claims, shifting identities and emotions in the field, and my shifting 

role during fieldwork. 

 

Native authority claims 

The descriptions and quotes in this thesis resonate so much with me that the experiences of 

the research subjects could have been those of my mother, sister, uncle, neighbour, or 

friend. This is in stark contrast to the assertion by Butt (2002) that anthropologists write 

about suffering strangers, the poor and powerless, whose stories are produced for 

international consumption. Anthropologists do sometimes write about people they are not 

connected to and may never see again, but this is not so in my case. Some activist 

anthropologists collect data, sympathize with sufferers, and thereafter tell the tales for 

international consumption, and probably end there. In my case, my native instinct was a 

constant presence; it influenced how I interpreted data and how I made sense of what I saw 

during fieldwork. From the outset, I hoped my study would change paradigms that would 

lead to transformation of lives and better treatment services for those who need them. It was 

not just solely about conducting research to get a PhD but to use this opportunity to flag 

issues and experiences to bring about transformation because I shared affinities with those I 

studied. Improved quality of care could benefit a close friend, a relative even, so I had 

somewhat a sense of duty. 
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Swaziland is generally described as homogenous; it is a small country of people with one 

language and one clan, who are ruled by a king and share many commonalities. That said, I 

have observed that there are actually many things that make us a heterogeneous society: 

different socialization, religions, education levels, and classes; whether one lives in an urban 

or rural areas; and how connected children are to their parents. People have different work 

experiences, whether in white-collar or blue-collar jobs, in prestigious organizations or 

mediocre ones, and with opportunities to travel or not. Businesspeople may work in a big 

business or small enterprise. We are heterogeneous in many other ways: whether one’s 

children attend public or private schools, and if they are multicultural schools or not; where 

one buys food; if one owns or rents one’s home, and if the home is on communal or private 

property; and whether one’s car is new, second-hand, local or imported.  

This diversity is not distinct to my society but exists elsewhere too. Nativity undoubtedly at 

times gives legitimacy and can provide greater authority and perspective on certain issues 

compared to non-natives. However, nativity is not supreme. Despite being a native there 

were some issues I could not fully understand. A case in point, my more than 20 months of 

exposure and immersion into the worlds of expert clients – witnessing their diligence on the 

job despite very challenging circumstances, and how they endured prejudices and 

exploitation in the line of duty – reminded me of the daily folklore told to me as a child by 

my ancestors, who lived through the apartheid atrocities and were victims of an exploitative 

system. This largely was my interpretative framework to explain the circumstances that 

expert clients were in. I carried this framework with me throughout fieldwork, until at the 

analysis stage I realized there were other explanations for the status of expert clients within 

the public health system other than just capitalist tendencies. I removed emotions, and 

allowed myself to be comprehensive in approach and extend my perception to other factors 

and the historical context for engaging PLHIV in delivery of care. Davies (2008) argues that 
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if data is presented as is and emotions removed in analysis it helps the anthropologist to see 

things in a different perspective, and it is not so much about being a native or an outsider. 

This is what characterizes classical anthropological texts, and I too came to this realization 

so it rings true to me. 

Though the discourse of native claims remains relevant, there remain many things that 

separate us as people in the same society. For example, though ethnography as a research 

methodology deeply informed me regarding what it means to live with HIV, the experience 

of surviving a powerful and chronic disease will forever remain foreign to me and 

superficial as I do not live with the disease. There are many dynamics that make me alien to 

the experiences of those infected by HIV because some things need to be experienced bodily 

for one to fully understand it. 

 

Shifting identities and emotions in the field 

Whether you research yourself or another, one experiences shifting identities because 

education, gender, sexual orientation, class, race or religion may at different times outweigh 

the cultural identity we associate with insider status (Narayan, 1993; Patel, 1998). I 

embraced multiple identities during my fieldwork at different points: a researcher, a friend, 

a confidante, a health worker. At times being a daughter of the soil, showing Ubuntu11 took 

precedence, as well as being a mother or a wife and identifying with circumstances of my 

interlocutors. I am sure by some I was perceived as an outright mean health worker, yet by 

others as a compassionate counsellor. Although I was a PhD candidate, there were times 

during fieldwork when I had to submit to clinic staff whose highest qualification level was 

                                                           

11 Showing Ubuntu means being empathetic, sharing in another’s suffering, and extending a 

helping hand. 
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below that of an undergraduate, and I allowed myself to be overworked, bossed around, and 

stifled when I was a trainee counsellor. 

I want to illustrate my experience with the shifting emotions in the field by contrasting my 

roles as a counsellor and as a researcher. As part of the HTC internship, I was attached to 

three clinics for one week each where I provided counselling services to more than 80 

patients in total. I can narrate my emotional voyage from the first day in the practicum and on 

the last day of the practicum and classify into four phases: diligence, empathy, complacency, 

and transactional. Though this was my personal journey during the practicum, I observed that 

other counsellors experienced a similar pattern. The beginning of the practicum was 

characterized by diligence. I was empowered and eager to help HIV-positive patients 

understand the meaning of the diagnosis and support them to make the right decision to 

manage the disease. However, this phase did not last a very long time because the 

circumstances in reality were different: infrastructure shortages impeded confidential 

counselling, and high-patient volumes in the clinics took precedence over giving patients 

enough time they need for counselling. Empathy: at this point it was possible to show 

genuine caring and concern for the client and identify with their predicament. Exploring 

options to support patients to find solutions to their challenges was still priority for the 

counsellor. In the complacency phase, unpleasant realities of the job, such as the small pay 

given for working as a volunteer and the pressure of the job began to dampen my spirit. What 

I observed about the counsellors at this point was that they began to understand the politics 

and intricacies of the job and empathy was eroded slowly. During the transactional phase, 

the job was done to deliver results, and the counsellors do it because they need a livelihood. 

The motivation of the counsellors was at rock bottom and the counselling was standardized 

and formulaic, rather than personalized. In my case, I had to endure this phase because I 

needed the data for my study. I realized that it was at this point that counsellors used 
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disciplining mechanisms when providing care services to clients. This experience helped me 

understand the process through which counsellors’ enthusiasm and motivation wanes. 

Shifting roles 

Throughout the fieldwork period, I wore different hats. Many times, I had to be a health 

broker, providing answers to questions that were supposed to be asked to counsellors and 

nurses during a counselling session. I had to dispel fears, correct wrong notions about ART, 

and intervene in family situations. My HTC counselling experience came handy as patients 

needed accurate information and support to develop skills to navigate obstacles that were 

stopping them from taking ART. Participants occasionally called to ask for help as they 

encountered challenges in the clinics or with their treatment. Sometimes I had to answer 

questions related to the side effects of ART. Other needed to be advised to return to the clinic 

soon instead of waiting for a later appointment; some patients were not aware they could do 

that, and such simple advice proved immensely valuable. 

As Narayan (1993) narrated, as a native anthropologist, there were moments to be involved 

and moments to detach myself, times to step in and out of different roles, as I was 

assimilated into the lives of those I studied. Sometimes, it was impossible to disconnect 

from my socialization or to ignore the plight of others when I could intervene and make a 

difference in someone’s life. Going the extra mile to provide intense counselling to my 

research subjects and the visits and food I brought along were all due to the emotions roused 

when I became familiar with their circumstances, just as if they were a friend or relative. 

One research subject stands out in my memory: a young married woman in her mid-20s 

whom I connected with throughout my fieldwork. She could not start treatment because of 

issues in her marriage. I provided counselling to her numerous times and to her husband. It 

became a personal project. Her husband eventually agreed to test for HIV and started 
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treatment in good time, and this made it easy for the wife to start treatment too and save 

their second child from vertical HIV transmission since the first child got HIV because the 

wife feared being ostracized if she took ART. I did it with zest because I was empathetic 

towards the young family as the wife shared intimate details of her life. Looking back, I 

realize that my understanding of the vulnerabilities associated with being a young, married, 

and dependent Swazi wife made me be connected with her as I was also a young Swazi 

wife. 
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Summary 

 

De-Globalizing Global Public Health; Travelling HIV Treatment Policies and their 

Imprints in Local Healthcare Settings in Swaziland 

The central aim of the thesis is studying the HIV continuum of care, otherwise known as the 

‘leaky cascade’ in public health terms, to understand reasons for non-uptake of readily 

available HIV services and low retention to care of PLHIV regardless of adopting strategies 

recommended by implementation science. It shows how global HIV policies play out when 

implemented in the local context, and the imprints they leave on the health system. MaxART 

-maximizing ART for zero new infections- the project within which the study was conceived, 

was premised on the notion that access to services was a barrier to universal access to HIV 

treatment. As a result, resources were mobilized to bring HIV services closer to the people 

and remove structural barriers to treatment expansion. Drugs were secured, the number of 

health care workers expanded and their expertise honed to facilitate rapid expansion of the 

treatment program. 

The logistical lens, which is bringing services closer to the people, making health facilities 

patient-friendly and providing free services, which is often the focus of public health 

approaches is often viewed as the foremost impediment to access and use of services. 

Implementation science of HIV strategies and policies that have worked elsewhere become 

the inspiration for many of HIV programmes aimed to increase uptake of services.  The 

dichotomy is that even when services are closer and implementation science applied to help 

uptake of HIV services, uptake is often not to desirable levels. 

Much research has been done to understand low uptake of HIV services, however none of it 

explored emic perspectives of those that experienced or implemented the strategies. As a 
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critical social scientist, I wanted to explore the degree to which non-logistical issues, 

individual and social dynamics, could be attributed to low uptake of services and low 

retention levels to HIV care. This thesis seeks to document what changes occur in local 

health settings as externally-driven HIV policies and strategies are implemented and the trail 

they leave (both inherent and in the health system) as they trot the globe. I positioned myself 

within the health system and endeavoured to explore the issues from a multi-level perspective 

(meso-the global health landscape, macro-the Swazi public health system and micro levels-

the community and patient’s perspective) to understand the way key players and practices at 

each layer influenced utilization or non-utilization of otherwise readily available services. 

The multi-level analysis concept provides a lens to explore what happens when global HIV 

policies are implemented at the locale and how the interconnection of the global and local 

affect the models of health care administration, shape the therapeutic experiences of PLHIV 

and how key players navigate the challenges encountered in the process. 

I immersed myself in the daily lived experiences of the people being studied in order to gain 

deeper insight on their social complexities and how their sociocultural ecology affected and 

influenced healthcare decisions. I enrolled into an HIV counselling and testing course (HTC) 

to be a certified counsellor to have the embodied experience of being a health-worker at the 

frontlines in the delivery of HIV services during the treatment expansion era. I provided pre-

and post-test counselling services to more than 80 PLHIV.  Furthermore, to get users’ 

perspectives of the services and approaches used, I conducted ethnographic research in two 

clinics spanning twenty months: I observed 245 HIV counselling sit-in sessions, had 104 

interviews with 71 PLHIV and eight focus group discussion with 21 health workers, expert 

clients. 

The imprints of adopting global HIV policies goes far beyond the biomedical space they are 
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initially intended for. PLHIV are social beings before they become patients and this fact 

becomes fundamentally important in influencing decisions about therapeutic pathways during 

an illness episode as well as use or not use readily available HIV services. Very early in the 

research, it became blatantly clear that women in committed relationships were less likely to 

enrol in care timeously or remain in care as expected. Marital honour and filial duty were the 

most important considerations that took precedence when decisions regarding uptake and 

timing of ART had to be made, in contrast to decentralized and accessible ART services that 

the MaxART project espoused. Being a good wife and a noble daughter that in-laws were 

proud of mattered the most to married women living with HIV. Anything that could 

jeopardize this position such as reporting HIV infection to a husband, took less priority even 

if it meant delaying initiation until such a time the women felt the timing was ideal to do so 

without risk. This makes it inarguable that, even if clinics provided good quality service, and 

accessible, some PLHIV would still not take ART. This calls for gendered and culture-centric 

public health interventions to understand the reasons for other PLHIV’s non-utilization of 

services beyond the conventional barriers. 

Further, the research discovered that the adopted policies, to a large extent affect negatively 

the therapeutic experience of patients, and also cause a shift in the administration of care 

within health facilities in Swaziland.  The conventional clinical care model is under-going a 

transformation as more players are increasingly getting involved in the process. Patients more 

than ever before have increased access to technical and medical information which was the 

privilege of medical doctors only. Though this is good and empowers patients, however it has 

its own cons. A CD4 count given to patients which is supposed to inform clinicians of the 

progression of HIV in the body is used by patients on the contrary to delay onset of ART. 

Customarily, a CD 4 count is a biomarker for ART initiation yet patients use it as a health 

marker to monitor themselves and the competency of the immune system and this gives 
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patients the power to decide when to initiate ART than instead of starting treatment when 

instructed by clinicians. This often delays treatment initiation and it is highly not 

recommended because late initiation makes ART less effective and dangerous for the PLHIV. 

ART is optimal when initiated early when a patient has a high CD4 count than when the 

patient is asymptomatic. Starting late also may lead to death as a result of immune 

reconstitution, which is a complication caused by a weak immune system. 

Furthermore, because of the high demand for HIV services yet few health workers in 

resource-poor settings, concepts and strategies such as task shifting and greater involvement 

of people with AIDS (GIPA) are adopted. In the context of Swaziland, PLHIV who are non-

biomedical trained staff but have mastered living with HIV and have modelled a healthy and 

productive life due to ART (as expert patients), are co-opted into the public health system to 

support nurses and close the acute human resource gap. This setup though useful to close the 

gap has far reaching consequences. The people that nurses once treated as their patients have 

become their peers. Not only that, expert patients have experiential skills on ART, above the 

acumen of trained nurses causing conflict and making health facilities a space for power 

contestation.  

Also, treatment guidelines and HIV science is constantly evolving which requires an equally 

dynamic response. The dynamic nature of HIV science and treatment administration requires 

constant dependence on technical backstopping of experts. This is slowly causing 

despondency amongst clinicians as they are emasculated of discretion and agency in 

provision of care, which is the epitome to their practice. The development of standard 

operating procedures (SOPs) and guidelines for HIV treatment is the mainstay of ART scale-

up programs and has grown in unprecedented levels than ever witnessed before. 

Protocolization of care which is provision of care according to stipulated protocols is 
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prioritized above the needs of patients. In the process, there is always a risk of what the 

guidelines stipulate to take precedence above patient needs and rights. As an example, a 

patient is obliged to fulfil obligatory processes before ART initiation, such as compulsory 

counselling regardless of patient readiness.   

HIV implementation science is adopted within poorly resourced contexts (human resources, 

equipment and financial resources to sustain interventions) with high donor expectations 

which often puts immerse pressure on the already ailing public health system. The weakness 

of the system, provide donors with the leverage to influence administration of care and 

priorities of the health system. The adoption of GIPA principle and task shifting in the health 

sector as an example, was found to result to fragmentation and paralleling processes as the 

new cadres of health workers funded by donors, are added into the sector. Many times, the 

cadre funded by donors had a direct relationship with their paymaster (the donor) and did not 

follow the hierarchy in the health system and received reports direct from the cadres they 

employ. The parallel approaches are burdensome and lead to overworked and demotivated 

staff which fuels the paradigm of unfriendly and grumpy health workers that lead to 

unpleasant therapeutic experience that deters patients from biomedical care. Due to the 

manifold, socio-cultural challenges that PLHIV navigate to get to health facilities for HIV 

care, the public health system must strive not to lose any patients as a result of the failures of 

the system. This is because by the time any PLHIV return for care in the health system they 

have defied many odds and they cannot be deterred by unfriendly therapeutic experiences 

from within. 

The MaxART program seemed successful as per specified metrics, indicators and targets; 

testing rates increased, uptake of ART and retention rates increased. Unfortunately, this 

success is based on ‘’ things” achieved, making it hard to catch soft issues such as 
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experiences and perceptions on the quality of care provided during implementation. The 

treatment expansion programme needs a comprehensive approach to be programmatically 

successful and mutually beneficial to the PLHIV. A logistical nexus to scale up treatment is 

equally important as a therapeutically enriching experience for PLHIV. Though facilities may 

be accessible, fully equipped and with the required expertise, PLHV might still shun health 

services because of innate issues that matter to them which the health system overlook at 

conception of interventions. 

Treatment expansion programme such as MaxART project are worrisome. The influx of 

foreign aid to support HIV response in resource-limited settings, where systems are weak can 

have dire effects for both the public health system and the patients. It can further weaken the 

system and affect existing practices and norms and shape experiences of those who use and 

experience the strategies implemented. Donors are increasingly becoming deeply involved in 

driving the agenda for health priorities, for example, in Swaziland there is a brewing 

emergency of non-communicable diseases (NCD) which is the cause of high morbidity and 

mortality burden, yet donors maintain an HIV agenda. Without adequate resources the 

Ministry of Health cannot advance NCDs agenda though donor HIV funds were available and 

cannot be used. Additionally, donor driven programs are established on the presupposition 

that Government will take them over after an agreed period, yet there is hardly careful 

consideration that the state has capacity to take over. Currently, Swaziland’s fiscal standing 

for national spending is fickle and the government in pragmatic terms might not be in a 

position to honour its commitment to take over. In the event this is a reality, I worry what 

will happen to the many people already on ART.  This and many, are the mind-bogging 

preoccupation that linger on in my mind as more and more PLHIV are initiated to treatment 

and programs introduced that government has to take over. In closing, The Ministry of Health 

need to think about repercussions as they consent to more and more donor-driven 
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interventions and or pilots and think carefully about commitments to take over these 

innovations programs and their sustainability thereof.   
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Samenvatting  

De-Globalizing Global Public Health; Travelling HIV Treatment Policies and their 

Imprints in Local Healthcare Settings in Swaziland 

Het voornaamste doel van dit proefschrift is het bestuderen van het HIV-continuüm van zorg, 

ook wel bekend als de 'leaky cascade' in de volksgezondsheidsterminologie, om te verklaren 

waarom patiënten ervoor kiezen om geen gebruik te maken van toegankelijke HIV-diensten 

en er relatief weinig gebruik gemaakt wordt van beschikbare zorg door PLHIV (People 

Living with HIV, mensen die HIV hebben) ondanks dat de richtlijnen van 

beleidswetenschappen gevolgd worden. Het proefschrift toont welk resultaat wereldwijde 

HIV-beleidsmaatregelen hebben wanneer ze in de lokale context worden geïmplementeerd en 

de impact die ze daarbij op het gezondheidssysteem hebben .  

MaxART – Maximizing AntiRetroviral Therapy voor het voorkomen van nieuwe infecties - 

het project waarbinnen dit onderzoek heeft plaatsgevonden, was gebaseerd op de opvatting 

dat toegang tot diensten een belemmering vormt voor de universele toegang tot HIV-

behandeling. Als gevolg hiervan werden middelen gemobiliseerd om HIV-diensten dichter 

bij de mensen te brengen en zijn structurele belemmeringen voor de uitbreiding van 

behandelingen weggenomen. In de verstrekking van medicatie wordt voorzien, het aantal 

zorgverleners is uitgebreid en hun deskundigheid is verfijnd om de snelle uitbreiding van het 

behandelingsprogramma te vergemakkelijken. Deze logistieke invalshoek, die de 

dienstverlening dichterbij de mensen brengt, gezondheidsfaciliteiten patiëntvriendelijk maakt 

en gratis diensten aanbiedt, vormt de focus van benaderingen in de volksgezondheid en wordt 

vaak gezien als het voornaamste obstakel voor toegang tot- en gebruik van diensten. 

Implementatie wetenschap over HIV strategieën en beleid dat elders heeft gewerkt, scheppen 

een voorbeeld voor veel HIV-programma’s gericht op een toenemende zorgafname door 
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PLHIV. De dichotomie is dat zelfs wanneer de diensten dichterbij zijn en de 

implementatiewetenschap wordt toegepast om de hiv-diensten te verbeteren, dit vaak niet tot 

het gewenste niveau van zorgafname leidt. Er is veel onderzoek verricht om  te verklaren 

waarom er relatief weinig gebruikt gemaakt wordt van HIV zorgverlening, maar geen enkel 

onderzoek is gericht op de emische perspectieven van degenen die de strategieën hebben 

ervaren of hebben geïmplementeerd. Als kritische sociale wetenschapper wilde ik 

onderzoeken in welke mate niet-logistieke problemen, individuele en sociale dynamiek 

kunnen worden toegeschreven aan de relatief lage afname HIV zorgverlening en het lage 

retentieniveau voor HIV-zorg. Dit proefschrift streeft naar het documenteren van de 

veranderingen die zich voordoen in lokale gezondheidsinstellingen wanneer extern gestuurd 

HIV-beleid en strategieën worden geïmplementeerd, en welk spoor zij nalaten (zowel 

inherent als in het gezondheidssysteem) terwijl ze over de hele wereld worden ingezet. Ik 

positioneerde mezelf binnen het gezondheidssysteem en probeerde de kwesties vanuit 

perspectieven op verschillende niveaus te onderzoeken (mesoniveau - het wereldwijde 

gezondheidslandschap, macroniveau - het Swazi-volksgezondheidssysteem en microniveau - 

het perspectief van de gemeenschap en de patiënten), om te begrijpen op welke manier 

belangrijke betrokkenen en praktijken op elke niveau het gebruiken, of niet gebruiken, van 

anderszins gemakkelijk toegankelijke diensten  beïnvloeden. Dit multi-level analyse concept 

biedt mogelijkheden om inzicht te krijgen in wat er gebeurt wanneer het mondiale HIV-

beleid lokaal geïmplementeerd wordt en hoe de wisselwerking van het wereldwijde en het 

lokale invloed heeft op de modellen van de gezondheidszorgadministratie, de therapeutische 

ervaringen van PLHIV vormt en hoe de belangrijkste betrokkenen omgaan met de 

uitdagingen die zij gedurende het proces tegenkomen. Ik heb mezelf ondergedompeld in de 

dagelijkse ervaringen van de participanten van het onderzoek om meer inzicht te krijgen in 

hun sociale complexiteit en hoe hun socioculturele ecologie gezondheidszorgbeslissingen 
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heeft beïnvloed. Ik heb geparticipeerd in een HIV-adviserings- en testcursus (afgekort HTC) 

om een gecertificeerde adviseur te worden, om zelf te ervaren hoe het is om een 

gezondheidswerker te zijn die in de eerste lijn betrokken is bij de levering van HIV-diensten 

ten tijde van uitbreiding van de behandeling. Ik heb pre- en post-test advies gegeven aan 

meer dan 80 PLHIV.  Verder heb ik, om inzicht te krijgen in de perspectieven van de mensen 

die gebruik maken van deze service en de methoden die daarbij gebruikt worden, een 

etnografisch onderzoek uitgevoerd in twee klinieken gedurende een periode van twintig 

maanden: ik heb 245 HIV advisering sit-in sessies bekeken, ik heb 104 interviews gehad met 

71 PLHIV en acht focusgroep discussies met 21 gezondheidswerkers, deskundigen. De 

impact van het aannemen van een mondiaal HIV-beleid gaat veel verder dan de biomedische 

ruimte waarvoor het oorspronkelijk bedoeld is. PLHIV zijn sociale wezens voordat ze 

patiënten worden en dit gegeven is van fundamenteel belang bij het maken van beslissingen 

over therapeutische methoden tijdens een ziekteperiode, en het al dan niet gebruik maken van 

gemakkelijk beschikbare HIV-diensten. Zeer vroeg in het onderzoek werd duidelijk dat het 

voor vrouwen in een vaste relatie minder waarschijnlijk was dat zij zich tijdig voor de 

noodzakelijke zorg lieten registreren of in behandeling bleven dan verwacht. Huwelijkse eer 

en de plicht om kinderen te krijgen waren de belangrijkste overwegingen en werden 

belangrijker geacht dan het volgen en plannen van antiretrovirale therapie zoals voorzien in 

het gedecentraliseerde en toegankelijke ART-dienstenmodel van het MaxART-project. Een 

goede vrouw en een goede dochter zijn, waar schoonmoeders trots kunnen zijn, was het 

belangrijkst voor getrouwde vrouwen met HIV. Alles wat deze positie in gevaar zou brengen, 

zoals het melden van een HIV-infectie aan een echtgenoot, had minder prioriteit, zelfs als het 

betekende dat het starten met het programma werd vertraagd, totdat de vrouwen het gevoel 

hadden dat de tijd geschikt was om dit zonder risico te kunnen doen.   

Het is ontegenzeggelijk dat, zelfs als klinieken goede service bieden en toegankelijk zijn,  
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sommige PLHIV nog steeds geen gebruik zouden maken van ART middelen, buiten de 

gebruikelijke toegangsbarrières,  wat gender- en cultuurgerichte interventies op het gebied 

van de volksgezondheid noodzakelijk maakt  om de redenen te achterhalen waarom er geen 

gebruik gemaakt van de zorgverlening. Verder werd tijdens het onderzoek ontdekt dat het 

gekozen beleid de therapeutische ervaring van patiënten in grote mate negatief beïnvloedt en 

een verschuiving veroorzaakt in de zorgbeheersing binnen gezondheidsfaciliteiten in 

Swaziland. Het conventionele klinische zorgmodel heeft een transformatie ondergaan, omdat 

er meer partijen worden betrokken bij het proces. Patiënten hebben meer dan ooit toegang tot 

technische en medische informatie die eerder alleen aan artsen voorbehouden was. Hoewel 

dit een goede ontwikkeling is en het patiënten macht geeft, heeft het ook nadelen. Een CD4-

telling die aan patiënten wordt gegeven, zou de klinieken moeten informeren over de 

progressie van HIV in het lichaam, wordt door patiënten juist gebruikt om het begin van ART 

te vertragen. Gewoonlijk is een CD4-telling een biomarker voor ART-initiatie, maar 

patiënten gebruiken het als een gezondheidsmeting om zichzelf en de werking van het 

immuunsysteem te monitoren en dit geeft patiënten de mogelijkheid om te beslissen wanneer 

ART moet starten, waarbij de start van de behandeling dus niet langer door een arts wordt 

bepaald. Dit vertraagt vaak de initiatie van de behandeling en wordt sterk afgeraden omdat 

late initiatie ART minder effectief en gevaarlijk maakt voor de PLHIV. ART is optimaal bij 

vroege initiatie en als een patiënt een hoge CD4-telling heeft. Dit is niet het geval  wanneer 

de patiënt asymptomatisch is. Verlaat beginnen met behandeling kan ook leiden tot de dood, 

als gevolg van immuun reconstitutie complicaties van een zwak immuunsysteem. Bovendien, 

door de combinatie van een grote vraag naar HIV-diensten en weinig gezondheidswerkers in 

instellingen met weinig middelen, worden concepten en strategieën zoals taakverandering en 

grotere betrokkenheid van mensen met aids (GIPA) gehanteerd. In de context van Swaziland 

ondersteunen niet-biomedisch opgeleide PLHIV, die zelf geleerd hebben een gezond en 
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productief leven hebben dankzij ART,  verpleegkundigen als ervaringsdeskundigen om het 

acute tekort aan gekwalificeerd personeel op te lossen. Deze setup, die nuttig is om het tekort 

tegen te gaan, heeft vergaande gevolgen. Deze personen die in eerste instantie door de 

verpleegkundigen behandeld werden als patiënt zijn nu hun collega’s geworden.  

De confrontatie tussen de getrainde verpleegkundigen en de ervaringsdeskundigen kan in dit 

geval er toe leiden dat de klinieken tot een plek van machtsstrijd verworden. Tevens 

evolueren ontwikkelingsrichtlijnen en de HIV-wetenschap voortdurend, wat eenzelfde 

dynamische reactie vereist. De dynamische aard van de HIV-wetenschap en 

behandelingsadministratie vereist voortdurende afhankelijkheid van technische back-up van 

deskundigen. Dit veroorzaakt langzaam wanhoop bij de clinici, omdat ze ondermijnd worden 

in hun beoordelingsvrijheid en vertegenwoordiging in het verstrekken van zorg, wat de kern 

is van hun beroep. De ontwikkeling van standaard operationele procedures (afgekort SOPs) 

en richtlijnen voor HIV-behandeling is de basis voor ART-opschalingsprogramma's en is 

gegroeid tot niet eerder geziene, ongekende niveaus. Het protocolleren van zorg, oftewel het 

bieden van zorg volgens de voorgeschreven protocollen, heeft prioriteit boven de behoeften 

van patiënten. In dit proces is er altijd een risico van wat volgens de richtlijnen voorrang 

heeft op de behoeften en rechten van de patiënt. Zo is een patiënt verplicht bepaalde 

standaardprocessen te doorlopen vóór ART initiatie, zoals verplichte advisering, ongeacht de 

bereidheid van de patiënt. HIV-implementatie wetenschap wordt aangenomen binnen 

omstandigheden waar middelen schaars zijn (menselijke middelen, apparatuur en financiële 

middelen om interventies te onderhouden), met hoge verwachtingen van donoren die vaak 

druk zetten op het reeds noodlijdende volksgezondheidssysteem. De zwakte van het systeem 

geeft donoren de macht om de toekenning van zorg en het beheer van prioriteiten binnen het 

gezondheidssysteem te beïnvloeden.  
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De aanname van het GIPA-principe en de taakverschuiving in de gezondheidszorg heeft 

geleid tot fragmentatie en het ontstaan van parallelle processen als nieuwe kaders voor 

gezondheidswerkers (gefinancierd door donoren die een andere ethiek hebben dan orthodoxe 

gezondheidswerkers). Vaak had het kader gefinancierd door donoren een directe relatie met 

de kasbeheerder (de donor), werd de hiërarchie in het gezondheidssysteem niet gevolgd en 

kregen de donoren directe rapportages van de door hen aangestelde medewerkers. De 

parallelle benaderingen zijn lastig en leiden tot overwerkt en gedemotiveerd personeel 

waardoor het paradigma van onvriendelijke en knorrige gezondheidswerkers heerst, die 

leiden tot onaangename therapeutische ervaringen die patiënten van biomedische zorg 

afschrikken.  

Vanwege de veelzijdige sociaal-culturele uitdagingen waarbinnen PLHIV moeten navigeren 

om gezondheidsvoorzieningen voor HIV-zorg te krijgen, moet het volksgezondheidsstelsel 

ernaar streven om geen patiënten te verliezen als gevolg van de fouten in het systeem. Op het 

moment dat een PLHIV terugkomt voor zorg binnen het gezondheidssysteem, hebben ze veel 

getrotseerd en zouden ze niet moeten worden afgeschrikt met een onvriendelijke 

therapeutische benadering. Het MaxART programma lijkt succesvol volgens bepaalde 

statistieken, indicatoren en doelen; de testfrequenties zijn toegenomen en de opwaardering 

van ART en de retentiecijfers namen toe. Helaas is dit succes gebaseerd op de ''dingen” die 

zijn behaald, waardoor het moeilijk is om ‘zachte’ problemen te identificeren, zoals 

ervaringen en percepties over de kwaliteit van de zorg die wordt geleverd tijdens de 

uitvoering. Het behandelingsuitbreidingsprogramma heeft een uitgebreide aanpak nodig om 

programmatisch succesvol en wederzijds voordelig te zijn voor de PLHIV. Een logistieke 

verbinding om de behandeling op te waarderen is even belangrijk als een therapeutische 

verrijking voor PLHIV. Hoewel faciliteiten toegankelijk en goed uitgerust zijn en de vereiste 

expertise ter plaatse beschikbaar is, kan het zo zijn dat PLHIV nog steeds deze 
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gezondheidsdiensten mijden doordat de inherente problemen van PLHIV over het hoofd 

worden gezien op het moment dat interventies worden vormgegeven binnen het 

gezondheidszorgsysteem. Behandelingsuitbreidingsprogramma’s zoals het MaxART-project 

zijn zorgwekkend. De instroom van buitenlandse hulp om HIV interventie te ondersteunen in 

instellingen die afhankelijk zijn van hulpbronnen, waar systemen zwak zijn, kunnen ernstige 

gevolgen hebben voor zowel het volksgezondheidssysteem als de patiënten. Het kan het 

systeem verder verzwakken en bestaande praktijken en normen beïnvloeden en de bepalend 

zijn voor diegenen die de geïmplementeerde strategieën gebruiken en ervaren. Donoren 

worden steeds meer betrokken bij het aanpakken van de agenda voor gezondheidsprioriteiten. 

In Swaziland is er bijvoorbeeld een groeiende noodsituatie van niet-overdraagbare ziekten 

(NCD), die de oorzaak zijn van hoge morbiditeit en sterftecijfers, toch handhaven donoren 

een HIV-agenda. Zonder adequate middelen kan het ministerie van volksgezondheid de 

NCD's agenda niet voorschieten, hoewel donor HIV-fondsen beschikbaar waren die niet 

konden worden gebruikt. Daarnaast worden donor gestuurde programma's opgesteld op 

voorwaarde dat de overheid ze na een overeengekomen periode overneemt, maar er is 

nauwelijks sprake van zorgvuldige overweging dat de overheid de capaciteit heeft om ze over 

te nemen. Momenteel is Swaziland's fiscale status voor de nationale uitgaven wispelturig en 

zou de overheid in de praktijk niet in de positie kunnen zijn om deze voorwaarde na te 

komen. In het geval dat dit realiteit wordt, maak ik mij zorgen wat er zal gebeuren met de 

vele mensen die al bezig zijn met ART. Dit en vele andere dingen, vormen voor mij een 

verbijsterende bezorgdheid die in mijn gedachten maalt, aangezien steeds meer PLHIV 

beginnen met de behandeling en programma's die de overheid moet overnemen. Ter 

afsluiting, het Ministerie van Volksgezondheid moet nadenken over de gevolgen, omdat zij 

instemt met meer en meer donor gestuurde interventies en/of pilots en zij moet zorgvuldig 

nadenken over de verplichtingen om deze innovatieprogramma's over te nemen en of zij 
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hiertoe in staat zal zijn. 

 



191 

 

 

                                                           

Thesis Notes  

 

i Where ‘I’ is used, it refers to the lead author. 

ii a term that has been used by other anthropologist, Hardon and Dilger to refer to the 

unintended consequences brought by treatment expansion 

iii   MaxART stands for ‘maximizing ART for zero new infections’, which was implemented 

by a consortium of six partners (Ministry of Health, Clinton Health Access Initiative, 

SafAIDS, South African Centre for Mathematical Modelling (SACEEMA), University of 

Amsterdam and Global Network of People Living with HIV/AIDS) and funded by the Dutch 

PostCode Lottery. This was called a ‘dream project’ by the consortium because Swaziland 

was the first country to pilot this intervention, based on recommendations from the HPTN 

052 trial.  

iv The training manual consists of 14 units namely introduction to HIV, impact of HIV, role 

of expert, HIV basics, communication and counselling skills, HIV care, Treatment, 

PMTCTplus, paediatrics, adherence to treatment, stigma and disclosure, positive living, 

referrals and record keeping, facility-community linkages, practicum 

v   Plural form of ‘bahlobobetfu.  

vi   By this term they meant the implementing partner, but expert clients refer to them as 

‘donors’, indicating that they are aware who pays their stipend and where allegiance is due. 




