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ABSTRACT OF THE DISSERTATION 

 

 

 

Misaligned Visions: Motherhood, HIV, and the Unfulfilled Promises of the Global Health 

Enterprise 

 

by 

Amy Yuan Zhou 

Doctor of Philosophy in Sociology 

University of California, Los Angeles, 2018 

Professor Stefan Timmermans, Chair 

 

This dissertation examines how global health policies are negotiated and transformed in 

local settings. The project was motivated by an empirical puzzle. In 2011, Malawi, one of the 

most donor-dependent countries in the world, challenged WHO guidelines and developed a new 

policy for preventing mother-to-child transmission of HIV (PMTCT). Rather than giving patients 

treatment when their disease progressed past a certain stage, Malawi’s “Option B+” policy 

expanded treatment eligibility to a segment of their population: pregnant women would 

immediately start lifelong HIV treatment as soon as they test positive. This divergence from the 

WHO complicates a broad literature on the top-down diffusion of policies from global 

institutions. I use this case to explore general questions: Where do ideas for global health policies 
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 come from, and why and how do they change? What do global health goals, target 

populations, and interventions actually mean to the countries and people who are intended to 

benefit? 

Over the course of 12 months of fieldwork, I worked in healthcare facilities and 

conducted interviews with policymakers, NGO staff, healthcare providers, and HIV-positive 

women and their partners. First, I trace the development of Malawi’s policy innovation, focusing 

on the role of different state and non-state actors. Next, I move to the ground to understand the 

impact that HIV treatment has for clinical practices and patient experiences. I explore how donor 

emphasis on HIV treatment shapes healthcare practices and quality of care within Malawi’s 

prenatal clinics. I then describe how couples respond to an HIV diagnosis and understand their 

relationship. Finally, I look at how HIV-positive women make decisions about whether or not to 

take treatment. 

I find that Malawi’s policy innovation was motivated by the failures of WHO policies to 

prevent HIV infection to children. But while the policy fit state needs, it had unexpected effects 

on the ground. The emphasis on treating HIV-positive women divided care in prenatal clinics 

between women who had HIV and those who did not. For women and their partners, access to 

treatment re-defined HIV as an ordinary chronic condition and relieved tensions in their 

relationships. But taking daily treatment had unexpected physical, economic, and social costs for 

women. The policy design to take treatment as prevention presumed a biomedical framework for 

health and stable life conditions that people in Malawi do not have. I conclude by situating this 

case in a broader global health field characterized by unequal power dynamics between the 

global North and South. Global institutions define health priorities and design policies, but their 

visions are often disconnected from the needs of local institutions and people.  
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Introduction 

 “Start free. Stay free. AIDS free” – UNAIDS most recent campaign focuses on women 

and children as the key to ending the HIV/AIDS epidemic. By making sure children start and 

stay HIV-free, future generations may one day see the end of this terrible epidemic. Achieving 

this ambiguous goal hinges on what UNAIDS calls a “super-fast-track” approach: HIV 

treatment. Giving children a chance to “start free” relies on placing pregnant and breastfeeding 

mothers on HIV treatment. Anti-retroviral therapy (ART) – drug treatment for HIV – has 

become the magic bullet solution. The drug not only treats those with HIV, but also can reduce 

the virus to a point where it is nearly impossible for patients to transmit HIV to others. In other 

words, ART can prevent the future spread of the illness. New HIV infections among children can 

be virtually eliminated if countries can “reach and sustain 95% of pregnant women living with 

HIV with lifelong HIV treatment” (UNAIDS, 2018).  

But HIV treatment was not always the magic bullet. Providing ART to low-income 

countries has been a contentious global issue between international organizations, donors, 

pharmaceutical companies, and national governments. Access to treatment was not easily 

attained. In addition, until recently, HIV education and behavior change were the centerpiece of 

HIV prevention programs. Knowing one’s HIV status and how to prevent oneself from infection 

or from infecting others was the way to stop the epidemic. Treatment was a separate domain for 

people living with HIV to manage their condition.  Where do ideas for global health policies 

come from? Why and how do they change? And what do these various goals, target populations, 

and interventions actually mean to the countries and people who are intended to benefit? 

  This dissertation project was motivated by an empirical puzzle. The idea to treat pregnant 

women to protect future generations came from a surprising place. Malawi, one of the poorest 
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and most donor dependent countries in the world, went against the WHO and pursued their own 

policy for preventing mother-to-child transmission of HIV. In 2011, they developed a policy, 

called Option B+, which gave pregnant and breastfeeding women immediate access to lifelong 

HIV treatment as soon as they tested positive. In contrast, the WHO at the time promoted other 

methods for prevention, and limited access to treatment until after a patients’ immune system 

was compromised. Malawi’s policymakers had little intention of shaping global health standards. 

For them, Option B+ was about finding their own solution to their own public health problems. 

The policy was, as Dr. Erik Schouten describes, a bold step in “response to the specific needs of 

its people” (Management Sciences for Health, 2012). As Dr. Chimwandira, the head of the 

HIV/AIDS unit, said: this is “something we’re doing for the mothers and children in our 

country” (Donnelly, 2011, p.216). 

 Malawi’s decision was not initially met with enthusiasm from the international HIV 

community. Rejecting WHO policies meant going against the authority on public health. The 

WHO is the UN agency charged with developing evidence-based policy recommendations and 

providing leadership on health problems throughout the world. They would not promote a policy 

without evidence of its effectiveness and advantages (WHO, 2012). Moreover, some scientists 

argued that there are potential risks for adverse pregnancy outcomes that need to be studied 

before implementing the policy (Coutsoudis et al., 2013). In another vein, UNICEF raised human 

rights concerns – Malawi’s policy was not giving women a choice in their treatment approach, 

and by targeting pregnant women, the country was not providing equal access to treatment 

(UNICEF, 2012). Finally, because Malawi’s policy entailed scaling-up ART, it raised questions 

for donors over how much financial commitment they would provide to low-income countries. 
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 Today, Option B+ is the gold standard of care. Soon after Malawi implemented Option B+, 

several other African countries expressed interest in adopting the policy. In 2013, the WHO listed 

Option B+ as a policy recommendation for preventing mother-to-child transmission.    

Across Africa, 75% of pregnant women living with HIV are now on lifelong medication (WHO, 

2017). Malawi’s policy innovation also catalyzed a broader move toward using treatment for 

preventative purposes. HIV prevention and treatment, which previously were distinct domains of 

HIV care, would now blur together. HIV prevention was subsumed under the treatment program 

– ART is used to both treat those with HIV and prevent the spread of the illness. This emphasis on 

drug treatment is a striking example of what João Biehl (2007) calls the “pharmaceuticalization of 

public health” (Biehl, 2007).  

 This dissertation critically examines the impact of global health policies. How and why 

did Malawi challenge the WHO and pursue their own HIV policy? How do HIV policies affect 

clinical practices and patients’ experiences with treatment in sometimes unexpected ways? Using 

Malawi as a case, I explore two main tensions in the global health field: the first is between 

global institutions and national governments over how best to treat women and children; and the 

second is between the design of health policies and how they’re actually experienced on the 

ground. Over the course of 12 months of fieldwork, I worked in healthcare facilities and 

conducted interviews with policymakers, NGO staff, healthcare providers, and HIV-positive 

women and their partners. Throughout this dissertation, I show the misalignments between the 

vision behind global health policies and the needs of Malawian institutions and people. Malawi’s 

policy innovation was motivated by the failures of WHO policies to prevent HIV infection to 

children. But, while Malawi’s policy fit state needs, it had unexpected effects on the ground. The 

emphasis on treating HIV-positive women divided care in prenatal clinics between women who 
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were positive and those who were not. For women and their partners, while access to treatment 

relieved tensions in their relationships, taking daily treatment had unexpected physical, 

economic, and social costs for women. Malawi is shaped by uneven flows of donor funding – 

with a weak healthcare system and economic and social insecurity, the promise of HIV treatment 

fell short.   

 

Theoretical Frameworks: 

This dissertation builds on previous studies of global norms, critical global health, and 

pharmaceuticalization. I draw on research in global/transnational sociology to understand the 

relationship between state and non-state actors in developing health policies; research on global 

health to understand the unintended consequences on the ground; and research in medical 

sociology on how pharmaceutical approaches shape the social meaning and experiences of 

illness.  

 

Global norms: 

 One interest in this dissertation is to explore whether and how countries in the global South 

resist global policy prescriptions. The global health field is characterized by power inequalities. 

International organizations, such the WHO and UN agencies, define health priorities and 

populations of interest (e.g. HIV-positive women, children, orphans), and donor organizations 

control the money countries receive to provide healthcare for its citizens. While we know that 

global institutions are influential, we know less about their interaction with state actors, the process 

of policymaking, and why and how countries in the global South diverge from policy prescriptions. 
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 From the perspective of world society theory, global institutions have the power to set 

policy agendas and to influence countries to adopt them (Boli & Thomas, 1999; Inoue & Drori, 

2006; Meyer, Boli, Thomas, & Ramirez, 1997). International organizations possess rational-

voluntaristic authority – states see themselves as members of a larger social contract and therefore 

find it rational to comply with the models espoused by international organizations (Boli & Thomas, 

1997). Countries also adopt policies because of coercion from international organizations or other 

governments (Dobbin, Simmons, & Garrett, 2007). The world polity is characterized by substantial 

inequality: Western core nations have the ability to set conditions for aid, loans, trade, and other 

considerations (Beckfield, 2003) while low-income countries that need assistance typically accept 

policies and the conditional terms that come with it (Biesma et al., 2009; Okuonzi & Macrae, 

1995). Moreover, international organizations and powerful countries have the research 

infrastructure to produce “evidence” of their policy’s success  (Goldman, 2001; 2006). Policy ideas 

thus become rationalized and hegemonic (Dobbin et al., 2007). We see evidence of this top-down 

power dynamic through the similarities of policies around the world. 

 While world society theory provides a useful starting point, top-down frameworks of policy 

diffusion can give too much power to an abstract structural system and does not take into account 

forces of resistance and processes of change (Decoteau, 2013; Munir, 2015). Rather than seeing 

global norms as static, a theory of recursivity emphasizes the cyclical nature of global 

policymaking where policies change over time as global agendas are re-shaped by local 

divergences (Halliday, 2009; Halliday & Carruthers, 2007). Moreover, in a process of “reactive 

diffusion”, countries have also directly challenged global institutions (Chorev, 2012a). In the case 

of HIV pharmaceutical patents, the rejection of WTO patents from a number of developing states 

led the WTO to change their policy to allow for flexibility in the production and purchase of ARVs 
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(Chorev, 2012a; Ford, Wilson, Bunjumnong, & Schoen Angerer, 2004; Gomez, 2009). Countries 

learn from one another, and this accumulation of experiences can lead to transformations in global 

norms. 

Instances of resistance and change suggest that the relationship between international 

organizations and state actors is more complex. Policymaking is an interactive and ongoing 

process where different interested parties push for change at many points (J. W. Thomas & Grindle, 

1990). In developing countries, the state is characterized as “hybridized”, where non-state actors 

increasingly participate in the policymaking process (Brass, 2011). While these actors are arguably 

conduits of global ideas, their precise role in shaping policy is unclear, and we cannot assume that 

their interests are homogenous. State actors often have their own priorities (Najam, 2000), 

international actors have diverse backgrounds and interests (Chorev, 2012b), and the goals within 

and between international organizations are not always shared (Halliday, 2009). We should 

consider power relations “without prior assumptions regarding which actors are presumably 

powerful” (18) (Kern, Laguecir, & Leca, 2017). While Option B+ is now the global standard of 

care, Malawi’s innovation of it provides an interesting opportunity to study the initial process of 

resisting global norms. In this study, I focus on the relationships and interactions between state 

and non-state actors. These relationships are key to understanding the motivations and processes 

for resisting global policy prescriptions. 

 

Critical Global Health: 

“But good intentions and compassionate action are not immune to the power imbalances and 

inequalities they seek to redress…” (Crane, 2013, p. 8) 
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Global health is massive $31-billion-dollar industry. On the one hand, this industry is 

characterized by immense progress that’s been made to improve health in low-income countries. 

For instance, while AIDS in the 1980s and 90s ravaged countries across Africa, today millions of 

people have access to lifesaving drugs, transforming a death sentence into a manageable chronic 

condition. But on the other hand, one of the major issues in global health is that well-intentioned 

programs do not always work the way we expect. There are numerous examples of programs 

gone awry – female condoms intended to prevent HIV are sold as colorful bangles in Ugandan 

markets (McDonnell, 2010); mosquito nets for preventing malaria are used to fish in Malawi’s 

lakes (Gettleman, 2015); family planning programs inadvertently lead to higher fertility 

(Trinitapoli & Yeatman, 2011). More generally, some have argued that global health efforts have 

missed the bigger picture. Targeting particular diseases, like HIV, malaria, and TB, neglects the 

overall healthcare system and leaves it crumbling (England, 2007; Ooms, Van Damme, Baker, 

Zeitz, & Schrecker, 2008; Prince & Otieno, 2014).  

Understanding why programs have unintended effects requires moving between the point 

of view of the designers and the users of global health programs. These problems reflect the 

disconnect between the “fevered imaginations” that altruists have of the people they want to help 

and the realities on the ground (Swidler & Watkins, 2017). Aid organizations have assumptions 

and bureaucratic requirements that shape the kind of programs that are funded (Krause, 2014). 

Social discourse of which populations are vulnerable can sideline others that are worth targeting 

(Poulin, Dovel, & Watkins, 2016), and the priorities of donors do not always match with what 

villagers feel are their actual needs (Dionne, 2012). Sociologists of science emphasize the need 

to trace the assumptions behind any intervention or technology (Akrich, 1992; de Laet & Mol, 

2000). Inscribed within interventions are “scripts” or “hypotheses about the entities that make up 
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the world into which the object is to be inserted” (Akrich 1992, p. 208). What breaks down on 

the ground is often “not the result of chance or negligence” but instead due to various decisions 

made from the point of view of designers (Akrich 1992, p. 211). In this project, I examine the 

scripts, discourses, and imaginations behind global health policies, and show how they can create 

particular problems when they’re implemented on the ground.  

 

Pharmaceuticalization: 

Finally, this dissertation engages with research in medical sociology on 

pharmaceuticalization to understand the changing meaning and experience of HIV. The concept 

of pharmaceuticalization generally refers to the ways that various social, behavioral or bodily 

conditions are defined as problems that require pharmaceutical intervention (Bell & Figert, 2012). 

The social meaning of illness is not inherent to the condition – any human condition can take on 

or lose medical meaning over time or across contexts (Carpenter, 2010). In the global South, 

international agencies and the global market influence the development of a pharmaceutical model 

of healthcare. While in wealthy countries populations tend to be “overmedicalized”, in poor 

countries people tend to be “undermedicalized” (Bell & Figert, 2012) – diseases that receive 

pharmaceutical intervention are privileged ones rather than the norm (Biehl, 2004; Nguyen, 2009). 

The scale-up of antiretroviral therapy (ART) for HIV/AIDS is a notable example of what João 

Biehl calls the “pharmaceuticalization of public health” (Biehl, 2008; 2007). The international HIV 

community has embraced ART as the magic bullet that will not only save those dying of AIDS, 

but also prevent the further spread of HIV.  

  For patients, pharmaceuticalizaton offers both opportunities and constraints. On the one 

hand, defining a condition as medical and in need of drug treatment can normalize a previously 
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stigmatized identity (Persson, 2012). HIV would be part of a broad group of medically treatable 

and preventable chronic conditions. Patients would no longer be diseased and infectious but rather 

ordinary and non-infectious. As Squire (2010) argues: “If HIV-positive people, HIV-affected 

people and people at risk of becoming HIV positive can be treated and protected by western 

medicine, they turn into regular, unremarkable citizens, just like anyone else (Squire, 2010). On 

the other hand, pharmaceuticalization can produce new forms of marginality. The boundaries 

between normal and marginal no longer lie with having an illness, but whether or not one takes 

drugs to manage their condition (Ecks, 2006). Patients are expected to monitor themselves: 

“pharmaceutical citizens are enticed to correct their affiliation and improve themselves by utilizing 

‘technologies of optimization’” (Persson, 2016, p. 382). The underside to emphasizing ART as the 

magic bullet solution is that it blames the victim for public health outcomes (Nguyen, Bajos, 

Dubois-Arber, OʼMalley, & Pirkle, 2011).  The logic is that “in order for biomedical intervention 

to work at a population level, individuals must not only be compliant, but also accept potential 

risks to their physical, psychological and social health” (Nguyen et al., 2011, p. 292).  

Option B+ advanced a pharmaceutical logic – in order to have a future HIV-free generation, 

women needed to start and stay on lifelong drug treatment. This project examines the impact of 

pharmaceuticalization on women and their families. I show how ART normalizes HIV in romantic 

relationships, but can also raises challenges for patients – taking daily drug treatment for life is not 

easy in a context of poverty and uncertainty. 

 

Background and case: 

Malawi: 
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Malawi is a small country in southeast Africa with roughly 17 million people. It is one of 

the poorest and least developed countries in the world. Malawi is ranked 170 out of 188 

countries on the Human Development Index, and more than half the population (71%) lives 

below the global poverty line of US$1.90 a day (UNDP, 2014). 16.7% of children under five are 

considered underweight (2 standard deviations below the international median), and 42% 

experience stunted growth from chronic malnutrition (World Bank, 2014). In addition, Malawi 

has been ravaged by the HIV epidemic. The country has the 9th highest prevalence rate in the 

world with an estimated 10% of the adult population (15 and 49) infected (World Bank, 2014). 

While the first case of HIV was documented in 1985, treatment did not become publically 

available until much later in 2004.  

Malawi is heavily dependent on donor aid – 89% of the total US$600 million budget 

comes from donors. The health sector is 68% donor-funding. Within this area, HIV/AIDS 

receives the largest proportion of funding – about one quarter of all funding for disease-specific 

programs goes toward HIV (95/395million). Donors provide about 95% of the resources for the 

Malawi HIV/AIDS program. Since the start of the HIV treatment program, The Global Fund has 

committed close to 700 million for ART and programs that support prevention and treatment of 

HIV. Malawi’s HIV program also receives support from a wide range of donors. This includes 

multilateral organizations like The Global Fund and World Bank; bilateral organizations like 

USAID, PEPFAR, DFID (UK), GIZ (Germany), NORAD (Norway), and JICA (Japan); and 

foundations like the Gates Foundation, Pangea Global AIDS Foundation, and Elizabeth Glazer 

Pediatric AIDS Foundation. Donor organizations have offices in Malawi to oversee programs, 

and they also provide funding to various NGOs. The HIV field includes numerous international 

organizations – such as Baylor College of Medicine, UNC, Jhpiego (Johns Hopkins), Catholic 
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Relief Services, Save the Children, World Vision International, Management Sciences for Health 

– as well as national organizations like MANASO (Malawi Network of AIDS Service 

Organizations), NAPHAM (National Association of People Living with HIV and AIDS), and 

many smaller community-based organizations (Swidler & Watkins, 2017).  

 

Option B+: 

 In 2011, Malawi became the first country to implement “Option B+,” a new policy for 

the prevention of mother-to-child transmission of HIV (PMTCT) that places all pregnant and 

breastfeeding women on lifelong antiretroviral treatment (ART) as soon as they are tested 

positive. The policy marked a major transition toward using treatment as prevention. Women 

would start lifelong ART regardless of their CD4 count or clinical disease stage (2 measures of 

disease progression). In contrast, previous WHO guidelines recommended other methods of 

prevention and limited access to ART until a patient’s disease progressed to a particular stage. 

Policy supporters argued that Option B+ follows a public health approach: earlier initiation on 

ART prevents HIV transmission to the unborn child and future children, and protects women’s 

health in the long run (Schouten, Jahn, Ben-Smith, et al., 2011a). The policy was also appealing 

because it was simple. The country would not need to rely on CD4 machines – many of which 

are broken – and women, who on average have six children, would not need to start and stop 

treatment each time they become pregnant. After the first year of implementation, the number of 

prenatal clinics offering ART services increased from 303 to 641 sites, and the number of 

pregnant and breastfeeding women who started on ART increased by 748%, rising from 1,257 to 

10,663 (Chimbwandira et al., 2013).  
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Empirical Rationale: 

 Malawi is a good site to understand the motivations for policy innovation and how and 

why countries in the global South challenge global policy prescriptions. Theories of world society 

emphasize the similarity of policies around the world (Meyer, 2010). In particular, countries in the 

global South face the most pressure to conform – they have less political power and financial 

independence. Given Malawi’s dependence on donors, this case provides a unique opportunity to 

study resistance from the bottom up. The findings would also contribute to a growing body of work 

on change and recursivity of global norms (Chorev, 2012a; Halliday, 2009). In addition, this case 

helps us understand the tensions that can arise between governments and global institutions. 

Research on policy diffusion focuses mainly on the outcomes – countries adopt policies (or not) – 

and infers the presence of different mechanisms. By focusing on this case, I show how local actors 

perceive global health policies, how they decide to adopt or reject policies, and the role of different 

actors in developing and legitimizing policy innovations.  

 Malawi is also a good place to study the impact of HIV policy innovations. The country 

is at the center of the global HIV epidemic. Malawi has the 9th highest HIV prevalence rate in the 

world, and Africa more generally is home to about 70% of the people living with HIV –  25.5 out 

of 36.7 million people (UNAIDS, 2017). Policy changes thus have a significant impact on how 

the patient population in the most affected region experiences treatment. Option B+ embodies a 

pharmaceutical approach to addressing the HIV epidemic. HIV prevention and treatment, which 

were previously separate domains of HIV care, were combined – treatment was now used for 

both managing the disease in existing patients and as a way to prevent the spread of HIV. The 

policy catalyzed a global scale-up of ART and push toward treatment as prevention. As the first 

country to adopt Option B+, Malawi is a good site to study the social impact of 
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pharmaceuticalization and how this treatment-centered approach affects everyday clinical 

practices and patient experiences.  

 

Methods and data: 

Method: 

The dissertation takes a multi-sited ethnographic approach to examine how global health 

policies are negotiated and transformed on the ground. My fieldwork in Malawi covers 

government agencies, NGOs, local clinics, and villages. By locating this research at different sites, 

I provide a snapshot of the global health field in Malawi and show the connections and 

disconnections between the vision of global institutions and the needs of local governments, 

providers, patients, and families. Globalization “looks different from different nodes in the chain 

– from the international agency, from the NGO, from within the nation-state, and from the urban 

or rural community” (Burawoy, 2001, p. 156). Policymaking and implementation are key nodes in 

the diffusion of global ideas, and they provide important vantage points to see how policies are 

produced and experienced by different groups of actors (Gille & Riaan 2002).  At each site, I seek 

to inhabit the “social worlds” and to understand the logic of different groups of actors in Malawi 

(Clarke, 2005). Rather than examine whether HIV programs are successful or not, I focus on the 

institutional contexts in which HIV programs are developed and implemented in. Policies 

inevitably unfold in unexpected ways on the ground; but the surprising or seemingly irrational 

ways that policies are made, services delivered, or medication taken begin to make sense given 

people’s needs and the circumstances they are in. 

At the macro level, qualitative data allows me to examine the process of policymaking. 

Instead of looking only at policy outcomes, this project focuses on how actors with different power, 
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knowledge, and interests can shape policy decisions. I also describe the strategies actors use to 

promote their policy innovation within and outside Malawi. Moving from the macro to the micro-

level, I show that the design of health policies can be disconnected with local conditions and affect 

clinical practices, social relationships, and health behaviors in unexpected ways. Qualitative data 

allows me to describe practices and experiences that may not be apparent in official reports. At the 

clinic, I show diverging healthcare practices – in a context of uneven donor funding, state and 

NGO providers can work in the same place but under very different conditions. With women and 

their partners, I describe the meaning of HIV and treatment in their lives. While we know there 

was an increase in women who dropped out of care, in-depth interviews provide insight into the 

logic behind their treatment decisions. In-depth interviews with couples also allow me to show 

how the impact of HIV on romantic relationships has changed in the treatment era.  

 

Data: 

Overall, my data comes from 12 months of fieldwork in Lilongwe, Malawi’s capital city, 

and 192 interviews with policymakers, NGO staff, healthcare providers, and HIV-positive women 

and their partners.    

 

1. To understand Malawi’s policy innovation, I drew from secondary sources and interviews 

with actors involved in developing the policy (N=30). Interview respondents included members 

of the Ministry of Health, National AIDS Commission, international organizations, donor 

agencies, NGOs, research organizations, and clinicians. I identified respondents through the 

Ministry of Health’s technical documents and published articles in academic journals and media 

sources. The 2011 Malawi Integrated Guidelines for Providing HIV Services and a Lancet article 
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written by members of the Ministry of Health on Option B+ were starting points for identifying 

actors involved in developing the policy (Schouten, Jahn, Midiani, et al., 2011b). I expanded my 

list of respondents during my fieldwork by asking respondents to identify other relevant actors. 

The interviews focused on capturing the history of how Malawi developed the idea for Option 

B+, the process of policymaking, actors’ motivation for or against the policy, and the unique role 

actors played in the decision.  

 

2. To understand everyday clinical practices, I conducted fieldwork in healthcare facilities and 

interviews with providers. My research took place in three health centers in Lilongwe, Malawi 

during May – September 2014 and June – September 2015. I observed a range of services at 

prenatal and ART clinics, including health education lectures, prenatal services, HIV testing and 

counseling, ART initiation, and enrollment into NGO programs. I also interviewed the healthcare 

providers who worked there (N=37). I included Ministry of Health nurses (N=14) and clinicians 

(N=2) and NGO community health workers (N=21). The interviews were conducted in English; 

they lasted about 1 hour and took place at the health centers when providers were on break or off 

duty. Providers were asked questions about their work responsibilities, provision of Option B+, 

interactions with patients, resource constraints at the facility, and feelings toward their work.  

 

3. To understand how couples respond to an HIV diagnosis, I interviewed HIV-positive women 

and their husbands (N= 31 couples). I selected women who became eligible for treatment through 

Option B+, and asked if she and her partner would be open to an interview. Most couples were 

both HIV-positive (N=24/31), though some were sero-discordant, meaning that women were HIV-

positive but their partners were not (N=7/31). Respondents were recruited at the ART clinic of two 
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health center in Lilongwe, Malawi. Interviews were done with the help of a Malawian interviewer. 

The interviews were one-on-one – i.e. men and women interviewed separately – and lasted about 

one hour and followed a semi-structured format. Respondents were asked questions about their 

experience with HIV testing, their feelings about their own diagnosis, their response to their 

partners’ diagnosis, discussions about HIV, decisions regarding their relationship, what changes 

(if any) occurred in their relationship, and their use of treatment. 

 

4. To understand women’s experiences, I interviewed HIV-positive women who became eligible 

to start treatment through Malawi’s new Option B+ policy (N=65). Recruitment and interviews 

took place in Lilongwe, Malawi during July – September 2014. I included a range of 

experiences: 29 started and stayed on ART, 10 initially refused, 26 started and then stopped. 

Respondents were clients of Baylor's “Tingathe” program – a patient case management program 

that aims to improve retention in PMTCT care (Kim et al., 2012). Tingathe community health 

workers used program records to identify potential respondents across a range of ART 

experiences, and contacted them at home or by phone. I collected this data with the help of a 

Malawian interviewer, who conducted the interviews in Chichewa, the local language. We 

worked closely together during the interviews, and I reviewed transcripts soon after an interview 

was conducted. The majority of interviews took place at a public clinic; because of distance, a 

few women requested to be interviewed in their homes. The interviews lasted about 1 hour and 

followed a semi-structured format. Women were asked questions about their experience with 

HIV testing and treatment, as well as topics that are commonly presented in public health 

literature as barriers to treatment – relationship with their partner, religious beliefs, knowledge of 
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HIV, and treatment by providers. I focus on the logic behind women's treatment decisions, rather 

than assessing whether or not programs in Malawi are effective.  

 

Chapter outline: 

This dissertation unfolds in four empirical chapters. I begin at the macro-level where HIV 

policies are made and then move to the micro-level where policies are put into practice and 

experienced by the patients and families who are intended to benefit.  

 

Chapter 1 examines how and why did Malawi pursued policy innovation. I find that the 

motivation to pursue policy innovation in Malawi came from the failure of previous WHO policies 

to control maternal HIV transmission. Malawi’s policymakers sought to design a policy that would 

fit their healthcare institutions. Consultants at the Ministry of Health played an important role in 

developing Option B+: they were in a hybrid position as state actors and international HIV experts, 

they had the social skill to build consensus within Malawi and negotiate with donors, and they 

could legitimize their policy innovation in the international domain. In addition to these actors’ 

strategies, a changing HIV field helped Malawi’s policy entrepreneurs legitimize Option B+. 

While Option B+ was intended to fix a national problem, the design of the policy coincidentally 

aligned with emerging global efforts to simplify policies by using HIV treatment as prevention. In 

this context, policymakers could frame their innovation as being the forefront of global trends 

instead of the isolated interests of a small country. This chapter contributes to research on 

resistance to global norms and policies. The findings show that international actors traverse 

different social worlds. Rather than simply being carriers of global norms, they can also be 
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embedded in local institutions, act according to local interests, as well as promote these interests 

to the broader international sphere.  

 

The following chapters take us into the daily lives of healthcare providers, patients, and their 

families.  

 

Chapter 2 focuses on local clinics and explores how donor emphasis on HIV treatment produces 

unequal healthcare practices on the ground. HIV policies take place in a healthcare setting that has 

been transformed by humanitarian aid and a proliferation of NGOs since the 1990s. I find two 

kinds of healthcare practices emerge within the same prenatal clinics. While donor-funded NGOs 

targeted HIV-positive women through an intense set of surveillance practices, state providers 

worked with the residual population of pregnant women and rationed whatever time and resources 

were available. For women, HIV care was comprehensive, but with insufficient donor support for 

the health sector, prenatal care became a cursory process, and women’s concerns about their health 

and pregnancy were often left behind. Drawing on the concepts of “therapeutic citizenship” 

(Nguyen 2010) and “clientship” (Whyte et al. 2013), this chapter shows the different ways state 

institutions and NGOs deliver care and the impact it has on patients. HIV policies and donor 

funding priorities distort the healthcare system, carving patient populations into citizens of the 

state or clients of donor projects who receive different kinds of care. 

 

Chapter 3 examines how couples respond to their HIV diagnosis and navigate their relationship. 

New HIV policies for women advance a pharmaceutical model of healthcare that has changed the 

social meaning of HIV. HIV patients are not diseased bodies one needs to avoid, but medical or 
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pharmaceutical citizens who are responsible for taking treatment. HIV testing, disclosure, and 

taking treatment is re-medicalized and increasingly detached from prior associations to love, trust, 

and fidelity. As a routine medical procedure, HIV testing became an ordinary activity that couples 

do together. While a diagnosis may be surprising, an immediate solution is offered at the clinic – 

starting ART. While in the past, being with a spouse or sexual partner who was HIV-positive 

carried major implications for life and death, the consequences of being with someone HIV-

positive today is relatively minor. For many couples, their relationship – the time together, love, 

and family – outweighed the importance of HIV. Couples often avoided blaming one another and 

did not consider separating.  

 

Chapter 4 looks at what HIV policies mean for women and why it was not always beneficial and 

cost-free in their everyday lives. As Option B+ was rolled out, Malawi saw a surprising 5-fold 

increase in the number of women who dropped out of care – about a quarter of women who started 

treatment through Option B+ did not return to the clinic (Tenthani et al., 2014). I find that the 

policy design to take treatment as prevention presumed a biomedical framework for health and 

stable life conditions that people in Malawi do not have. Women looked for evidence of the cost 

and benefit of treatment through their personal experiences with illness and drug-taking. For some 

women, the benefits were clearer: they interpreted past illnesses as signs of HIV infection, and felt 

healthier and more economically productive afterwards. For others, taking treatment sometimes 

led to marital problems, and side effects made them feel worse and disrupted their ability to work. 

While women understood the health benefits of ART, taking treatment did not always make sense 

in their present circumstances when there were costly physical, economic, and social 

repercussions. This chapter builds on the concept of self-regulation (Conrad, 1985), which 
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emphasizes patients’ agency to alter prescriptions, by specifying the social and economic 

circumstances that shape women’s medication practices.   
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Chapter 1 

“For the mothers and children of our country”: HIV policy innovation from the global 

South 

 

In recent years, pregnant women have become the centerpiece of global HIV policies. In 

2013, the WHO recommended that all HIV-positive pregnant and breastfeeding women start 

lifelong antiretroviral treatment (ART) in order to prevent HIV transmission to children. The hope 

is to one day have a HIV-free generation. As UNAIDS claimed, “we must protect future 

generations from acquiring HIV,” and this “relies on providing immediate treatment to pregnant 

women living with HIV” (UNAIDS, 2015, p.16). Countries across the world have embraced this 

approach, and the number of women on treatment has quickly risen. By 2015, 77% of HIV-positive 

pregnant women had access to ART compared to only 46% of the general adult population. 

But the idea to target pregnant women for HIV treatment came from a surprising place. 

And it was not always embraced with such enthusiasm. In 2011, Malawi, one of the most donor-

dependent countries in the world, went against the WHO and pursued their own policy for 

preventing mother-to-child transmission of HIV. Their policy, called Option B+, was the first to 

give pregnant and breastfeeding women immediate access to lifelong HIV treatment. In contrast, 

the WHO at the time promoted other methods for prevention and limited access to treatment until 

after a patient’s immune system was compromised. Initially, international organizations, donors, 

and scientists criticized the policy for its lack of scientific evidence and potential infringement on 

human rights and equity. The WHO did not want to promote a policy that had no evidence of its 

advantages (WHO, 2012). Scientists argued that Option B+ was based on “untested assumption” 

of improving outcomes, “inappropriate targeting” of pregnant women, and had potential risks for 
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drug resistance and adverse effects on infants (Coutsoudis et al., 2013). And UNICEF raised 

concerns about human rights, arguing that Malawi was not giving women a choice in their 

treatment approach (whereas true informed consent entails that the risks, benefits, and alternative 

treatments be communicated to patients) (UNICEF, 2012). 

How and why did Malawi pursue policy innovation? How did the country’s Option B+ 

policy become the new standard in global health? Malawi’s policy innovation complicates a broad 

literature on policy diffusion. From the perspective of world polity theory, global institutions have 

the power to set policy agendas and influence countries to adopt them (Meyer, 2010). The 

similarities of policies around the world is seen as evidence of this top-down power dynamic. But 

global norms and policies also change. This chapter follows a growing body of work that looks at 

how countries challenge global institutions and the processes that lead to broader transformations 

in global norms (Chorev, 2012a; Halliday, 2009). As one of the most donor-dependent countries 

in the world, Malawi is a good case to understand how and why countries in the global South, who 

have less resources and power, challenge global institutions and pursue policy innovations. I trace 

the development of Malawi’s Option B+ and the contestations that took place over its adoption. 

Drawing on concepts of social skill (Fligstein, 2001) and social worlds (Clarke, 2005), I focus on 

the actions and interests of different groups of actors, and the strategies of policy entrepreneurs to 

build cooperation for their policy innovation. 

I find that the motivation to pursue policy innovation came from the failure of previous 

WHO policies to control maternal HIV transmission. Consultants at Malawi’s Ministry of Health 

played an important role in developing Option B+. As people who occupied a hybrid position as 

state actors and international HIV experts, they had the social skill to build consensus within 

Malawi, negotiate with donors, and legitimize their policy innovation in the international domain. 
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In addition to actors’ strategies, a changing HIV field helped Malawi’s policy entrepreneurs 

legitimize Option B+. While Option B+ was intended to fix a national problem, the design of the 

policy coincidentally aligned with emerging global ideas to simplify policies and use HIV 

treatment as prevention. In this context, policymakers could frame their innovation as being the 

forefront of global trends instead of the isolated interests of a small country. This study contributes 

to research on resistance to global norms and policies. The findings show that international actors 

traverse different social worlds. Rather than simply being carriers of global norms, they can also 

be embedded in local institutions, act according to local interests, as well as promote these interests 

to the broader international sphere.  

 

Theoretical Framework: Global Norms, Resistance, and Strategic Actors 

Early work by world society theorists emphasize the role of international organizations as 

“teachers of norms” (Boli & Thomas, 1999; Inoue & Drori, 2006; Meyer, Boli, Thomas, & 

Ramirez, 1997). From this framework, the world polity is characterized by top-down influence, 

where cultural models established at the global level shape interests and actions at lower levels of 

organization (Boli & Thomas, 1999). While international organizations do not have legal authority, 

they possess rational-voluntaristic authority. States see themselves as members of a larger social 

contract and therefore find it rational to comply with the models espoused by international 

organizations (Boli & Thomas, 1997). To support this conceptualization of world society, scholars 

look to the convergence of policies across the world around a variety of issues such as rape law 

reform (Frank, Hardinge, & Wosick-Correa, 2009), human rights (Hafner Burton & Tsutsui, 

2005), educational structures (Meyer et al., 1997), and security sector reform (Swiss, 2011). 
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Structural isomorphism – the similarity of policies around the world – is used to suggest that state 

actors respond to cultural models lodged at the global level rather than their own political interests.  

Countries also adopt policies because of coercion from international organizations or other 

governments. The world polity is characterized by substantial inequality: Western core nations 

have the ability to set conditions for aid, loans, trade, and other considerations, and they have a 

stronger presence in international organizations like the IMF and EU that set global standards 

(Beckfield, 2003). Developing countries that need assistance typically accept the conditional terms 

that come with it (Dobbin, Simmons, & Garrett, 2007). Coercive pressures can distort national 

priorities. For instance, developing countries tend to adopt global health initiatives despite what 

they believe to be the country’s priority diseases and health needs (Okuonzi & Macrae, 1995). 

Biesma’s (2009) review of national health systems shows numerous instances in which funding 

applications for national priorities, such as health systems strengthening or counselling for 

abortion, are often rejected by donors, who have strict requirements for allocating funding (Biesma 

et al., 2009). While countries have distinct health needs and healthcare systems, their policies look 

quite similar. Moreover, international organizations and powerful countries have the research 

infrastructure to produce “evidence” of their successful policies (Goldman, 2001; 2006). Policy 

ideas become rationalized and hegemonic (see Dobbin et al. 2007 review). Not only do 

international organizations influence what becomes global recommendations, they also dictate 

how we conceptualize problems and what solutions are seen as the “right” ones. 

Theories of global norms focus on the top-down diffusion of ideas from international 

organizations and powerful countries to other countries across the world. In this framework, there 

is little room for resistance. The one escape hatch is through decoupling – countries can formally 

adopt policies but do not put them into practice (Meyer & Rowan, 1977). There are various forms 
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and instances of decoupling. Countries can adopt policies but fail to implement them (policy-

practice); they can implement policies but for different goals (means-end); and they can adopt 

policies but only implement them for segments of the population (differentiated decoupling) 

(Berkovitch & Gordon, 2016; Bromley & Powell, 2012; Meyer & Rowan, 1977). Decoupling helps 

account for variation in practices, and it highlights the difference between symbolic commitments 

and the will and capacity to implement policies. However, while decoupling acknowledges 

flexibility with practices, it generally entails a static view of global norms. The starting point is 

norms already created by powerful institutions; what countries can control is the extent to which 

they follow through on their commitments.  

 However, top-down frameworks of policy diffusion can give too much power to an abstract 

structural system and does not take into account forces of resistance and processes of change 

(Decoteau, 2013; Munir, 2015). Rather than seeing global norms as static, a theory of recursivity 

emphasizes the cyclical nature of global policymaking where policies change over time as global 

agendas are re-shaped by local divergences (Halliday, 2009; Halliday & Carruthers, 2007). 

Tensions in the global arena can drive cycles of change. For instance, national actors may feel left 

out of global policymaking process; global and national actors may disagree on what the problem 

is and how to solve it; and tensions within international organizations may lead to hazy policy 

recommendations open to different interpretations (Halliday, 2009). A closer look at policy 

implementation reveals strategic modifications to global models. In the case of population policies, 

developing countries would adopt some aspects of the Cairo agenda like family planning and 

maternal health, but reject other policies like those related to sex and gender (Chimbwete, Watkins, 

& Zulu, 2005; Luke & Watkins, 2002). Moreover, in a process of “reactive diffusion”, countries 

have also directly challenged global institutions (Chorev, 2012a). In the case of HIV 
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pharmaceutical patents, the rejection of WTO patents from a number of developing states led the 

WTO to change their policy to allow for flexibility in the production and purchase of ARVs 

(Chorev, 2012a; Ford, Wilson, Bunjumnong, & Schoen Angerer, 2004; Gomez, 2009). Countries 

learn from one another, and this accumulation of experiences can lead to transformations in global 

norms.  

Instances of divergence suggest that global policymaking is a more complex process of 

negotiation between global and local actors. As some have critiqued, work on diffusion tends to 

infer that certain mechanisms are at play (whether cultural or coercive) through the presence of 

similar policies rather than tested side-by-side or traced through the actions of actors (Dobbin et 

al., 2007; Tarrow, 2001). By only looking at outcomes in policy adoption, we do not know how 

policies are spread or what role different groups of actors or organizations played; nor can we 

explain instances of divergence from global norms. Understanding processes of diffusion and 

resistance to it requires a theory of action. As Halliday (2009) noted, “actors that stand between 

the global and local” are “key conduits for the creation and implementation of norms” (285). 

Chorev’s (2012) work on reactive diffusion not only shows how different countries rejected WHO 

patents, but also that certain groups of actors, in particular transnational activists and state officials, 

played a key role is spreading information and strategies to other countries. Tracing the action of 

actors can help us specify the pathways of how policy ideas diffuse as well as how countries resist 

the pressure to adopt global policies. 

In order to understand resistance to global norms and policies, I engage with concepts of 

action from institutional sociology. The central idea behind the concept of “institutional 

entrepreneurs” is that some actors, whether individuals, groups, or organizations, are able to 

initiate changes that contribute to transforming or creating new institutions (DiMaggio, 1988). This 
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concept reintroduces agency into institutional analysis and looks at how change occurs despite 

pressures toward stasis. From this framework, agency is embedded: change is a matter of what 

actors do as well as the characteristics of the field they are in (Battilana, Leca, & Boxenbaum, 

2009). Actors’ social position shapes their perceptions of the field and the resources they have to 

suggest change. In addition to their structural position, actors’ social network, framing strategies, 

and “social skill” to motivate cooperation amongst others are important for achieving desired 

outcomes (Fligstein, 1997; 2001). The success of institutional entrepreneurs is conditioned by the 

field. Whether the field is stable or fragmented, homogenous or heterogeneous, shapes the 

opportunities actors’ have for strategic action (Battilana et al., 2009). 

The concept of institutional entrepreneurs is helpful for analyzing how countries respond 

to global policy prescriptions. Policymaking is an interactive and ongoing process where different 

interested parties push for change at many points (J. W. Thomas & Grindle, 1990). In developing 

countries, the state is characterized as “hybridized”, where non-state actors increasingly participate 

in the policymaking process (Brass, 2011). Members consist of foreign “transplants” from donor 

organizations, IGOs, INGOs, and other interest groups who work inside the state as consultants 

and Northern shadow organizations that do the work of existing state agencies (Brinkerhoff, 1999; 

Goldman, 2001). While these actors are arguably conduits of global ideas, their precise role in 

shaping policy is unclear, and we cannot assume that their interests are homogenous. In this 

organizational field, state actors often have their own priorities (Najam, 2000), international actors 

have diverse backgrounds and interests (Chorev, 2012b), and the goals within and between 

international organizations are not always shared (Halliday, 2009). We cannot assume that 

international organizations exert power and influence in a set manner that leads countries to either 

comply or decouple. As Kern et al. (2017) argues, power is a matter of mutual dependence and 



 35

power imbalances, and sometimes power relations favor the organizational subunits rather than 

extra-organizational actors (Kern, Laguecir, & Leca, 2017). We should consider power relations 

“without prior assumptions regarding which actors are presumably powerful”; power is “not 

always held by the hierarchy or external regulatory bodies” (18) (Kern et al., 2017). This 

dissertation chapter builds on existing research by examining the internal dynamics behind 

policymaking. By understanding the role that various state and non-state actors have in the 

policymaking process, this chapter highlights the mechanisms of diffusion and conditions in which 

developing states challenge global policy prescriptions.  

 

Background: 

Malawi is a small and poor country located in Sub-Saharan Africa. It is one of the least 

developed countries in the world, ranking 173 of 188 countries on the Human Development Index. 

More than half of the population (72%) lives on less than US$1.25/day (UNDP, 2014). In addition, 

the country is ravaged by the HIV epidemic. The country has the 9th highest HIV prevalence rate 

with an estimated 10% of the adult population (15-49) infected (World Bank, 2014).  

The country is heavily dependent on donors: 68% of the overall health sector is donor-

funded, and the HIV program, in particular, is more than 90% donor-funded (Project, 2016). Given 

Malawi’s relationship with donors, this case provides a good opportunity to study resistance from 

the bottom up.  

In 2011, Malawi developed their own policy for preventing mother-to-child transmission 

of HIV, called “Option B+.” Their policy would give pregnant and breastfeeding women 

immediate access to lifelong HIV treatment as soon as they tested positive. In contrast, the WHO 

at the time promoted other methods for prevention, and limited access to treatment until after a 
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patients’ immune system was compromised. Soon after Malawi’s creation of Option B+, several 

other countries in the region expressed interest in following suit. Later on, in 2013, the WHO 

recommended Option B+, and the policy is now the global standard for preventing mother-to-child 

transmission of HIV.  

While Option B+ is widely accepted today, it was surprising at the time for several reasons. 

First, the idea came from one of the most donor-dependent countries in the world. Without 

scientific evidence or commitments from donors, it was uncertain that the country could actually 

pull it off. Second, Option B+ was the first policy to use HIV treatment for preventative purposes. 

Until then, HIV treatment and prevention were two distinct programs. Prevention was primarily 

about changing behavior to reduce risk for contracting HIV, while treatment was about placing 

HIV-positive patients on antiretroviral therapy (ART) – drug treatment for HIV. Now, these two 

domains would be combined. Finally, Malawi would be giving one segment of their population 

universal access to HIV treatment. This pushed the envelope for increasing access to treatment but 

also brought up human rights concerns about equity (see UNAIDS). 

 

Methods and Data: 

To understand Malawi’s policy innovation, I drew from secondary sources and interviews 

with actors involved in developing the policy (N=30). Interview respondents included members of 

the Ministry of Health, National AIDS Commission, international organizations, donor agencies, 

NGOs, research organizations, and clinicians. I identified respondents through the Ministry of 

Health’s technical documents and published articles in academic journals and media sources. The 

2011 Malawi Integrated Guidelines for Providing HIV Services and a Lancet article written by 

members of the Ministry of Health on Option B+ were starting points for identifying actors 
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involved in developing the policy (Schouten et al., 2011). I expanded my list of respondents during 

my fieldwork by asking respondents to identify other relevant actors. The interviews focused on 

capturing the history of how Malawi developed the idea for Option B+, the process of 

policymaking, actors’ motivation for or against the policy, and the unique role actors played in the 

decision. 

 

Findings: 

1. Motivations for policy innovation: WHO policies versus state needs 

Option B+ was a policy developed by a small group of actors in the Malawi Ministry of 

Health’s HIV/AIDS unit. The idea started with six technical advisors from I-TECH who were 

working within the Ministry of Health’s HIV/AIDS unit. Andreas Jahn, Erik Schouten, and 

Zengani Chirwa were senior technical assistants for the HIV treatment program, and Lyson 

Tenthani, Mwai Makoka, and Joseph Njala were the first cohort of I-TECH Fellows training under 

them. I-TECH is an agency funded by PEPFAR (US President’s Emergency Plan for AIDS Relief) 

that aims to provide a “timely national HIV response through the implementation of robust 

prevention, care, and treatment strategies along the care continuum” (I-TECH website).  They have 

projects in more than 20 countries (9 countries in Africa) and around 600 staff working with local 

ministries of health, universities, and NGOs. In Malawi, I-TECH staff have been working within 

the Ministry of Health since 2003. 

While consultants are members of international NGOs, they are also autonomous actors 

and not simply conduits of global norms. The I-TECH consultants were embedded in the social 

world of Malawi’s healthcare system. Each had spent years working within the Ministry of Health 

or in local healthcare facilities. Andreas Jahn, who is a clinician and epidemiologist, had started 
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coming to Malawi as a graduate student at the London School of Hygiene and Tropical Medicine, 

and later joined I-TECH in 2006 and has been their technical advisor for monitoring and evaluation 

since 2008. Similarly, Erik Schouten worked in the Ministry from 2008-2010 and remained in the 

country as the director of Management Sciences for Health. Zengani Chirwa is a Malawian 

physician, who after working for several NGOs outside the country, came back to the Ministry of 

Health as the I-TECH technical advisor for care and treatment. The three Fellows were Malawian 

nationals who started their careers working in the country’s healthcare facilities. Mwai Makoka 

was a physician, who later studied medical microbiology at UNC and became a faculty member at 

the Malawi College of Medicine. Joseph Njala also started as a physician and later pursued a 

degree in HIV Management. Lyson Tenthani was a public health practitioner before receiving his 

PhD in biomedical science from University of Bern.  

The motivation to develop their own HIV policy came after the failure of WHO policies to 

control maternal HIV transmission. Previously, Malawi followed 2006 WHO recommendations 

for a short-term combination of preventative drugs during a woman’s pregnancy. This included 

two options for pregnant women: daily AZT (zidovudine) for the mother at 14 weeks and NVP 

(nevirapine) for the infant 6 weeks after birth until the end of breastfeeding, or ART (three-drug 

regimen) for the mother during pregnancy and breastfeeding and one dose of NVP for the infant 

at 6 weeks. From the WHO’s perspective, this approach could reduce HIV transmission from 35% 

(without any intervention) to 5% or lower, thereby offering a “potential for all countries to virtually 

eliminate pediatric HIV” (WHO, 2010, p. 4). For Malawi, however, the WHO’s policy was as 

good as doing nothing at all – about 1/3 of children contracted HIV. This failure became apparent 

after consultants changed the data collection system. Healthcare facilities went from an informal 

system of tallying the services women received in notebooks to new standardized registers that 
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were based on unique patient identification numbers (Lyson, fieldnotes 8/18/16). Their new data 

suggested that women had previously been counted multiple times, thereby creating the 

appearance that WHO policies were successfully implemented, when in reality very few women 

received the necessary services and treatment. As Zengani Chirwa describes: “we had analyzed 

our PMTCT program, it was struggling. It was a mess, basically. Whenever we looked at 

transmission rates, they were still hovering above 30, above 30, no matter what we do.”  

There were several reasons for why the WHO policy failed in Malawi. While the WHO 

creates policies based on extensive reviews of research, they bracket the question of how individual 

countries will implement those policies. In Malawi, there were no systems in place to ensure that 

the necessary drugs would reach local healthcare facilities. With the exception of antiretroviral 

therapy (ART) – drug treatment for HIV – all other medications went through Malawi’s Central 

Medical Stores, which had long faced problems with managing drug supplies. This included the 

short-term combination of preventative drugs the WHO recommended. So while drugs were 

purchased, they were not necessarily available at prenatal clinics. As Andreas Jahn describes: “It 

was pretty much a black hole. So things were received, UNICEF delivered to CMS [Central 

Medical Stores] receipt station, and then after that, it became difficult to figure out where things 

went.” In addition, healthcare providers could not remember the WHO regimen. In an overworked 

environment, they often forgot the details of the combination of drugs and gave the wrong 

instructions to women. Andreas recalls a training session in which none of the providers could 

correctly describe the WHO policy:   

And we had one amazing observation that when the ANC and maternity registers were 

introduced, I conducted the TOT [training of trainers]. We had a room full of 80 or so 

Program Coordinators from the districts and the big leading sites, and not one of them at 
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that time was able to recite the policy that was supposed to be used for the Combination 

Prophylaxis. It was evidently too complicated for even the Program Coordinators to recall 

what was supposed to happen. [chuckle] So, that really just drove home the point that is 

was unrealistically complicated and differentiated policy that just couldn't be implemented. 

Finally, the HIV unit had no way of monitoring women’s use treatment. Once women were 

diagnosed with HIV, it was on good faith that she started and properly took medication.  

When the 2010 WHO guidelines were released, consultants saw that they would face 

similar problems. In their eyes, neither of the two options given by the WHO would work in the 

Malawian context. The first option, “Option A,” was another version of the policy the country 

previously used. Given its past failure, it was dismissed right away. As Mwai Makoka explained: 

“So we could embark on Option A, and do a very lousy job at it…We're not going to set ourselves 

on a path of failure.” The second option, “Option B,” was simpler. It was based on a CD4 test, 

which measures a patient’s immune system – if a woman had a CD4 below 350, she would start 

and stay on ART for life; and if her CD4 is above 350, she would only take ART during pregnant 

and breastfeeding to prevent maternal HIV transmission, and would wait to start lifelong treatment 

when her immune system declines.   

But even the simpler of the two WHO options would cause problems in Malawi. The 

country did not have enough working CD4 machines to implement Option B. While donors 

purchased the machines, they had no system for maintaining them – many were broken or did not 

have the correct reagents to run. So the state had no reliable way to determine whether women 

should continue or stop ART. Mwai explains the problem with CD4 machines: 

Some of the machines have broken down, so they have not been functioning for a week, 

for two weeks, and so on and so forth. They have run out of reagents. They have been given 
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wrong reagents. At that time, we had two types of machines. We had Partec and the BD, 

Becton Dickinson BD…So, this country had two CD4 Testing Machines because we had 

to follow the procurement processes. And the reagents do not cross match. So, there were 

many cases where you have Partec reagents delivered to a health facility which has BD. 

BD facilities are receiving Partec reagents. And the one who is receiving the reagents is 

just receiving really…They just deliver a note, they sign, the delivery vehicle leaves. And 

then they realize, two to three days, "Oh, we got the wrong reagents." 

 

In addition, implementing the WHO’s Option B would require an overhaul of how the HIV 

unit tracks drug supplies. The HIV treatment program was regimented but worked well. It was 

based on total counts of HIV patients at each facility, which made it easy to calculate the “opening 

and closing balance” of drugs at the end of each quarter. This was important because the HIV unit 

needed to report drug supplies to donors. Because the WHO’s Option B asked women to start and 

stop ART, the HIV unit would need to base their data system on cohorts of patients rather than 

total counts. They saw no way to track cohorts on a nationwide scale. As Mwai Makoka explains: 

“we wouldn't know how many are due to start now, and how many are due to stop. You see? Our 

calculations were based on patients continuing to take drugs…So for the projections, we now had 

to be capping, discontinuing their allocation and that was going to be a logistical challenge.” 

Starting and stopping treatment would also be cumbersome in Malawi’s cultural context, where 

women on average were having 5 to 6 children. As Joseph Njala explained: “Two years down the 

line or one year down the line, this woman is going to come again, pregnant, and we have to restart 

Option B. And then after cessation, we stop again…And looking at the fertility rates, we said this 
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is going to be cumbersome.” Starting and stopping treatment would also contradict previous public 

health messages that emphasized ART should be taken for life.  

The idea for Option B+ emerged out of these discussions over the 2010 WHO guidelines. 

Consultants saw the failure of past WHO policies and projected challenges of implementing the 

new ones as their opportunity to “fix this thing” (Zengani Chirwa). Instead of trying to change 

Malawi’s healthcare system to fit WHO policies, they would create their own policy based on the 

country’s healthcare infrastructure. It was also difficult to follow the WHO knowing their policies 

would not work. Given the devastation that HIV has on children, there was a moral obligation to 

find a solution. As Andreas describes: 

We saw that pediatric AIDS burden. And to this day, pediatric treatment is a mess. The 

viral suppression rates amongst kids in Malawi are around 50%, 60%. But out of 85% or 

90%, they're not doing well on ART. And the long term... Firstly, most of them still don't 

get detected early enough to start treatment while they're asymptomatic. They come in sick. 

If you have a sick infant in Malawi, you're screwed. It's just a disaster. And so it seemed 

really obvious that we needed to do something drastic. We couldn't just look the other way 

and say, "That's the PMTCT Program, so we'll just deal with ART." So it seemed really 

unethical just to continue pushing for something that had, in our eyes, no promise of ever 

working. 

 

Their solution, Option B+, would be to simply place pregnant women on lifelong HIV 

treatment as soon as they tested positive. This solved several problems. First, it was easy for 

delivering drugs. ART, drug treatment for HIV, was completely funded by the Global Fund and 

went through a separate supply and distribution system than commodities for HIV prevention. 
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Since 2004, the ART program used a separate centralized supply chain that made it easy to get 

drugs to facilities and track the amount of drugs used in the country. In contrast, the prevention 

program followed the standard system where orders are decentralized to districts, which made it 

difficult to manage the availability of necessary drugs and supplies. ART was always available at 

clinics while other medications were often stocked out. Internally, Option B+ meant that the ART 

program would now manage commodities that was once the responsibility of the prevention of 

mother-to-child transmission program (PMTCT). This was not an easy transition. As Michael 

Eliya, the head of the PMTCT department, described: “we’re almost turning maternal and child 

health facilities into ART [clinics].” The complexities of maternal and child health would be 

sidelined. He explains: 

Because PMTCT in my comparison with ART, PMTCT is a bit more complex. You are 

talking about testing of the woman. You are talking about delivering the [baby]… You are 

talking about following both the mother and the child. You're talking about testing the 

child. If the child is infected, to be put on treatment. And then to link them…While ART 

you are talking about [testing] positive, start ART. (Michael Eliya)  

However, the ease of placing women on ART outweighed these concerns. The ART program had 

a reliable way of getting medication to facilities while the PMTCT program did not. 

Second, Option B+ would be easy for healthcare providers. They only needed to do a basic 

HIV test and prescribe ART. Providers would not need to worry about a complex regimen or do 

additional laboratory tests on patients. By testing and treating women, the country could bypass 

the use of CD4 machines to check patients’ immunity; they would not need to address problems 

with broken machines or missing reagents. Third, Option B+ was easy for data collection. By 

putting pregnant women on ART, they could be counted like any other HIV patient. The HIV unit 
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would not need to change their system – pregnant women would just be an addition to the total 

count of HIV patients on treatment. As Andreas Jahn explained: “We had already set it up. We 

made a few small modifications to the ART Clinic Registers and the patient cards to accommodate 

those additional categories for reason for starting, basically. But otherwise, there weren't major 

changes in the monitoring tools.” And finally, they would give pregnant women the same message 

they give all HIV patients – once you start ART, you continue for life.  

Option B+ was about developing a policy that would suit Malawi’s healthcare system. 

While the consultants were formally members of a PEPFAR-funded NGO, they were embedded 

in the social world of Malawi’s public health department. Consultants worked within Malawi’s 

healthcare system, and they had an intimate understanding of why WHO policies would fail and 

what would potentially work in the country. The process of developing Option B+ highlights the 

misalignments between the WHO’s vision for evidence-based policies and what state health 

departments need to actually implement them. In this case, WHO policies implied changes that 

were not feasible for the state to make – e.g. changing data collection, fixing laboratory machines, 

managing the supply chain. While WHO policies are theoretically beneficial for patients, the 

challenges of implementing them can lead to unintended and sometimes detrimental outcomes for 

patients. Option B+ was ultimately a practical solution: it was about reducing maternal HIV 

transmission using their existing healthcare system. While Option B+ eventually became a global 

standard, policymakers in the HIV unit did not aim for or expect such an impact. They did, 

however, need to legitimize their policy innovation and gain the support of donors and 

international organizations. In the next sections, I describe how the consultants built a consensus 

for Option B+ within Malawi and legitimized the idea in the international arena.  
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2. Brokering: building consensus for Option B+ in Malawi  

Option B+ was an idea that was developed within the Ministry of Health HIV unit. But the 

HIV unit cannot make policy decisions without involving their development partners. International 

organizations have a major presence in Malawi, from providing funding to procuring 

drugs/supplies, developing interventions, doing research, organizing trainings, etc. Members of 

these organizations participate in the country’s policymaking process through technical working 

groups and stakeholder meetings. In this section, I argue that members of the HIV unit – I-TECH 

consultants as well as the head of the HIV unit – acted as policy entrepreneurs and strategically 

used existing policymaking structures to build consensus for their innovation. This was important 

for making Option B+ feel like a collective effort. Development partners in Malawi felt a sense of 

ownership over the policy and advocated for it. 

The policymaking process in Malawi begins with Technical Working Groups (TWGs). 

TWGs are chaired by Ministry directors and are regarded by both state and non-state actors as the 

main entry point for policy discussions (see Chilongozi, 2013). Each unit within the Ministry has 

their own TWG. The TWGs at the HIV unit, headed by Dr. Frank Chimbwandira, follow a 

consistent format for discussing new policies. The WHO releases new guidelines or an update to 

existing ones, the HIV unit calls for a meeting, and then participants discuss how to implement the 

WHO policies in the Malawi context. As Frank describes, the participants include a range of 

experts: “most of our partners are in a field with experience in terms of what is working and what 

is not working.” At the meeting, they usually break out into small groups to go over specific points 

and then discuss with the larger group. There may be a few back and forth meetings before reaching 

a consensus. The HIV unit then takes the recommendations from the TWG, makes a final decision, 

and presents it to the Principal Secretary for final approval.  
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The TWGs were a convenient place to build consensus amongst state and non-state actors. 

The HIV unit’s TWG is very active and draws many representatives of international organizations. 

About half of the participants are expatriates, and they work in different sectors, including finance, 

pediatric HIV, research, and clinical care. As one participant describes:  

“Now you can have 50 or 60 participants. And so you have MSF, Elizabeth Glazer, Baylor, Bill 

Clinton, Dignitas, Partners in Health, Partners in Hope, and I’m forgetting quite a few. They all 

have, they sometimes have a slightly different angle” (Joep Van Oosterhout, Dignitas). With a 

wide range of participants and a discursive format, the TWG was a good place for people to work 

out disagreements and decide on policies together. As Frank Chimbwandira describes: “The beauty 

of having these technical working groups, I think, is that you bring people on board…So with the 

discussions, questions, questioning ourselves, getting a little experience from other people, then 

people came to be convinced slowly, slowly, slowly to the point that almost all of those who said 

no, later on, they understand the idea.” 

Policy entrepreneurs used the existing TWG structure to promote their Option B+ idea. In 

particular, they relied on a strategy of brokering – when “strategic actors present themselves as 

neutral in a situation to mediate two groups” (Fligstein, 1997, p. 399). While the HIV unit had 

already discussed Option B+, they proceeded with the TWG as if it were any other meeting. As 

Joseph Njala describes: “So, I remember the first one was really, really talking about Option B+, 

designed specifically for Option B+. However, it was still "HIV subgroup technical working 

group," Okay?... So, they didn't know that we are going there to discuss about Option B+.” 

Participants described the start of the discussion as similar to any other TWG meeting. They 

divided into breakout groups to assess the two WHO options. Some had already prepared 

presentations in favor of one option or another based on their program’s data. Like previous 
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meetings, TWG members examined how to implement new WHO guidelines, what challenges 

might arise, and how they would address those challenges. 

By using the existing TWG format, participants raised many of the same issues the HIV 

unit had already found. After each group had discussed the WHO’s Option A and B, it became 

clear what the shortcomings were with each one. For instance, Maria (Baylor) describes: “I was at 

the TWG and had given a presentation on Option A versus Option B…Then, we had this breakout 

small group… In that small group, we were discussing some of the implementation challenges that 

might happen with Option A.” Participants struggled with finding solutions to challenges the WHO 

policies posed. It was then that the HIV unit brought up their idea of Option B+. After struggling 

with the WHO policies, their idea to simply put women on lifelong treatment felt like a logical 

next step. The policy idea made immediate sense:   

It was in our working group where I still remember looking at [inaudible] [00:08:22] and 

he was saying, and we could call it B+.  I'm like, genius… Because Option B, you still need 

to get the CD4 because you had to decide when to stop.  But Matt said, “why don't we just 

not stop?”  “Why don't we just keep on going and give them ART for life?”  So, it's like 

Option B, but it's B+. (Maria, Baylor) 

Policy entrepreneurs even managed to convince people who had a stake in one of the WHO 

options.  For instance, Martin Msukwa (CHAI) had worked with short-term preventative 

treatments and presented in favor of the WHO’s Option A at the National AIDS Commission 

(NAC) Symposium, but was quickly convinced by the Option B+ idea. He says, “We lost our 

debate to a very good and well organized team of Option B+. And they had prepared, honestly. I 

mean I was totally bought in.” Option B+ added to what he thought was missing with previous 

approaches: “In Combined Therapy, one of the biggest setbacks that we had was we were not 
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looking at the life of the mother…But with Option B+, it's for the health of the mother and the 

baby.”  

 By appearing neutral, the HIV unit made Option B+ feel like a collaborative effort rather 

than an interest imposed by a small group of people. As Saeed Ahmed (Baylor) says: “I think it 

was a really collaborative effort within the technical working group. We were all talking about the 

idea of not stopping women.” Development partners in Malawi felt a sense of ownership. As 

Patrick Brenny (UNAIDS) describes: 

In the HIV sector, there isn’t an us and a them. There’s just “us”, right? And “us” is the 

government, it’s civil society, it’s international NGO, it’s the development partners. We’re 

all in the same discussion, at the same time, at the table. We’re looking after our collective, 

meaning Malawi’s, interest. (Patrick Brenny) 

Option B+ also made intuitive sense to development partners working in Malawi. Some were 

Malawian nationals who worked for INGOs, and others were international actors who had been 

working in the country for years (some dedicating their lives to living there). Like the consultants 

in the HIV unit, they often had personal experience working within the state or at local clinics. The 

simplicity of Option B+ made sense given their experience. As Ellen Thom (WHO), who had 

started her career as a nurse, describes: “For me, I trusted the idea because during the discussions, 

hearing from the people that were working in clinics, I actually felt that B+ would be helpful.”  

 Creating a national consensus for Option B+ was important for presenting a united front 

against opposition from the WHO and other international organizations. The policy was something 

that all the development partners stood by. As Zengani explains:  

Because obviously, the WHO would come back and try to engage stakeholders and find out 

what they think about it. So, if you don't have their buy-in, everything can be shot down. 
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They'd say, "You guys are just working on your own. You don't even have consensus, and 

you want to start this thing. The rest of the country is not interested." Then we would have a 

problem. So, it was very important to get national consensus. (Zengani Chirwa) 

Development partners also became advocates for Option B+. While organizations like the WHO, 

UNAIDS, and PEPFAR were critical of Malawi’s policy, the in-country staff members of those 

organizations pushed back against opposition from within their own agency. The PEPFAR team 

in Malawi, for instance, successfully negotiated funding to assist with implementation. Beth Barr 

(CDC/PEPFAR) explains:  

There was a lot of resistance from PEPFAR headquarters – however in-country, the PEPFAR 

team advocated heavily for Option B+ and the role of donors in supporting country 

ownership of national programs.  There was a new one-time provision of $10m for PMTCT 

which the PEPFAR team in Malawi reprogrammed to support the development of guidelines 

and training of staff.  As Malawi had failed in the most recent application to Global Fund, 

these monies from PEPFAR were critical to helping get B+ off the ground. (Beth Barr, CDC) 

Scientists in the country also began planning projects that would assess the efficacy of Malawi’s 

new policy. Everyone knew that the lack of evidence for Option B+ would be a problem, so it 

would be important to collect data on outcomes right away. Mina Hosseinipour (UNC) explains: 

“So there were some people who were very firmly in the camp that it wasn’t evidence based 

enough, but as a researcher, I was in the camp that I thought it made a lot of sense. And we could 

just design research to go along side of it, to be able to assess it as it’s going.” 

The HIV unit was able to build consensus for their policy innovation amongst a diverse 

group of actors in Malawi. By appearing neutral, policy entrepreneurs made Option B+ feel like a 

collaborative effort that all partners were invested in. This became important for presenting a 
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united front against concerns from international organizations. In the next section, I will describe 

how policy entrepreneurs created international attention for Option B+. 

 

3. Global legitimacy: scientific rationales and negotiating with donors 

While people in Malawi rallied behind Option B+, the HIV unit would need to reach a 

broader international audience to legitimize their policy idea. Health policies are not simply 

national decisions – the WHO sets the gold standard for health policies that countries are expected 

to follow, and donors provide the resources to implement them. Malawi’s HIV program is almost 

completely dependent on donor funding (95%). Without outside support, the country would not be 

able to put Option B+ into practice. Consultants in the HIV unit were strategic with promoting 

their policy idea internationally and negotiating with donors. As the policy was being developed, 

they worked to buffer against two main problems: (1) the lack of scientific evidence and (2) the 

lack of money.  

 Malawi’s Option B+ was not initially met with enthusiasm from the WHO. WHO policies 

are based on rigorous reviews of scientific evidence, consultations with experts, and randomized 

clinical trials. They are the gold standard of health policies. The problem with Malawi’s policy 

was that it was untested and not evidence-based. Implementing Option B+ would be to fly in the 

face of science. As Andreas Jahn (I-TECH) explains: “I think that most of the technical people 

who are on these panels, and I'm one of them, were most put out by the fact that Malawi overtook 

WHO in their wisdom…We basically said, ‘Stuff that. We can't implement that, so we'll do 

something else.’” Other scientists felt that Malawi was ignoring research studies that showed the 

efficacy of the WHO’s recommended approaches. By pursing a new policy, Malawi was not 

upholding values of evidence-based medicine. Lyson Tenthani (I-TECH) recalls an impassioned 
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speech at the WHO from one scientist working on combination therapy, asking the crowd “when 

are we going to use science to develop policy?” (Fieldnotes 2016.8.29).  

In addition, there were fears from scientists that Option B+ could disrupt ongoing 

randomized clinical trials. Because Malawi would give a segment of their population universal 

access to treatment, other approaches that were being tested could be perceived as substandard 

treatment. Andreas Jahn, who presented on Option B+ at a WHO Guideline Development Meeting, 

explains:   

It felt like a majority of the technical colleagues that were there were strongly opposed, 

and didn't think it was a good idea at all. I remember Lynne Mofenson, from UNC, who 

was I guess worrying about her PROMISE trial. Because there are all sorts of... I don't 

know if you're probably aware of this, but there were also the things that were all of a 

sudden called into question with this step to going to universal treatment. Well, all the 

follow-ups to the Balance Study. And so research interests and research grants were at 

stake because if WHO would have issued a recommendation to use Universal Life-Long 

Treatment...Then those studies, some of those arms…They would have to stop 'cause it 

would've been no longer ethical to offer what would be considered a substandard regimen 

to a subgroup in the trial population. So there were some real stakes [chuckle] at play. 

(Andreas Jahn) 

 

Consultants had a good understanding of the global health field and anticipated these 

concerns about scientific evidence. They had worked in HIV for many years, attended international 

conferences, and some were also technical experts on WHO panels. From the start, the HIV unit 

knew they would be “under the microscope” (Andreas Jahn). The implications of Option B+ were 
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obvious: “That, firstly, we’re stepping out of line with WHO recommendations, so we needed to 

do something to get the scientific support, and the rationale, laid out clearly in the open (Andreas).” 

One of the first decisions they made was to write an article explaining why they pursued their own 

policy. It was important to the HIV unit to publish in a high-ranking journal with notable co-

authors.  This would give Option B+ widespread visibility and credibility as a scientific idea. 

Zengani (I-TECH) explains: “It was crucial for us to get inputs so that it doesn't look like it's just 

something that we're just trying to do on our own. But it should be something that we know that 

other people have looked at, and they can... What word can I say? They can follow our thinking.”  

Their article was published in The Lancet, one of the leading medical journals, in July 2011 

just as the country was beginning to implement Option B+. In the list of authors were senior 

scientists in the HIV field, including Anthony Harries, Rony Zachariah (MSF), Wim Van Damme, 

Charles Gilks, and Rifat Atun. The article helped publicize Malawi’s policy innovation. As 

Zengani explains: “That Lancet paper really did us a lot of good. It brought a lot of people on 

board. 'Cause I think when people read they were saying, "Makes some sense." So they understood 

what we were thinking about and how we reached that decision to go to B+, yeah.”  

It was important for Malawi to provide evidence that Option B+ was a success. They 

needed to prove that their simplified approach was good for implementation and led to improved 

health outcomes. Since the start of the policy in 2011, the HIV unit collected data on women’s use 

of ART and outcomes for HIV transmission. Because consultants had updated the data system 

earlier, the HIV unit had a system in place and could begin right away. They would use their own 

operational data as evidence to counter criticism from the WHO. Within the first year, they already 

showed they were on the path to success. Zengani explains:  
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We were able to show, because I think in the first year alone were reduced transmission 

from about 35 to 13%, and that was just within a year, such a reduction. So already we 

were showing results from our own operational data that we were collecting with pregnant 

women. And that was good for us; we had to show that. Otherwise it would be termed a 

failure, [chuckle] and we’d be in real soup. People would come and say, “We told you 

thinks won’t work.” 

 

 The HIV unit also strategically negotiated with donors to provide funding for Option B+. 

While there is a major power imbalance between Malawi and donor agencies, consultants and 

other development partners within the country have experience working with donors and know 

how to push back. Malawi’s HIV program is dependent on donors – the overall program is about 

95% donor-funded, and their supply of ART treatment is 100% funded by the Global Fund. Donors 

did not initially support Option B+. Malawi’s Round 10 application to the Global Fund, which 

included Option B+, had been rejected. In order to start Option B+, the country would need to find 

a way to receive funding for procuring the additional ART, train providers, and add healthcare 

facilities as sites that provide HIV treatment (from 300 to over 600).  

 The HIV unit provided evidence of cost-savings and negotiated with Global Fund to 

repurpose previous funding for Option B+. Malawi was part of a 2009 WHO appraisal to assess 

the cost and feasibility of scaling-up ART. Using these findings, they calculated the cost of 

switching to a new regimen and scaling up treatment for Option B+. Malawi would need to switch 

to a pricier ART regimen (TDF 3TC EFV) because their previous one would not have been safe 

for pregnant women. They argued that while their policy would entail purchasing more drugs and 

using a more expensive regimen, it would still save costs in the long run. The projected cost to 
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purchasing CD4 machines or fixing the country’s broken ones for WHO policies would be quite 

high. In the end, their analysis showed that in terms of cost, their policy would not be significantly 

more expensive than WHO policies. As Andreas explains: 

[Option B+] was showing an enormous increase in the cost…A single dose Nevirapine is 

cheap. AZT Combination Prophylaxis is still less than a third of ART in terms of the cost, 

and it's time limited… And so, we had some struggles, but I think we estimated, we came 

to some estimate, of what it would cost us to scale up the CD4 Count Testing. And then, 

all of a sudden, it didn't appear so much cheaper to try and do the prophylactic options. 

And then, all of the other programmatic, and patient benefits, that came from 

simplification.  

 

In addition, the HIV unit argued that they would not need a new line of funding. Instead, 

they calculated the amount of funding left over from previous Global Fund grants and negotiated 

to reprogram their prior savings for implementing Option B+. From previous grants (about $100 

million a year), they were able to reprogram about $30 million from “non-implemented activities” 

to buy ART for pregnant women. While the new ART regimen was too expensive for the whole 

population, policymakers convinced the Global Fund to use repurposed funding to purchase the 

drug for a priority population – pregnant women. These negotiations with the Global Fund were 

crucial for getting Option B+ off the ground; without it, the policy would have remained only an 

idea.  

Malawi’s dependence on donors did not mean that they had no power to negotiate. Even 

though policymakers were not able to receive a new grant for Option B+, the Global Fund’s 

approval to reprogram savings had implications for future negotiations for funding. Global 
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institutions also have their own reputation to keep. The Global Fund, whose aim is to end HIV, 

cannot appear uncommitted to providing HIV services to patients. Whenever Malawi has gaps 

between grants, the Global Fund has approved applications for “bridge funding” so the country 

can continue to purchase HIV commodities – they cannot leave patients untreated. The biggest 

challenge for policymakers was convincing the Global Fund to approve the reprogramming. Once 

Malawi starts implementing their policy, there is forward momentum toward more funding. If 

Option B+ is successful in reducing maternal HIV transmission, it would be extremely difficult 

for donors to pull back without risking their own reputation. As Andreas explains: “Once we start 

this there's no turning back. So it was a real mortgage that they accepted at the time because they 

knew our next grant application will require continuation of so many more patients on ART.” 

Malawi’s policymakers knew the pressures donors would feel and were confident that they would 

be supported in the future.  

But the question is what's the alternative? I mean, take the foot off the accelerator, and try 

and slow down treatment scale up? … I think everybody has a fair amount of faith that the 

Global Fund cannot step back and say, "We don't fund you anymore." Not many will say 

that, but I think that's really what everybody feels. So, even though Round 10 failed there 

is a feeling that something will... The Global Fund cannot step away and say, "We let that 

problem stall." There are so many lives dependent on that funding, so they really have no 

choice. (Andreas) 

 

4. Global health field: opportunities for change 

Policymakers in Malawi were strategic with building a national consensus and international 

recognition for Option B+. But the extent to which they were able to act strategically was shaped 
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by the conditions of the broader global health field. Option B+ was developed at a time when the 

HIV field was changing. Evidence for new theories about HIV transmission were emerging; 

international organizations had new initiatives to scale up treatment; drugs regimens were 

changing. While Option B+ was intended to address a national problem, the design of the policy 

coincidentally spoke to new ideas in the HIV field. As much as Malawi’s policy was a concern for 

the WHO and other international organizations, it also provided a unique opportunity to 

empirically test emerging ideas. Rather than shut down Malawi’s policy, international 

organizations were open to seeing what happens.  

Option B+ coincided with two major changes in the global health field. The first was a 

2010 initiative from the WHO and UNAIDS, called Treatment 2.0, to increase access to HIV 

treatment. The initiative sought to “catalyse the next phase of scale-up in HIV treatment” with 

“radical simplification, innovation in drug design and diagnostics, renewed commitment and 

resources, and adapted delivery systems” (2011 WHO Treatment 2.0, Lancet comment). They 

called upon the global HIV community to find ways to make HIV drugs and diagnostic systems 

cheaper and simpler to use. This would allow them to come closer to their ultimate goal of 

universal treatment provision. Option B+ inadvertently spoke to the same goals – it was radical 

simplification and universal treatment for a segment of the population – but for different reasons. 

For Malawi’s policymakers, it was about addressing a national problem: their healthcare system 

could not handle more complex policies. Though with different motivations, Malawi and the 

WHO/UNAIDS aligned on a simplified method for providing HIV treatment.  

 Malawi’s implementation of Option B+ prompted broader discussions of its feasibility as 

a global recommendation. While the WHO criticized the policy for its lack of evidence, they could 

not shut down the idea. There were already a number of countries, including Rwanda and Uganda, 
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who were interested in moving toward Option B+ because of its simplified approach (WHO 2011, 

SUFA 1; EGPAF doc). The WHO saw Malawi’s Option B+ as an opportunity to collect evidence 

on the potential benefits and costs. They emphasized: “Most important, there is a need to 

understand if Option B+ is in fact offering the expected operational and programmatic advantages” 

(SUFA 1). The WHO would use Malawi as a test case – they “took advantage of what Malawi had 

already started” (Ellen Thom, WHO). Ellen Thom (WHO) explains: 

Then immediately after we had started implementing Option B+, WHO decided that we 

should document the process that Malawi followed…They knew that probably other 

countries would want to go the same route…And they should learn from the experience of 

Malawi: Where they did well, where they went wrong. So that was documented, and it was 

disseminated…I wouldn't say they were encouraging because they didn't know. That time 

it was not known what were the pros, and what were the cons of going that route. The 

WHO was simply saying we don't have evidence enough. 

The WHO, which normally only asks for a few updates and reports to the regional office, became 

very engaged with Malawi’s HIV unit. As Zengani describes: “So they were really following that, 

having discussions with us, how are you implementing it, how is it going, what are the defaulter 

rates, what are the issues that you’re getting, how is the integration going?” 

Option B+ also aligned with global interest to use HIV treatment as prevention (TasP). The 

theory was that ART reduces the viral load in HIV-positive patients, making it difficult, if not 

nearly impossible, to transmit HIV to others. Until recently, HIV prevention and treatment were 

separate domains. Prevention programs focused on behavior change strategies – such as the 

“ABCs” of abstinence, being faithful (monogamy), and condom use – to prevent sexual 

transmission and prophylactic drugs to prevent maternal HIV transmission. Treatment programs 
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focused on managing the health of individual patients on ART. Malawi’s Option B+ was the first 

instance in which treatment as prevention was put into practice. The country combined their ART 

and PMTCT program, and placed pregnant women on ART as a way to prevent children from 

getting HIV. While for Malawi’s policymakers the decision was practical, for international 

organizations and scientists the outcomes could provide evidence for “treatment as prevention.” 

The success of Option B+ was bolstered by unexpected research developments. The interim 

results of a major randomized clinical trial, HPTN 052, showed a surprising 96% reduction of HIV 

transmission amongst sero-discordant couples in the group receiving treatment – in other words, 

taking ART does prevent HIV transmission. After the release of HPTN 052 results, UNAIDS 

director, Michel Sidibé stated: “this breakthrough is a serious game changer and will drive the 

prevention revolution forward. It makes HIV treatment a new priority prevention option” 

(UNAIDS 2011, Treatment 2.0 news, groundbreaking HPTN results). While the trial did not 

provide evidence for maternal HIV transmission, there was a strong consensus for the theoretical 

benefits. As the WHO claims, the next step would be to address the “research gaps” in whether 

ART as prevention works for “other populations (other than serodiscordant couples) and those 

with other modes of transmission” (22).  

New developments in the HIV field gave Malawi’s policy entrepreneurs an opportunity to 

further legitimize their Option B+ policy. They could frame the policy as an instance of treatment 

as prevention. Rather than being about the interests of the Malawian state, Option B+ would be 

one instance of a global trend toward using treatment as prevention. As Zengani explains: 

Immediately after we started Option B+, these studies started coming out about test and 

treatment as prevention. And these were now adding more significance to what we were 

doing, because now there was even that TASP conference that was held in Vancouver 
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where they were looking at treatment as prevention. So we said, “this is exactly what we 

are doing, this is treatment as prevention.” And then the studies started coming up that if 

you put people on treatment you reduce their viral load, you reduce transmission. So there 

was a lot of, I guess, indirect evidence coming in after we had started implementing. So 

this was sort of like consolidating our position. (Zengani Chirwa, MoH/I-TECH) 

 

 

Conclusion: 

 This chapter described how Malawi developed and legitimized their policy innovation. The 

motivation for Option B+ came from the failure of WHO policies to control maternal HIV 

transmission. Their policy, to give pregnant women lifelong HIV treatment, was a practical 

solution that was tailored to the structure of their healthcare system. Policymakers’ strategies for 

building a national consensus and gaining scientific legitimacy internationally were important for 

the global recognition of their policy innovation. The findings emphasize the “social skill” of 

policymakers to speak to the interests and concerns of different groups of state and non-state actors.  

 The findings emphasize the role of international consultants in developing policy 

innovations. Rather than simply being carriers of global norms, international actors can also be 

embedded in the social world of local institutions, act according to local interests, as well as 

promote those interests to a broader international sphere. There was not a clear divide between 

state and non-state actors and their interests. In this case, I-TECH consultants were hybrid actors 

who were part of the social world of the international HIV field as well as embedded in Malawi’s 

state and healthcare institutions. This social position was important for developing and legitimizing 

Option B+. Consultants were strategic in how they created a national consensus – even though 
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they already developed the idea, using existing policymaking structures gave development partners 

the feeling that B+ was collaborate developed and something they had ownership to. Consultants 

were also strategic in how they built scientific legitimacy for their policy innovation, drawing on 

existing trends in the HIV field and publishing articles to promote their idea. The findings show 

the importance of intermediary actors between the global and local level. Their “social skill” – 

understanding of multiple view points and ability to motivate cooperation – can be a mechanism 

for changing global norms. 

 The findings complicate conceptualizations of power relations between international 

organizations and countries. Theories of global norms tend to use a top-down framework of power: 

international organizations and powerful countries set global agendas, and countries across the 

world comply to show legitimacy or because they depend on aid, loans, or trade. This case study 

highlights how power is contingent and that outcomes of diffusion are not always certain. There 

are tensions that exist within international organizations that can influence change. While the 

WHO, UNAIDS, and donors were critical of Option B+, in-country representatives of those 

organizations were supportive and advocated for Malawi’s policy against opposition from their 

headquarters. Their negotiations within their own organizations helped Malawi receive specialized 

funding (PEPFAR) to start implementation of Option B+. The findings also show how local actors 

can use their knowledge of the global health field to strategically pressure international 

organizations. While the WHO has scientific authority, policymakers knew that they did not have 

the power to actually stop countries from implementing other policies. Policymakers also 

pressured donors by threatening their reputation. Despite being dependent on donor funding, 

Malawi’s policymakers knew that if they were able to start placing women on HIV treatment, 

donors would not be able to stop their support without appearing as if they went back on their own 
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goals to fight the HIV epidemic.  

 The chapter described Malawi’s motivations for going against the WHO and pursuing their 

own policy for preventing mother-to-child transmission of HIV. This in-depth look at how 

policymakers responded to WHO guidelines shows the real-life implications and potentially 

negative consequences of adopting global policies. New institutionalist perspectives on world 

society present a sanitized view of policy diffusion – countries either adopt policies and implement 

them, or they produce “smoke and mirrors” by decoupling formal adoption with actual practices. 

But what’s behind adoption or decoupling are the well-being and lives of citizens. By examining 

the process of negotiating global policies, this chapter reveals the dilemmas that global policies 

can produce for state actors. In Malawi’s case, adopting WHO policies, knowing they could not 

implement them, would ultimately be detrimental to the health and lives of women and children 

in the country. Malawi’s policymakers described the many ways that WHO policies would not 

work in their healthcare system; WHO policies had previous failed to control maternal HIV 

transmission and would likely continue to fail. WHO guidelines are developed based on rigorous 

reviews of science, but as a general standard, they do not speak to the specificities of each national 

context. The pressures that countries face to adopt policies can mean adopting something they 

know may harm their citizens. 
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Chapter 2 

Therapeutic citizens and clients: Diverging healthcare practices in Malawi’s prenatal 

clinics 

 

Abstract: 

Global goals to eliminate childhood HIV have made pregnant women the centerpiece of new 

HIV policies. But in sub-Saharan Africa, HIV policies often fall on the shoulders of a limited 

body of healthcare providers working under constrained conditions. This article examines how 

HIV policies and the funding priorities of global institutions affect practices in prenatal clinics 

and the quality of healthcare women receive. Data consists of observations at health centers in 

Lilongwe, Malawi and interviews with providers (N=37). I find two kinds of healthcare 

practices. Donor-funded NGOs took on HIV services while government providers focused on 

prenatal care. NGOs practices were defined by surveillance, where providers targeted pregnant 

HIV-positive women and intensively monitored their adherence on drug treatment. In contrast, 

state-led practices were defined by rationing. Government providers worked with all pregnant 

women, but with staff and resource shortages, they limited time and services for each patient in 

order to serve everyone. With NGO support, HIV care was comprehensive; but with insufficient 

donor support for the health sector, prenatal care became a cursory process. This paper builds on 

concepts of therapeutic citizenship and clientship by exploring how global health priorities 

produce different conditions and practices of NGO and state-led care.  
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Therapeutic citizens and clients: Diverging healthcare practices in Malawi’s prenatal 

clinics 

 

Global institutions leading the response to the HIV epidemic set ambitious goals to one 

day see a future HIV-free generation. The global plan – “start free, stay free, AIDS free” – 

spurred efforts to eliminate mother-to-child transmission of HIV across sub-Saharan Africa. As 

UNAIDS claims, “every child deserves an HIV-free beginning (UNAIDS, 2018).” These efforts 

to eliminate childhood HIV have made pregnant women the centerpiece of new HIV policies. In 

2013, the World Health Organization recommended a policy called “Option B+.” The new 

policy would test women for HIV at prenatal clinics, and if a woman is found positive, she 

would immediately start lifelong HIV treatment. The policy is based on evidence that starting 

lifelong treatment early helps prevent women from transmitting HIV to children, and it provides 

them with long-term health benefits. Countries across sub-Saharan Africa have embraced this 

policy, and the number of women on HIV treatment is now quickly rising. But providing HIV 

services to pregnant women is not as simple as it may sound. In the global South, the 

implementation of HIV policies often falls on the shoulders of a limited body of healthcare 

providers working under constrained conditions. Sub-Saharan Africa faces some of the worst 

shortages of health workers and medical supplies in the world. While donors have been generous 

in funding HIV programs, very little of this funding addresses the general problems that 

healthcare facilities face.  

This article explores the impact of HIV policies on healthcare practices in local clinics. 

As countries do more with HIV care, we need to be cognizant of what unintended effects this has 

on HIV as well as other forms of service provision. While donor resources go to certain 
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conditions, healthcare facilities do not function in disease-specific ways. In resource-constrained 

settings, HIV interventions may divert providers toward HIV and away from the many other 

services for which they are responsible for (Ooms, Van Damme, & Temmerman, 2007). In 

addition, in order to understand the local impact of global health policies, we need to examine 

the role of different institutions. Humanitarian responses have transformed the healthcare 

landscape in low-income countries. Since the 1990s, there have been tremendous increases in 

donor funding and a proliferation of NGOs. Now, both state and non-state institutions are 

responsible for providing healthcare and social services. I draw on the concepts of “therapeutic 

citizenship” (Nguyen, 2010)and “clientship” (Whyte et al., 2013) – which describe how states 

and NGOs use biomedical categories to determine access to resources – to explore the different 

ways state institutions and NGOs deliver care and the impact it has on patients.  

How do new HIV policies for pregnant women affect healthcare services in prenatal 

clinics? What are the implications for women’s HIV and prenatal care? Findings are based on 

observations in health centers in Lilongwe, Malawi and interviews with healthcare providers 

(N=37). Global health priorities produce different conditions, practices, and outcomes of 

therapeutic citizenship and clientship. I find two kinds of healthcare practices emerge within the 

same prenatal clinics. NGOs took on HIV services while government providers focused on 

prenatal care. NGOs worked specifically with pregnant HIV-positive women. Their practices 

were defined by a regime of surveillance, where providers intensively monitored women’s 

adherence on drug treatment. For women, NGO programs offered higher quality care – through 

their monitoring, women received comprehensive HIV services and assistance with their health 

concerns. In contrast, government providers were responsible for all pregnant women. However, 

with insufficient donor funding for the national health sector, these providers worked in 
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conditions of constant staff and resource shortages. Prenatal care was defined by a system of 

rationing – government providers limited time and services for each patient in order to see all 

women. As a result, prenatal care was a cursory process, and women’s concerns about their 

health and pregnancy were often left behind.  

 

From therapeutic citizenship to clientship of global health 

The concept of biological citizenship provides a conceptual starting point for analyzing 

the exceptional status granted to HIV patients. Biological citizenship generally captures how 

biology, genetics, and illness are categories states use to determine legal or social membership as 

well as modes by which individuals claim rights and resources from the state (Epstein, 2007; 

Nguyen, 2010; Novas & Rose, 2000; Petryna, 2004). Rather than being universal, the state grants 

rights and resources based on biomedical criteria (Epstein, 2007). Medical screening for 

immigrants, for instance, allows “healthy” immigrants to enter and excludes those with 

“inadmissible” conditions like communicable diseases, addiction, and disabilities that the state 

deems undesirable (Lakhani & Timmermans, 2014; Rodriguez, 2006). In other cases, the state 

privileges people with certain illnesses for political recognition, residency, healthcare, and other 

social goods (Fassin & d'Halluin, 2005; 2009; Petryna, 2003; Ticktin, 2006). For instance, 

France’s “illness clause” gave undocumented immigrants with life-threatening illnesses the right 

to stay and receive treatment while others risked deportation (Ticktin, 2006). Biological 

citizenship is intertwined with inequality – using group-specific criteria to determine access to 

state resources inevitably privileges some over others. 

In low-income countries, the state can be even more selective. Nguyen (2010) uses the 

concept of “therapeutic citizenship” to describe a specific form of biological citizenship that 
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arises when states do not have the resources to guarantee healthcare and social security to all 

citizens. With limited capacity, the state only functions for specific disease groups. In Nguyen’s 

(2010) case, in the early years of the HIV epidemic in West Africa, the illness was treated as an 

exceptional condition. As the HIV treatment system was strengthened, it became the conduit for 

delivering medicine and social services, including food aid and school fees to HIV patients, 

which were unavailable to most people. Similarly, in post-Soviet Ukraine, people valued 

“illness” because the state provided social benefits like pension, healthcare, and education for 

children of people affected by Chernobyl radiation, whereas being “healthy” meant being left 

alone by the state (Petryna, 2003). With therapeutic citizenship, it is not only the marginalized 

that lack resources but all citizens – people become visible to the state only through illness. 

Today’s global health field provides an opportunity to build on concepts of biological and 

therapeutic citizenship. Neoliberal ideology guides the global health field and has transformed 

healthcare systems in low-income countries. Global health initiatives, financing, and programs 

follow an economistic logic that prioritizes solutions that are cost-effective and emphasizes the 

role of the market, rather than the state, as the distributor of social goods (Keshavjee, 2014; 

Sparke, 2017). Structural adjustment policies in the 1980s and 90s, for instance, cut government 

spending on primary healthcare and promoted the privatization of health services (Pfeiffer, 2013; 

Pfeiffer & Chapman, 2010). Much of the funding for global health since the 1990s has bypassed 

the state and gone through a proliferation of NGOs that offer a variety of health and social 

services (Koch, Dreher, Nunnenkamp, & Thiele, 2009; Morfit, 2011). In a neoliberal context, 

non-state institutions now have a prominent role in providing healthcare the state cannot. The 

humanitarian response to health problems in low-income countries creates a “government-by-

exception” (Nguyen, 2009), where global institutions have the power to describe, target, and 



 72

regulate populations. Large donors and international organizations, such as USAID and UN 

agencies, define health priorities and populations of interest (e.g. women, children, and orphans), 

and they fund international NGOs to design and implement programs (Swidler & Watkins, 

2017). Thus, rather than a package of care delivered through the national healthcare systems, 

there are separate state and non-state systems for providing health services to different 

populations (Meinert, Mogensen, & Twebaze, 2009; Pfeiffer, 2013; Prince & Otieno, 2014; 

Sullivan, 2011; Wendland, 2012).  

This division of healthcare between state and non-state systems creates new ways of 

defining inclusion and citizenship. In a landscape of NGO projects, Whyte et al. (2013) propose 

that “therapeutic clientship” emerges as a distinct way that NGOs target and treat certain groups 

of people.  First, the term “client” implies service-minded actions. Rather than providing a one-

time exchange, NGOs often enroll clients for long-term programs, emphasizing continued 

dialogue and enduring provider-client relationships. Second, the way people negotiate access to 

NGOs resembles a patron-client relationship. Patients enter into a contractual relationship with 

NGO providers where they can receive healthcare and other resources, but in exchange for 

something NGOs need such as participation in HIV counseling sessions, adherence to 

medication, or telling compelling narratives about illness and treatment (Biehl, 2007; Burchardt, 

2015; Cataldo, 2008; Meinert et al., 2009; Nguyen, Ako, Niamba, Sylla, & Tiendre ́be ́ogo, 

2007; Richey, 2012). NGO programs echo neoliberal principles where patients are consumers of 

a product. Healthcare is not a right for all citizens but a service given by (patron) organizations to 

those who are eligible and in the know (Biehl & Petryna, 2013). Finally, for “therapeutic 

clients,” there is no central organization like the state to make claims to. With the multitude of 

NGO programs, people often do not know which donors, pharmaceutical companies, or 
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international agencies are ultimately responsible for the healthcare they receive (Patterson, 

2015).  

 This article builds on existing research by examining the components of therapeutic 

citizenship and clientship. State institutions and NGOs both use biomedical categories, but they 

define and manage populations in different ways. They rely on different resources, technologies, 

monitoring systems, and actors. They have different practices that are guided by different goals 

and rationales, and they ultimately have different implications for patients’ health. By exploring 

the components, I not only describe the ways state and NGO programs deliver care, but I also 

analyze why practices look the way that they do. Metanarratives of neoliberalism become 

codified in the way global health projects are conceived, financed, and ultimately implemented. 

The components of therapeutic citizenship and clientship reveal the mechanisms through which 

macro-structural processes come to affect everyday clinical practices, often in unexpected ways.  

 

Background: HIV exceptionalism  

HIV is a good case to study the implications of neoliberal global health projects and the 

practices of state institutions and NGOs. Global health financing has predominantly taken a 

“vertical approach,” where resources are targeted toward specific diseases and plans, operations, 

and monitoring systems are separate from government systems. HIV is an exemplary case of 

this. HIV has dominated the global consciousness and become the largest disease-specific 

program in the global health field. Funding for HIV increased more than 12-fold since the early 

1990s, rising from 213 million to 2.6 billion in 2005 (Shiffman, 2008). By the end of 2015, the 

Global Fund received 33 billion in contributions (Global Fund 2017). This far exceeds funding 

for other public health concerns. In contrast to HIV, funding for systemic issues like health 
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sector development and population and reproductive health has stagnated since the 1990s 

(Shiffman, 2008). In addition, HIV receives more funding than diseases that have a similar 

impact on illness and death (Esser & Bench, 2011; MacKellar, 2005; Ravishankar et al., 2009; 

Shiffman, 2006). For instance, while the global disease burden for HIV and acute respiratory 

infections are similar (30% and 26%), about 50% of direct donor funds goes toward HIV while 

only 2.5% goes toward respiratory infections (Shiffman, 2006).  

Health policy scholars have debated the implications of treating HIV as an exceptional 

condition. On the one hand, HIV helped develop the global health field, spurring substantial 

commitments from major financial institutions and foundations like the World Bank and Bill & 

Melinda Gates Foundation (Brandt, 2013). Funding for health has increased overall, quadrupling 

from 2.8 in 1992 to 11.1 billion in 2005 (Shiffman, 2008) and reaching 31.3 billion in 2013 

(IHME 2017). But on the other hand, focusing on HIV may blindside the field from addressing 

other problems. Keeping HIV programs separate from government systems essentially creates a 

parallel healthcare system next to an already existing one. However, by funding diseases and not 

governments, national healthcare systems remain impoverished and struggle with shortages of 

resources and providers (England, 2007b). Despite talk of “health system strengthening,” there 

has been little increase in actual funding for the public sector (Hafner & Shiffman, 2013; 

Marchal, Cavalli, & Kegels, 2009). Some argue that the myriad of global disease-specific 

programs further strain the healthcare system (England, 2007a; Ooms et al., 2007). This research 

contributes to health policy debates by providing a grounded description of the impact of HIV 

exceptionalism on clinic activities. By comparing HIV and prenatal care, I show how global 

health priorities shape local conditions for providing care and can create unique challenges for 

different groups of providers. 
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Context and methods:  

Malawi is a small and poor country in Sub-Saharan Africa where most people live under 

the global poverty line of US$1.25 dollars a day (UNDP, 2014). The country is severely affected 

by the HIV epidemic. It has the 9th highest HIV prevalence rate in the world with 10% of their 

adult population infected (World Bank, 2014). Maternal and childhood mortality rates are also 

high. According to modeled estimates, maternal mortality in Malawi is the 13th highest in the 

world with 638 deaths per 100,000 live births (World Bank, 2014). Rates of neonatal and infant 

mortality are also troubling – out of 1,000 births, there are 22 deaths within 28 days and 45 

deaths within 1 year (World Bank, 2014). In addition, women do not always have enough 

nutrition during pregnancy. 13% of children are born with low birthweight, which puts them at 

higher risk for illnesses, developmental delays, and death (Bank, 2014).  

In 2011, Malawi developed a policy, called Option B+, for preventing mother-to-child 

transmission of HIV. The policy places pregnant and breastfeeding women on lifelong 

antiretroviral therapy (ART) as soon as they test positive for HIV, whereas previously women 

were only eligible for ART at a specific clinical stage of the disease. Policymakers embraced the 

idea of using treatment as prevention – starting pregnant women on lifelong ART would prevent 

HIV transmission to her unborn child and her future children. The policy incorporated HIV 

testing and treatment into routine prenatal care. Because most women in Malawi attend prenatal 

services, the clinic would be a strategic site to identify and enroll women on HIV treatment. In 

the first quarter of the policy change, there was a 748% increase in the number of women on 

treatment, rising from 1,257 to 10,663 (Chimbwandira et al., 2013). Currently, 20% of all 

patients on ART are pregnant women (Jahn et al., 2016).   
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My research took place in three health centers in Lilongwe, Malawi during May – 

September 2014 and June – September 2015. I observed a range of services at prenatal and ART 

clinics, including health education lectures, prenatal services, HIV testing and counseling, ART 

initiation, and enrollment into NGO programs. I also interviewed the healthcare providers who 

worked there (N=37). I included Ministry of Health nurses (N=14) and clinicians (N=2) and 

NGO community health workers (N=21). The interviews were conducted in English; they lasted 

about 1 hour and took place at the health centers when providers were on break or off duty. 

Providers were asked questions about their work responsibilities, provision of Option B+, 

interactions with patients, resource constraints at the facility, and feelings toward their work. 

Ethnographic and interview data provide an insider’s view of clinic activities. We see different 

healthcare practices as well as understand how providers experience their work, and thus, why 

things work the way they do. Interview transcripts and observations were coded in Atlas.ti, and 

themes were developed throughout the process of data collection, analysis, and writing. Ethical 

approval was granted by the Institutional Review Board at the author’s university and the 

University of Malawi – College of Medicine. 

Health centers in Lilongwe are a good site to study different models of healthcare. As a 

major urban area, there is a high concentration of NGOs that work alongside state facilities, 

which provides an opportunity to compare the practices of state and non-state providers within 

the same clinical setting. Urban areas are also important because of the density of HIV patients 

that live there – HIV prevalence is higher in Lilongwe than in surrounding rural areas (NAC, 

2015). My field sites, however, are not representative of Malawi’s health facilities. Rural regions 

do not have as much NGO support and face more severe health worker and resource shortages. 

Challenges with resource constraints would be more striking and affect a range of services, 
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including HIV care. Despite this, the study makes an important contribution by providing a 

grounded description of clinic activities and first person narrative of how providers experience 

HIV policies and primary healthcare.  

 

Therapeutic clientship of HIV care: 

With financial support and regulation from global institutions, the conditions for 

providing HIV services in Malawi differed from other aspects of healthcare. Donors provided 

about 95% of the resources for the Malawi HIV/AIDS program. Since the start of the HIV 

treatment program in 2003, The Global Fund has committed close to 700 million for ART and 

programs that support prevention and treatment of HIV. Global institutions also managed the 

supply of HIV materials within Malawi. Donors insisted on using their own procurement and 

supply chain management system rather than relying on the government’s system run by the 

Central Medical Stores. Like many low-income countries, Malawi struggled with managing 

medical supplies, and facilities frequently had stock outs of various drugs, laboratory equipment, 

and other materials. For HIV, UNICEF buys treatment and distributes it to facilities through 

private warehouses and trucking companies. The Global Fund also strictly monitors HIV drug 

supplies. On a quarterly basis, a supervision team counts the number of patients on treatment and 

the stock of ART in all facilities to show that donor-funded materials are properly managed and 

to predict the future amount of drugs needed at each site (Schouten et al., 2011). Although public 

healthcare facilities struggled with resources, there have been no major stock outs of ART in the 

country – providers consistently had the technologies needed to diagnose HIV infection and to 

treat HIV-positive patients. 
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 NGOs also provided a separate workforce to help implement the country’s HIV policies. 

In the health centers where I conducted my research, NGOs took on almost all aspects of HIV 

care. There were two NGOs – Baylor’s Tingathe program and Mothers2Mothers – dedicated to 

helping women start and stay on HIV treatment. I focused on the Tingathe program, which had 

more staff and responsibilities at the clinic. The program hired community health workers to 

support clinic services for preventing mother-to-child transmission of HIV and pediatric HIV 

care as well as to follow clients at their home for continued counseling (Kim et al., 2012). 

Mothers2Mothers had similar goals, but they employed local women living with HIV, called 

“mentor mothers,” to counsel fellow HIV-positive women. At the prenatal clinic, both NGOs 

provided health education lectures, group counseling to prepare women for HIV testing, and one-

on-one counseling for women who are found HIV-positive. In addition to counseling, Tingathe 

staff conducted HIV testing for all women at the prenatal clinic and HIV-exposed children 

starting at 6 weeks until they were about 2 years old and no longer at risk for maternal HIV 

transmission. Workers from the Tingathe program also provided infrastructural support at the 

ART clinic. They took vital signs for women and children, matched patients’ personal records 

with ART mastercards from clinic files, entered data into electronic systems, organized patient 

flow, and distributed nutritional supplements. Outside the clinic, both NGOs followed-up with 

women in their homes to provide additional treatment support.  

 

Regime of surveillance: 

  The defining characteristics of NGO practices were shaped by broader trends toward the 

“pharmaceuticalization of public health” (Biehl, 2007) where healthcare centers around 

pharmaceutical distribution. International organizations, donors, and activists embrace ART as 
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the magic bullet that can be used to not only treat existing patients but also to prevent the spread 

of HIV to others. In a pharmaceutical context, having HIV is not the problem; rather, the 

boundaries between normal and deviant health behavior lies in whether one uses drug treatment 

to manage their illness (Ecks 2006; Persson 2015). In the maternal healthcare setting, 

pharmaceuticalization had a distinct temporal component. Women became the proxies for their 

children’s health; they needed to use drug treatment if countries were to achieve global goals of a 

future HIV-free generation. In this context, NGO practices were defined by a regime of 

surveillance around women’s adherence. Their services were geared toward finding HIV-

positive women, making sure they start ART, and monitoring their treatment use to protect 

children from HIV infection.  

NGO programs were not about serving all women, but about finding pregnant or 

breastfeeding HIV-positive women to enroll in their program. NGOs searched the health centers 

for their target population. They found most of their clients at the prenatal clinic. Through 

“provider-initiated testing and counseling” (PITC), all women receive an HIV test as part of their 

routine prenatal care unless they choose to opt out; but because few women know they have a 

choice, HIV testing in practice has become compulsory and almost all pregnant women are 

tested (Angotti et al. 2011). NGO staff often conducted the testing at the prenatal clinic. Once 

they found an HIV-positive woman, another staff member who works as the “escorter” would be 

waiting outside of the testing room to escort her from the prenatal clinic to the NGO office. Even 

in the short distance from one department to the other, NGOs cannot risk an eligible woman 

leaving the clinic without enrolling in their program. NGO staff were thorough in their search. 

While they found most clients at the prenatal clinic, they also searched other departments to 

catch any potential clients they may have missed earlier. At the Under 5 clinic, where women 
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would bring their newborns for vaccines, NGO staff stood outside to check women’s health 

passbooks for their HIV status before they leave the clinic. Others visited the outpatient or TB 

department to check the passbooks of women who appear eligible for their program, i.e. women 

who are pregnant or with an infant. If they found anyone who is HIV-positive and pregnant or 

breastfeeding, they immediately escorted her to their office for enrollment. By checking other 

departments, NGO staff found women they may have missed at the prenatal clinic, or those who 

recently transferred from another facility or had “defaulted” from treatment. 

 Once NGOs found pregnant HIV-positive women, they needed to convince them to start 

treatment. Counseling was a main component of NGO surveillance. Following global standards 

for confidentiality and consent, counsellors took a “non-directive” approach –  rather than telling 

women what to do, they give them the possible choices and implications (Moyer, Burchardt, & 

van Dijk, 2013). These choices, however, are not neutral but rather normatively charged. While 

women were seen as autonomous patients who make their own treatment decisions, it was the 

NGO provider’s role to guide them toward the “right” decision of taking ART. HIV-positive 

women received an extensive amount of counseling. Before HIV testing, women go to a group 

counseling session on the basics of HIV, the testing procedure, and how to interpret results. If a 

woman is found positive, she would then have a one-on-one session with a provider to discuss 

starting drug treatment. Individual counseling sessions often lasted at least 30 minutes. NGO 

providers listened to women’s reaction to their diagnosis and elicited concerns about HIV and 

starting ART. Receiving an HIV diagnosis and a prescription for lifelong treatment was often 

distressing news for women, and not everyone wanted treatment right away. As a site supervisor 

explains:  
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You know, they’ll always react because this message is not simple. They will react. 

Some, they cry…Yea, we still keep watching them and see what they are doing. And 

there comes a time whereby they’re now ok. Once we see that they’re ok, we ask how 

they feel. And, we share their feelings. (SS009, 8/15/2014) 

 

During counseling sessions, NGO workers emphasized women’s responsibility to take 

treatment for the sake of their children. Counseling turned the “therapeutic gaze” onto patients 

themselves, asking them to analyze their own health behaviors and assume responsibility for 

their choices (Burchardt, 2009; Moyer et al., 2013). In the maternal healthcare setting, being a 

responsible mother meant undergoing HIV testing and treatment; refusing to do so would mean 

that one does not want a “normal” child (Vernooij & Hardon, 2013). Counselors explained the 

biological mechanisms of HIV and how women put their children at risk for HIV if they are not 

on treatment. As one provider describes: “It’s like we make them understand about the immune 

system...what happens with this HIV virus when it enters into the body, they go against the same 

immunity that makes you better (CHW008, 8/17/15).” By discussing the biological mechanisms, 

providers also show how ART can stop the process of HIV transmission, and thus why women 

need treatment. One provider explains: 

For helping to guide what is supposed to be done…at this stage, like for example you are 

pregnant, you understand that unborn baby can get infected…what can be done better to 

prevent that child to be infected is you to start ARV’s. So ARV’s help your CD4 to be 

boost up and make the virus to be small. So if the virus is small and chances of that infant 

to get infected is small, so at that time you have prevented your child not to get infected 

(CHW004, 8/7/15) 
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In addition, NGO providers argued that mothers had a moral responsibility to take treatment. As 

one provider says: “when she tests positive, she must start ARVs even before consulting her 

husband…because she’s the one carrying the baby (CHW012, 8/31/15).” Children were the 

innocent victims of their mother’s HIV infection. Regardless of women’s relationships and 

conditions at home, she is the one with HIV and therefore the only person responsible for her and 

her child’s life. One provider explains:  

So we give hope to the mother, and we also enlighten to her you are also having a baby 

and the baby is innocent. Had it been that the baby had an opportunity to speak for 

herself, we would have given medication to the baby. But because the baby cannot speak 

for herself, you are the right person. Can we work together so that we can protect the 

baby not to get the virus? (CHW007, 8/13/15) 

 

NGOs also intensively monitored women’s use of drug treatment over time. Every 

woman in the program has an assigned NGO worker who visits them at home on a monthly 

basis. In order to prevent transmission, women should take treatment every day until their child 

is 2 years old and presumed no longer at risk for contracting maternal HIV. NGO providers 

monitored women’s adherence by counting pills. During each visit, they counted their clients’ 

pills to see if the number left in the bottle corresponds with their last appointment day at the 

clinic. Counting pills was an important part of home visits – they were an objective measure of 

clients’ adherence over time. One provider explains:  

I must visit there, mainly we do pill count to see if she is taking medication correctly. I 

have to check the pill count, and I have to correlate with the dates when she is coming 

back. If she is adhering to the medication, I have to encourage her just to keep on taking 
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medication. I have to highlight more on PMTCT (prevention of mother-to-child 

transmission), that if she is adhering to the drugs that means ‘I am protecting my baby.’ If 

she is [not] adhering to [it], she is putting the baby at risk. On top of that, she has to 

understand if she is not taking the right drugs, she is putting her life at risk. (CHW008, 

8/17/15)  

 

NGO workers also checked women’s adherence when they came to the clinic for refills 

of ART. The providers who were taking vital signs ask women if they brought their bottles and 

counted pills for those who did. Another stayed inside the patient consultation room to check 

women’s records for any missed appointments. If women missed doses of medication, NGO 

workers notified her assigned community health worker to follow up with her at home. The site 

supervisor explains: 

For example, let’s assume I’m the one who is there, and I find a client for Chimwemwe. 

Then I will say, “Chimwemwe, there was this client for you. She has poor adherence. So 

it was like this like this, the nurse says you have to go and keep supervising or monitoring 

the adherence.” …Yea so it’s like we’re updating whatever was in the clinic. Yea, so 

those people in the room, mostly they are there to check if these clients have got issues 

which we need to share [with] the community health workers who are following them at 

home (SS009, 8/15/14). 

Women with poor adherence were put on “maximum supervision.” NGO workers would visit 

their clients frequently, as much as once a week, to counsel and convince them to start treatment 

again. Since women were responsible for their child’s health, they would also be the ones to 

blame if her child were positive. As one provider explains: “If they start on their own, they know 
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it’s them who consented to start taking ARVs…So if they default they know it is their own fault 

not somebody’s fault (CHW014, 9/7/15).”  

Therapeutic clientship entailed surveillance practices that extended from the clinic and 

into women’s homes to produce “responsible” and adherent mothers. But surveillance did not 

necessarily mean a complete and repressive form of biopower. While on the one hand these 

practices disciplined women for not taking medication (Mattes, 2011), on the other, the intense 

monitoring and involvement in women’s lives had positive spillover effects for the quality of 

care women received. NGO providers made sure that women received all necessary HIV 

services, went to their appointments, got refills of medication, tested their children, and received 

laboratory results. They communicated with women, gave detailed explanations about their 

condition, and answered any questions they had. And, because women had regular visits from 

providers, they built close relationships with their assigned NGO worker. Throughout my 

fieldwork, it would be common to see NGO workers talking with their clients at the clinic or 

joking around with their children. As one providers says, “because we know our clients 

better…So it’s like there’s a good connection between the community health worker and the 

client. Of course, the doctor just meets them during the clinic, but for us, it is a routine 

(CHW011, 8/31/15).” Women felt more comfortable talking about their health problems with 

their assigned NGO worker than nurses and clinicians at the clinic. Because of their closer 

relationship with clients, NGO workers acted as a liaison and helped their clients navigate the 

healthcare system. They talked to nurses and doctors on their client’s behalf, helped them pick 

up lab results, escort them to various services, and so forth.  One provider explains: 

So we are here to observe our patients, to know how they go in the clinician, and to 

maybe... because some of them are shy to speak on their problems.  They can tell me that 
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I’m having this, this problem.  If I ask them, the clinician, maybe she’s not comfortable.  

I’m supposed to escort the patient to the doctor when it’s clinic day so that maybe if she 

has or he has forgotten the issue, I can speak on her behalf. (CHW001, 8/28/14) 

 

Therapeutic clientship had distinct components – separate supply chains, providers, target 

populations, practices, and quality of care. Funding HIV as a vertical disease-specific program 

created a parallel system of healthcare within state facilities. The conditions that NGO providers 

worked in was a marked contrast from the government providers who worked throughout the 

health centers. With a separate supply chain, HIV materials were always available, and with 

NGO support, there was a separate group of providers dedicated to HIV care. NGO providers 

could intensively monitor their clients because they had the technologies and manpower to do so. 

NGO practices also reflect recent trends in the global health field toward pharmaceuticalization 

and using “treatment as prevention.” In the context of maternal healthcare, NGO work is defined 

by surveillance of women’s adherence on drug treatment in order to prevent children from HIV. 

While these surveillance practices placed a moralizing pressure on women to take treatment, they 

had a positive spillover effect in the quality of care clients received from NGO providers. 

However, only a specific group of pregnant HIV-positive women could benefit. Therapeutic 

clientship entailed extensive service provision but was social limited – NGOs provide intensive 

care but for a very limited population.  

 

Therapeutic citizenship of prenatal care: 

 While NGO and government providers worked in the same clinic, they labored under 

different conditions. In contrast to HIV care, there was little outside assistance for Malawi’s 
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struggling health sector. Malawi has one of the worst health worker shortages in the world. 

While the WHO recommends at least 230 healthcare workers per 100,000 people, there are only 

34 workers per 100,000 in Malawi (NEPI, 2016). Only 13% of facilities have sufficient staff 

(MSH, 2010). Short-term efforts to solve the workforce shortage have not led to significant 

improvements. A sub-grant from The Global Fund for health system strengthening successfully 

provided HIV training to healthcare workers, but it did little to increase the overall number of 

providers. By the end, only 23% of nursing positions were filled (Global Fund 2014). While 

providers may become better versed in HIV services, fundamental problems with the health 

workforce go unaddressed. In the health centers, there were sometimes more NGO workers 

dedicated to pregnant HIV-positive women than there were nurses and doctors for the entire 

health center. One site, for instance, had 18 NGO community health workers and only 15 

government doctors and nurses. 

 Malawi also does not have a strong system for managing medical supplies. Malawi’s 

Central Medical Stores faced cumbersome World Bank procurement procedures, staff shortages, 

poor warehouse management, and insufficient funding to purchase a “buffer” supply of drugs 

(Mueller, Lungu, Acharya, & Palmer, 2011). Many facilities reported stock outs of essential 

medicines. For instance, only 27% of facilities had sufficient supply of Cotrimoxazole – a drug 

that treats acute respiratory and other infections – and only 24% and 22% of facilities had 

enough Benzathine-Penicilline and Erythromycine – oral antibiotics used for many conditions 

(Mueller et al., 2011). In my fieldwork, HIV materials were always available, but there were 

many instances when other drugs or supplies were out of stock. For instance: broken x-ray 

machines (6/13/14); no reagents for lab machines (7/14/14); no reagents for hemoglobin tests 

(9/18/15); women doubling up on beds in the maternity ward (9/15/15); no running water 
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(9/1/15); no standing scale (9/2/15); no fuel for the ambulance (9/15/15); broken sterilizer for 

surgical tools (9/15/15); broken microscope bulbs (9/18/15); no amoxicillin (antibiotic) 

(8/27/15). Donor emphasis on HIV created an uneven distribution of healthcare workers and 

medical resources. Without NGO support, challenges with staff and resource shortages were felt 

more acutely by government providers delivering prenatal care. 

 

Rationing prenatal care: 

Global health priorities produced a particular kind of therapeutic citizenship. As NGOs 

target particular populations, the state is now responsible for the residual populations that are not 

global priorities. Unlike Nguyen’s (2010) earlier conceptualization, where the state only 

functions for certain disease groups, here the state functioned for a broader population but was 

limited in other ways. Government providers worked with all pregnant women. However, in 

conditions of constant shortages, state-led care was defined by a system of rationing. Providers 

followed their own logic of social equity – services were about providing some to all. Rationing 

was an improvised response to the conditions of local healthcare facilities. While service 

providers everywhere improvise, it is perhaps accentuated in the African context where resources 

are scarce and conditions are constantly changing (Livingston, 2012).  

Because of staffing shortages, providers could not devote enough time to prenatal care. 

Almost all government providers described times when they felt alone in their work and spread 

too thin. Without enough staff, each doctor or nurse took on the work of several providers. As 

one nurse describes: “instead of having 4 midwifes on duty we have only 1 or 2, who are 

supposed to do the same job which was supposed to be done by 3 or 4 midwives (N014, 

9/15/15).” Nurses often had to multi-task and work between different departments.  
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If we have shortage of staff, then that means here we have one person allocated to two 

places. You have to be available at labor ward, you have to be available at ART, then you 

have to come here and see the patient, you have to go there, you have to run up and down 

and then by the end of the day you might be doing wrong things. (N013, 9/4/15) 

Global health campaigns sometimes exacerbated this staff shortage. In addition to unexpected 

sickness, travel, or leave, government providers were called away to train for new programs. 

During my fieldwork, the male circumcision campaign took out providers for two weeks at a 

time, leaving additional work for those who remained at the clinic.  

 Government providers limited time with each patient so that every woman could be seen. 

At the prenatal clinic, there could be close to 100 women waiting for services but only one or 

two nurses working. It was important for nurses to finish the line of patients “in good time.” 

Providers often worked continuously without a break or eating lunch. As one nurse describes: 

“we work under pressure so that we can finish the queue, so sometimes it is difficult to spend 

much time with one patient because you just feel there are a lot of patients waiting outside 

(N009, 8/28/15).” The logic was simple – the more patients there are, the faster one works. One 

nurse explains, “while you go in sites, you just see you are 2 against 250, so you just increase 

your pace. You cannot take time with one patient (N009).” Nurses also worked quickly because 

they did not want to send women home without being seen. They explained that some women 

travel long distances to reach the clinic, so it was better to see women quickly than to risk 

sending them back without services. 

Usually what happens is in our setting, Malawian setting…For a mother to go to 

antenatal clinic, it’s a challenge. Some come far away, from a distance away. So you 

keep them for a long time, then definitely they will not come back during the next day of 
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the ANC visit! So we try to squeeze time, of course. It’s like the care we give, we 

squeeze in, yea. Which is not okay, but for them to come back… (N008, 8/24/15) 

 

In addition to limiting time, nurses limited which prenatal services they provided. 

Because facilities had frequent stock outs of supplies, government providers did not have the 

materials needed to give all recommended prenatal services. Nurses focused on palpations and 

distributing anti-malarial and worm medication. But other tests that are important for catching 

problems like anemia, pre-eclampsia, and other risks for adverse maternal and infant outcomes 

were not done, such as vital signs, blood pressure, syphilis test, hemoglobin, and urine protein 

tests. Without the supplies, providers could only give basic rather than holistic prenatal care. As 

one nurse says: 

I can say we have limited resources.  Because these women are not receiving the care that 

they are supposed to. We don’t have a weighing scale, we don’t have BP (blood pressure) 

machine…When we are talking of a holistic approach, they are supposed to have their 

blood tested for syphilis. We don’t have the agents. And these women, they are supposed 

to be checked for HB (hemoglobin) and urine protein…[But] we are just doing women 

who are in need of that… But when we have all the resources, [all of] these women, they 

are supposed to be checked for all these things (N003, 9/2/14).  

Privacy was another aspect of holistic care that providers could not give. Clinics had limited 

space to accommodate the growing number of patients in Malawi’s urban centers. Providers 

adapted by using space efficiently, sometimes adding more beds to consultations rooms. This, 

however, created other problem for patients. As one nurse describes: “We have got two beds, 
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which is not okay. There’s no privacy, one lady is there and one woman is there, we palpate this 

one 3 minutes going, another comes in, this is not ok (N012, 9/4/15).”  

 The pressure to work quickly and accommodate all patients took a toll on the limited 

workforce. Providers felt overwhelmed by the amount of work and number of patients they 

needed to keep track of. As one nurse says: 

Once the mind is full – and you have to think of this client, you have to see this one, you 

have to see this one – to some extent, we can omit or we can neglect some other things 

that are supposed to be done…I was there alone, I worked during the night, and I had also 

worked during the day. So, I was like dozing, or I couldn’t remember to do this other 

thing, or there’s too much work for me to do. So I couldn’t do everything I was supposed 

to do (N014, nurse, 9/15/15)  

Many providers felt burnt out and unmotivated to work. They were very tired at the end of the 

day and did not look forward to coming the next day. As one nurse says: “when you are 

knocking off, you are tired, you feel headache. But you just accept it (N010, 8/28/15).” Another 

similarly says: “when coming in the next day you are like, ‘my God, I am going to work.’ We 

don’t enjoy most of the time. We just say I am supposed to work, let me just go to work (N013, 

9/4/15).” 

 In the end, rationing time and services diminished the quality of prenatal care that women 

received. While a woman can spend over an hour on HIV care, she spends just a few minutes 

with prenatal services. Prenatal care was a cursory process – government providers worked like a 

well-oiled machine that efficiently swept women through each service. A typical visit entails a 

flurry of activity. The nurse calls a woman in from the waiting area and tells her to lie down. She 

massages the woman’s abdomen to check the progress of the pregnancy and position of the baby, 
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and if the woman is further along, she uses a wooden funnel to listen for the fetal heartbeat. At 

the same time, a clerk is filling in data on the electronic system. She yells over to the patient for 

her age, residence, and other demographic information. After the physical exam, the nurse sits 

down to document the visit in the facility’s paperback record book. Barely looking up, she hands 

the woman her health passbook and gives her a few pills. Without much explanation, she tells 

her to swallow the pills with some water from a bucket by the door on her way out. The next 

woman comes in. (Fieldnotes, 9/15/14) 

 In this fast-paced environment, women’s concerns about their pregnancy and health were 

often left behind. Providers felt that they did not have time or energy to explain the services and 

medications they were giving. As one nurse describes: 

You need to explain to a patient that has come to your facility, and they need to go back 

home satisfied that they have received the care…it’s not just dispensing the drugs, they 

need an explanation, they need to know what they are suffering from, what they can do to 

get better, or what they can do to maintain their health conditions. But because when you 

are tired, and you have that long queue, you only give maybe 2 to 3 words, just to counsel 

in a few seconds. And the person goes back without full information from the facility. 

(N012, 9/4/15). 

It was also difficult for women to raise their health concerns to nurses. Nurses moved quickly 

from one task to the next and did not elicit questions from patients. Unlike HIV counseling 

provided by NGOs, there was little dialogue between providers and patients during prenatal care; 

interactions were mostly instructions for women to come in, to lie down, to take a pill, to leave, 

and so forth. One nurse describes: “In terms of maybe counseling, maybe sometimes they fail to 

ask somethings; they cannot ask or they are not free to say it because we are doing it fast (N007, 
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8/19/15).” Moreover, nurses often discouraged women from asking questions. When women did 

interject to ask questions, nurses often responded in a disparaging way, saying something curt or 

yelling back. As one nurse says: “It happens sometimes, maybe you are tired, maybe the clients 

are not cooperative, you become emotional as well. Maybe you say something you didn’t mean 

just because you are tired and someone maybe provoked you (N011, 9/3/2015).”  

Therapeutic citizenship was also shaped by the broader field of donor priorities. Unlike 

the global spotlight of HIV, the national healthcare system fell in the shadows of the global 

health field (Prince & Otieno, 2014). State-led care functioned under conditions of scarcity, 

where there were not enough people or equipment to provide comprehensive healthcare. 

Rationing care was an improvised response to these conditions. Women did not receive high 

quality prenatal care, but not because government providers are neglectful people.  Rather, with 

insufficient donor support, state facilities did not have the means to provide the same kind of 

intensive monitoring for pregnant women as NGOs could for HIV-positive women. Government 

providers could barely keep up with basic care, let alone take time to communicate with patients, 

ensure that they complete all prenatal visits, and track their progress during pregnancy. Thus, 

therapeutic citizenship for all was diluted, becoming a weak form of inclusion. Rather than 

exceptional care for a target population, state-led care was about providing limited services to all 

citizens. However, fast consultations and incomplete service provision mean that problems that 

cause adverse maternal and infant outcomes might not be caught in time. 

 

Conclusion:  

My findings show two types of healthcare practices within the same clinic. NGO and 

state-led care were distinct in many ways: they had different resources, staff members, target 
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populations, practices, and in the end, outcomes for patients. NGOs took on HIV care, and their 

work was defined by a regime of surveillance around women’s drug adherence. They targeted 

pregnant HIV-positive women to enroll in their program, provided extensive counseling to 

convince them to take ART, and intensively monitored their adherence until their child was two 

years old and thus no longer at risk for maternal HIV transmission. Women could benefit from 

NGO surveillance – providers made sure their clients received comprehensive HIV services, and 

they developed close relationships and helped them with a variety of health concerns. 

Government providers were relieved of some HIV services and focused on prenatal care. 

However, under constrained conditions, state-led care was defined by a system of rationing. 

Unlike the intensity of NGO surveillance, government providers limited time and services for 

each woman in order to serve everyone. As a result, women received cursory prenatal services, 

and their concerns about their pregnancy and health were often left behind.  

The findings show how NGO and state providers in the same clinic worked under very 

different conditions. HIV care was an enclave within state facilities struggling with severe staff 

and resource shortages. Nationally, resources for HIV and the national health sector were kept 

separate, and on the ground, NGOs provided a dedicated workforce for HIV care while 

government providers managed all other services. These parallel working conditions we see on 

the ground, however, are the result of decision-making and governance from far beyond 

Malawi’s healthcare institutions. Neoliberal ideology guides the way global health is financed. 

Global institutions predominantly use “vertical” or disease-specific approaches and rely on 

NGOs rather than state institutions to implement programs.  This approach reflects an 

economistic logic that values austerity and accountability – funding particular diseases, like HIV, 

yields maximum returns on investment and leads to measurable reductions in morbidity and 
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mortality (Sparke, 2017). “Horizontal” approaches, where funding would support national 

healthcare systems, are deemed financially unsustainable and thus often left to the side (Ooms, 

Van Damme, Baker, Zeitz, & Schrecker, 2008). In a neoliberal context, a financialized 

“governmentalization of living” (Wahlberg & Rose, 2015) emerges: calculations of health, life-

years, and economic productivity determine which health issues receive a spotlight and which 

are left behind as “neoliberal realms of programmatic blindness” (Keshavjee, 2014). Areas of 

global attention and inattention create a bifurcated healthcare system on the ground, where 

priority conditions like HIV function separately from the rest of the health sector (Prince & 

Otieno, 2014; Sullivan, 2011). 

This research also shows how the neoliberal-driven financing of global health projects 

produces new forms of governmentality by state and non-state institutions. Therapeutic 

citizenship and clientship entailed distinct techniques, quality, and intensity of governmental 

practices directed at almost the same population. NGOs have taken a prominent role in 

implementing global health projects. The findings show that, for certain populations, NGOs have 

replaced the state as the main distributor of social goods. HIV care was a kind of “government-

by-exception” (Nguyen, 2009) that, not only operates outside of state institutions, but also has 

taken over governance that the state was once responsible for. In a context of 

pharmaceuticalization (Biehl, 2007), NGO practices were geared toward finding all HIV-positive 

women and producing adherent clients (Mattes, 2011; Vernooij & Hardon, 2013). NGO 

providers relied on a range of techniques – searching clinics to find their target population, 

counselling, monitoring pill counts, tracking adherence over time – to make sure women started 

and stayed on ART. These surveillance practices were intensive and extended from the clinic and 

into women’s homes. With donor support, NGOs had the resources and manpower to govern the 
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health of HIV-positive women. In contrast, state healthcare practices were characterized by a 

lack of governmentality. Pregnant women who did not have HIV received cursory care; they 

were not counseled on prenatal care; their health was not monitored over time; and once they left 

the clinic, they were no longer the responsibility of the state or NGOs. The divestment of 

resources from the state to NGOs takes away the ability of state institutions to govern the health 

of their citizens. With little outside resources for health systems, state providers did not have the 

means to monitor the health of women and children.  

 The promise of global health projects to provide care and relieve suffering takes place 

under conditions of inequality and exclusion. Global health priorities carve the patient population 

into clients of NGOs or citizens of the state. In this context, the concept of biological citizenship 

is perhaps more accurately described as “bio-inequality” (Fassin, 2009) or “biological sub-

citizenship” (Sparke, 2017), where patient populations experience different degrees of 

enfranchisement/disenfranchisement and inclusion/exclusion. Findings show the limits of both 

therapeutic citizenship and clientship for people’s lives. Therapeutic clientship entailed extensive 

service provision but was extremely limited in its inclusion. While NGOs offered higher quality 

care, only a specific group of pregnant and breastfeeding HIV-positive women could benefit. 

And these benefits were short-lived. In the maternal healthcare setting, women’s use of treatment 

was a means of ensuring a future HIV-free generation; thus, women were visible to NGOs only 

while they were at risk of maternal HIV transmission. Moreover, in an era of pharmaceutical 

approaches, women needed to be good pharmaceutical clients who managed their condition with 

drug treatment (Ecks, 2006; Persson, 2015). Women who refused or stopped treatment were 

blamed for putting their children at risk and disenfranchised from the benefits of NGO programs, 

becoming another residual population for the state. In contrast, while therapeutic citizenship was 
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socially inclusive, with limited state resources, citizens received few health benefits. In the 

global health field, neither citizens nor clients are truly enfranchised. Patients can turn to NGOs 

for health and social services the state cannot provide, but inclusion is inevitably incomplete and 

uncertain – it depends on the changing interests of global institutions. While the state was now 

responsible for all citizens left out of donor priorities, inclusion loses its meaning when there is 

little the state can actually provide. 

This research also contributes to debates in the health policy field about the unintended 

effects of HIV exceptionalism. Despite the billions poured into HIV, relatively little of this goes 

into healthcare systems, and problems with health worker shortages and drug stock outs persist 

throughout much of Africa (Hafner & Shiffman, 2013). Exceptional funding for HIV buffered 

NGO providers from these problems. But these systemic problems were deeply felt by 

government providers. Providers were burnt out and unmotivated to work, and they sometimes 

took it out on their patients. Health centers were also constantly short of certain medicines and 

supplies, which made it difficult for providers to perform necessary services or prescribe their 

drugs of choice. State-led care could not live up to international standards, but not because 

Malawian doctors and nurses are neglectful people, but rather because the conditions did not 

allow for good healthcare. But even for HIV patients, the exceptional resources targeted toward 

this condition was not a panacea that transformed their lives. As Moyer and Hardin (2014) note, 

the very fact that HIV treatment is available makes it exceptional in resource-constrained 

contexts where most other kinds of medical services are lacking. While HIV patients have access 

to treatment and specialized programs, many challenges in their lives remain the same. Patients 

struggle with other diseases, hunger, food insecurity, poverty, and generalized uncertainty. These 

problems can hinder the success of HIV programs. HIV patients have a harder time starting and 
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staying on treatment when they are dealing with other health problems and social and economic 

challenges (Cataldo, 2008; Kalofonos, 2010; Zhou, 2016).  

In the end, where money goes impacts patients. Donor funding priorities implicitly place 

value on human life – people with priority diseases receive higher quality care while the rest 

settle for good enough. Strengthening the healthcare system will be important for the future of 

public health in resource-constrained countries. By focusing on specific diseases, we may be 

leaving behind the building blocks of healthcare. As Keshavjee (2014) argued, healthcare needs 

a resource base; without it, medical practice inevitably becomes ad-hoc and neglectful of those in 

need. This is not to say that we need to reduce HIV funding or eliminate organizations like 

UNAIDS so that it equals the rest of the healthcare system. Rather, the success of HIV programs 

shows us what is possible for healthcare in general. For instance, pregnant women would also 

benefit from additional counseling, testing for potential complications, and nutritional 

supplements that HIV-positive women receive. Like others, I argue that strengthening healthcare 

systems and targeting high-burden diseases are not mutually exclusive projects (Ooms et al., 

2008). Africa needs more health workers, expanded health education systems, improved 

supervision and staff management, healthcare training, and better working conditions. More 

attention and resources for healthcare systems would benefit all patients regardless of whether 

they have a donor-priority condition. 
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Chapter 3 

Pharmaceutical possibilities: how access to treatment shapes perceptions of HIV 

and marital relationships in Malawi 

 

Countries across Africa are increasing access to HIV treatment for pregnant women. In 

2013, the WHO recommended a policy called Option B+: women would be tested for HIV at 

prenatal clinics, and if found HIV-positive, would immediately start lifelong treatment. The hope 

is that treating pregnant women will prevent HIV transmission to her children. Moreover, 

women are encouraged to bring their partners with them as part of a campaign for “male 

involvement” in prenatal care. Men, too, would be tested for HIV and potentially placed on 

treatment (if his condition has advanced to a certain degree of severity). Underlying these recent 

global health initiatives is a broader shift toward using treatment for preventative purposes. 

Rather than seeing treatment and prevention as separate domains of HIV care, they would now 

be combined under the broad umbrella of HIV treatment.  Taking treatment reduces the amount 

of HIV virus in a patient and therefore makes it difficult – to nearly impossible – to transmit to 

others. Thus, testing and placing women and her partner on HIV treatment is not only good for 

their own health, but also has the potential to stop the spread of HIV to children and other adults.  

 The logic of treatment as prevention exemplifies the “pharmaceuticalization of public 

health” (Biehl, 2007). Having HIV and preventing its spread are defined as medical conditions 

that require a pharmaceutical solution – antiretroviral therapy (ART), drug treatment for HIV. 

But this way of understanding HIV was not always the case. ART for a long time was not 

available in the global South, and preventing HIV was a matter of managing one’s personal 

behavior – using condoms, reducing number of sexual partners, and more informally, gossiping 
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and conducting “social autopsies” of the health and sexual networks of community members 

(Watkins, 2004). How a human or bodily condition is defined is not inherent to the condition 

itself. Social forces such as the power of the medical profession, pharmaceutical industry, and 

social movements drive medicalization and pharmaceuticalization (Bell & Figert, 2012). In the 

global South, the priorities of donors, international agencies, and the global market influence the 

extent to which people are “medically made up” (Rose, 2007). 

 Changes in the way bodily conditions are defined are not just a matter of semantics; they 

shape the social meaning and experience of those conditions. In the US, for instance, the 

medicalization of ADHD transformed childhood behaviors into a medical diagnosis; the de-

medicalization of homosexuality transformed a pathology into a natural way of being and form 

of identity (Conrad & Angell, 2004). Pharmaceutical approaches to HIV have potential to change 

the way people perceive HIV, and as a sexually transmitted illness, how they pursue sexual and 

romantic relationships. Even as early as 2003, the WHO urged donors to finance ART, 

promising that increasing access to treatment will not only treat the condition but also lead to 

changes in attitudes – “denial, stigma, and discrimination will be rapidly reduced” (Zuch & 

Lurie, 2011, p. 564). With treatment, HIV would no longer be deadly or infections, but an 

ordinary chronic condition (Persson, 2012). Patients would not have a “spoiled identity” and can 

interact with others and pursue life projects, like marriage and childbearing, like any other 

person.  

 This chapter examines how new HIV policies affect the way people in Malawi perceive 

the condition and how couples manage their relationship in light of it. To what extent does 

pharmaceuticalization normalize HIV and the effect that HIV has on romantic relationships? 

This chapter draws on in-depth interviews with HIV-positive women and their partners (N=31 
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couples). I argue that new HIV policies for women advance a pharmaceutical model of 

healthcare that has changed the social meaning of HIV. HIV testing, disclosure, and taking 

treatment has been re-medicalized and increasingly detached from prior associations to love, 

trust, and fidelity. Through Option B+, HIV testing became a routine part of prenatal care – 

women were required to test and often encouraged to bring their husbands to test with them. 

Because testing was often done together – either on the initial visit or after women’s initial 

diagnosis – disclosing one’s status no longer carried the weight of revealing a secret about 

oneself. Finally, with the test-and-treat approach, previously separate decisions for testing, 

disclosing, and taking treatment happen all at once. Once one is diagnosed with this “problem”, 

the “solution” is immediately presented – ART. Increasing access to treatment, especially for 

women, affect show couples conceptualize the cost of HIV within one’s relationship. While in 

the past, being with a spouse or sexual partner who was HIV-positive carried serious 

implications for sickness and death, the consequences of being with someone HIV-positive today 

is relatively minor. With treatment, HIV is neither infectious nor deadly. For many couples, their 

relationship – the time together, love, and family – outweighed the importance of HIV. 

 

Literature: 

Pharmaceuticalization: 

This chapter generally examines the impact of pharmaceuticalization, and whether and 

how drug treatment transforms the social meaning and experience of illness. 

The concept of pharmaceuticalization generally refers to the way various human 

conditions are redefined as problems that require drug treatment (Bell & Figert, 2012). Drugs can 

be framed as the solution to an array of medical and social problems. They are the “magic bullet” 
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that promises to “not only treat and prevent diseases, but to manage an ever-expanding catalogue 

of ‘risks’, resolve problems of everyday life, and optimize cognitive, sexual or physical 

performance” (Persson, 2015, p. 382).  In the HIV field, the scale-up of ART is perhaps the most 

striking example of what Joao Biehl (2007) calls the “pharmaceuticalization of public health 

(Biehl, 2007).” The WHO, donor organizations, NGOs, and AIDS activists embrace ART as a 

magic bullet solution – the drug saves those dying of AIDS, and it prevents the further spread of 

HIV.  

 In a context of pharmaceuticalization, ART not only aims to control illness but also its 

social meaning. Drug solutions aim to “transform” and “normalize” conditions, and in so doing, 

“transform bodies, identities, and socialites” (Persson, 2012). HIV treatment has the potential to 

redefine patients from diseased and infectious to ordinary and non-infectious. On ART, HIV 

patients no longer face a death sentence; instead, they experience HIV like a chronic condition 

where they take drugs to manage the risk of future health problems. In addition, consistent use of 

treatment can reduce a patients’ viral load to a point where it becomes nearly impossible to infect 

others. As Squire (2010) argues: “If HIV-positive people, HIV-affected people and people at risk 

of becoming HIV positive can be treated and protected by western medicine, they turn into 

regular, unremarkable citizens, just like anyone else. HIV itself becomes part of a broad group of 

medically treatable and preventable ‘chronic’ illnesses” (Squire, 2010, p. 407-8). Patients would 

experience HIV as “self-regulating, healthy citizens,” who monitor their health with treatment, 

nutrition, exercise, and so forth (Squire, 2010, p. 408).  

 Pharmaceuticalization changes the definition of marginality. The boundaries between 

normal and marginal no longer lie with having a disease, but whether or not one takes drugs to 

manage their condition (Ecks, 2006) (broader literature on medicalization describing the 
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transformation of human conditions into sickness). In a context where public health and 

consumer culture focus on biomedical fixes and magic bullets, “pharmaceutical citizens are 

enticed to correct their affiliation and improve themselves by utilizing ‘technologies of 

optimization’ (Rose 2007, cited in Persson, 2015, p. 382). For instance, with couples in 

Australia, “safe sex” was redefined as taking ART and having “undetectable” viral loads 

(Persson, 2015). HIV was not the problem so much as drug adherence and viral load status. But 

an emphasis on drug solutions has a dark side. Pharmaceutical approaches promote new models 

of treatment inclusion “that redefine some segments of the population as disposable” (Biehl, 

2007, p. 1086). As Nguyen et al (2011) argues, the push for us ART as prevention “re-

medicalizes” the condition and potentially blames the victim for public health outcomes. “In 

order for biomedical intervention to work at a population level, individuals must not only be 

compliant, but also accept potential risks to their physical, psychological and social health” 

(Nguyen, Bajos, Dubois-Arber, OʼMalley, & Pirkle, 2011, p. 292).  

In general, this chapter explores to how pharmaceuticalization impacts the meaning and 

experience of HIV. Does the availability of ART, and in particular the shift toward using 

treatment as prevention, bring about a corresponding shift in “HIV corporeality,” i.e. the lived 

experience of illness?  

 

The social meaning of HIV: from fatalism to treatment optimism 

In the early years of the epidemic, HIV/AIDS was seen as a death sentence. While 

infections began in the 1980s, treatment did not become publically available in much of Africa 

until the mid 2000s. For nearly two decades, people watched those around them become sick and 

die of AIDS. Attitudes toward HIV during this time was characterized by fatalism and 
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uncertainty (Conroy, Yeatman, & Dovel, 2013). HIV was a new disease that was distinct from 

other sexually transmitted illnesses people had become familiar with. While transmitted in the 

same way, HIV was lethal and could not be treated as other STIs could. Some felt that HIV 

would eventually kill everyone: “it seems that God wants to destroy the whole world with that 

disease” (Kaler, 2009, p. 356). Without treatment, there was little hope. Once someone became 

infected with HIV, their life was deemed to be over – patients were in a liminal state waiting for 

their death (Kaler & Watkins, 2010). In addition to fatalism, people felt a deep uncertainty 

regarding their risk for HIV. Unlike other STIs, HIV has a long delay between infection and the 

appearance of symptoms. Moreover, in the early years, access to HIV testing was extremely 

limited. In Malawi, only 10% of the population had access to VCT (voluntary counseling and 

testing), and most testing sites were in urban rather than rural areas where most people lived 

(Anglewicz & Kohler, 2009). Few could actually confirm their HIV status. It was difficult to 

know one’s status and the status of others, as well as what one should do to prevent themselves 

for being infected.  

The dangers and uncertainties of HIV transformed everyday life and the way people 

viewed their romantic/sexual relationships. Social life revolved around assessing who might have 

HIV. Everyone talked about HIV– who died, of who may be positive, how to avoid it; there was 

little silence or denial of the illness. Information about HIV diffused quickly within social 

networks. In Malawi and Kenya, for instance, almost everyone talked to their own spouses and 

someone else in their network about HIV (Kohler, Behrman, & Watkins, 2007). People 

developed their own heuristics for gauging risk of HIV infection. Without access to testing, 

villagers relied on subjective assessments, or “social autopsies”, that combined knowledge of 

someone’s physical symptoms and their sexual history (Watkins, 2004). Social autopsies were 
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elaborate. Symptoms associated with HIV included weight loss, diarrhea, skin disease, and 

importantly, the failure to respond to other treatments. And, through gossip in the village, many 

could describe chronological narratives of the sexual partners of people suspected to have died of 

AIDS as well as the deceased partners’ partners and their current health status (Watkins, 2004, p. 

680). People also made self-assessments of their status based on their past and current sexual 

behaviors and the perceived behaviors of their partners. Young men in Malawi, for instance, 

often believed they were HIV-positive if they had extramarital affairs, traveled frequently, or 

enjoyed their time with “bar girls”(Kaler, 2004; 2009). 

These social assessments of people’s HIV statuses became an important factor in how 

women and men navigated their romantic/sexual relationships. While global health campaigns to 

prevent HIV inundated Africa since the 1980s, the Western emphasis on the “ABCs” – 

abstinence before marriage, being faithful to one’s spouse, and using condoms – were contrary to 

cultural understandings of relationships, sexuality, and trust (Esacove, 2010; 2012). In Malawi 

for instance, sexual satisfaction is considered a central part of relationships and is talked about 

openly. People understood epidemiological modes of transmission. For instance, 92% of women 

and 95% of men in Malawi knew that HIV is sexually transmitted and that one cannot tell who 

has the illness by looking at them (Anglewicz & Kohler, 2009). But they did not agree with 

global strategies of prevention.  

Under the threat of HIV, women and men developed their own strategies for avoiding 

infection. Careful partner selection was a main strategy for men. Men felt that their primary risk 

for HIV came from their sexual affairs (Kaler, 2009). They often used their social networks to 

find out which potential partners seemed healthier and have “safer” sexual histories (K. P. Smith 

& Watkins, 2005). For instance, a plump married woman may be seen as a safe choice for an 
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affair since her weight signals physical health and her married status signals that she has few 

sexual partners. Men also reduced the number of affairs they had; having one extra-marital affair 

was a reasonable way to reduce risk of HIV while still maintaining the “joys of sex” (Watkins 

2004). Women, in contrast, felt that their primary risk for HIV came from their partner and his 

affairs (Anglewicz & Kohler, 2009; Zulu & Chepngeno, 2003). One of their strategies is to 

encourage partners to be faithful – this was often brought up diplomatically, framed as a way for 

both to avoid HIV and to protect children so they do not grow up as orphans  (Zulu & 

Chepngeno, 2003). Another strategy for women was divorce. Although divorce is more difficult 

because of joint assets and children, it was seen as a socially legitimate way for women to avoid 

infection (Kaler, 2009). Village chiefs and community members often agreed that women should 

not stay “for love” when their life and the life of their child are at risk (K. P. Smith & Watkins, 

2005; Watkins, 2004).  

While the early years were characterized by fatalism, uncertainty, and concern and 

intense social monitoring of people’s status, today’s attitudes toward HIV appear more 

optimistic. The public availability of ART has transformed HIV from a death sentence to a 

manageable chronic condition. Now, people in general believe that ART works and allows 

patients to maintain their health and to look and lead “normal” lives again (Conroy et al., 2013). 

HIV-positive patients also feel more comfortable telling others of their status and are less 

burdened by shame and fears of abandonment (Anglewicz & Chintsanya, 2011; Zuch & Lurie, 

2011). The increase in social support groups at clinics or in villages gave patients a sense that 

they were not alone. In addition, “life projects” like marriage and childrearing could now be 

resumed because people no longer fear sickness and death from AIDS (D. J. Smith & Mbakwem, 
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2007). Treatment has thus weakened prior links between HIV and disfigurement and death, and 

it has also allowed people to hope and make plans for future goals.  

This chapter describes how couples today make sense of an HIV diagnosis. Does the 

availability of treatment change the way people think about HIV and thus how they navigate 

their romantic relationships? In an era of treatment optimism, how do women and men assess 

risk and balance their concerns for health and a desire for romantic relationships? 

 

Method: 

Data for this chapter consists of interviews with HIV-positive couples who started ART 

treatment through Option B+ (N=31 couples). Respondents were recruited from two health 

centers in Lilongwe, Malawi in June – August 2016. With the help of a Malawian research 

assistant, we asked patients at the ART clinic if any women there had started ART through 

Option B+ and would be interested in participating in a study. Women who were interested were 

asked to inform their partners; if both wanted to participate, they would come together to the 

clinic at a later date for an interview. Couples were interviewed separately so that responses 

would be confidential and so they could feel free to speak about their spouse and relationship. 

The interviews took place at the health centers in a quiet and private location. They were 

conducted by a Malawian research assistant in the local language of Chichewa. Interviews lasted 

about 1 hour each. Women and men were asked questions about their HIV diagnosis, their 

reaction to their own status and that of their partner, discussions about their status, how their 

relationship changed (if at all), their decisions about their relationship, and their use of treatment.  

Interviews were recorded and later transcribed in Chichewa and translated to English.  
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 Most couples were sero-concordant, meaning both husband and wife are HIV-positive 

(24/31), though some were sero-discordant where the woman is HIV-positive but her husband is 

not (7/31). Most patients were on treatment – all HIV-positive women and most HIV-positive 

men (4/24) were on ART by the time of the interview (these were a few cases where men had not 

yet qualified to start ART). 32 people were in their first marriage while 30 were in the 2nd or later 

marriage. Respondents came from an urban setting. The level of education may be higher than 

rural areas of the country.  

 

Findings: 

1. Medicalization of testing and disclosing HIV status: 

New HIV policies for women advance a pharmaceutical approach to health. Pregnant 

women need to be tested and start treatment right away in order to prevent transmission to her 

child. Moreover, men are encouraged to be a part of this process. “Male involvement” campaigns 

aim to bring women’s partners to the prenatal clinic to be tested together (either in the initial or 

subsequent visit after women are initially diagnosed). Men’s involvement supposedly helps 

women stay on treatment; and they would be tested and potentially put on treatment as well. 

Note that male involvement is not really about involving men in prenatal care. The emphasis is 

getting men tested for HIV – “involvement” in their wives’ pregnancy means HIV testing.  

These health policies are based on the idea of using treatment as prevention – taking ART 

prevents transmission to children and other sexual partners. Rather than behavioral campaigns 

like using condoms, reducing sexual partners, not having concurrent partners, testing and placing 

positive women and men on ART will reduce their viral load and therefore prevent the spread of 
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HIV. Through pregnancy, women and (to a lesser extent) men are encouraged to test and be 

treated for HIV. 

New HIV policies for women structured testing and conversations of disclosure in 

particular ways. With Option B+, HIV testing has become a routine aspect of prenatal care. 

Almost all respondents knew that women are tested at ANC and, if positive, would immediately 

receive ART. The policy was known as “pompo pompo,” meaning right away. While technically 

women can opt out of HIV testing, few know this option and instead viewed testing as 

compulsory. As routine prenatal care, HIV testing for women took on medical meaning and was 

detached from questions of fidelity. Conversations about HIV often began after a woman’s trip 

to the prenatal clinic. Women often framed their disclosure in medical terms – the provider tested 

for HIV and prescribed ART, and asked that husbands come into the clinic for testing. 

Testing, for women, became a medical procedure detached from its meaning for romantic 

relationships. While an HIV diagnosis may raise questions for a couple’s relationship, the act of 

testing itself is no longer romantically meaningful. HIV interventions carry symbolic meaning 

that are embedded within a social and cultural milieu. As a voluntary practice, HIV testing in the 

past was often problematic within marriages because it went against ideals of trust, love, and 

intimacy (Conroy 2014). Bringing up HIV testing symbolized mistrust and deception – either 

one has engaged in affairs that would warrant testing or suspects their spouse of doing so. In 

contrast, with new policies for PITC (provider initiated testing and counseling), HIV testing for 

women is simply routine medical care – a necessary first step before receiving prenatal services.  

Since these days every pregnant woman whether she likes it or not she has to what? To 

get tested, so that she should know her status, so that the child she is expecting should 

what? She should be able to take care of the baby she is expecting. (C10) 
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Routine HIV testing for women structured the way couples disclosed their HIV status to 

one another. In most cases, women were the first to test and disclose. Many described a similar 

story. They went to the ANC for their pregnancy, and while they were there, providers tested 

them for HIV. After women were found positive, a counselor spoke to them, gave them their first 

bottle of ART, and told them that they needed to bring their husband to the clinic for testing. 

Women often told their husbands about their status that evening or a few days later. Many 

wanted to create a calm atmosphere and began the conversation after cooking and eating dinner. 

Women’s disclosure centered around medical instructions that providers gave. Couples described 

this first conversation mostly as procedures done at ANC and instructions given by providers for 

more HIV testing. Kilineti says: 

I explained it on the same day. When we arrived in the afternoon we sat down, we ate 

nsima in the evening, and we went to sleep and I explained it to him: ‘I told you that I 

went for antenatal care. So I have come back from antenatal care, what they said was 

such and such.’ ‘Ah, you have been found HIV positive?’ I said ‘yes.’ ‘Uh-huh.’ ‘So they 

have said that we should choose a day and you should find time and we both go there so 

that they should give you a blood test.’ So a week had passed and we went there on the 

second week and he was tested (C19). 

Men also anticipated these discussions. It is widely known that women are tested at ANC, and 

men can sometimes tell that something has gone awry after their wife’s clinic visit – she might 

look upset, is more quiet than usual, or is not eating. Vincent describes how he anticipated HIV 

infection:  
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So she still had fear that ‘how will I start this?’ So I realized that this person went for 

antenatal care, maybe something has happened. She took almost one hour before she had 

explained it to me. I just saw that she sort of wanted to cry, eh. So I told her that ‘you 

should tell me, I am your husband. What has happened?’ (C17m) 

 

The prenatal care visit provided a neutral entry point and script for both women and men 

to talk about HIV infection. As a routine procedure, there is no admission of wrongful behavior 

or suspicion of one’s spouse. Focusing on hospital procedures helped women who were nervous 

about disclosing their status start the conversation with their husbands. Ruth, for instance, 

broached the subject of HIV by talking about her ANC appointment even though it happened 

months ago. She says:  

They forced me at the hospital that I have to what? To get tested because I am pregnant, 

[I: Ehe?!], so I was found with HIV so I what? I received the ARV’s, [I: Ehe!], so I did 

not tell him that I had been taking the drugs for a month, no, I just told him as if I had 

received them recently. (C24) 

Women’s ANC visit also was a way for men to disclose their own HIV status. In a few cases, 

men had been found HIV-positive earlier. They may have gone to a clinic because they were sick 

or just wanted to know their status (“to know about my future”, C5m). But it was difficult to 

bring up the subject with their wives. Men too, not just women, were scared of how their partner 

would respond. Thomas knew he was HIV-positive when he married Amina, his second wife, 

but did not disclose until after she found out her status at the prenatal clinic. He explains: 

Oh alright, aah I told her because of the way we loved each other. I told her that am not 

ok. I was found with such problem. Yes, but she was the one who started explaining this 
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when she went to the Antenatal clinic. Yes, that was when she said ‘I have such a 

problem, but how is this possible?’ Then I said, ‘aah I was just mixed up, I didn’t tell 

you, I have that problem.’ Yes, so we just discussed and come up with a way forward, 

that was when we agreed that we should just be living together. (C23m) 

 

HIV policies for women affected the meaning of testing within marriage as well as how 

and why men tested for HIV. The medicalization of HIV testing for women spilled over to their 

partners. While there is no equivalent of provider-initiated testing (PITC) for men, their testing 

fell under the purview of medical authority once their wives became pregnant. Some men went 

immediately with their wives to the prenatal clinic for testing. Radio campaigns for “male 

involvement” with prenatal care tell men to accompany their wives – women who come with 

their spouse are able to go first in line, a major incentive given that women can easily spend half 

a day waiting to be seen. John explains his reason for testing:  

What made me go for testing was that women are counselled through the radio that 

husbands need to escort their wives for antenatal care…So when I escorted her, and they 

said that we need to be tested for HIV and AIDS. So when we were tested we were found 

HIV positive. That was when my wife started receiving medication I started receiving 

medication three months after she had started; that was when the nurses told me to start 

receiving, indeed. (C20m) 

In most cases, men went with their wives after her diagnosis. Rather than testing alone, which 

can raise suspicion in marriage, testing together with one’s wife as part of prenatal care similarly 

detached testing from its association with fidelity for men. New HIV policies for women altered 

the experience of testing and disclosing for men. HIV testing was no longer a private experience 
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– men found out about their status with their wives at the prenatal clinic. Moreover, men no 

longer disclosed – their status was automatically told to their partner by the nurse or counselor 

who did the HIV test. Men did not need to broach the subject of HIV with their wives or find a 

way to reveal a secret about themselves. In this medicalized setting, disclosure was no longer 

relevant for men.  

For both women and men, testing became increasingly detached from questions of sexual 

behavior, fidelity, trust, and suspicion. Women were required to test as part of new HIV policies; 

and their partners were instructed to come to the clinic to test together with their wives. This also 

changed the experience of disclosure. Women’s diagnosis at the prenatal clinic was often the 

entry point to discussions about HIV. Disclosure centered around medical instruction, and for 

many couples took place at a hospital with a counselor or nurse. Moreover, the experience of 

testing together eliminated the disclosure process -- rather than disclosure per say, which implies 

revealing something private about one’s self, couples were simply given one another’s’ diagnosis 

by a provider. 

 

2. Responding to HIV: avoiding blame and emphasizing uncertainty 

While testing has become a routine medical procedure, an HIV diagnosis still carries 

symbolic meaning for love, trust, and fidelity. One of the initial reactions to HIV that women and 

men described was concern about what their partner might say and whether he/she will stay in 

the relationship. Women and men made sense of their status by thinking about their own past and 

the behaviors of their partners. But as ART has become increasingly available – for women, 

universally available – the cost of a partner’s sexual history or infidelity is significantly lower. 

HIV infection is no longer a matter of life and death. Sexual history is something that couples 
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discuss after HIV infection rather than before (or sometimes not at all). While women and men 

might have their suspicions, in conversation, they emphasize the uncertainty of the cause of HIV 

infection and avoid blaming one another. Maintaining a good relationship and avoiding 

arguments were more important knowing the source of infection.   

After their diagnosis, women and men looked to their past to try to make sense of how 

they became HIV-positive. Some had a vague timeline that something happened in the past that 

may explain their current infection. Especially for those who had not been tested before, a 

number of things might explain HIV infection such as past promiscuity, a past partner who 

seemed sick, an unfortunate instance of rape during childhood. Towera, who tested positive her 

first time, searches the past for a possible answer. She explains: “Since I was young I was very 

reckless in my life. Most of my friends were boys. I liked chatting with boys, but not much with 

girls…So I realized that because of how I was living in the past...” (C21). Similarly, Felix also 

talks about his past and how it could have been any partner – this time or that time – that led to 

infection. 

So it like you are also coming back and remembering where you started. So I was just 

living a doubting life, like was it that time [I: Ehe], or that time. Yes, this can happen 

[Both laugh], you know what boys do [I: Alright], since you can sleep with different 

people without protection [I: Mhum], mmm. (C18m) 

 

Others, however, had a more concrete timeline for infection. HIV testing is now 

commonplace in Malawi. Most respondents (especially women) had been previously tested – 

because of pregnancy, being sick, an NGO program in the village, or just wanting to know. By 

the time they were found positive, it was not their first test. Their results gave them the time 
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frame in which infection occurred. Mercy explains why she felt surprised when she heard her 

status: 

Because when you are in a youthful marriage right? It’s like you trust each other. And 

also the fact that I had been tested before and was negative, I got married and had a kid. I 

was not expecting to be found with this problem, eh! (C2) 

Lawrence also questioned his status. While he had been “reckless” before, he never tested 

positive until after marrying Mary. He says: “Yes, I was doubting because had been reckless 

before. But I was saying that if I am HIV-positive, I would see the results there” (C22m). Mervis 

explains her double surprise when she found out she was HIV-positive after years of being 

uninfected, and that her husband was HIV-negative. She says: 

Because I was alright previously. When I took the test this other visit I was found HIV 

positive. And I wasn’t doubting at the time I was coming. But I went to the hospital and 

they said ‘you, the wife, are HIV positive, the husband is HIV negative.’ So I was 

surprised there. (C12) 

 

While previous testing gave a timeline for infection, rather than enhance culpability, 

respondents avoided blaming one another. Most couples had a discussion about past 

relationships, though some preferred to avoid the topic completely. Conversations about the past 

emphasized uncertainty of where HIV infection came from. Every person has a past, and 

therefore it is difficult to say whether HIV came from one’s current partner and their infidelity. It 

could be from any one person’s previous marriage or affairs. Emphasizing uncertainty helped 

deflect blame from oneself as well as ease tensions between couples. 
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Aah the issue was that she was the first woman that I slept with. So when I asked what 

happened for us to be found with such problem, so she was just doubting, ‘aah maybe 

because I was married before and I have a child, so it can be the father of the child that 

you found.’ (C23m) 

 

Only one [partner], you are the second one. So he asked me that if means I am the one 

who has infected you. So I said I don’t mean you are the one who infected me or that one. 

(C7) 

 

Maintaining a good relationship was often more important than establishing where HIV 

infection came from. While couples emphasized uncertainty in conversation, this did not mean 

that they were not suspicious of their partner’s behaviors. Women sometimes complained about 

their husband’s behaviors and suspected their infidelity: “he loved women a lot” (C5), “what 

men do is different from us” (C6); “women stay at home while men are out there” (C6); “I 

cannot know where my partner goes” (C26). Men, too, often suspected their own “recklessness” 

or “doubting life.” But in conversation, many of these suspicions go unsaid. (Sometimes women 

did directly accuse their husbands. Though not vice versa.) Felix felt that his wife secretly 

blamed him, but they never discussed the issue. He says:  

Yes we asked each other that, but my wife said you are my first man…but you know that 

a man cannot just get married without going through things. But for you to reveal this, the 

wife will look sad…But deep down her heart, she knew that my husband is the one who 

brought this in the house. But I was happy because she didn’t get mad, she just 
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understood, she accepted and we made a decision, we agreed and everything was ok. 

(C18m) 

Couples felt that making accusations could lead to arguments, something they wanted to avoid. 

Florence explains that it is good to avoid hostility: “But when you are doing things, you cannot 

say that you have been with others in the past to your wife you’ve just married, right? It is like 

creating enmity, causing quarrels” (C17). Similarly, Lawrence explains why they did not talk 

about past partners: “We didn’t ask each other about that issue that much because it would make 

one angry, and it is unlikely that both of us can say the truth to each other” (C22m).  

Accusations also would not serve a purpose. The thought of leaving one’s spouse rarely 

crossed people’s minds. Respondents expressed that HIV was something that already happened; 

the only thing to do is move on. As Olivia explains: “when water has been spilled it cannot be 

collected” (C18). People felt that there was no point in changing their relationship. Ending the 

marriage would not end the virus – “that one has entered, that is it” (C1). One’s life chances does 

not improve by leaving and finding a new partner. Even if they were to find a partner who is 

HIV-negative, they would inevitably infect them and would be in the same position as they are in 

now. As Mary says: “Even if I can leave the house, I have already the virus, so there is no reason 

for me that I should leave, let’s be together” (C22). Felix, her husband, similarly feels that 

leaving would be futile. He says: 

No, I didn’t think of having a divorce. I didn’t have that thought because I saw that I can 

maybe be the problem. And also even if it isn’t like that, even if I can separate with her 

and find another one who is negative, we will still infect each other. That is why I just 

said aah I don’t have that thought. She even accepted that we should be living together, 

we should make a single thing. (C22m)  
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The perception that leaving a spouse is futile was shared by sero-discordant couples. Men who 

were HIV-negative similarly felt that there was also no point in leaving. They felt uncertain 

about their future status – they may do something to contract HIV in the future, or may marry 

another HIV-positive woman. Innocent, an HIV-negative man, explains why he decided to stay 

with his wife:  

What made me to accept was because with how I heard about it in my life. It is still the 

same that even if I did something so that we should break up. It is still the same. Maybe I 

would have found another one just like her. So that is why I just accepted it that, aah!, 

with how it is, let’s just live. There is no problem." (C4m)  

While Catherine, his wife, was nervous that he would leave, Innocent explains that her status was 

not a problem because HIV “is how things happen”, that “a person’s life meets a lot of 

challenges” (C4m). 

For many couples, their relationship outweighed the importance of an HIV status. They 

described wanting to stay together because they had been together a long time, were in love, or 

to help raise children. It was difficult to imagine leaving someone you have been with for a long 

time because of HIV. Many mentioned that they wanted to “live as they used to.” Sachuluka, an 

HIV-negative man, says “the worries were gone because I have lived with her for a long time 

while she has been positive and me negative (C19m).” Family was also an important component. 

In Yanikani’s case, another HIV-negative man, he did consider leaving, but thought of his 

children: “The main thing is that I should stay with her. I hate the issue that my children should 

struggle very much, mm. If I leave the children, who will be helping them” (C6m)? Similarly, 

Irene felt it was important to raise children together: “We were thinking that we have kids, for 

me to live alone with the kids, that means the kids will be without a father so things won’t be 
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ok…it is better we should just maintain our marriage so that we should raise the kids, up to 

death” (C11). The idea of leaving someone because of HIV also seemed ethically wrong. With 

treatment, HIV is no longer a deadly disease and becomes similar to other chronic conditions. 

One could not imagine leaving their partner for other illnesses or injury; it did not make sense to 

leave for HIV either. Peter asks: “when people are loving each other, it is difficult to separate. 

Should I leave her because she is sick” (C12m)? James describes how, in general, it is not right 

to leave someone due to sickness, and that includes HIV. He says: 

Wherever there is love, they say that love is between two people. Because when your 

partner is cripple, you cannot run away because the person is cripple. Even if the person 

has lost a hand, you still live with your partner, or the person has an eye, you live with 

her. Because you have been with her for a long time, mmm. (C07m) 

 

The pharmaceuticalization of HIV shaped how couples dealt with an HIV diagnosis and 

thought about their relationship. As ART became increasingly available, the health and social 

cost of having HIV changed. While in the past, being with a spouse or sexual partner with (or 

suspected of having) HIV carried major implications for life and death, the consequences of 

being with someone HIV-positive today is relatively minor. On treatment, HIV is more like a 

chronic condition. Couples did not discuss HIV or their past relationships until after a diagnosis. 

And the question of leaving one’s spouse because of HIV infection seemed almost irrelevant. 

While HIV still brought up questions of trust, love, and fidelity, these were relationship issues 

that were no longer tied to serious health risks.  

 

3. Pharmaceuticalization of HIV 
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Underlying these relationship dynamics is a particular way of seeing HIV. HIV became a 

medicalized or pharmaceuticalized condition – something deemed to be a medical problem that 

requires clinical intervention, especially pharmaceutical treatment.  

Respondents emphasized the importance of taking ART. While women and men had 

concerns about their partner, children, and future lives, they emphasized that the most important 

thing was the just accept their status and take medication as prescribed. Couples discussed the 

need to follow prescriptions and instructions that providers gave them. As C18 says, it is “better 

to just accept what the health care providers have told you so that your lives can move forward” 

(C18). Similarly, C15m says: “what we should do is follow the procedure with how things are so 

that we should have a happy life. Without doing this, we will not enjoy life because we will just 

be getting sick, and it will be difficult for us to work for our family, eeh” (C15m). People in 

Malawi know the devastation that the HIV epidemic caused in the past. Some respondents 

remember family members and friends who had died of AIDS at a time when treatment was not 

available. They felt that being diagnosed with HIV was alright because they now have ART – a 

privilege not available in the past. C2 says: “we just accepted it. If we consider how it was back 

then – there wasn’t this treatment, people were just dying – so we thought that being given this 

treatment, we just had to thank God” (C2). C21m remembers his friends:  

I had friends back then who have died because these ARV’s were being sold that time 

and they were expensive. But from the time when the drugs were made free, deaths that 

come because of AIDS, aah! That only happens now and then, but what I hear is that 

someone has died of malaria, eeh?!, and some other diseases but not because they were 

positive, no, eeh! (C21m) 
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In the treatment era, HIV took on new meaning. The condition shifted from a highly 

stigmatized illness to one that is similar to other conditions – from “badness to sickness” (Conrad 

& Schneider). The distinct qualities of HIV– it’s incurability and deadliness – fade away with 

ART. HIV today is experienced more like a chronic condition where one takes medication in 

order to prevent future health problems. HIV has become indistinct from a range of illnesses one 

may get in their lifetime. Respondents made parallels between HIV and other conditions like 

malaria, cold/flu, or injury. Jonathan, for instance, makes sense of his HIV status by equating it 

with other diagnoses: if you have HIV, you take medication just as he would do if he had 

malaria.  

But I realized that if the health workers have found me that way that means my body is 

not well. It is just the same as if you have come to the hospital and you have been found 

with malaria, you cannot be sad, you are supposed to be happy that ‘ah, they have found 

me with malaria. That means I will receive treatment.’ (C21)  

HIV was also seen as a common condition that anyone can get. Respondents describe it as a 

“pandemic for these times” (C28); “this happens to everyone” (C17); “not the first one” (C15); 

“everyone is contracting this infection currently” (C16). Gift describes how he initially was 

surprised at his status, but then felt that “it was all simple; I am not the first one, and this is the 

start of a new life” (C5m).  

HIV was also indistinct from the uncertainties and challenges of everyday life. While 

many people were worried when they were first diagnosed, HIV was not something that 

determined the rest of their lives.1 HIV was no different than the many challenges one can 

encounter in a lifetime. As Innocent describes: “it did not bother me a lot because that is how 
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things happen; a person’s life meets a lot of challenges” (C4m). Or as Yunis describes: “the 

world is unfair…there are a lot of difficult things and the Bible says that in the last days, there 

will be a lot of different types of diseases” (C28). While the early years of the HIV epidemic was 

characterized by attempts to avoid infection, people in Malawi now talk about HIV as something 

one cannot control or avoid. HIV is a random occurrence that fate or God throws at you. 

Respondents talk about their status or that of their partners as “how life goes”, “it has happened”, 

“God’s will”, or “God’s grace.”  Peter, for instance, makes sense of his status as something he 

could have contracted at any time: 

It is not worrisome for me because I know that, in Chichewa, they say that ‘fire goes 

where the bush is.’ So no matter what they say, these things you contract at a time 

without knowing. It is not difficult [I: alright]. We just pray as long as God is giving us 

life, we are receiving medicine, we have enough energy, and we should pray every day [I: 

mm] so that He should take care of us the way he does as usual. (C13) 

  

In a pharmaceutical context, the main issue is not so much that one has HIV, but whether 

one takes treatment for it. Patients become “pharmaceutical citizens” where the ethical divide is 

between taking or not taking drugs. Taking ART means taking care of one’s health, having a 

“good future”, and for women in particular, protecting their children. Petro, a HIV-negative man, 

describes how he wants to test frequently – he is less concerned about getting HIV and more 

focused on ensuring that he starts ART early so that the drugs have the best effect. “So I want to 

be tested very often so that I should start taking the ARVs while my life is still healthy [I: 

Alright]. Yah, not when I am very sick [I: Mhum], but I should start when am still healthy. That 

is why I get tested every year” (C27m). Conversely, if one does not take ART, they are being 
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reckless with their own life. Jonathan explains: “I believe that if you die with AIDS these days, 

you wanted to die, mhm?! eeh!” (C21m).  

 

Respondents monitored their own as well as their spouse’s use of treatment. Many 

mention setting up a routine like taking ART at a particular time, after dinner, or right before 

bed. Support in a relationship is often defined around reminding partners to take their 

medication.  

He encourages me since most of the time he sees when I am going to sleep, sees whether 

I am taking the medication. Sometime he sees that I am not taking the medication and he 

asks me that ‘are you going to sleep?’ ‘Yes.’ ‘Have you taken the medication?’ ‘Oh, I 

forgot.’ That’s when I take the medication [I: alright] yeah.C19 

 

We encourage each other especially her, she is the one who stays in the middle, because 

if I have come late and I’m tired [I: eh] she asks me ‘but are you going to take them?’ 

‘Yes, I took them.’ Even if I am going to the field [I: eh] or if I am going to the field she 

is the one who takes the bottle and puts it in for me, [I: eh] she maybe even puts my 

health passport [I: alright] so that maybe since am in hurry I might get sick there and I 

should go rush anywhere near [I: alright] to find help. Maybe they have finished while I 

am at the field [I: alright] they have run out suddenly, I should still rush to the hospital to 

ask for help [I: alright]. She is the one who takes lead to remind, because sometimes I get 

tired [I: alright] eh. C13 

Family members also ensure that their relatives take treatment. The advice they received from 

family members or friends echoed providers’ instructions for adherence. C19 says: “I explained 
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to my mother, and she told me that ‘you listen to the counseling that the doctors are saying; you 

should not skip the medication’” (C19). She also describes her son telling her: ‘you need to 

understand what the doctor has said, you should not skip taking medication. If you skip it, you 

will leave us in trouble.’ So I follow the doctor’s instruction [I: alright] yeah. (C19).  

 

Conclusion: 

This chapter described couple’s attitudes toward HIV and how they managed their 

relationship. I find that with the availability of ART, the social temperature of HIV has been 

significantly reduced. Women and men in Malawi describe HIV as a medical condition that one 

takes treatment for. Moreover, new policies for HIV structure the way couples discuss their HIV 

status and relationship. Testing is something that couples do together as routine prenatal care and 

is disassociated with questions of trust and fidelity. In a medicalized setting, disclosure – the act 

of telling someone a secret – also becomes less relevant. While women often tell their husbands 

about their status, it is couched in medical terms – providers have instructed them to go test 

together. At the clinic, a couple’s HIV status is revealed to one another by providers and the 

solution to their problem, ART, is also immediately presented.  While HIV status may still 

suggest infidelity, people’s past relationships or affairs are no longer attached to a serious illness. 

As couples think about their relationship, HIV is a less significant factor in how they see their 

future together. 

The findings show how medicalization is a shifting process. In the early years, HIV could 

be considered partially medicalized. While HIV was indeed seen as a medical condition, without 

access to treatment, it was one that fell outside the purview of medical intervention and instead 

became subject to social and behavioral interventions.  Sexual behaviors were medicalized 



 132

through public health interventions – couched in the language of science and medicine, HIV 

prevention policies were “organized around narrowly defined moral categories of good and bad 

sex” based on Western heteronormative ideals (Esacove, 2012, p. 44). “Good” sex was 

heterosexual, married, and mutually monogamous, while “bad” sex was anything outside of 

marriage. In the early years, it was the sex and sexuality of Africans that was medicalized. In the 

pharmaceutical era, HIV itself regained medical meaning. With treatment, HIV was a medical 

condition that one managed with ART, and it was akin to other illnesses that one could face in 

their lifetime. Sex and sexuality returned to the realm of private life. As “pharmaceutical 

citizens”, what matters for HIV patients is simply taking medication (Persson, 2015).   
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Chapter 4 

The Uncertainty of Treatment: Women’s Use of HIV Treatment as Prevention in Malawi 

 

Abstract: 

In countries throughout sub-Saharan Africa, antiretroviral therapy is seen as the solution to not 

only treat existing patients, but also to prevent the future spread of HIV. New policies for the 

prevention of mother-to-child transmission place women on lifelong treatment as soon as they 

are tested HIV positive. This article looks at how women understand this prescription for lifelong 

treatment. Drawing on interviews with HIV-positive women in Lilongwe, Malawi (N=65) during 

July-September 2014, I examine the process of making treatment decisions, and why – despite 

increased access – women refuse or stop treatment. Using treatment for preventative purposes 

transforms the experience of HIV from an acute to a chronic condition where both the symptoms 

of disease and the efficacy of treatment are unclear. Women look for evidence of the cost and 

benefit of treatment through their personal experiences with illness and drug-taking. For some 

women, the benefits were clearer: they interpreted past illnesses as signs of HIV infection, and 

felt healthier and more economically productive afterwards. For others, taking treatment 

sometimes led to marital problems, and side effects made them feel worse and disrupted their 

ability to work. While women understand the health benefits of antiretroviral therapy, taking 

treatment does not always make sense in their present circumstances when there are costly 

physical and economic repercussions. This study builds on existing sociological research on 

medical decision-making by situating decisions in a broader political economy of changing HIV 

policies, economic conditions, and everyday uncertainty.  
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The Uncertainty of Treatment: Women’s Use of HIV Treatment as Prevention in Malawi 

 

Pharmaceuticalization – the process of defining human conditions as problems that 

require drug treatment – occurs in different ways for different populations (Bell & Figert, 2012). 

For countries in the global South, international agencies and the global market influence the 

development of a pharmaceutical model of healthcare. The scale-up of antiretroviral therapy 

(ART) for HIV/AIDS is perhaps the most striking example of what João Biehl (2007) calls the 

“pharmaceuticalization of public health.” The WHO, donor organizations, NGOs, and AIDS 

activists embrace ART as the magic bullet that will not only save those dying of AIDS, but also 

prevent further spread of HIV in developing countries. Yet for actual patients, drugs are not 

always the easy solution. While treatment is available, a strong health infrastructure and reliable 

medical care often are not. Moreover, the pharmaceutical model comes with an underlying logic 

of individual responsibility: patients are expected to take advantage of available treatment and 

properly “adhere” to prescriptions, while those who do not are rendered invisible and excluded 

from biomedical citizenship (Biehl, 2004; 2007; Nguyen, 2010). 

New policy recommendations for the prevention of mother-to-child transmission of HIV 

advance the pharmaceutical model of healthcare.  In 2012, the WHO recommended “Option 

B+,” a policy that places pregnant and breastfeeding women on lifelong ART as soon as they are 

tested HIV positive. From a clinical perspective, starting treatment early helps prevent 

transmission of HIV to children and has long-term health benefits for women. Yet as countries in 

sub-Saharan Africa adopt Option B+, there is much concern over whether women will stay on 

treatment. In Malawi, about 20% of women who started ART through Option B+ were 

categorized as lost to follow-up – they did not return to care for more than 60 days – which is 



 138

five times more likely than women who started treatment for their own health (Tenthani et al., 

2014).   

This article looks at how women understand the prescription for lifelong treatment and 

what they imagine the benefits to be. How do women decide whether or not to take HIV 

treatment? Why, despite the increasing availability of ART, do women refuse or stop treatment? 

By focusing on the patient perspective, we see what the pharmaceuticalization of public health 

means for the poor populations who are intended to benefit from it. This article draws on in-

depth interviews with HIV-positive women in Lilongwe, Malawi to understand their process of 

making treatment decisions. Medical sociologists have described how patients weigh the cost 

and benefit of taking a drug and sometimes experiment with altering prescriptions to test its 

efficacy. Building on this research, I describe and situate women’s decision-making process in a 

broader political economy of changing HIV policies, economic constraints, and everyday 

uncertainties.  

Using HIV treatment for preventative purposes transforms the experience of HIV from an 

acute to a chronic condition: both the symptoms of disease and the efficacy of treatment are 

unclear. Women assess the cost and benefit of taking ART by looking for evidence of the drug’s 

efficacy through their personal experience with illness and drug-taking. For some women, the 

benefits of the drug were clear: they interpreted past illnesses as signs of HIV infection that 

warrants starting treatment, and felt healthier and more economically productive afterwards. For 

others, however, the benefits were less apparent. Taking treatment sometimes led to marital 

problems, and side effects made them feel worse and disrupted their ability to work and make a 

living. The economic effects of treatment are important in a context of poverty and uncertainty. 



 139

While women understand the health benefits of taking ART, treatment does not always make 

sense in their present circumstances when it has costly physical and economic repercussions.  

 

Adherence, self-regulation, and the structural context of medicine   

Barriers to Adherence 

Public health research has explored how and why HIV-positive women use treatment. 

Scholars focus on identifying the myriad of potential factors that prevent patients from taking 

prescribed treatment. The list of barriers for HIV-positive women is comprehensive; it ranges 

from individual to community and institutional level factors, including: insufficient knowledge 

of HIV/ART, fear of treatment, religious beliefs, poor drug management, difficulty in reaching 

the clinic, HIV stigma, fear of disclosure, relationship with partners, poor treatment by 

healthcare providers, poverty, and gender inequality (Colvin et al., 2014; Gourlay, Birdthistle, 

Mburu, Iorpenda, & Wringle, 2013; hIarlaithe, Grede, de Pee, & Bloem, 2014; Hodgson et al., 

2014; Psaros, Remmert, Bangsberg, Safren, & Smit, 2015). 

However, the question of how women themselves think about treatment is sidelined. 

Without examining women’s decision-making process, we cannot assess which barriers are 

salient and how they affect women’s use of treatment. Quantitative research shows associations 

between demographic factors – in particular, age, education, disclosure to partners, and home 

versus clinic delivery – and treatment use, but cannot explain the causal links (Delvaux et al., 

2009; Kuonza, Tshuma, Shambira, & Tshimanga, 2010). For instance, we know that higher 

education levels are associated with greater likelihood of HIV testing and adherence to PMTCT 

programs, but we do not know whether this is because schooling facilitates communication with 

providers, increases retention of information about HIV, or enhances recommendations to use 
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treatment (Delvaux et al., 2009). While qualitative research is an opportunity to showcase 

women’s voices, their responses are often interpreted to create a list of barriers; and we rarely 

hear the perspectives of the women who chose to stop (Clouse et al., 2014;  Iroezi et al., 2014; 

Tweya et al., 2014; van Loggerenberg et al., 2015).  

 

Self-regulation of medicine  

Taking an interactional approach, medical sociologists emphasize patients’ agency to 

choose how to respond to medical prescriptions. Challenging Parsons’ (1951) early model of the 

“sick role,” which established that a sick person must submit to medical care and recover, 

scholars reject the assumption that providers have unilateral authority to prescribe treatment and 

that patients are expected to follow doctors’ orders (Armstrong, 2014; Conrad, 1992; Koenig, 

2011). They instead take a patient-centered perspective and focus on the illness experience and 

thought process that informs treatment decisions (Bury, 2001; Conrad, 1985; Pierret, 2003; 

McCoy 2009). 

Medical sociologists have offered two main insights into the decision-making process. 

First, patients consider doctor’s orders, but they weigh the possible benefits of improvements in 

symptoms and longer-term relief with the costs of unpleasantness, stigma of drug taking, clinic 

attendance, side effects, and drug dependence (Conrad, 1985; Donovan & Blake, 1992; Karp, 

1993; Venn & Arber, 2012). In a meta-review, Pound et al. (2005) finds that the adverse effects 

of a drug are particularly important for how patients use it. It is difficult to appreciate the future 

benefit of treatment when the immediate effects are so unpleasant (Siegel, Schrimshaw, & Dean, 

1999). Second, patients experiment with altering prescriptions to assess the drug’s efficacy. 

According to Conrad (1985), “non-compliance” is a form of “self-regulation,” in which patients 
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take control of their disease, generate folk hypotheses, and alter the course of treatment to assess 

its efficacy. Epilepsy patients, for instance, may stop treatment to test whether this leads to an 

increase in seizures (Conrad, 1985). Medical advice is not enough; patients look for evidence in 

their embodied experience to indicate that a drug is worthwhile to take.  

These scholars attribute the cost-benefit analysis and self-regulation of medicine to the 

uncertainty of chronic conditions (see Armstrong, 2014). Unlike acute conditions, chronic 

conditions have few immediate and consistent symptoms (Aronowitz, 2009), which make it more 

likely for patients to experiment with medication to determine its efficacy. Thus, the 

characteristics of illness can shape the kind of decision-making process we see. While this 

research emphasizes patients’ agency to make treatment decisions, it is perhaps limited in 

showing how broader social conditions – beyond the illness itself – shape and constrain decision-

making processes. People’s subjective beliefs about health exist within a broader social, political, 

and economic context (Veenstra & Burnett, 2014). Linking the structural context with the way 

patients interpret their condition will allow us to not only describe the decision-making process, 

but also to specify when and how certain conditions affect patients’ treatment use. 

 

The structural context of medicine 

This article builds on existing research by situating the way patients make treatment 

decisions within the broader political economy. Patients’ decision-making process reflects 

Emirbayer and Mische’s (1998) temporal framework of agency where decisions involve an 

interpretation of past events, imagining of future trajectories, and judgments in response to 

changing situations (see also Mische, 2009; Tavory & Eliasoph, 2013). But decisions, in any 

circumstance, are confined to the options available and the social rules that rank the 
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appropriateness of those options. Research on health and inequality in the Western context has 

demonstrated how health behaviors are not solely determined by external barriers nor are they 

completely free individual choices. As Cockerham (2005) argues, there is an interaction between 

one’s “life choices” (agency) and one’s “life chances” (structure). While individuals ultimately 

make decisions about their health behavior, structural factors – such as class position, education, 

and race – shape people’s lifestyles and their dispositions to act. Medical research, for instance, 

repeatedly shows that the poor experience higher rates of smoking and drinking, and less healthy 

eating and exercise (Grzywacz & Marks, 2001; Snead & Cockerham, 2002). In contrast, upper 

and middle class individuals have the resources – such as finances, time, and access to new 

health information  – to adopt healthier lifestyles (Link & Phelan, 2000). 

In low-income countries, patients negotiate access to treatment in a context of poverty 

and uncertainty (Biehl, 2004; Decoteau, 2013; Fassin, 2007; Livingston, 2012; Nguyen, 2010). 

Developing countries often experience periods of rapid social change. HIV infection is “one 

additional layer of uncertainty in an environment characterized by sudden (and often 

inexplicable) mortality, natural disasters, and the more mundane and universal hardships of daily 

life” (Trinitapoli & Yeatman, 2011, p. 936). This sense of uncertainty can affect people’s 

behaviors, including their aspirations for the future (Johnson-Hanks, 2005), educational goals 

(Frye, 2012), childbearing decisions (Trinitapoli & Yeatman, 2011), decision for divorce (Smith 

& Watkins, 2005), use of condoms (Tavory & Swidler, 2009), and choice of sexual partners 

(Mojola, 2011; 2014). Despite messages to reduce childbearing, for instance, women in Malawi 

prefer to have more children when they are young because they are confident in their HIV-

negative status whereas the risk of HIV infection in the future feels unknown (Trinitapoli & 

Yeatman, 2011). Similarly, in Kenya, women often choose older sexual partners because of the 
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material benefits they receive, even though this increases their future risk for HIV (Mojola, 

2014).  

While funding for global health has steadily increased, programs intended to improve the 

health of people in low-income countries often struggle to connect with the reality on the ground 

(Angotti, 2010; Kaler & Watkins, 2001; McDonnell, 2010; Swidler & Watkins, 2009). The 

priorities of donors, for instance, does not always match the burden of disease in recipient 

countries (Esser & Bench, 2011; MacKellar, 2005; Shiffman, 2006). Moreover, villagers express 

a desire for basic needs, such as clean water and agricultural development, over HIV or other 

disease-specific programs (Dionne, 2012). Programs often have unintended consequences. By 

the time donor funds reach beneficiaries, it has gone through various NGOs, government 

agencies, and sub-contracted organizations, each with their own interests and need to 

demonstrate success (Watkins, Swidler, & Hannan, 2012). Healthcare providers also improvise 

policies to meet the norms of their communities (Angotti, 2010; Kaler & Watkins, 2001). 

Maintaining strict confidentiality, for instance, is difficult when one’s friends or family members 

might be engaging in sexual relations with an HIV-positive patient (Angotti, 2010). People think 

about health and medicine in a context where programs might be intermittently relevant to their 

lives.  

 

Context and Methods: 

 Malawi is one of the poorest and least developed countries in the world. It is ranked 173 

of 188 countries on the Human Development Index, and more than half the population (72%) 

survives on less than US$1.25 dollars a day (United Nations Development Programme, 2015). 

16.7% of children under five are considered underweight (2 standard deviations below the 
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international median), and 42% experience stunted growth from chronic malnutrition (World 

Bank, 2015). In addition, Malawi is ravaged by the HIV epidemic. In 2014, Malawi had the 9th 

highest prevalence with an estimated 10% of the adult population (15-49) infected with HIV 

(World Bank, 2015).  

 In 2011, Malawi became the first country to adopt “Option B+,” a new policy for the 

prevention of mother-to-child transmission that places all pregnant and breastfeeding women on 

lifelong ART as soon as they are tested positive. The new PMTCT guideline marked a major 

transition toward using treatment as prevention. Unlike before, women would start ART 

regardless of their CD4 count or clinical disease stage. Policy supporters argue that Option B+ 

follows a public health approach: earlier initiation of ART will prevent HIV transmission to the 

unborn child and protect women’s health in the long run (Schouten et al., 2011). The policy is 

also appealing because it is simple. The country would not need to rely on CD4 machines – 

many of which are broken – and women, who on average have six children, would not need to 

start and stop treatment each time they become pregnant. After the first year of implementation, 

health centers offering both antenatal (ANC) and ART services increased from 303 to 641 sites, 

and the number of pregnant and breastfeeding women who started ART increased by 748%, 

rising from 1,257 to 10,663 (Chimbwandira et al., 2013).  

 

Interviews 

 Recruitment and interviews took place in Lilongwe, Malawi during July – September 

2014. Respondents were women who started ART in the context of Option B+ (N=65). Most 

respondents had been newly diagnosed under the new policy (40/65), and some had been 

diagnosed early, but did not start ART until they became eligible with a later pregnancy (25/65). 
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29 started and stayed on ART, 10 initially refused, 26 started and then stopped. All respondents 

had been offered ART during pregnancy, and those who refused or stopped also did so during 

that period. By the time of interview, most respondents had been eligible for ART for at least 6 

months (54/65).  Data was collected in collaboration with the Baylor College of Medicine – 

Abbott Fund Children's Clinical Centre of Excellence in Lilongwe, Malawi. Respondents were 

clients of Baylor’s “Tingathe” program – a patient case management program that aims to 

improve retention in PMTCT care (Kim et al., 2012). Tingathe community health workers used 

program records to identify potential respondents across a range of ART experiences, and 

contacted them at home or by phone. The average age of the respondents was 29. About half had 

some primary school education (N=38), and a quarter had some secondary school education 

(N=18). Most women were married or in a relationship by the time of the interview (N=51) and 

already had children (only two were in their first pregnancy). Most women lived in an urban 

center (N=58) and a few in rural districts (N=7).  

The majority of interviews took place at a public clinic; because of distance, a few 

women requested to be interviewed in their homes. The interviews lasted about one hour and 

followed a semi-structured format. Women were asked questions about their experience with 

HIV testing and treatment, as well as topics that are commonly presented in public health 

literature as barriers to treatment – relationship with their partner, religious beliefs, knowledge of 

HIV, and treatment by providers. I focus on the logic behind women’s treatment decisions, rather 

than assessing whether or not programs in Malawi are effective.  

A Malawian research assistant conducted the interviews in Chichewa, which were then 

transcribed in Chichewa and translated to English.  The assistant was a Malawian man in his late 

30s. He was selected based on his extensive experience conducting qualitative research and his 
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ability to quickly build rapport with participants. The gender of an interviewer is an important 

consideration for building trust and creating a comfortable setting for respondents. In this case, 

women appeared comfortable and eager to share their stories with him, which produced rich 

interview data. I coded interviews with Atlas.ti, and developed themes throughout the fieldwork 

and analysis process. The women interviewed for this project are anonymous; all names used in 

this article are pseudonyms.  Ethical approval was granted by Institutional Review Boards at the 

University of California Los Angeles (UCLA) and the University of Malawi – College of 

Medicine.  

There are some limitations to selecting respondents based on different experiences with 

taking ART. Respondents are not representative of Malawi’s population. Most were living in an 

urban area, and their socio-economic circumstances and experiences with treatment may be 

different from women in rural areas. Also, only women who started and/or stopped ART during 

pregnancy were included; while this is an important time for treatment decisions, this study 

cannot look at how different life stages affect women’s capacity and willingness to take 

treatment. All respondents were clients of an NGO program and received extensive counseling 

from community health workers. As such, challenges mentioned in other studies on ART 

adherence, in particular inadequate knowledge of HIV /ART, conflict with providers, and 

disclosing to partners, are less salient in this study. While respondents preferred the clinic 

setting, this location may have made it difficult to speak openly about negative experiences with 

healthcare providers. Despite these limitations, this study makes an important contribution by 

describing the decision-making process and why treatment may be difficult for some women to 

take.  
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The uncertainty of treatment: 

Treatment decisions are neither static nor permanent. By the time of the interview, many 

women had already changed their decision. About half of the women who initially accepted ART 

stopped for some time (26/55). Of the women who initially refused, about half started treatment 

later (4/10), and of the women who stopped, about half started treatment again (16/26). On 

average, women stopped ART during pregnancy for a few months before starting again, though 

the length of time varied widely, ranging from a few days to over 2 years.  

On the day they test positive, women are given ART and told to start right away. They 

received extensive counseling from community health workers at the clinic and during home 

follow-up visits. They learned about the basics of HIV/AIDS, taking the ART regimen, possible 

side effects, how to prevent HIV transmission, caring for an exposed infant, positive living, and 

nutrition. Women accepted their status and had a good understanding of the health benefits of 

ART. When asked to describe counseling messages, most recalled that taking ART could help 

prevent transmission of HIV to their child and would be good for their own long-term health 

(N=55). Women expressed concern for their child’s health and did not want to pass the virus 

onto their baby. 

However, women made their own assessment of the drug despite providers’ prescription 

to take ART everyday for life. This fluctuation reflects what Conrad (1985) and other 

sociologists conceptualize as embodied self-regulation. By using HIV treatment for preventative 

purposes, the physical experience of HIV becomes like a chronic condition: neither the 

symptoms of disease nor the efficacy of treatment is readily apparent. Under the new policy, 

women are often asked to start ART when they still feel healthy. The physical experience of 

illness is especially important in Malawi. Women described health and illness as experiences 
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they could see and feel. Sickness is feeling pain, becoming weak, losing weight, and observing 

changes in appearance such as sores, discolored skin, and wiry hair. Health, in contrast, is feeling 

no pain, being fat, beautiful, and strong and capable of work. Women accept their HIV-positive 

status, but do not see their test result as an automatic sign of sickness. The drug’s purpose is 

doubly unclear; women see no symptoms in the present and do not know how ART fits into an 

unpredictable future. Women are also uncertain about what they will do with treatment in the 

future. Women who stopped ART have a vague sense that they will start when they become sick, 

and women on ART do not know how future events will affect their use of treatment. For some, 

it is difficult to immediately commit to a future of taking drugs. A young woman who delayed 

treatment replied that she was “thinking about it too much.” 

I was like, “I am only nineteen years, never born a child, and I am starting the ARVs at 

nineteen years. I was thinking if I reach thirty years and am still taking medicines, am I 

going to be fine?...I could cry each time I was about to take the drugs. Yea, actually 

crying, my brother. I was like, “should I live a life of medicines?” (P064, age 19, married, 

pregnant with first child, urban residence) 

Women live in an unpredictable world with high mortality, economic instability, and natural 

disasters that can disrupt treatment regimens. These fluctuating decisions reflect women’s 

ongoing assessment of treatment in light of their embodied experience of illness and their life 

circumstances. 

 

Finding the benefit of ART: 

Echoing research on illness experience, women construct narratives about what caused 

the onset of illness, what the early signs were, and what affect it is having on their lives (see 
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Pierret, 2003). For some women, the benefit of ART was apparent when they interpreted past 

illnesses as signs of HIV infection and medication led to improvements in their physical 

condition.  Not only did this fit their conception of what medication should do, it also provided 

economic benefits since improved health meant greater work productivity.  

For most women, their HIV status came as a surprise. They felt healthy and did not 

expect to test positive when they came to the clinic for antenatal care. To make sense of their 

status, they reconstructed a narrative of their past health. Previous bouts of malaria, colds, 

coughs, and fatigue could all be considered evidence of HIV-related illness. While women may 

not have thought much about these conditions before, they became reinterpreted as signs of HIV 

infection and worsening health.  

P: I was not feeling as healthy as I used to. I can say my body was not looking good. I 

used to get sick often. 

I: So how do you know that you are sick? 

P: Well, maybe the body temperature gets too high, coughing, mm. (P035, age 21, 

married, 2 children, urban residence) 

Whether or not these conditions objectively indicate HIV-related illness is less important than 

their subjective meaning. The reinterpretation of past events as indications of HIV is a way for 

women to find concrete signs of sickness and a stronger reason for starting ART.  

Moreover, these past events mark a point of comparison to judge the utility of ART. 

Women described changes in their health, comparing the frequency of sickness and their 

physical strength before and after treatment.  

Malaria used to catch me too often and I could open bowels as well every now and then. 

Now I am good. I don’t usually go through that anymore. And about sickness – it is the 
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thing of the past… People used to ask, what is wrong with you? What’s going on in your 

life? I failed to answer them, but I knew what was wrong with me. But when I started 

taking drugs, little by little, I felt alive and whole again like how I am now. My body was 

transformed and I showed no signs whatsoever of illness. Now I live a normal and happy 

life. (P027, age 32, married, 4 children, urban residence) 

For some women, the causal effect of treatment worked in the way they expected – the perceived 

transformation from being sick to being healthy was strong evidence that ART is beneficial.  

While evaluating medicine is common practice for chronic disease patients in general, the 

particular factors that patients consider are shaped by their social and economic circumstances. 

In particular, Malawian women interpret the benefit of ART in light of their ability to work. 

Their definition of health includes strength and work productivity; as such, changes in health 

also means changes in their economic production.  

HIV deals with the immune system, and when it is down, you cannot do your usual things 

as you used to….And you know life in the rural communities, right? Whether going to 

the mountains to pick firewood, pounding maize. I do all those things, but when the 

immune system is down, you feel weak. And that is why they then provide these drugs. 

(P038, age 31, married, 3 children, urban residence) 

Feeling healthier after taking ART has direct financial implications. Work in Malawi is 

precarious where there is limited opportunity for formal employment. Most women relied on 

piecework, such as gardening or cleaning for another family, and some ran a small business like 

selling vegetables or local brew at the market. All of these activities involve physical labor and 

often long days in the sun. Thus, becoming healthier and stronger after taking ART means that 

women are able to generate more income. 
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Now, I don’t get sick regularly and I do all my activities at home and even at the estate. 

You know, working at the estate is laborious. You go at 5 and you knock off at 6. 

Yeah...weeding in tobacco or tilling in the land. But I don’t see any problem. Yeah, I do 

everything and return home. I don’t get sick and I also go to work the following day, and 

I don’t get sick at all. (P049, age 34, married, 6 children, rural residence) 

 

Self-Regulation: 

The benefits of ART were not clear to all women. For some, treatment led to worse, 

rather than better, health outcomes. While they did not have symptoms before starting treatment, 

they clearly experienced symptoms of sickness after taking ART from side effects, such as 

dizziness, vomiting, and sleep disruption. Women felt confused and questioned whether ART is 

working properly. Amidst the uncertainty of an unseen and unfelt disease is the tangible sickness 

caused by the medicine itself.  

Women experiment with treatment and compare their health before and after ART to test 

the drug’s efficacy. The following story illustrates the self-regulation of ART when there are few 

symptoms and the drug provides no obvious benefit. What is crucial for her decision is what 

happens after she stops refilling her medication. She felt no difference in her body between when 

she was on the drugs and when she stopped. 

So when I met the doctors, they gave those drugs; we take one pill per day. So I felt dizzy 

after taking the pill. I was even failing to walk, and I was crawling. Then I decided not to 

take the drugs for three days, and then I was feeling better. So on the appointment date, I 

came and explained about the side effects of the drug that I felt. They responded that if it 

is the first time you are likely to experience those side effects, but I was not feeling better 
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for the whole month, and if I decide to miss the treatment, I was feeling better. Then later 

on I decided to quit the treatment; I didn’t take the drugs. After quitting the treatment, I 

never felt pain anywhere in my body. (P011, age 24, married, 5 children, urban 

residence) 

Problems with side effects were the most common reason women gave for stopping ART 

(13/26). Side effects could be confusing. The effects of ART did not match women’s expectation 

that medicine would treat illnesses and make them feel better. When women compared their 

health before and after taking ART, they saw a marked decline, often feeling sicker, weaker, and 

unable to carry on with daily tasks.  

Women saw treatment decisions as their own choice. Many claimed that they make this 

decision since it is their life at stake. While other people’s opinions matter, they do not shape 

treatment decisions in a straightforward way. Research on ART adherence highlights the role of 

partners and family members as potential barriers or facilitators to staying on treatment (see 

Gourlay, Birdthistle, Mburu, Iorpenda, & Wringle, 2013). Most women told their husbands and 

family members about their status (N=54 and 51, respectively), and they were mostly supportive 

of taking ART. Partners often reminded women to take pills each night, and family members 

offered to take care of her if she falls sick in the future. However, this support was often not 

enough for women to stay on ART. Several women who stopped did so despite encouragement 

from their husbands and family (N=17). For instance, one woman describes her husband’s 

support and explains her own reason for stopping. 

He has been reminding me – “have you taken the drug?” – and I was responding, “yeah, I 

have taken the drug.” Even when the appointment date is close, he reminds me – “did you 
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go?” Uh, I didn’t go; I just spent that money. (P022, age 21, married, 2 children, urban 

residence). 

She explains that the vivid dreams she had in the early days of treatment were too much. “I was 

thinking I was going to die. Sometimes when you are seated, you dream about being dead; they 

are burying me at the graveyard…I was even becoming afraid to sleep, I was really afraid.”  

 

Political economy of taking ART: 

Women’s embodied experience of ART is related to their broader economic 

circumstances. Living situations in Malawi are constantly in flux. At some point, a woman might 

be married, have piecework, and a good harvest, while at other times, she might find herself 

divorced and depending on family for basic needs. Many women and their husbands did not have 

consistent work, and they sometimes had to sell land and other goods to buy food. One woman 

describes her situation after her husband lost his job: 

We stayed for one month without paying the rent, so the landlord chased us away from 

the house…The landlord removed my belongings from the house and I moved to Mudzi 

where I found a house and its rent was MK2000. So I sold my clothes to pay for the 

house, and after paying the fee, I started staying in that house. I was living a miserable 

life in that house, such that sometimes I was going to bed without taking any food. The 

landlord was feeling sorry for the children and they began eating food at the landlord’s 

[house] from morning to afternoon. (P043, age 30, re-married, 2 children, urban 

residence) 

Food insecurity is a persistent problem in Malawi. It is not uncommon for women to miss 

meals or worry about the future availability of food. Providers encourage women to take ART 
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everyday and to generally improve their health by eating more nutritious food such as meat, 

beans, and nutrient-rich vegetables. Yet for some women, having enough food – let alone 

nutritious and protein-rich foods – is a challenge. When women heard these counseling 

messages, they were concerned about whether they would be able to properly take ART given 

their economic constraints.   One woman says: “My mind was on the food at home. I know food 

is scarce at home, [and] these drugs require someone to eat a lot”  (P053, age 30, divorced, 6 

children, urban residence). Whether or not women have enough food can change their embodied 

experience of the drug. For some women, side effects worsened when they took ART on an 

empty stomach. Even if they accepted ART and had been accustomed to the prescription, the 

effects of treatment became too severe during times of food shortage. 

And many times I face challenges. That’s one reason why I stopped taking medication… 

Sometimes you find yourself without food, so [going] until up to evening without food, 

then take them again and with pregnancy, things were not ok for me. I could feel dizzy, 

vomit at times. When I finished the two bottles I was given, I stopped taking them. (P034, 

age 29, married, 3 children, urban residence) 

While side effects seem mild to NGO workers and healthcare providers, they can be 

significant impediments for women who need physical strength and stamina for their work. 

Women often interpret side effects in terms of the tasks they are able to do. They described 

problems such as: feeling drunk while farming, falling down in the garden or kitchen, being too 

weak to work after vomiting, unable to carry vegetables to sell at the market, or too dizzy to stay 

on their bike to get to work.  One woman describes her struggle getting to the market: 

At night, I was totally asleep; I didn’t even wake up to notice that it was dawn. I woke up 

when it was already late morning. I put my items for sale at the selling place. But for me 
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to leave the room or to rise up from the mat, it was difficult. I forced myself to wake up 

to the extent that I hit the wall. Then I arrived at the fireplace and set the fire. I put the pot 

on the fire while seated. It was difficult for me to carry sweet potato for sale; someone 

did it for me. I didn’t feel good that day. It was like the pill is stuck here. When I do this 

here, I felt loose. So I thought about it, that the whole day is spent on the mat. (P006, age 

25, married, 4 children, urban residence) 

Sometimes women are simply too busy with work to go to the clinic for refills. As one woman 

explains: “The past two months I have not been taking the medicine, because the day I went 

there, it was the wrong day and I am mostly busy selling vegetables” (P040, age 46, married, 7 

children, urban residence).  

Side effects posed a high cost to women, and they had to weigh the future benefit of ART 

for their child with their immediate health and economic needs. All women had gone through 

counseling with an NGO program and most understood that ART could protect their child from 

contracting HIV. One of first reactions women had when learning of their positive status was 

concern for their unborn child. However, side effects could sometimes be too much to bear. As 

one woman explains: 

I was very worried that my child was going to be infected because I was not even eating. 

Surely…What I was suffering from…my body was just aching. I was failing to take 

water, I was even failing to take porridge, so I was also failing to swallow the medicines. 

Economic pressure can also have indirect effects. Marriage is important to women as a 

social institution and as a source of financial support. Husbands who are overtly against ART – 

though less common in this study (N=9) – can put women in a difficult position of weighing 

their marriage with concerns about their child and own health. For instance, one woman, who 
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depended on her husband for income, described how her husband threw away her pills if he 

found them. She started and stopped treatment, and felt guilty for potentially passing HIV onto 

her unborn child, saying “I wronged the child…forgive me on that one.” She continues to 

explain: “The only thing I was worried about was that we were not getting along. But still I will 

be receiving medication and I won’t stop because of somebody. I want to see my children grow 

and become responsible” (P037, age 29, married, 3 children, urban residence). Women 

sometimes divorced or considered divorce in these situations. 

Not having enough support from partners often takes less extreme forms. Husbands can 

encourage their wives to take ART, but may not be present to help her through the process. The 

pressure to work can separate couples; men sometimes work at night, in another part of the 

country, or abroad for some time. As such, women might inconsistently receive partner support 

for their treatment use. As one woman describes, what she found most challenging about the side 

effects was that she had to endure them alone. 

Yea, so sometimes he works night shift and I am alone… So it was happening that I 

would be alone and after taking the medicines, I would vomit or fall from a chair. I would 

stay there only to wake up at past 11 pm, that’s the time I was going to bed. He was 

coming in the morning when it is already day, that is when they were dropping him 

home. It was difficult for me to understand that all this is happening when I am all alone. 

(P064, 19, Form 4, married, pregnant with first child, urban) 

 

Conclusion: 

This article describes how women in Malawi make decisions about taking HIV treatment. 

Women are told to start treatment often before they have symptoms and may experience side 
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effects that make them feel worse than before. They look for evidence of the drug’s efficacy 

based on their experiences with sickness and drug-taking. For some women, the benefits of ART 

lined up neatly. Treatment had both physical and material benefits; they felt healthier and more 

productive at work after taking ART. For other women, however, the costs for taking ART were 

too high. Taking ART could threaten a marriage, and side effects made them feel sicker than 

before and disrupted their ability to work. While women understood the health benefits of ART 

and wanted to give birth to an uninfected child, treatment did not always make sense in their 

immediate circumstances. They sometimes had to make difficult decisions that weighed the 

medical benefits of ART with their need to work, sustain a marriage, find food, and support 

themselves. 

Why some women but not others “successfully” stay on ART is not indicative of any 

personal shortcomings that some women have. There are not two distinct types of women: 

adherent and non-adherent. Rather, women’s perception of the drug changes, and many women 

weave in and out of treatment. In Malawi, circumstances can change frequently and suddenly 

(Trinitapoli & Yeatman, 2011). It is difficult for women – even those who want ART for life – to 

know whether they will be taking treatment years down the line. I extend on the concept of 

embodied self-regulation (see Conrad, 1985). Patients’ decision to alter medical prescriptions 

goes beyond assessing the physical experience of the drug. Economic pressures affect the 

embodied experience of ART and how women assess its costs and benefits. The availability of 

food changes the physical experience of ART; side effects felt more severe when treatment was 

taken without food. In a context of poverty and uncertainty, there is a real economic consequence 

to physically feeling better or worse after starting ART. Each day of farming, selling items at the 

market, or doing piecework, are important sources of income for women to support themselves 
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and their families. More generally, this article suggests that healthcare decisions must be studied 

in relation to broader social structures. The situations people live in, as well as their past 

experience, present opportunities, and projected futures, affect how they think about health and 

their dispositions to act (see Cockerham, 2005; Veenstra & Burnett, 2014). 

This study describes decision-making from the perspective of HIV-positive women and 

demonstrates their agency in making treatment decisions. This is not the say that the support of 

partners, family, community members, and providers is not important; indeed, research shows 

that their support helps women stay on treatment (see Colvin et al., 2014). However, women 

conceptualize healthcare decisions as individual choices, and the opinions of others are amongst 

several factors that they consider. Women sometimes questioned the prescription that medical 

professionals gave them, or stopped despite the support of partners and family. The findings also 

highlight the importance of understanding cultural definitions of health and illness. From a 

biomedical perspective, HIV is an imperceptible illness only made visible through a positive test 

result indicating that one is sick. Women’s understanding of disease, however, is based on 

tangible and bodily experiences. Sickness is something one can see and feel through symptoms, 

pain, skinniness, weakness, and changes in hair and skin tone. Being HIV positive is a status or 

identity, but not necessarily an indication of sickness. These cultural definitions of health and 

illness help us understand why side effects are an important reason for stopping ART. For some 

women, the effects of ART went against their expectation that medicine should improve their 

health; it made more sense to start treatment later, after they see symptoms and become sick.  

On a broader scale, the decision-making process described in this article reflects changes 

in HIV policy itself. Option B+ marked a significant shift toward using HIV treatment for 

preventative purposes. The policy change transformed the experience of HIV from being an 
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acute to a chronic condition. Before the policy change, patients began treatment when their 

immunity (CD4 count) dropped below a certain point or when HIV-related infections signified a 

more advanced disease stage. Patients experienced physical symptoms such as rashes, oral 

thrush, fatigue, infections, and so forth, which were remarkably cured after taking ART.  In 

contrast, most women who started treatment on Option B+ felt healthy and showed no symptoms 

of HIV-related infections. As countries move toward Option B+ and universal access to ART, it 

is important to consider how the treatment as prevention model changes the relationship patients 

have with treatment. Researchers have raised concerns about long-term adherence on Option B+ 

(Tenthani et al., 2014), and new trials for HIV prevention drugs like FEM-PrEP have reported 

challenges with side effects and extremely low adherence rates amongst African women (Corneli 

et al., 2014; Van Damme et al., 2012;). This study shows that treatment prescriptions do not 

always make sense in patients’ immediate circumstances. While treatment as prevention has 

great potential for slowing the HIV epidemic, treatment options needs to align with patients’ 

understanding of health and illness as well as their social and economic needs.     

This study has implications for policy and interventions. While starting ART early is 

important for preventing transmission to the child, it also means that women have less time to 

accept their status, and they sometimes experience side effects that suddenly make then feel 

worse than before. Interventions that provide treatment support in the clinic and community 

during the early phase of ART initiation may encourage women to stay on treatment (Kim et al., 

2016). As HIV is experienced more as a chronic disease, interventions may need to focus on 

patient self-management strategies – learning skills to manage body responses and daily illness 

needs, and strengthening community resources like improving communication with providers, 

spiritual support, and transportation services (Schulman-Green et al., 2012; Swendeman et al., 
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2009). Helping women disclose their status to partners and family members would also 

strengthen their system of support. Partners and family can encourage women to take ART, and 

offer support if she falls sick or needs help with collecting medication. This study emphasizes the 

importance of economic circumstances on treatment decisions. Interventions that provide socio-

economic support, such as giving maize or nutritional supplements during clinic refill visits, may 

ease some of the economic concerns that women have and provide nutritional support for better 

overall health. 

The policy change creates layers of uncertainty for women. They must make decisions 

about treatment when there is doubt about present symptoms and future circumstances. Self-

regulating treatment is one way for women to manage this uncertainty and find tangible evidence 

of whether treatment is beneficial in their lives. For policymakers, treatment as prevention offers 

a streamline solution to slowing the HIV epidemic. Backed by research and statistical 

projections, we can see the possibility of a future HIV-free generation if women start and stay on 

ART. However, for patients in low-income countries, immediate needs and uncertainty about the 

future can overshadow treatment prescriptions. While women want to have healthy children and 

to live healthy lives, social and economic circumstances can make it difficult for them to fully 

embrace the future that treatment promises.  
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Conclusion 

To return to the questions posed at the beginning – where do global health ideas come 

from and what do they mean on the ground – this dissertation showed that under certain 

conditions, policy ideas can originate in the global South, but how they work on the ground is 

often unexpected and contingent upon the context in which they are implemented. This project 

centered around a unique case of policy innovation in Malawi. While the success of Malawi’s 

Option B+ is exceptional, the case also allows me to discuss general issues. I explore the role of 

state and non-state actors in policymaking, how global health financing and interventions shape 

healthcare practices, and how individual patients make sense of health policies in light of their 

life circumstances. The project moves from the macro-level of making health policies to the 

micro-level of how those policies are experienced. I provide different vantage points – from 

government, NGOs, providers, and patients – to give a snapshot of the global health field in 

Malawi. I explore two tensions in the global health field: first, between global institutions and 

national governments over how best to treat women and children, and the second, between the 

design of health policies and how they are enacted and experienced on the ground.  

At the macro-level, I argue that the power dynamics between international organizations 

and state actors are more complex than what a top-down framework of policy diffusion would 

suggest. My findings on how and why Malawi adopted Option B+ emphasize the role of 

international consultants in developing policy innovations. Rather than simply being carriers of 

global norms, international actors can also be embedded in the social world of local institutions, 

act according to local interests, as well as promote those interests to a broader international 

sphere. These intermediary actors, who occupy global and local social worlds, can be influential 

in changing global norms, especially when the field is in flux. In my case, I argue that Malawi’s 



 171

consultants were able to successfully use their “social skill”– understanding of multiple view 

points and ability to motivate cooperation – to legitimize their policy innovation within and 

outside the country because the global health field was undergoing change as new theories of 

HIV transmission were being developed. This case shows that there can be tensions within 

international organizations, and that there is not always a clear divide between the interests of 

international and state actors.  

The story behind Malawi’s policy innovation also shows the misalignment between the 

vision of the WHO and the needs of local healthcare institutions. From point of view of the 

WHO, their policy recommendations made sense – they were based on rigorous reviews of 

scientific evidence and were considered the gold standard of health policies. Theoretically, WHO 

policies should have reduced maternal HIV transmission from about 35% to under 5%. But what 

is bracketed is the question of how countries will actually implement those policies. This is 

where things broke down. While theoretically beneficial, WHO policies did not work given the 

structure of Malawi’s healthcare system, and the country was left with a devastating problem of 

childhood HIV. Option B+ was an attempt to find a homegrown solution to maternal HIV 

transmission that worked in their healthcare system. Theories of policy diffusion focus on the 

outcomes of whether policies are adopted or not, or the extent to which practices are decoupled 

from formal policies, but behind these policy decisions are real stakes. In this case, what was at 

stake with following or diverging from the WHO were the well-being and lives of mothers and 

children in Malawi. 

Moving to the micro-level, this dissertation shows how the design of health policies can 

lead to unintended effects on the ground. While Option B+ is strategic for the state to reduce 

maternal HIV transmission, the policy is enacted in a healthcare field shaped by uneven flows of 
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global attention and funding. I describe diverging healthcare practices in Malawi’s prenatal 

clinics: while donor-funded NGOs targeted HIV-positive women through an intense set of 

surveillance practices, state providers worked with the residual population of pregnant women 

and rationed whatever time and resources were available.  I argue that this divergence is the 

result of how global health is conceptualized and financed. The broader context that underlies 

this study is neoliberal ideology. Neoliberalism is a metanarrative that has shaped common sense 

understandings of global health and what we consider “right” and “wrong” ways of helping 

others. It is codified in programs that target specific diseases – which yield maximum returns on 

investment and produce measurable results – rather than national healthcare systems and rely on 

NGOs rather than state institutions to implement. The results of this are evident in Malawi’s 

clinics. I show how HIV care was an enclave within state facilities struggling with severe staff 

and resource shortages. Nationally, resources for HIV and the national health sector were kept 

separate, and on the ground, NGOs provided a dedicated workforce for HIV care while 

government providers managed all other services.  

This dissertation also speaks to the promises of pharmaceutical treatment and when they 

fall short. Providing ART for pregnant women has many health benefits for mothers and 

children. Starting lifelong treatment right away means that women can protect their unborn child 

and future children from contracting HIV. And, earlier initiation on ART leads to better health 

outcomes for women in the long run. In addition, my findings show that access to treatment 

lowers the social temperature of HIV. With ART, HIV is no longer a deadly and infectious 

condition, but a relatively ordinary chronic illness that one takes medication to manage. 

Moreover, with new policies that emphasize treatment-as-prevention, the solution for HIV – 

ART – is immediately presented once women are diagnosed. For couples, talking about HIV 
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infection became less contentious. While an HIV diagnosis may still raise suspicions of 

infidelity, a partner’s sexual behavior is no longer tied to a serious and life-threatening illness. 

HIV was not an important aspect of a couple’s relationship. Pharmaceuticalization has the 

potential to normalize and transform previously stigmatized conditions. This is not to say that 

HIV is completely de-stigmatized – people, for instance, do not widely publicize their status. 

But, unlike the early years of the epidemic, people’s fears about their own infection and their 

fears about encountering a partner with HIV are significantly reduced. Attitudes are more 

complacent: HIV is something that can happen, and if it does, one just needs to take treatment.  

While access to drug treatment is extremely beneficial, ART is not a panacea that fixes 

all aspects of life. Women understood the health benefits of ART, and they of course, wanted to 

have healthy children and to live healthy lives. But sometimes taking treatment has unexpected 

physical, economic, and social repercussions. My findings described the challenges women faced 

with taking ART and why they sometimes refused or stopped treatment. The design of HIV 

policies to take ART every day for life presumes a certain degree of economic and social 

stability, whereas women in Malawi faced pressing economic needs and intermittent support 

from partners. Moreover, the treatment-as-prevention model created uncertainties with the illness 

experience where there were no clear symptoms or signs of the efficacy of treatment, whereas 

women’s subjective understanding of health was based on tangible and physical experiences. 

Rather than label women as non-compliant or “bad” patients, I take their perspective and 

examine their process of decision-making. Women’s choices for treatment are embedded within 

their social conditions. Problems such as side effects or being unable to work were important for 

women treatment decision because they lived in a context where health was defined by physical 

signs and because they lived in conditions of extreme poverty and uncertainty.  
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To wrap up – my research speaks to disconnects at the global-local interface. I have 

shown how WHO policies can be disconnected with the needs of state healthcare institutions. 

And how innovative policies can then be disconnected with the circumstances of clinical 

practices and women’s everyday lives. By moving across scales, I show the friction that arises as 

global health policies travel through to local governments, providers, and patients. We also see 

why problems on the ground take the form that they do. While I just discussed how treatment did 

not work in women’s lives, I argue that this was not due to ill intent or the naiveté of 

policymakers. Everyone did what they thought best. Policymakers are situated in particular 

social worlds, and the design of their policies reflected this. As the WHO focused on scientific 

rigor, they bracketed how states implement policies. While the Malawi state emphasized 

implementation in their policy design, they bracketed how the policy would play out and how 

women would respond to treatment.  

 

 

 

 

 

 




