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Ongoing Crisis:  

Managing HIV as a Chronic Condition in Biomedicalized Bureaucracies 

Katherine Weatherford Darling 

Abstract 

 

Formerly a critical diagnosis, in the U.S. HIV is now classified as a chronic 

disease that can be survived and managed. From the early days of the AIDS crisis in 

the 1980s through the HAART (Highly Active Antiretroviral Treatments) era, HIV has 

remained an expensive illness. Many of the costs have been born by the public health 

systems of U.S. cities and states as well as the federal HIV program named for 

pioneering AIDS icon, Ryan White. In the mid-1990s, expensive but effective 

pharmaceutical HIV treatments called HAART became widely available through public 

and private health insurance in the U.S. Over the same time, cost containment 

strategies restructured US healthcare, and today inequalities remain entrenched in HIV 

health systems across the US and beyond.  

In this dissertation, I ask how and for whom HIV becomes “potentially chronic” 

and definitely expensive in the midst of US healthcare reforms. The biomedical and 

bureaucratic re-classifications of HIV as a chronic illness provide a case for examining 

how the problem of healthcare costs becomes linked to the bodies and lives of people 

and particular populations: What are the embodied and institutional consequences of 

HIV becoming a “life-long” disease? I ask what it means for HIV to be defined, managed 

and experienced as a chronic illness in U.S. healthcare and policy and what is at stake 

in this re-classification. In the context of managing costs and chronic conditions 
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simultaneously, who has access to experiencing HIV as a chronic condition? How, why, 

and through what processes is this chronicity achievable for some people?   

Based at a San Francisco HIV clinic, an early epicenter of the HIV/AIDS 

epidemic that later became a hub of biomedical research and global model for HIV care, 

I ethnographically traced how patients and staff are navigating biomedical 

bureaucracies and health insurance markets as they attempt to obtain and provide 

healthcare. With an historical and ethnographic account of recent U.S. health care 

reform and its on-the-ground implementation at San Francisco General Hospital’s HIV 

Outpatient HIV Clinic (Ward 86), I examine the production of chronicity as a state of 

ongoing illness or managed life. My data include: ethnographic observations, interviews 

with people living with HIV, healthcare providers and program administrators, and 

analysis of policy documents and archival materials. Drawing from theoretical traditions 

across racial theory, science and technology studies and medical sociology, I use my 

ethnographic reflections as a lens on the politics of insurance, healthcare finance, and 

personal health information within the context of stratified citizenship and speculative 

biocapitalism in the U.S. Chapter one traces the social history of HIV care and financing 

at San Francisco General Hospital through several overlapping infrastructural shifts. 

Chapter two describes the collision of “triage work” with the mechanisms of social triage 

– bureaucratic processes that direct investments in the name of efficiency and 

productivity – in the daily work of the clinic. Then, chapters three and four turn to the 

lived experiences of people navigating biomedicalized bureaucracies in order to access 

HIV treatment and other essential resources. Chapter three documents how people 

must articulate their value as patient-workers to become legible insurable. Chapter four 
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develops an account of life as a biopolitical denizen, people who must anticipate the 

terms of their problematization. Tracing the affective and felt sense of entanglement 

with bureaucracies upon which their survival depends, I describe differing dynamics 

through which people are left waiting in biomedicalized bureaucracies. The conclusion 

loops back to the story of one long-term survivor who fell out-of-care as he approached 

65 years old and reviews the main arguments and contributions of this dissertation.  
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Introduction 
 

 “If I had AIDS, I would crawl to San Francisco” 

Merv Silverman, Director San Francisco Department of Public Health 
(quoted in Panem 1988)  

 

Shortly after I began my research visits to San Francisco General Hospital, I 

connected to a nurse with a career spanning three decades of work in HIV/AIDS. Alex 

had lived through most of the major milestones in the history of HIV care – identification 

of the virus, several generations of HIV tests, and the development of new combination 

therapies so powerful that they could make the virus undetectable in a few weeks. We 

tucked ourselves into a small corner office at the end of the hallway. She generously 

started rattling off the names of people I needed to talk to, and re-telling stories about 

the early epidemic of the 1980s that she wanted me to keep in mind. Reading my 

project summary, she echoed my research questions back to me: What does it mean for 

HIV to be re-defined and managed as a chronic illness? How, when and under what 

conditions will people receive HIV care in the era of U.S. healthcare reform? 

Located primarily in an outpatient HIV clinic on a public hospital “campus” in the 

San Francisco Bay Area, my dissertation research ethnographically followed patients, 

providers and case managers in their transit through and struggles with biomedical 

bureaucracies. At the public hospital, an early epicenter of the AIDS crisis and a current 

‘hub’ of biomedical innovation and HIV cure research, I examined the consequences of 

the re-classification of HIV as a chronic condition: In an era of U.S. healthcare reform, 

as a sociologist of health, illness and disability, and as an interdisciplinary science, 
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technology and medicine studies (STMS) scholar, my questions are concerned with the 

ways that patients’ lives and biographies are entangled with biomedical and policy 

strategies for managing HIV as a chronic illness during an era when responsibility for 

controlling healthcare costs and chronic illness are being actively re-organized. What 

does it mean for healthcare costs, when “complex patients” and chronic illness are 

managed simultaneously? 

Huddled at her desk, Alex continued, warning me to think carefully about “HIV 

exceptionalism” – treating HIV as distinctive from other illnesses or disabilities. She 

said, “You have to remember, no one wanted to care for these patients in the 

beginning.” Alex explained that the early AIDS responders like herself had stepped 

forward in an era of intense fear, when a shroud swirled with dark clouds of stigma, 

shame and homophobia around the sick and dying. The threat of an unknown and 

deadly contagion led many healthcare providers and hospitals to refuse care to the sick 

and dying. She and other activists, already vetted by mobilizations for women’s 

liberation and gay rights, fought back. They created the city and state programs that 

would remake the standard of care and eventually ensure access to life-sustaining 

biomedical treatment. As she addressed a group of incoming students much later, I 

observed her reflect on that uncertain time. Alex said that while she didn’t know what 

was killing those young men at the time, she did know what homophobia looked like. 

She knew what stigma and fear looked like. HIV specialization and the exceptional care 

the clinic is able to provide, as well as federal programs that pay for health insurance 

premiums, drug expenses, or biomedical research for HIV—but not for unrelated 

illnesses—are a legacy of social movement responses to neglect and HIV stigma. She 
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remembered well the days—as late as 1988—when the U.S. federal government failed 

to even acknowledge.  

As a part of my fieldwork, I accompanied people living with HIV as they traversed 

these bureaucracies to seek medical care - observing eligibility and medical 

appointments, often across interactions and exchanges that lasted several weeks and 

conducting in-depth follow-up interviews with them afterwards. Following people through 

biomedical bureaucracies allowed me to piece together their trajectories through 

disparate complex institutions. I leverage these observational and interview data to 

show how people struggled with the complexities of eligibility and enrollment in 

everyday context. Based on more than two years of targeted observations and 

interviews with twelve HIV providers, 15 people living with HIV, and 12 experts in clinical 

care and HIV policy, my dissertation traces the consequences of the transformations 

that have made HIV a potentially chronic – and definitely expensive.  

From our first encounter, Alex continued to reiterate the impacts of stigma as well 

as eligibility. She described for me the labor-intensive process of "eligibilizing" someone 

for needed care and services. Her specialized Linkage Team of social workers and 

nurses focus on “linkage to care” and it was their job to “eligibilize” new patients to the 

clinic. Their work was often invisible and illegible to medical providers. I return to Alex’s 

conception of eligibilizing and throughout this dissertation. Eligibilizing work is what 

people living with HIV in San Francisco are doing to piece together their survival and 

accomplish eligibility — often in very creative yet tenuous ways.  

Following the tensions and connections among the different everyday work in 

biomedical institutions like the HIV Outpatient Clinic and the hospital, this dissertation 



  

4 
 

shows what one clinic tells us about the compassionate care and forms of violence that 

are contained within the fragmented patchwork of American healthcare systems. In the 

rest of this introduction, I briefly describe some of the questions and stakes that initially 

motivated my research. I first situate my research questions and key findings within 

ongoing debates across the sociology of health, illness and disability and science, 

technology and medicine studies (STMS). I then provide a brief overview of each of the 

chapters and preview the arc of my arguments.   

Questions 
 

I began my graduate training in sociology in 2009, during a firestorm of debates 

about what would eventually become “Obamacare” - the Patient Protection and 

Affordable Care Act of 2010 (the PPACA). For the second time in my adult life, it briefly 

seemed possible to imagine a universal healthcare system, or at least some version of it 

such as “Medicare for all” a “public option”. Amidst cable news raging about death 

panels, racists fears of the suspected socialist Muslim president, and Supreme Court 

debates about broccoli, I was just beginning to learn about the origins and history of 

U.S. medicine. It had not been long since I had applied for insurance as an “individual” 

for the first time, and after twenty-five years of fairly constant interactions with 

healthcare systems, I was starting to think I knew at little bit about how it all worked. 

Seven years of research and study later, I realize how little any of us understand 

about the financial technologies, corporate and public decisions, laws, policies, budgets, 

data systems and administrative bureaucracies that we call the U.S. healthcare 

economy. My imagination was captured by how the obscurities of health insurance and 
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the boiling political debates surrounding healthcare reform were playing out loudly in the 

news. In my dissertation, I sought to investigate how the changes promised by the 

PPACA played out at one of the oldest public HIV clinics in the U.S. Primarily, I wanted 

to understand how and why HIV had become a chronic condition within the particular 

context of emerging U.S. clinical and policy regimes for managing other chronic 

conditions – from heart disease to addiction to mental illnesses. What was at stake in 

these transformations? I had three major kinds of questions: How did this happen? 

What did it look like from the ‘on-the-ground’ perspectives of patients and providers? 

And, what could it tell us about contemporary re-organizations of patienthood, work, 

labor and citizenship in the U.S.?  

While there had been scientific and policy discussion of HIV’s potential to 

become a chronic illness in the U.S. since 1989, US federal policy initially – but 

belatedly - addressed the AIDS crisis as a public health emergency and natural 

disaster. How and why did HIV become ‘chronic’ in the particular context of the 

emerging U.S. clinical and policy regimes for managing chronic conditions within the 

PPACA? What happened in the intervening period (1990-2010) that enabled this to 

happen? How, over the last thirty years, did city, state and federal government response 

to HIV/AIDS transition from being organized as a public health “emergency” to one of 

managing mundane chronicity? Why now?  

In addition to understanding how this historical transformation transpired at 

SFGH, I wanted to know how clinicians, clinical staff, hospital administrators and policy 

makers anticipated, experienced, and responded to healthcare reform. The PPACA 

proposed changes in the financing, organization and delivery of HIV-related care, 
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including changes to Medicaid eligibility, reimbursement and funding requirements. How 

did deliverables and milestones or rubrics for evaluating healthcare ‘cost’ and ‘quality’ 

influence this organization? What information technologies, information systems, and 

data infrastructures were required for these models of care? How were they used and 

by whom? What kinds of patients were people living with HIV from the perspective of 

the providers and institutions who cared for them? How were providers and clinic staff 

experiencing new models for organizing healthcare at the clinic? I followed healthcare 

providers and patient navigators at the clinic and across the city. I traced how the 

effects of the PPACA materialized in and through the spaces of the hospital and clinic, 

within particular bodies and populations. Further, I examined the interactions and 

processes through which HIV-related services are financed and provided. 

Finally, I was keenly interested in what all these changes mean for the people 

living with HIV who became the objects of such biomedical and policy interventions. I 

therefore investigated the lived experience of obtaining health care that was financed 

and organized around ‘people living with HIV’ as a defined population. How did people 

experience, navigate and transit through eligibility and ineligibility for different insurance 

plans or programs, including the newly created health insurance exchanges? How did 

they experience and interface with publicly financed HIV-related services? How did 

people embrace, negotiate or resist the assumptions, values and demands embedded 

in new technoscientific, biomedical and administrative categories of these systems? 

How did these categories organize their access to and experience of health care 

services?  
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Methods 
 

This was a multi-sited ethnographic and historical project. Between 2014 and 

2016, I conducted an in-depth ethnography of the outpatient HIV clinic at Ward 86 at 

San Francisco General Hospital. I spent most of my time as a participant-observer 

embedded with the clinic’s Linkage Team. This specialized interdisciplinary team 

included a medical doctor, two social workers, Melissa, the patient navigator, two social 

workers, Alex, a RN, and Maria Jose or MJ, a Nurse Practitioner. The Linkage Team 

worked closely with patients who were hospitalized, newly diagnosed with HIV, and 

people who were “out of care” – defined as people who had not seen a primary care 

provider in the past year and were not taking ART’s.  

In the course of my fieldwork, I also attended weekly case conferences with the 

Linkage Team and Grand Rounds with the HIV/AIDS Division providers and staff. I 

observed 12 HIV healthcare providers at the clinic, shadowing each of them for several 

days (2-5 days each) at the clinic. I conducted in-depth interviews with 7 of these 

providers at the end of my fieldwork.  

I also conducted ethnographic observations and interviews with 15 people living 

with HIV who were referred to my study by healthcare providers already participating in 

my research. I attended a medical, eligibility, intake appointment, or navigator visit with 

each person. I then wrote field notes describing our conversations and my observations 

of their experiences connecting to health care services and navigating insurance 

eligibility in the changing landscape of healthcare financing. Following these 

observations, I conducted in-depth follow-up interviews with 13 of these people. These 

longitudinal observations and interviews enabled me to follow patients’ encounters 
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within a shifting ground of bureaucratic requirements and the available resources and 

healthcare services.  

Outside the clinic, I additionally conducted 12 interviews with clinical and policy 

experts involved in HIV healthcare and health policy in California. I also examined 

extant histories of the hospital as an institution (Blaisdell and Grossman 1999; Risse 

1999). I reviewed archival materials from the outpatient clinic at Ward 86, primarily 

donated by the clinic’s founder and UCSF professor Paul Volberding (held at UCSF 

Library Special Collections) and HIV/AIDS inpatient unit at Ward 5A (held at San 

Francisco Public Library). The oral histories of the AIDS epidemic in San Francisco 

conducted by a historical at the Regional Oral History Office the Bancroft Library 

between 1995 and 1999 provided additional data about the early history of HIV/AIDS 

care at San Francisco General Hospital (Smith Hughes 1995, 1997a, 1997b, 1999, 

1999).  

I utilized qualitative analysis software, Atlas.ti, to organize and thematically code 

interview transcripts and field notes. Throughout the processes of my research and 

analysis, I wrote analytic field notes and memos. In writing my ethnographic and 

historical account, I assembled a situated scenes from my ethnographic observations, 

interviews and my situational analysis (Clarke 2005; Clarke, Friese, and Washburn 

2015) of HIV health policy healthcare reform implementation.  

Methodologically then, my dissertation explicitly seeks to integrate ethnographic 

observation with situational analysis to show how laws and policies create specific 

“situated scenes” and condition specific kinds of lived experiences and subjectivities. 

Rather than considering healthcare reforms as a “policy context” or thinking of the 
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history of AIDs at the hospital as a “historical context”, I sought to weave together my 

different research materials (policy documents, observations and interviews, archival 

materials) into my ethnographic narrative. This situating move, analytically underscored 

the multiple actors, temporalities, technologies and discourses present on any given day 

in life at the clinic. At the same time, the analysis I convey is not confined or contained 

to the particularities of daily life at the clinic or the experience of any one patient. I 

provide a detailed description of my methodological and analytic strategies in the 

Methodological Appendix.  

Looking ahead: What is this a story of?  
 

So, what is this a story of (Strauss 1987)? This dissertation documents stories of 

patients and frontline health workers at San Francisco General Hospital from 1982-

2016. It is the story of how HIV was biomedically and bureaucratically re-classified as a 

chronic illness in the U.S., and thus develops an account of how managing HIV became 

part of a new American normal – part of the usual way of doing business in broken 

public health and healthcare systems. I tell stories of how a city and a hospital in 

Northern California took action during a public health crisis and built infrastructures to 

care for patients no one else would touch. And, finally, it is an American story about the 

ongoing and fundamental immorality of an unacceptable status quo: despite legal 

promises of “equal protection”, social, economic and health inequalities are deepening. 

Looking ahead, each of the subsequent chapters contributes ethnographic, historical 

and theoretical depth to these stories with hopes for making more equitable, just and 

livable futures possible.  
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I deploy the biomedical and bureaucratic re-classification of HIV as a chronic 

illness as a case study for understanding a broader landscape of healthcare policies 

and biomedical practices surrounding disabilities and chronic illnesses in the U.S. In 

doing so, I draw on classical and contemporary theoretical perspectives from Medical 

Sociology and the Science, Technology and Medicine Studies (STMS). Studies of 

chronic illnesses within Medical Sociology and STMS have historically examined 

interactions between individuals and biomedical institutions and cooperative or 

collectively negotiated work - including social movements. Here, I sketch out this 

history, broadly engaging conversations across Medical Sociology and STMS. I 

introduce key concepts and debates from these traditions, and describe how I deploy 

and elaborate these theories in relationship to the theoretical and empirical arguments 

of each dissertation chapter. Finally, I situate these chapters within my broader 

arguments about the many meanings of HIV exceptionalism in the US.  

Patients, Workers, Citizens in Neoliberal Healthscapes 
 

Chronic illnesses such as poliomyelitis and mental illnesses have been a 

founding areas of inquiry for medical sociology and later STMS. Parson’s classic “sick 

role” posited acute disease, a passive and incapacitated patient, and passage into a full 

recovery and back into the social roles and institutions of work and family. In early 

studies of chronic illness, medical sociologists working in interactionist tradition brought 

attention to the lived experience of chronic illnesses (Charmaz 1991; Davis 1963). 

Examining Where Medicine Fails, Strauss and colleagues (1997) pulled attention away 

from the diagnostic and potentially curative powers of biomedical practices that had 

focused on acute illness and moved their analytic vista toward all the work that went into 



  

11 
 

living with chronic illnesses. The organization of work at the hospitals was ordered by 

the “prominent medical ideology of a battle against acute disease” (Wiener and Strauss 

1997). This older organization of work came into tension with the realities of patients 

who had developed “highly technical and successful procedures” for managing life with 

chronic illness in the hospital and outside. However, a “comparable ideology of chronic 

illness” remained missing (Strauss et al. 1997:xi). 

Erving Goffman (1961) took aim at the interactions between individuals and 

institutions in his work on asylums and studies of the mental patients confined in “total 

institutions”. Strauss and colleagues (1997) then detailed the social organization of 

medical work, including the work required of patients and bedside providers, in what 

was then a “newly” technologized hospital. Successive generations of scholars 

witnessed significant transformations of American healthcare and biomedical 

institutions. Their research conceptually extended these classical approaches and 

turned their attention to understanding health social movements (Epstein 1996; Brown 

et al. 2004) and stratified biomedicalization (Clarke et al. 2010; Shim 2010).  

Here I position my dissertation findings with respect to generational shifts in 

theorizing chronic illness within both medical sociology and STMS: First, there was a 

shift from total institutions to what I call biomedicalized bureaucracies. Second, there 

was a shift from analyzing the work of patients toward examining the articulation of the 

economic value of work with the labor and costs of patienthood. Third, we are seeing 

more traffic between theories of biological citizenship (Novas and Rose 2000; Petryna 

2002) and “biomedical asylum seekers” (Pitts-Taylor 2011).  
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From Total Institutions to Biomedicalized Bureaucracies in Neoliberal Healthscapes  
 

In 1954, Erving Goffman began his study of a state mental hospital. After a year 

of participant observations embedded in the hospital, he first published Asylums in 1959 

(Goffman 1961). He theorized asylums as “total institutions” with common 

characteristics, including a “basic split” between the “managed group” of inmates and 

the supervising staff (Goffman 1961:7). With all aspects of life conducted in the “same 

place and under a single authority”, the daily activities of inmates were both “tightly 

scheduled” and supposedly enforced by a “single rational plan purportedly designed to 

full the official aims of the institution” (Goffman 1961:6). A total institution is partially a 

“residential community” where people work and live together and partially a “formal 

organization” with clear goals and rules (Goffman 1961:12).  

Goffman described two ways inmates participate in total institutions – through 

primary and secondary adjustments. In the first instance, the individual “co-operatively 

contributes to the required activity to an organization” transformed into a “normal” 

“programmed or built-in member” (Goffman 1961:189). In contrast, secondary 

adjustments represent how the “individual stands apart from the role and self that were 

taken for granted for him by the institution” (Goffman 1961:189). Writing a thickly 

ethnographic account of “the under-life of a public institution”, Goffman argued that such 

places stage and construct distance between the inmates and supervisors – “a 

difference in social quality and moral character, a difference in perceptions of self and 

other” (1961:111). Concerned with the risk of totalitarianism and its impacts on 

constitutions of the self, in his final analysis, Goffman observed: “Without something to 

belong to, we have no stable self, and yet total commitment and attachment to any 
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social unit implies a kind of selflessness. Our status is backed by the solid buildings of 

the world, while our sense of personal identity often resides in the cracks” (Goffman 

1961:320).  

The “solid buildings” of medical institutions like hospitals met significant 

transformations in the time since Asylums’ publication. For one thing, President Reagan 

released 400,000 people who had been living in institutions like St. Elizabeth’s without 

providing any real alternative for public mental healthcare in the U.S. Since this de-

institutionalization in the 1970’s and the managed care ‘revolution’ of the 1990s, long 

term confinement in hospitals or asylums became less indicative of many patient 

experiences. However, since his writing, the build-up of prisons and increasing use of 

policing as a response to both mental illness and poverty has created a carceral society 

(Gilmore 2007; Wacquant 2009). Goffman’s now classical analyses therefore remain 

relevant to the everyday experiences of incarcerated people, including, if not especially, 

their healthcare and mental health experiences.  

 Within medical sociology, approaches to theorizing the knowledge-base and 

topography of biomedical institutions also morphed during the 1970’s. Clarke and 

colleagues describe biomedicalization as a transformation beginning just after this 

‘crisis’ of American medicine (Starr 1982; Clarke et al. 2010). Biomedicalization (Clarke 

et al. 2010) describes five social, economic, technoscientific and biopolitical processes 

of interconnected transformation. These include: the political and economic 

reorganization of biomedical knowledge production and health care financing, an 

anticipatory and pre-emptive focus on health risk and surveillance, the 

technoscientization of biomedicine, transformations in the production, distribution and 
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consumption of biomedical knowledge and services, and last, transformations of bodies, 

subjectivities and identities. These five processes provide a rubric for understanding 

historical changes in the authority of medicine and concomitant theoretical shifts in how 

power should be conceptualized in medical sociology.  

Clarke and colleagues (2010) use ‘bio’ to signify both the historical and 

conceptual updates for medicalization theory. Bio- captures the connection between 

medical or clinical practice and biology, the life sciences – and now increasingly 

(bio)informatics and the ‘information sciences’ of genomics and epidemiology (Clarke 

and Shim 2011). Bio- also signals a connection to Foucauldian analysis of historical 

changes in how power operates that he called biopolitics (Foucault 1978). 

Biomedicalization theory moves attention away from the jurisdictional boundaries of 

medicine and from diagnostic labels and professional ‘labeler’ as the locus of power and 

control. Instead, these point to meso-level organization and infrastructural aspects of 

biomedical knowledge, services, and technologies as productive of ways of acting on 

and transforming health and illness. By turning analytic attention to processes of 

transformation rather than narrower questions of professional control and definition, 

biomedicalization theory orients us toward “transformations of the human and 

nonhuman made possible through technoscientific innovation” (Clarke et al. 2010:47). In 

this sense, metaphors of administration and transformation pull attention toward the 

“realms and dynamics of the social inside scientific, technological and biomedical 

domains” (Clarke et al. 2010:56).  

By focusing on biomedicalization as a historical shift and a conceptual ‘update’ to 

medicalization and medical sociology more broadly, Clarke and colleagues clarified how 
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power, inequality and difference and stratification are situated within and constitutive of 

the processes of biomedicalization. Some medicalization theorists described what they 

called the “gendered aspects” of medicalization, but dealt inadequately with what the 

Ehrenreich’s call the punitive effects of medical institutions (Conrad and Schneider 

1980). Ehrenreichs’ (1978) critique of disciplinary and co-optive medical control aptly 

captured the uneven effects of medicine’s power, but biomedicalization theory draws on 

Foucauldian traditions to underscore the stratifying effects of what the Ehrenreichs’ 

earlier described as the “social impacts” of medical services. Whereas medicalization 

emphasizes control over bodies, especially in terms of the power to define them, 

biomedicalization draws on Foucauldian traditions to focus on the transformation and 

reconstitution of bodies and lives. Biomedicalization shifts the focus from medical 

control to the ways that bodies are “discursively constituted through biomedical 

knowledges and practices” (Riska 2010:154). Drawing from feminist theorizing of the 

body and as well as post-structuralist theory, biomedicalization brings attention to the 

interplays among embodied, technical and digital practices. 

 ‘Stratified biomedicalization’ provides a broad conceptual frame for looking at 

how these different and differential biomedical and biotechnological transformations, the 

various institutional locations of biomedical practice, and stratified systems of health 

care financing and delivery are themselves productive of multiple inequalities. As Clarke 

and colleagues argue succinctly: “sites of inequality dwell in the very structures and 

processes of biomedicalization” (Clarke 2010:61). That is, there are uneven and 

unequal exclusions and inclusions that take shape in biomedicine’s institutional 

dwellings: “Even as technoscientific practices extend their reach into ever more spaces, 
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many people are completely bypassed, others impacted unevenly, and while some 

protest excessive biomedical intervention into their lives, others lack basic care” (Clarke 

2010:61). In this way, stratified biomedicalization is a fundamental and constitutive 

aspect of biomedicalization, and a sensitizing concept for looking for mechanisms, 

processes and actors that resist or are complicit in these stratifications. Stratified 

biomedicalization stresses the temporally and spatially uneven processes of 

biomedicalization, and how each of the central processes of biomedicalization create 

open ended, perhaps contradictory, and but often all-too-predictable stratifications and 

inequalities. For example, the selective corporatization of elite markets are paired with 

processes of selective and “exclusionary gate-keeping” advanced through new 

technologies of risk and surveillance disproportionately directed towards marginalized 

communities (Clarke et al. 2010:83).  

Following Clarke (2010), I conceptualize these uneven terrains as neoliberal 

“healthscapes”. In these spatially, temporally and culturally defined zones, arenas, and 

social worlds, people living with chronic illness are struggling to access healthcare, and 

are increasingly problematized as expensive. Clarke develops “healthscape” to 

conceptually capture the temporality and ethicality of regimes of practice organized 

around “health” and the universe of “things medical” (2010:380). They include “ways of 

grasping the patterns that occur where health and medicine are performed, who is 

involved, the sciences and technologies in use, its material cultures, media coverage, 

political and economic elements and changing ideological and cultural frameworks” 

(Clarke 2010:392). Her analysis helps us address the pockets of intense 

biomedicalization produced through transnational travels and circulations as well as the 
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concentration, packaging and uneven distribution of biomedicine. Healthscapes 

therefore conceptually emphasize spatial as well as temporal aspects of uneven and 

stratified biomedicalization.  

Here I adopt “healthscape” to argue that contemporary biomedical institutions 

such as public hospitals are increasingly financialized and bureaucratized, as well as 

spatially dispersed and stratified. The growth of such biomedicalized bureaucracies – 

often called healthcare bureaucracy – accelerated as healthcare payers and payments 

increasingly came to organize medical work and institutions during the 1980s and into 

the 1990s. Agency office buildings, program application forms, databases, 

reimbursement categories, pre-authorization procedures, electronic health records and 

billing systems - these digital biomedical things are key fixtures of neoliberal 

healthscapes. While the build-up of healthcare bureaucracy is not a new phenomenon, 

the day-to-day workings of such biomedicalized bureaucracies have been under-

studied. Yet, the proliferation of biomedical and economic classification systems and 

administrative infrastructures are now a major force that patients and healthcare 

providers must reckon with every day. We can no longer simply see them running in the 

background of biomedical care and work.  

I conceptualize and study health insurance as a tangled nexus of infrastructures 

and bureaucracies, information technologies, data management practices, actors and 

practices that together constitute the domain of health care finance and administration. 

To do so, I bridge Star’s theorization of infrastructures with Spade’s concept of 

administrative violence. Leigh Star’s (1999) ethnography of infrastructure pulls attention 

towards the infrastructural elements of purportedly neutral administrative systems. 
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Through the concept of torque, Bowker and Star (1999) describe how the lives of 

people are bent out of shape by their movement through categories and classifications 

work. Spade’s (2011) analysis of “administrative violence” calls attention to how people 

are “torqued” through administrative categories and to how their life chances, patient 

experiences and illness trajectories are organized within the infrastructures of 

population-level interventions like such as healthcare financing (Bowker and Star 1999). 

Biomedicalized bureaucracies embed values and techniques of valuation that legally 

codify administrative violence (Spade 2011). Healthcare bureaucracies encode 

questions about whose health matters, define particular patients and populations as 

problems, and absorb anxieties about the figure or specter of the U.S. state in the lives 

and deaths of people. Spade (2011) draws on post-colonial re-readings of Foucault to 

highlight how “corporeal violence and looming threats of violence” have long melded 

with “normalizing” self-regulations and forms of population management and 

administration (Foucault 1978; Stoler 1995). Administrative law and governance through 

the state agencies and departments – like the Department of Health and Human 

Services and Center for Medicare and Medicaid Services - structures the life chances of 

people and shapes inequalities (Spade 2011:31). As Spade argues:  

Rather than understanding administrative systems merely as responsible for 
sorting and managing what “naturally” exists, I argue that administrative systems 
that classify people actually invent and produce meanings for the categories they 
administer, and that those categories manage both the population and the 
distribution of security and vulnerability (Spade 2011:32).  

Such administrative systems accomplish these distributions by defining some people 

and populations as “threats” or “drains” in ways that actually make them targets of 

imprisonment, harm, vulnerability, state violence and social abandonment. These forms 
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of control, violence and vulnerability to premature death are embodied marginalization, 

abandonment and imprisonment perpetuated by systems of meaning and control such 

as ableism, racism, sexism (Spade 2011). Through these means, administrative 

violence thus codifies stratifying mechanisms within forms of governance that stand as 

ordinary, mundane and normal. In today’s neoliberal healthscape, population-level 

interventions “entail the mobilization of ideas about what kind of life must be promoted 

and what kind of life is a threat and must be left out, rooted out, or extinguished” (Spade 

2011:113). Above I have only briefly drawn the connections between biomedicalized 

bureaucracies and administrative violence and their shared infrastructures. I return to 

the dynamics of administrative violence and other forms of normalized state violence in 

the discussion of citizenship below.  

In marking the historical and analytic shift from total institutions toward the 

pervasive and diffuse biomedicalized bureaucracies in neoliberal healthscapes (Clarke 

2010), I argue that these transformations did not simply historically coincided with the 

HIV/AIDS epidemic. Rather, HIV-status in the US to produce biomedicalized 

bureaucracies collided with new configurations of work, citizenship and patienthood. In 

particular, for people living with HIV at the margins of US society, this collision has 

created intensifying demands and obligations—generating health and economic 

productivity as moral imperatives in a situation of eroded social insurance. Their 

experiences are complicating our theorizations of work, labor and citizenship and their 

relationships to chronic illnesses and disabilities. Drawing on their experiences, I push 

us to re-think the ethics and distributive politics of biomedical knowledge and care. In 

the next sections, I outline how work, labor and citizenship have been conceptualized 
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with medical sociology and STMS, and describe how my conceptual interventions seek 

to situate patients’ encounters vis-à-vis a healthscape of precarious labor, speculative 

biomedical markets and biomedicalized bureaucracies.  

From the Work of Patients to Patient-Workers  
 

Transformations of labor, work, insurance, biomedical infrastructures and 

bureaucracies means that the ‘work of patienthood’ and the articulations of patienthood 

and work, no longer smoothly fit with structural functionalist or social interactionist 

models. The labor of being ill and living with illness and the work of being poor – 

together with the potential economic value of new markets of untreated patient 

populations – are now creating constraints and contradictions for people living with 

chronic illnesses and disabilities. Within medical sociology, becoming a patient has 

been long been conceptualized as “work” (Goffman 1961; Strauss 1985). I argue the 

emergence of new bioeconomies and the flexibilization of labor markets (Cooper and 

Waldby 2014; Martin 1994; Sunder Rajan 2006) have simultaneously contracted 

patients into patient-workers.  

Strauss and Goffman each brought attention to the work taken on by patients. In 

Asylums, Goffman described the “moral career of a mental patient” in his now classical 

work (1961). He conceptually used “moral career” to detail the effects of 

institutionalization on the social relationships of inmates. While “career” links commonly 

to rises in status and esteem within a profession, Goffman offered the concept of moral 

career as a means of tracing changes across “any social strand of any person’s course 

through life” (1961:127). He argued such a career is a trajectory shaped by the “back 

and forth between the personal and the public” self (Goffman 1961:127). For patients in 
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the asylum, such careers shift “through the process of hospitalization (pre-patient 

phase, an inpatient phase and an ex-patient phase)” (Goffman 1961:130). What makes 

this career “moral”? Goffman argued that a mental patients’ trajectory through the 

asylum entails a “regular sequence of changes” in the person and “in his framework of 

imagery for judging himself and others” (1961:128).  

Strauss and colleagues (1997) detailed the various kinds of work patients were 

engaged in at newly “technologized” hospitals. They observed that the work of medical 

professionals – and patients – was being “irrevocably altered” by the prevalence of 

chronic illness and the new technologies for managing them (Strauss et al. 1997). 

Conceptually aligned with Goffman’s “moral career” concept, they distinguished 

between an “illness trajectory” and the “natural history” of disease and argued that this 

trajectory was formed by both the “organization of work” and the impact of that work on 

those involved – again including both professionals and patients (Strauss et al. 1997:8). 

Symptoms and treatment regimens of chronic illnesses necessitated “complicated 

juggling of how life is lived”. In these processes, patients are not “medically innocent”, 

often bringing experiential and technical knowledge of their illness into the hospital 

(Strauss et al. 1997:197). Observing the beginnings of “patient power” and patients’ 

rights movements, Strauss and colleagues argued that patients “rising expectations” 

and intensive work, could “create conflict between patients and hospital staff” (Strauss 

et al. 1997:209). Borrowing from Barbara Artinian’s study of dialysis patients, Strauss 

and colleagues recounted a patient’s astute expression of annoyance: “Medi-Cal should 

pay me – I do all the work” (1997:204). Medi-Cal did indeed force many of the patients I 

followed to do significant and difficult work.  
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But, what is work? Who is a worker? What is labor within neoliberal 

healthscapes? These questions opens Cooper and Waldby’s (2014) discussion of new 

forms of clinical labor. Their case studies documented how people earn money through 

participating in Phase 1 clinical trials, sperm and egg donation or gestational surrogacy, 

sometimes receiving necessary but unaffordable medical care through their participation 

in biomedical research. As they argue, the potential answers to such questions (e.g. 

What is labor? Where and how do we work?) within contemporary economies are 

shifting, and now include the modes of biomedical production they conceptualize as 

clinical labor. Cooper and Waldby (2014) contextualize these forms of biomedical 

productivity and exchange within the context of a broader transition away from Fordist 

economies. They track the emergence of speculative forms of transnational capitalism 

that has developed with the “bioeconomies” at their hubs. In these healthscapes, 

hospitals become more and more like factories, the economic engines of large urban 

and transnationally networked centers.  

Similarly tracking how the flexibilization of labor percolates in biomedical images, 

Emily Martin (1994) traced the co-emergence of scientific images of the infinitely 

adaptable and optimizable bodies of workers with trends toward the flexibilization of 

labor. Flexibility has a sharp double edge – signaling the ‘freedom’ to work on demand, 

and demands that workers must comply when such ‘opportunities’ contract or expand. 

Queer disability scholar Robert McRuer (2006) draws on Martin’s analysis of economic 

and bodily flexibility, calling these intensifying and demanding requirements for flexibility 

and competition in the workplace “compulsory able-bodiedness”. A system of 

“compulsory-able-bodiedness” demands not only economic productivity but also 
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enables constant confrontations with obnoxiously demanding able-bodies questions, 

“Wouldn’t you rather be like me?” (McRuer 2006:9). McRuer extends Martin’s critique of 

flexibility’s value, arguing that neoliberal subjects must managed recurrent crises, 

performing as if the crisis never happened, and reconsolidating their identity to make it 

appear as if the “worker is exactly suited to each new role” - both bodily and 

economically (McRuer 2006:17).  

Following these scholars, I similarly ask about the work and labor patients need 

to do to articulate themselves as insurable employees, contractors, or disabled-not-

workers. People were compelled to constantly optimize and self-manage their flexible 

and adaptable bodies, and to make insurance work. How do they negotiate this 

bureaucratic backside of patienthood to make themselves legible as insurable patients? 

Biomedicalized bureaucracies articulated with flexible labor markets and speculative 

markets to create about the hegemonic underbelly of the accounts of biomedicalized 

patient-workers. What happens when they simply can’t make it work? How do patients 

craft a career within which living with HIV is possible or affordable? I found that within 

new biomedical economies, life-long patienthood is extremely laborious, as well as 

precarious and productive. The work of patienthood for people on the margins is thus 

collapsed and complicated by simultaneous demands for able-bodied and economic 

flexibility. People are conscripted into the intensively computerized and circuitous work 

of eligibilizing into insurance systems that demand they articulate their value to access 

care. At the same time, the emergence of the forms of economic productivity and value 

- clinical labor and “surplus health” - means that as life-long biomedical consumers, 

patients are also a constant source of productivity and potential market value.   
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Strauss and colleagues, recognizing the multiple forms of work (machine work, 

clinical safety, comfort and sentimental work) and many hospital workers involved in 

patients’ illness trajectories, conceptualized “articulation work” as all the actions 

necessary to ensure that staff’s “collective efforts add up to more than discrete and 

conflicting bits” (1997:151). That is, caregiving is a collaborative accomplishment. 

Following Strauss and colleagues, I conceptualize this “articulation work” as a way of 

bringing together multiple forms of work – including all the work people must do to bring 

together differing forms of labor and income to pay for basic needs like housing, to 

make themselves insurable, and to transform their hypothetical eligibility in healthcare.  

As I detail in chapter three, for many patients, this process of “eligibilizing” is not 

straightforward and involves successive rounds of “articulation, disarticulation and re-

articulation” (Strauss et al. 1997:160). While categories of income launched patients into 

the branches of eligibility algorithms, biomedicalized bureaucracies are internally 

structured by the potential financial risks of unproductive or expendable populations and 

the potential gains of profitable consumer markets. Speculative practices are not only 

integral to the flow of capital, but also a key strategy necessary for managing life as a 

marginal worker in such economies. The range of tasks and scope of work that patients 

are conscripted into now constitute clinical labor as well as the bureaucratic backside of 

patienthood. I found that this kind of articulation work was often unaccounted for, 

invisible and undervalued within the clinic, absent in health policy discussions about 

how health insurance systems work, and previously missing from academic 

conversations about citizenship, labor and biomedicine.  
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Below, I discuss how citizenship, and state actors and institutions have been 

taken up across medical sociology and STMS. Following Glenn (2002), I understand the 

forms of stratified, flexible and precarious labor discussed above to be co-constituted 

with the stratified forms citizenship I turn to in the next section.  

Biological Citizens, Biopolitical Denizens and Administered Abandonment 
 

Within STMS theories of biological citizenship have captured important ways in 

which people deploy political demands though their claims about experiences of 

disease or biological damage, or using biological language. Biological citizenship has 

been conceptualized as a way people mobilize their biology and embodied experiences 

through both the language of biomedicine and in claims about “biological damage” by 

making demands on key state actors (Petryna 2002). Concepts akin to “biological 

citizenship” and “biosociality” have stressed how individuals put biology to work in 

political claims or demands or in creating forms of solidarity and collectivity (Petryna 

2002; Rabinow 2008).  

Several scholars have recently complicated theories that sit at the nexus of 

biology, biomedicine and citizenship. Epstein’s (2007) proposal of biopolitical citizenship 

highlights how the reciprocal ways of categorizing and classifying people animates 

particular ways of politicizing bodies and making political claims or demands about 

bodies and populations. Cuthberton (2015) has proposed “gradational biological 

citizenship” to emphasize the different degrees to which differently situated (or stratified) 

actors may actively make political claims through the language of biology. Bliss (2012) 

elaborates the concept of reflective biosociality to highlight the ways that genomic elites 
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relate to and invest in new forms of racial science as a means of reflexively elaborating 

and spreading their own political values about race and racial democracy. Together, 

scholarship on biological / biopolitical / biocitizenship has contributed key insights into 

how people experience and enact citizenship in relationship to their health, bodies and 

biology. These theorizations often emphasize purposefulness, intentionality and 

individually or collectively wielded claims on the basis of disease status. Recent case 

examples have shown how individuals and communities socialize, organize or mobilize 

around biomedical or biological labels or categories. 

But, considering only these practices of mobilizing political demands obscures 

the vast range of means by which people articulate and make felt the force of embodied 

inequalities in social and political life. By focusing exclusively on how the languages, 

discourses and techniques of biology ground and legitimate claims, these scholars have 

pushed back on the kinds of legibility and agency assumed by biological citizenship. 

Such analyses privilege demands on state and market actors that prove most 

successful and miss the complex ways biomedical and biological knowledge enter into 

negotiations of formal and legal rights or grounds claims to substantive citizenship 

(Glenn 2011). By privileging demands on the state that are conspicuously successful, 

and theories biological citizenship reified ways of living that successfully or properly 

enact normative citizenship. However, for many people, the political, legal and moral 

standing of their claims and demands are fragile, and such analyses risk masking the 

exclusions and stratifications that are formed when “legitimate” citizenship claims are 

narrowly constructed.  
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Many of the ways people politicize their bodies and health don’t conform to the 

scripts of citizenship and a ‘default drive’ of political mobilization based narrowly on de-

stigmatizing normalization or pro-cure demands. Benjamin (2013) and Thompson 

(2013) question ‘default’ assumptions of intensive-patienthood or sudden acute illness 

that represents a significant fall from privilege and serves as the sole or the most salient 

basis for political mobilization or action vis-à-vis illness, treatment, access and cures. 

For example, observing the optics and tactics of “participation” in the context of 

California’s Stem Cell Initiative, Benjamin shows how the success of particular “patient 

advocates” construct particular “stakes” in order to be legitimately legible as project 

“stakeholders” (2013). She questions the relative weight and authority the kind of 

“patient advocacy” that places a premium on the right to research, and forecloses other 

sorts of claims, in particular those that challenge the violent consequences of unequal 

access to health care and disability-related services (Benjamin 2013). Increasingly we 

recognize gradations and contradictions in strategies through which people mobilize 

their bodies or biology in practices that enact the normative responsibilities and 

expectations of citizenship. Individually and collectively, people negotiate their positions 

in stratified economies that value different bodies and different kinds of work in unequal 

ways. The range of everyday experiences in which people encounter state institutions, 

actors, and discourses is complexly differentiated and stratified. Dorothy Roberts’ 

(2011) use of the contraction ‘biocitizens’ points to how the vital and embodied daily 

realities of people are always and already caught up in the diverse and diffuse ways 

people experience state violence and public benefits. Personalized medicine signals the 
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tandem emergence individualized health recommendations and the erosion of social 

insurance, public assistance and public health systems (Roberts 2011).  

Roberts and generations black feminist scholars point to how the stakes of full 

citizenship have always meant life and death in communities of color in the U.S. 

(Benjamin 2013; Nelson 2011; Roberts 1997). Privacy, individual autonomy, choice, 

lack of government “interference” became signals of reproductive liberty in the U.S.. 

However, as Roberts (1997) argues racist policies regulating black women’s bodies and 

reproduction has historically perpetuated racist social structures. The very meaning of 

“reproductive liberty” and liberal choice in American law and policy accommodate 

practices that deny Black women control over key decisions about their bodies, families 

and reproductive health. For example, she showed how Clinton-era ‘reforms’ 

transformed welfare and public assistance from a social safety-net into a “means for 

modifying poor people’s behavior”, namely regulating the birthrate of “welfare mothers” 

perceived to be Black. In her critique of California’s establishment of a ‘right to research’ 

through stem cell debates, Benjamin builds on Roberts (1997) and Hill Collins (2000) to 

argue that biocitizenship cannot be limited to participation at ballot boxes or public 

board meetings, and must also be made visible in more “mundane sites where the 

meaning of life and the entitlements owed to the living are negotiated and contested” 

(Benjamin 2013:6). She argues that normative visions of biological citizenship that 

assert rights and responsibilities narrowly tied to individuals’ “fleshy corporeal existence” 

rely far too heavily on depoliticized biomedical consumption (Benjamin 2013:17). Nelson 

(2012) further provides a powerful example of how some health social movements can 

simultaneously engage with multiple valences of health and violence. She demonstrates 
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how complex and strategic claims about “medical discrimination” were navigated in the 

health activism of the Black Panther Party (Nelson 2012). In concert, these Black 

Feminist critiques of biomedicine show how people politicize their embodied 

experiences in ‘state’ and ‘public’ institutions and citizenship’s norms, expectations, and 

demands in complex and often contradictory ways. 

Victoria Pitts-Taylor’s (2011) work also moves us toward the submerged 

subjectivities of neoliberal healthscapes. In her critique of the emergency room as place 

that effects the “waiting-to-death” of some bodies, she shows how the high-tech, 

biomedicalized and highly-bureaucratized space of the hospital configures patients both 

as “biomedical citizens” and “asylum seekers” whose primary job is to wait in a 

“bureaucratic limbo” (Pitts-Taylor 2011:344). Pitts-Taylor’s use of “hospitality” resonates 

with how Clarke theorizes a “healthscape” as a “traveling assemblage” (Clarke 2010; 

Pitts-Taylor 2011). For Pitts Taylor, hospitality is both a place and an assemblage. Her 

conception of these “places of vitality” can be extended to consider how spaces of 

health disparately, differentially and unequally organize ways of life. Pitts Taylor (2011) 

argues that in the contemporary U.S. landscape the city hospital is simultaneously a 

place of life extension and enhancement and a place where people are made to wait for 

care and - sometimes brutally - are allowed to wait until they die.  

The space of the hospital thus contains the infrastructure necessary for enacting 

optimization and “self-caring” citizenship through biomedical treatment and 

enhancement. Simultaneously however, the waiting rooms reluctantly absorb the 

masses left out of this vision. She argues that the city hospital in the contemporary U.S. 

landscape is simultaneously a place of life extension and enhancement, and a place 
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where people are made to wait for care and - sometimes brutally - are allowed to die. 

For Pitts-Taylor, the deaths of two women show that “some sick people in neoliberal 

medicine are treated more like refugees than patients” (Pitts-Taylor 2011:347). She 

describes this as an example of how “death and vitality are constitutive” and can be 

joined ideologically, infrastructurally, spatially and technologically (Pitts-Taylor 

2011:345). Thus, how people deploy biology when they strategically mobilize resources 

in a public sphere is represents a relatively narrow view of how embodied experiences 

can be politicized. Contextualizing the most conspicuous and normative forms 

neoliberal biomedical citizenship as self-government (and its attendant demands for 

ongoing optimization and bodily flexibility) as not only selective but also stratifying is 

key. This dynamic is crucial in light of models of healthcare – such as the chronic care 

model (Bodenheimer, Wagner, and Grumbach 2002; Bartlett 2004), panel management 

(Batalden et al. 1997)  – that seek to engender and support patient self-management 

and target chronically ill people as a strategy for controlling healthcare costs.  

What kinds of bodies are excluded from neoliberal citizenship by such 

strategies? What other kinds of lives, subjects and embodied inequalities are created 

within neoliberal healthscapes? In particular, what political mobilizations, individual and 

collective, take shape as people traffic through the bureaucratic procedures and 

administrative practices taken up in the name of securing public health? Stratified 

access to healthcare means that different status categories, obligations, rights, 

transgressions, exceptions, and conditions bring different people in contact with health 

care providers, medical diagnoses, pharmaceutical treatments and health services. The 

inclusions and exclusions that produce differential access to healthcare are deeply 
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stratifying. In the U.S. people qualify for insurance in often absurdly conditional or 

exceptional ways. These contradictory exceptions provoke us to attend to the ways that 

illness, disability and healthcare have been politicized – through scandal and public 

attention, legal battles, health social movements, and individual or collective illness 

experiences.  

Chronic illnesses have also been de-politicized, quietly folded into what Gilmore 

(2007) calls “ideological normality”. These forms of contemporary and ‘ordinary’ 

dehumanization maintain an “ideological normality” through the normalization of prisons 

as appropriate responses to social problems and uses of land and labor (Gilmore 2007). 

In the epilogue to of Gilmore’s (2007) social geography of racism and prison growth in 

California, she reflects on her conversation with the mothers and Los Angeles anti-

prison activists who were talking about ‘what epidemiologists might call risk factors’ in 

their neighborhoods (2007). Voicing their concern for the future lives of their children, 

they described a nexus of aggregated harms and threats, pointing to police harassment 

alongside patterns of chronic illness, including asthma exacerbations force children to 

miss school. Gilmore describes contemporary racism as the state-sanctioned or extra-

legal production and exploitation of “group differentiated vulnerability to premature 

death”  (2007:28). As she highlights, attention to race-neutral racism explicitly connects 

racisms’ violence to “premature death” and to chronic illness. Gilmore develops this 

analysis by tracing the growth of prisons in California and the relationship between 

criminalization and incarceration as a strategy of social control and political and 

economic re-development strategies. She points to the fundamental connections 

between environmental and economic justice grounded the links between how lands 
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and people are used up within specific configurations of space and labor shaped by 

regional histories unfolding in global contexts.  

Such processes of normalization and neutralization, particularly Gilmore’s 

“production of ideological normality”, are crucial for understanding chronic illness in 

relationship to racism and structural inequalities in the U.S. today (2007:243). These 

racisms are embedded in what are elsewhere termed practices of “biopolitical 

management” or what Dean Spade calls “administrative violence”. Such formations are 

themselves tied to the conditions through which some people are deemed less valuable 

or more threatening than others. They pose institutional and political answers to the 

biopolitical questions: Who is a threat? Who needs protecting? Such systems of 

administration manage populations, distribute security and vulnerability, and sustain 

particular kinds of scarcity and precariousness under the guise of neutrality. These 

processes can be de-politicizing. 

Following Gilmore and Pitts-Taylor, we see how the production of ideological 

normality in the Emergency Room “naturalizes a scene of devastation”, and how the 

taken-for-granted scarcity of resources, staff time and attention, in the healthcare 

safety-net also serves to normalize the unequal distribution of healthcare services. The 

conditions under which illness becomes ordinary, suffering illegible, and inequalities 

unnoticed are just as political as the conditions under which they become contested, 

publicly debated or politically legitimate (Shim 2005). As such, the conditions through 

which illness and healthcare experiences are de-politicized or become mundane also 

warrant critical analysis and attention (Shim 2010).  
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In her study of lay and expert accounts of the causes of cardiovascular disease, 

Janet Shim provides a “null case” – an instance of lay-expert non-engagement. People 

of color living with heart disease, she found, rarely directly contested official 

epidemiological accounts of the causes of their illness. But nonetheless, they elaborated 

complex and nuanced understandings of how heart disease materialized the embodied 

inequalities of race, class and gender (2014). In the absence of official political 

organizations of people of color around heart disease or other politically similar 

oppositional groups, the individualized identity-as-risk accounts of epidemiologists have 

endured uncontested. In comparative cases, patients became lay-experts (Epstein 

1996), fashioned collective illness experiences (Brown et al. 2003), or mobilized 

embodied social movements (Brown et al. 2004) based on shared disease conditions or 

neighborhood hazards. As Steven Epstein hypothesized in his study of U.S. based HIV 

treatment activism, while lay actors successfully challenged the evidentiary regimes of 

clinical trials, activists have “been far less capable of influencing debates about 

[disease] causation (a more insulated preserve of biomedicine)” including laboratory 

research and epidemiology (1996:337). In the case of heart disease, Shim found that 

“lay people’s analyses of the structural processes that gave rise to the conditions within 

which they become ill - that place them “at risk of risks” were viewed as plausible causal 

accounts of the disease by epidemiological outsiders and insiders (Shim 2014:204). 

However, these “upstream mechanisms of disease” were given almost no serious 

scientific consideration. The de-politicization of the illness experiences – such as the 

raced, gendered and classed individualization heart disease risk - allows slow and 
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structural violence (Farmer 2003; Nixon 2011) to continue as a part of the un-

problematized every-day workings of biomedical science and healthcare.  

Within yet another attempt at healthcare reform, notions of “responsibility” and 

“deservingness” are today being shuffled and reconfigured by new demands, 

expectations and obligations around health and illness. The moral and political 

enforcement of these demands, as well as their embodied consequences affect hospital 

administrators, healthcare workers, tax-payers and patients. In particular, the norms and 

demands for chronic disease self-management (and attendant demands for ongoing 

bodily optimization, flexibility and economic productivity) are not only selective (i.e. for 

some bodies but not others) but also stratifying (i.e. productive of health inequalities).  

Under these conditions, it may be difficult to interrogate the stratified and 

stratifying ways biomedical bureaucracies administratively manage the lives of 

populations defined as unproductive such as “the poor”, “the disabled” and “the 

chronically homeless”. These are people for whom claims on ‘respectable’ citizenship 

and highly valued positions in prestigious labor markets are made nearly impossible. 

Willse (Willse 2010, 2015) examined these dynamics in his account of invention of 

chronic homelessness through neo-liberal housing policies. Willse argues while such 

policies target the most vilified homeless populations for “life-saving housing 

interventions”, they do not reflect a reversal of social abandonment (2010:157). Willse 

shows that the public health research that popularized the concept of chronic 

homelessness posited the existence of a subgroup of “chronic shelter users” who they 

argued used a “disproportionate amount of resources” (Willse 2010:169). Resultant 

policies implemented to intervene on chronic homelessness did so in such a way that 
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defined the ‘problem’ as the “inefficient use of resources” rather than basic need for 

housing (Willse 2010:171). Developing an analysis of the production of “neoliberal 

surplus populations”, Willse argues that rather than “securing health” neoliberal social 

programs take aim at the management of “unruly surplus populations”. Abandonment is 

absorptive – unfolding in layers of ‘efficient’ administration that reabsorbs unproductive 

surplus populations (Willse 2015:45). This biopolitical absorption is key to 

understanding the ways that managing “high utilizers” or “community viral load” 

becomes and economic and public health imperatives.  

Focusing narrowly on the more conspicuous ways that illness and disease status 

mobilize political demands voiced in terms of the rights and responsibilities of 

citizenship, will miss the politics through which populations are absorbed into the cost-

benefit analyses of neoliberal public health interventions. Medical Sociologists and 

STMS scholars risk missing an important range of politicized illness experiences and 

politics that exist on the margins. These include how patients’ encounters with health 

insurance bureaucracies are de-politicized or become mundane or unquestionably 

“normal”.  

I argue here that people living with HIV who are living along what Somers calls 

“internal borders” face conditions that are resistant to political questioning (2008). These 

boundaries are not solely territorial, but are rather defined by the economic logics that 

divide people into populations that serve markets from unproductive surplus 

populations. To highlight the contradictions and stratifications of embodied experiences 

of health citizenship in the U.S., I conceptually capture the experiences of people living 

along these borders as the experiences of biopolitical denizens. These healthcare 
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experiences didn’t fit the normative mold of self-governing, empowered, and risk-

anticipating patients and citizens (Adams, Murphy, and Clarke 2009). The empowering 

and individualizing discourses of personalized medicine mix and curdle with imperatives 

to manage the health and lives of “unproductive populations” efficiently.  

For people who do not – or cannot – maintain their insurability as workers, 

becoming a patient requires locating themselves within the forces of their own 

problematization. Their lives depend on the logics and rationales of key state actors 

such as county public health departments. I show how survival and health care access 

depends on the invisible and visible ways that bodies and populations become defined 

as biopolitical problems – their lives and health become matters of public concern via 

the potential threat they pose to public health or city coffers. Through the concepts of 

administered abandonment and biopolitical denizens developed in Chapter four, I pull 

attention to how politics and tactics and administrative procedures and population-level 

interventions are simultaneously producing their “neutrality” while perpetuating harm 

and inequality. I seek theories that will politically and conceptually sensitize us to how 

HIV-positive peoples’ lives and biographies are entangled with the biomedicalized 

bureaucracies that administer populations in the name of health, efficiency and 

economic productivity. Patients at internal borders (Somers 2008) come up against the 

“push factors”, selective incorporations, and county-lines in the fragmented under-

funded health systems that riddle neoliberal healthscapes. A biopolitical denizen is a 

person whose political life and illness trajectories is characterized by their experiences 

of administered abandonment as well as demands for biomedical “self-management”. In 

the political/biomedical jurisdiction of San Francisco, a “Sanctuary City”, patient 
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empowerment, live-saving care, and dispossession take shape simultaneously within 

biomedicalized bureaucracies. 

Overview: Shifting Exceptionalisms  
 

Over the past three decades, biomedical and pharmaceutical technologies, 

neoliberal healthcare reforms, HIV treatment activism and federal HIV policy have built 

up many key features of contemporary neoliberal healthscapes. Today, people living 

with HIV and HIV advocates face mounting tensions as they encounter broader shifts in 

the implicit and explicit re-structuring of citizenship, work, labor and patienthood in the 

U.S. I argue the current infrastructures and politics of HIV exceptionalism ultimately 

reveal a morass of exceptions – conditional or ‘special’ statuses - that structure access 

to healthcare and substantive citizenship in the U.S.  

In examining the logics of crisis, emergency and exception, I expand on 

scholarship that has engaged how these constructs shape pervading forms of 

governance and HIV policies specifically (Nguyen 2010; Ong 2006). Ong theorizes 

neoliberalism itself in terms of an “interplay of exceptions” (2006:4). Ong de-centers a 

singular opposition between normativity and exception to instead show how a “shifting 

and flexible ensemble of heterogeneous calculations, choices, and exceptions” organize 

life in contemporary neoliberal landscapes (2006:6). Critiquing the view of neoliberalism 

as a market-driven tsunami, she argues that strategies of neoliberal governmentality 

emerge through locally and selectively defining market-driven calculations and 

interventions on “special” populations and spaces like globally connected “biotech hubs” 

(Ong 2006:4) or “Sanctuary Cities” such as San Francisco. Calculative moves and 
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zoning technologies generate “special” spaces or populations, such as workers with a 

“tradable competence” (Ong 2006). In marking healthcare reforms as ‘neoliberal’, I 

engage with the specificities of emergent logics of governance, examining how they 

converge with and diverge from past formations (Ong 2006). Through exception, 

neoliberal governmentality unsettles citizenship grounded in a clear legal bounds or 

national territory, troubles the opposition of citizenship and statelessness, and questions 

the divides between normalized citizenship and bare life (Agamben 1998; Ong 2006; 

Somers 2008).  

Previous ethnographic studies of HIV exceptionalism in global health science and 

development policies have examined the how HIV initiatives have come to occupy a 

unique place in global health and development policies in Africa (Nguyen 2010; Benton 

2015). Where healthcare resources and infrastructures are otherwise scare, these 

scholars ask what it means for HIV-positive people to be “singled out” for intervention 

and attention. How did AIDs come to be defined as an “exceptional occurrence, worthy 

of exceptional responses” in West Africa (Nguyen 2010:6)? Nguyen (2010) opens his 

analysis with a provocative question: What politics might emerge when the only way to 

survive is to have an otherwise fatal illness like HIV/AIDS? HIV is one of long list of 

preventable and treatable diseases that threaten the lives of people in West Africa. But, 

in the struggle to access treatment and resources, it seemed at times like AIDS was 

singled out as the only battle that mattered. He argues that protocols and policies that 

shape the AIDS epidemic are not solely technical or humanitarian concerns but also 

constitute “mechanisms that decide exceptions in matters of life and death” (Nguyen 

2010:6). He calls this decisive power “therapeutic sovereignty”.  
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HIV-status clearly divided “two tiers” of social services, housing, and healthcare 

in San Francisco. More than one provider expressed to me their view that HIV is “just 

one more thing” on an already really full plate of problems they saw patients juggling. I 

heard disturbing and hushed rumors about patients who “wished” they could get HIV so 

they could access housing, of people who presented with an HIV diagnosis, or who 

intentionally overdosed, with the assumption that it might be easier to access temporary 

housing. HIV did single out patients, and was singled out as one of many challenges 

that especially warranted intervention or resources. Such stories indict the perverse 

incentives and patterns of selective investment Nguyen (2010) and Benton (2015) 

identified – what happens when a potentially fatal diagnosis becomes the only available 

mode of survival? Their haunting question is devastating.  

The work of early HIV responders and HIV activists, like Alex and countless 

others, contributed to making HIV an exceptional case in the history of U.S. healthcare 

policy. “HIV exceptionalism” describes a variety of ways in which HIV is considered 

distinct from other complex or transmissible diseases. For Alex, exceptionalism recalled 

the response of health workers to the stigma, AIDS fear and homophobia that fueled the 

controversy about whether the hospital should form a separate, dedicated AIDS 

inpatient unit. Throughout the epidemic, the meanings and politics of HIV 

exceptionalism have proven malleable, justifying different and sometimes contradictory 

political arguments and policies. For example, congressional opponents to federal 

funding for HIV programs questioned why HIV/AIDS should be treated differently from 

diseases like cancer and cardiovascular disease (Donovan 2001). When the HIV 

antibody test first became available, activists and advocates fought for additional 
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confidentiality and privacy protections for HIV status (Fairchild, Colgrove, and Bayer 

2003; Fairchild et al. 2007), while insurance companies argued that barring the use of 

such tests or risk screening in determining a patients’ ‘insurability’ made HIV “unfairly” 

different from other diseases (Daniels 1995).  

Today, a predominant manifestation of HIV exceptionalism is evident in the 

significant federal and philanthropic investment that is HIV-specific. AIDS service 

organizations and patient assistance programs provide that HIV-specific resources, 

housing support or biomedical treatment for people with a documented HIV diagnosis 

but not for other people. In my interviews with public health and HIV experts, I heard 

HIV distinguished from other health conditions through multiple distinctions. They were 

accustomed to questions like: Why is HIV “a special kid on the block?” HIV advocates 

argued that state and federal funding for HIV treatment is a public health imperative 

because treatment reduces transmission risk and prevents hospitalizations: “when well 

managed HIV is a complex chronic condition but when it is not well managed it is life 

threatening and increases transmission rate” (HIV Policy Advocate). Others argued that 

HIV’s distinction as an infection disease warranted specific investment in ensuring the 

continuity of healthcare access:  

HIV is a little unique [compared to most chronic conditions] I’m a doctor. I don't 
think people should ever miss their medicines but …But, when you go back on 
[blood pressure pills] the medication still works. That's not true in infectious 
diseases. That's really part of the issue … everyone in the whole system doesn't 
understand [the problems of insurance interruptions] unless they work in HIV or 
infectious diseases (Public Health Expert). 

Others argued that the support services and holistic community-based approach should 

be the standard of care, rather than the exception: “We always argue not that we are 
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getting more than everybody else, but that everybody else should have what we [HIV 

patients] have, but … It's a conundrum.” (HIV Advocate). These biomedical and political 

distinctions matter. However, more fundamentally, the complex politics and 

infrastructures of HIV exceptionalism lay bare the morass of exceptions and conditional 

circumstances that organize healthcare access and embodied inequalities.  

Paradoxically, despite huge and growing healthcare spending (Center for 

Medicare Medicaid Services 2014) - we continue to see comparatively poorer HIV 

outcomes and deepening health inequalities (Singh, Azuine, and Siahpush 2013). U.S.-

based biomedicalized bureaucracies consist of a patchwork of programs and eligibility 

criteria that depend on a patient’s HIV status, as well as where they live, their 

citizenship or immigration status, and perhaps most important, their income and 

insurance situation. Through the lens of life at San Francisco General Hospital, I 

examine how political exceptions and norms forge new connections between the body 

politic, political claims to care and health, and the political organization of biomedical 

care and science. The possibilities for making and sustaining political claims around 

health, illness, violence and stigma are shifting with the emerging ways that state, 

market and biomedical institutions differentially deem bodies and populations valuable 

and treatable. The inclusions and exclusions that produce differential access to health 

care are deeply stratifying. The means by which people become eligible for public and 

private health insurance remain absurdly conditional and exceptional. New norms and 

exceptions surrounding labor, work and citizenship therefore organize the differential 

and uneven ways bodies and populations become economically valuable, biomedically 

treatable, and bureaucratically managed. Each chapter analyzes a different facet of 
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these connections and contradictions. I ultimately argue that the multiple embodied 

inequalities that arise in biomedicalized bureaucracies belie the legal assertion of “equal 

protection”, and this biopolitical reality must be understood as a central condition of life, 

work, patienthood and citizenship in the U.S. today. 

Chapter One: Kissing Death and Getting ‘Real’ 
 

Chapter one tracks the relationships between the HIV/AIDS inpatient ward, 

numbered 5A, and Ward 86, the outpatient clinic. Drawing connections between the 

clinic’s history and present realities, I trace the biomedical, financial and political 

transformations that have made HIV a potentially chronic condition. This chapter 

outlines these trajectories and describes how they altered the organization of everyday 

operations at the hospital between the 1980s and today. At the outset of the epidemic, 

the HIV outpatient clinic (Ward 86) and the inpatient AIDS unit (Ward 5A) operated very 

much in parallel. The inpatient “AIDS Ward” at the hospital closed at the end of 1990s 

without fanfare. Today, staff at the HIV outpatient clinic at Ward 86 see a steady-stream 

of HIV positive patients flow in and out of the hospital. HIV patients are distributed 

spread across the hospital and the Linkage Team often traveled between the hospital 

and clinic – and moved through biomedicalized bureaucracies – as they work with 

patients who are hospitalized, “out of care” or not taking Anti-Retroviral medications. 

The chapter follows one such patient, Mr. Dennis, a long-term HIV survivor diagnosed 

with HIV in 1985. 

Chapter Two: Triage Work and Patient Flows 
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In Chapter two, I ethnographically describe day-to-day life at the outpatient clinic 

at Ward 86. I track the clinic flow and “triage work” that organizes daily clinic practice. 

Drawing on my observations and interviews with providers, I describe how they grapple 

with “chronic understaffing” and show what they described to me as the “triage” involved 

in serving the needs of their marginalized, traumatized and chaotic patients. Following 

Thompson’s (2013) work on triage as an analytic method for feminist STS and drawing 

on frontline workers proliferating triage metaphors, I show how triage becomes a daily 

practice, as well as an analytic and mode of critique. This chapter discusses how 

healthcare workers defined their jobs through “triage.” Patient navigators, social workers 

and nurses organized themselves through the collective identity of “frontline workers,” 

and used “triage” to describe numerous facets of their work: “triaging e-mail”, “triaging 

insurance,” and creating “triage algorithms” to assess patients’ needs. I show how their 

“triage work” often reached well beyond the small triage room.  

The implied pace of HIV treatment is rapid and urgent. Current public health 

imperatives compel treating people soon after an HIV diagnosis (WHO Department of 

HIV/AIDS 2015; Getting to Zero San Francisco Consortium 2016). Yet, frontline workers 

felt swallowed by the tedious, sluggish and never-ending administrative process of 

“triaging insurance”, and in particular “eligibilizing work”. Triage metaphors helped 

frontline providers voice and manage the overwhelming demands on their scarce time, 

care and attention in the context of an onslaught of patient needs. Triage mediated the 

everyday flow of patients and the overflow of information, needs and bodies generated 

within biomedical bureaucracies. Frontline workers thus became responsible for 

prioritizing the needs of people who had already been “socially triaged” by 
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biomedicalized bureaucracies well before the clinic’s doors open (Sjoberg, Vaughn, and 

Williams 1984). Building on Sjoberg et al’s definition, Casper and Simmons (2012) 

describe social triage as a way of calling out the selective prioritization of some spaces 

and people for repair through fiscal and institutional calculus. Social triage thus indicts – 

and describes – the cost-benefit analyses and neoliberal rationalities that “cauterize the 

marginalized” (Simmons and Casper 2012:679). I argue that in this situation, 

proliferating triage metaphors become a political critique of the limits and possibilities for 

care work in the confines of stratifying biomedical bureaucracies. Triage work, in this 

sense, is a technique for confronting scarcity and acknowledging stratified care.  

Chapter Three: Living with Precarious Labor and Care 
 

As described above in this introduction, Alex’s account of everyday work in the 

clinic brings thirty-plus years of insight to the current the laboriousness of eligibility. 

Eligibilizing is the behind-the-scenes work of patienthood and includes the intricate 

balance of complex relationships between patients’ jobs, economic position, and 

insurability. In Chapter three I conceptually describe eligibilizing work, and then present 

ethnographic vignettes that illustrate how five men of color newly diagnosed with HIV 

and their healthcare providers handled eligibilizing work. I asked each of these men 

about how they planned to make a living in the context of San Francisco’s current tech 

boom. In analyzing their accounts of eligibilizing and HIV diagnosis, I tug at the narrative 

strands that show how the shifting “insurance marketplace” and precarious relationships 

of labor, employment and profit must be actively articulated to secure access to health 

insurance.  
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Building on the concept of “articulation” for understanding patient-work in the 

hospital setting (Strauss et al. 1997), I argue that access to care continually depended 

on how they relentlessly articulated and re-articulated themselves as legibly insurable 

patients and valuable workers. This analysis takes up the more embodied and behind–

the-scenes aspects of eligibilizing work and particularly describes how patients 

articulate diagnosis with their positions in precarious and stratified labor markets. The 

convoluted and time-consuming work of eligibilizing is produced through demands for 

economic and bodily flexibility (Martin 1994; McRuer 2006), precarious and speculative 

labor markets, and byzantine biomedicalized bureaucracies. I argue that in the current 

healthcare reform era, insurability, work and employment are more tightly wound 

together than ever before.  

Chapter Four: Administered Abandonment and Biopolitical Denizens 
 

In Chapter four, I turn to the problem of healthcare costs. I pivot toward the 

discussion of how people living with HIV are problematized as costly. This chapter asks: 

What does it mean to be expensive? What does it mean for your daily healthcare, or 

recurrent hospitalizations, to be problematized by health policy experts as “too 

expensive”? What’s at stake when particular patients are labeled or tracked as 

“expensive”? In other words, how does it feel to be a problem (Du Bois 1903)? I depart 

with Du Bois’ classical sociological question to explore the marginal positions created 

for disabled and very low-income patients – people who are not situated as workers in a 

formal economy. Elaborating on theories of stratified biomedicalization and biopolitical 

citizenship, and drawing on my ethnographic observations with patients, I argue that 

people living at internal borders (Somers 2008) simultaneously face intensive demands 
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for self-care, and are forced to locate themselves within the terms of their own 

problematization. To survive and access care, they must anticipate how and why their 

bodies and lives are deemed necessary sites of public health intervention. As they are 

enrolled in the very programs and bureaucracies tasked with their management, the 

rationalities of eligibility and payment must be re-articulated again and again. Such 

conditions, I argue, create “biopolitical denizens”.  

Theories of biosociality and biological citizenship emphasize the strategies 

people actively deploy to create new forms of belonging and to make political demands 

through the language of biomedicine (Novas and Rose 2000; Petryna 2002; Rabinow 

2008). In contrast, I use “biopolitical denizen” and “administered abandonment” to 

describe experiences of people interred at margins of biomedical institutions and 

bureaucracies. I draw on patients’ stories to elaborate the theoretical and empirical 

understanding of the margins of patienthood and citizenship in the booming American 

“Tech” economy, showing how these experiences are de-politicized and pushed to the 

background of everyday healthcare. I argue neoliberal demands for ‘self-care’ entail not 

only embodied practices of chronic disease management, but also require patients’ to 

anticipate the terms and conditions under which their health became a ‘public’ problem.  

Conclusion 
 

In the conclusion, I return to the trouble raised by what happened to Mr. Dennis, 

and take up a question posed by Nancy Krieger and Rose Appleman in a 1986 political 

pamphlet: What is the politics of AIDS (1994)? I summarize the key findings of my 

chapters and argue that the fissures of HIV exceptionalism in the U.S. reveal the many 



  

47 
 

‘exceptions’ that pre-condition insurance status, access to healthcare, and substantive 

citizenship (Glenn 2002, 2011). 

Chapter One: Kissing Death and Getting Real 
 

     "There's really nothing much to see…It's just a clinic." 
(Clinic Communications Director, quoted in Lybarger 2014) 

           
 “He’s kissing death.” Melissa shook her head and shifted her hips, her eyes 

stretching upward. She often seemed upbeat and un-fazed by the day-to-day dramas 

and intense trauma facing her clients, but looking up plaintively at the window she was 

visibly worried he might be dead up there. She had seen it before, patients on the brink 

and still standing, even roving the streets. Tempted to make a Shakespearean plea for 

his wellbeing upwards to his window, we eventually gave into waiting on the sidewalk of 

the quiet alleyway nestled downtown. Mr. Dennis and his four remaining CD4 T-cells 

seemed to be hanging on, and we would just have to hope that our worry and 

speculation could reach through the beveled windows of his upstairs apartment. No one 

knew how long his phone had been broken or what the inside of his house looked like – 

he had refused entry. Standing in the alleyway and looking fearfully toward the drawn 

curtains that enclosed him to the world, ringing the bell without effect, had become a 

ritual, one we all would play out multiple times over the next few weeks. 

Mr. Dennis had lived in the upstairs apartment for the better part of the epidemic. 

It had been a benign but mysteriously recalcitrant case of the hiccups that brought him 

to the hospital in 1985. He had looked so grey and weak that they admitted him right 

away, and when he got out of surgery the doctor told him plainly: “We have good news 
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and bad news”. Sitting me down on his stoop one afternoon, Dennis recalled facing the 

then-fatal diagnosis after having survived his surgery. He had bluntly told the doctor:  

OK, what are we going to do? I’m not going to die from this. I’ve seen too many, 
too many, guys dying.  
 

And he lived; surviving HIV and enduring a toxic Hepatitis C regimen that had nearly 

wiped him out, but cured him. He survived his “other half”–the partner he now rarely 

mentioned–and too many friends. From the alleyway apartment, he watched the city 

transform over the next several decades, through the deadliest days of the epidemic, 

the dot-com days of 90s, a biotech revolution that saved his life and transformed the 

city, and now the current tech boom. What happened in the intervening thirty-five years?  

Mr. Dennis had witnessed San Francisco’s powerful and legendary response to 

the AIDS epidemic, galvanized by activists, journalists, artists, public health advocates 

and healthcare workers. The AIDS Clinic at San Francisco General opened in 1982, first 

in an empty section of the hospital used as sleeping quarters by medical residents 

(Smith Hughes 1995). The outpatient clinic moved to Building 80, and would become 

well known as Ward 86. The inpatient AIDS unit – Ward 5A - opened in 1983 and 

subsequently expanded in size and reputation (UPI 1983; Smith Hughes 1999).  

Two technologies—the HIV test (first available in 1985) and pharmaceuticals 

called protease inhibitors (released in 1996)—are largely responsible for disconnecting 

HIV infection from AIDS in the U.S. (Epstein 1996; Scott 2003; Fairchild et al. 2007). In 

1985, the first HIV test had only just become commercially available. Based on his 

diagnosis history, Mr. Dennis could have been among some of the first people tested for 

HIV in the city. The testing assay – called the HIV Antibody Test – used an ELISA assay 
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and would take a few days to process (Evans and O’Connell 1989; Constantine 2006). 

Today, “test and treat” approaches have become the standard of care (WHO 

Department of HIV/AIDS 2015). Dramatically released in the summer of 1995, the 

approval of protease inhibitors by FDA launched the era of High Active Anti-Retroviral 

Treatment (HAART) and made it possible to control HIV infection effectively and delay 

AIDS for the first time (Cimons and Maugh 1995; Schwartz 1995; Barnett 1996). When I 

began my research, my questions about how HIV became a chronic illness were met 

with a straightforward answer: 1996. However, biomedical science and pharmaceutical 

drug development alone did not make HIV a potentially chronic disease. The advent of 

protease inhibitors in 1996 was a comet of a world-making moment; one accompanied 

by a long tail of change - including the re-organization of healthcare payments and 

shifting diagnostic and bureaucratic definitions of HIV and AIDS.  

Here, I take a longer and more expansive view of this historical trajectory – 

looking at what transpired between about 1985 and 2015 - to reveal a shifting 

configuration of biomedical treatment, healthcare pricing and payers, drugs and bodies. 

Alongside the emergence of combination therapies known as HAART, significant 

federal policy changes created new financial technologies – prospective payment and 

pharmaceutical rebates (Quadagno 2005) – and positioned state and federal 

government programs as “payers of last resort” (Mann 2013; Mann and Wakefield 

2013). These financial technologies were integral to making HIV a potentially chronic 

condition. During this thirty-year period, policy strategies for managing poverty, 

disability, and the HIV epidemic, together with multiple thwarted efforts at US healthcare 

reforms have mutually influenced each other to create the biomedicalized bureaucracies 
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that patients like Dennis grapple with today. Meanwhile, healthcare costs across the 

US, and the cost of living in the city increased steadily. While average wages nationally 

remained flat, wealth and income inequalities exploded (Autor, Katz, and Kearney 2006, 

2008). In Mr. Dennis’ case, this resulted in a stark divergence between his savings and 

his increasing everyday expenses, compounded with the rising cost of the biomedical 

care necessary to keep the virus at bay.  

This chapter proceeds with five overlapping but distinct historical trajectories and 

describes how they manifested in situations at San Francisco General between the 

1980s and today. I take each trajectory up one at a time, but do not follow them 

chronologically overall. We go back in time from the end of one shift in order to pick up 

the early threads of the next and follow them through to gain additional perspective on 

the profound transformations that collided during this period. First, I describe how Ward 

5A became the AIDS Ward, and explain how Medicare’s prospective payment system 

(1983) dramatically shortened average hospital stays over the first decade of the 

epidemic (1982-1995). Next, I tackle the Reagan administrations’ disastrous inaction 

and the advocacy of municipal jurisdictions such as New York and San Francisco that 

eventually resulted in the creation of the Ryan White Program to fund HIV treatment and 

supportive services as a “payer of last resort” (1985-1990). Third, I describe the 

historical pivot point in the 1990s, when the “normalization of HIV” pulled the crisis away 

from the spotlights of national media and policy (Fee and Fox 1992). Fourth, I describe 

how the HIV/AIDS crisis was re-organized as a cost crisis, particularly in the period 

between the emergence of HAART in 1996 and the mobilization of the AIDS Drug 

Assistance Program Crisis Taskforce (1996-2001). Fifth, I describe how healthcare 
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providers experienced the changes to HIV care at the hospital between the closure of 

the inpatient SFGH AIDS inpatient unit in 1999 and the opening of new Chan and 

Zuckerberg San Francisco General Hospital and Trauma Center building in 2016.  

Crisis Mode: Facing Death at 5A (1982-1995) 
 

“When I give tours or make speeches…[first] I usually say, “We’ve cared for 5000 
men and women who have died from AIDS. That’s the beginning of the epidemic 
at San Francisco General”  

-Diane Jones, Nurse at the AIDS inpatient unit at Ward 5A 

(Smith Hughes 1999:36) 

By 2000, more than 27,000 San Franciscans had died of AIDS, and nearly one 

quarter of them died at the SFGH HIV inpatient unit – numbered Ward 5A (McFarland 

2002). Interviewed in 1995 for an oral history of the AIDS epidemic, Diane Jones 

recalled that the magnitude of death was difficult to take in on a daily basis. Nearly 

everyone they cared for would eventually die. The Bay Area Reporter, a local LGBT 

newspaper published obituaries every week, and an old nunnery quarters was 

converted for residential hospice care where several young men would die each week. 

For the first generation of AIDS responders, death was constant. They were always 

mourning and grieving, and then preparing for the next loss.  

A feminist activist, lesbian and mother who had recently graduated from San 

Francisco City College as a registered nurse, Diane was recruited by the unit’s founder 

– a nurse named Cliff Morrison. Morrison had initially railed against the idea of a 

segregated unit, fearing that it could become a “leper colony”. But after witnessing the 

prejudice and neglect of hospitalized HIV/AIDS patients, he led the effort to form the 

designated AIDS inpatient unit (Smith Hughes 1999). Morrison relied on volunteers and 
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many new grads like Diane, who seemed immune to AIDS fear. Volberding and 

company had recently re-located to the clinic space in Building 80, clearing the space 

on the hospitals fifth floor. Morrison, the exuberant and self-described eccentric nurse 

who had been tapped by the head of Nursing and the hospital leadership to start the 

AIDS inpatient unit, was of the philosophy that there was no such thing as ‘too many’ 

meetings. There would be discharge rounds, psychosocial rounds, and patient rounds 

with the medical students, fellows and attending physicians, as well as the lay spiritual 

and bereavement counselors from the Shanti Project. This style and organization of HIV 

care became widely known and globally circulated as the “San Francisco Model” 

(Silverman 1988). The San Francisco city budget was in an unprecedented surplus, so 

the funds to start AIDS Ward were easily allocated, once the controversial decision to 

create it had been made (Smith Hughes 1999).  

When she took the helm as the Nurse Manager of the unit, Diane became the 

public face of the hospital’s response to the early epidemic. The hospital went “public 

from the beginning” in a strategy to confront the controversy of establishing the first 

dedicated AIDS unit, and to “guarantee the resources” to keep the unit afloat in the face 

of budget cuts (Smith Hughes 1999:52). The inpatient unit at Ward 5A opened with a 

big press conference (UPI 1983), and as early as 1987, departmental memos offered 

guidance on how to minimize the impact of tour groups (Ward 5A Archives 1987). AIDS 

was the first “living room epidemic” (Cook and Colby 1992), and the nightly television 

news brought the hospital into American homes regularly. Images of the emaciated 

young men at SFGH would become the most iconic and enduring of the epidemic and 
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the unit remained orbital center of national media attention for decades. A recent 

Advocate article re-called:  

Ward 86 was, for many years, a death camp with a dreamy view of palm trees 
and California sky. In the early '80s, the average life expectancy of patients 
admitted there was 18 months -- it was where people went to die. It was ground 
zero in America's battle with AIDS, and where so much of the epidemic's early 
iconography was crystallized: rag-and-bone bodies wasted from pneumonia or 
encephalitis, catatonia, seizures, bedside vigils…(Lybarger 2014). 

Diane recalled that a nurse colleague had ejected Merv Silverman, Director of Public 

Health, from the ward one weekend. She re-enacted the nurse’s frustration in her oral 

history:  

“It’s not a showcase; it’s not a museum; it’s not a stopping place on your little 
itinerary. …That [public] attention has been constant, too, and has fed [5A]’s 
reputation, truthfully” (Jones quoted in Smith Hughes 1999:52)  

Diane spent her career – spanning most of the epidemic - “practicing nursing under the 

spotlights of the media” (Smith Hughes 1999:52).  

In the swirl of fear, media and controversy, Diane and other healthcare providers 

got to work. The Outpatient Clinic at Ward 86 initially operated very much in parallel to 

the AIDS inpatient unit, located first on Ward 5B and then at 5A. In those days, there 

wasn’t much interaction between leadership of the inpatient ward and the outpatient 

clinic. The outpatient clinic was run by elite UCSF doctors and dominated by biomedical 

researchers working with the AIDS Clinical Trials Group. 5A was nurse-led, and run by 

the city’s Department of Public Health. The clinic did regularly admit patients directly to 

the hospital, but they weren’t followed through their hospitalizations (Smith Hughes 

1999:48). Spiritual Counselors from the Shanti Project as well as community providers 

attended discharge planning rounds once a week, but concepts of coordinated care and 



  

54 
 

case management were still just emerging (Hicks et al. 1981). The relationships 

between 5A and 86 had not been always smooth.  

However, as Diane described in her 1995 oral history, when they began 

discharging sicker patients, there needed to be more coordination with the clinic, and 

the social workers from Ward 86 would often sit in on the psychosocial and discharge 

planning rounds. She said:  

You can’t have this many young people dying, or dealing with this illness and 
living with this illness, without massive changes. And it’s also forced the question 
of provision of outpatient services, because the system could not afford to 
provide care like we did on 5B to the tens of thousands of people who are going 
to need it. It’s just too much money (Smith Hughes 1999:58). 

Patients often stayed a long time at 5A, about 12 days in 1986 (Ward 86 Archive 1986) 

and they were often readmitted several times throughout the course of their illnesses. 

Diane explained that in the 1980s the patients often stayed in the hospital until they 

either got better or died:  

… you had a long period of time in which you interacted with patients to move 
through the cycle, not only in terms of clinical care and also the emotional, 
psychological and spiritual process that patients and family members had to go 
through (Smith Hughes 1999:37).  

That is, “after they got out of their clinical crisis, they were still on the unit.” But, as 

Diane continued, a decade later, in 1995, the standard practice was that “once they’re 

out of their clinical crisis, they’re discharged” (Smith Hughes 1999:40).  

 This shift had little to do with the epidemic’s evolution, and instead occurred in 

response to medical inflation. From 1981 to 1982, just as the now infamous Morbidity 

and Mortality Reports emerged, hospital costs soared. While the Consumer Price Index, 

a common measure of inflation, rose 3 percent, hospital charges rose 20% (Quadagno 
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2005:133). The AIDS crisis coincided with spiraling hospitalization costs. In response, 

President Reagan increased the deductibles paid by Medicare beneficiaries, and 

amended the Social Security Act (SSA) (Quadagno 2005). Just one year after 5A 

opened, these SSA amendments replaced the cost-based hospital reimbursement 

system with a “prospective payment system” that established a fixed payment rate 

based on Diagnosis-Related Groups (DRG’s) (Quadagno 2005). While the legislation 

only applied to Medicare initially, many states adopted it for Medicaid as well, and some 

private insurance companies developed similar accounting procedures for their own 

health plans (Quadagno 2005:136). Prospective reimbursement based on DRG’s 

decreased the length of the average hospital stay almost overnight. The first year of the 

DRG-era, the average length of hospital stays for Medicare patients decreased by more 

than 15% (Quadagno 2005:136).  

Diane watched the average length of a hospital stay at 5A drop from twelve to six 

days. As a result, the atmosphere and work environment of the inpatient hospital unit at 

Ward 5A became much more intense:  

...you’re interacting at a very dramatic moment but for a very short period of 
time…So a lot of the clinical, psychological emotional and spiritual work that 
you’re doing is working much more at points of crisis all the time (Smith Hughes 
1999:38).  

In 1995, when historian Sally Hughes assumed that patients must have been much 

sicker in the 80’s, Diane explained that wasn’t her experience at the hospital:  

Well, they weren’t as sick [in the 1980s] as they are now [in 1995]. The standard 
at which a patient needed to be hospitalized was much lower [in the 1980s] than 
it is now. …that’s because of reforms in healthcare and attempts to reduce costs. 
So who got admitted to the hospital was anybody who had symptomatic AIDS [in 
the 1980s]… (Smith Hughes 1999:10) 
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The pace and intensity of work at the inpatient unit at Ward 5A had actually increased 

since those frightening early days, and patients remained in the hospital for a shorter, 

more dramatic period of “clinical crisis”. Just as at other hospitals around the country 

experiencing the “managed care revolution”, by the mid-nineties, patients at Ward 5A 

were discharged “quicker and sicker” as a result of reforms seeking cost containment 

(Quadagno 2005).   

 “Generalizing the Crisis”: Making a Last Resort (1985-1990) 
 

Despite widespread press attention to AIDS, federal action to fund research on 

the new disease and treatment for affected patients was disastrously slow. Cities and 

state governments were absorbing the financial burden of the early epidemic. In the 

media, and eventually in US congress, fear of the ‘gay plague’ and the HIV epidemic 

circulated like a fog. Here, I describe briefly the history of debates about federal funding 

for the HIV/AIDS crisis, and show how, in the face of federal resistance, activists, 

prominent mayors and legislators from cities like San Francisco, Los Angeles and New 

York produced HIV as a crisis and public health emergency within federal policy 

debates.  

From 1981-1989 the general view of the epidemic fit within the historical model of 

“plagues”, and many experts argued that AIDS was a crisis and therefore required an 

short-lived emergency policy response because it was both an unusual and unusually 

severe infliction (Fee and Fox 1992:127). Experts at the Public Health Service and the 

Center for Disease Control initially saw the AIDS crisis as a transient public health 

emergency. As such, in 1986, the first three years of federal funding came through PHS 

without re-budgeting from other Department of Health and Human Services (DHHS) 
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programs. This initial funding for the AIDS response was proffered from the Indian 

Health Services (Krieger and Appleman 1994; Panem 1988). The logic was that AIDS 

was a public health emergency, and so the response to this novel and emergent 

infectious pathogen would be temporary and shorted-lived. Budgets could be easily 

reallocated when it was over.  

The Public Health Emergency Act, precipitated by an outbreak of Legionnaires' 

disease in 1976, gave authority and control for allocating money toward research on the 

cause, control and management of public health emergencies to the Public Health 

Service (Panem 1988). However, the notion of the AIDS problem as an emergency – 

and thus a responsibility for PHS - stalled the early response because most necessary 

activities (such as paying for healthcare services, clinical research and experimental 

therapies) fell outside their authority. As Secretary of Health of Health and Human 

Services Edward Brandt would complain during the first years of the epidemic, PHS had 

only 3% of the HHS budget but held legal responsibility for “the majority of the (AIDS) 

problem” (Panem 1988:71). Well into the sixth year of the epidemic, it was still unclear 

which federal agency was in charge. The Healthcare Finance Administration had been 

formed in 1977 to coordinate Medicaid and Medicare, but most AIDS patients were 

excluded from accessing care via Medicare by two major bureaucratic problems. There 

was a two-year waiting period before patients could access care for a disabling 

diagnosis, while the prognosis for most AIDS patients was just 18-24 months. Further, 

HCFA would not cover experimental drugs, which included most available treatments at 

the time.   
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While Secretary Brandt called AIDS the “the nation’s number one health priority” 

in 1983 and continued to reiterate and spur the view of the epidemic as the “AIDS 

crisis,” Reagan’s administration was determined to cut the federal budget by 30% in his 

first year in office. Any significant funding dedicated to this “number one health priority” 

was slow to materialize. Secretary Brandt’s naming of the AIDS crisis did move 

Congressman Henry Waxman (D-California, Los Angeles) though, and he held hearings 

that would provide the first official “public forum” for federal and state public health 

leaders (Panem 1988:32). The Health Omnibus Extension Act of 1988 included funding 

for home and community based services as well as $30 million of funding for a newly-

approved drug AIDS drug called AZT. But this funding was shackled by the “Helm 

amendment” which precluded the disbursement of funds to organizations that “promote 

or encourage” homosexuality (Donovan 2001:58).  

Finally, after more than a decade of activists’ protests, congressional hearings, 

and the advocacy of prominent affected jurisdictions, HIV advocates in congress 

successfully passed the Ryan White Comprehensive AIDS Resources Emergency 

(CARE) Act in 1990. Political scientist Mark Donovan argues that “generalizing the AIDS 

crisis” was a key rhetorical strategy in gaining support for the bill in Congress (Donovan 

2001:63). For example, congressional opponents questioned why HIV required a 

“special allocation” and evoked appeals to “fairness” to argue that any disease-specific 

proposed federal expenditure was ‘unfair’ to other patient groups or tax payers. To 

answer these arguments, proponents of the legislation from large impacted states and 

smaller states countered that the crisis “threatened access to healthcare for all citizens 
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who rely on hospitals” (Senator Mitchel (D-ME) quoted in Donovan 2001:61). Several 

members of Congress compared AIDS to a natural disaster (Donovan 2001:62): 

When an earthquake rocked northern California, we responded immediately ... to 
help San Francisco pick up the broken pieces… The AIDS disaster is no 
different” (Senator Frank Lutenberg (D-NJ))  

That is, advocates succeeded by characterizing the AIDS epidemic as a nationwide 

crisis, rather than a “gay issue” (Donovan 2001). They did so precisely by invoking a 

very sympathetic “target population” of “Children with AIDS” - like the nationally famous 

Ryan White, a white hemophiliac teenager who had contracted AIDS from a blood 

transfusion - women with AIDS, and other so-called “AIDS innocents” (Donovan 

2001:60). Opponents like Senator Helms called the legislative package a “Trojan 

horse”, delivering funding to gay people and intravenous drug users living with HIV, 

under the guise of helping women and children (Donovan 2001:68).  

The CARE Act set aside 15% of the initial $875 million appropriated in 1991 for 

children, women and families (Donovan 2001). Proponents had successfully re-framed 

the AIDS crisis as a problem endangering major cities, women and children, and the 

healthcare system at large. The CARE Act was named after Indiana teenager Ryan 

White, who had recently passed away, though at the time the majority of people living 

with HIV were adult gay men and/or people who inject drugs. In the first year, CARE Act 

appropriations effectively doubled funding for HIV/AIDS in the U.S. (Health Resources 

and Services Administration HIV/AIDS Bureau 2010:7). 

The Ryan White Program became a key funder of HIV/AIDS treatment for people 

with incomes below $51,000, regardless of their immigration status. The program 

officially remains a “payer of last resort”, meaning that patients must document their 
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ineligibility for coverage through their employer, or Medicare and Medicaid (Mann and 

Wakefield 2013). In the wake of the PPACA, the landscape of HIV-related services in 

the U.S. continued to be defined by fragmented systems of private and public (federal, 

state, regional and county-level) financing through programs like Medicaid, Medicare, 

and the Ryan White AIDS Drug Assistance Programs (ADAP). Since 1990, all “grantees 

are required to coordinate their services and seek payment from other sources before 

Ryan White funds are used” (Health Resources and Services Administration HIV/AIDS 

Programs). Because of the program’s status as a “payer of last resort”, starting in 2014, 

participants who are eligible to enroll in programs newly created or extended by the 

PPACA (e.g. state-level Medicaid programs or Pre-existing Conditions Insurance 

Exchanges) needed to access HIV-related services through one of these other funding 

mechanisms (Health Resources and Services Administration HIV/AIDS Programs). 

The 1990s: Normalization and Fatigue  
By the second decade of the epidemic, the world was changing. Managed Care 

plans for Medi-Cal and other Medicaid programs were increasing replacing fee-for-

service models. In congress, Speaker of the House Newt Gingrich proposed a new 

“Contract with America” and President Bill Clinton promised to “end welfare as we know 

it”. Efforts to build a national health plan led by then First Lady Hillary Clinton were 

defeated thanks to a $115 million health insurance industry attack campaign (Quadagno 

2005). Just south of San Francisco, Silicon Valley boomed with dot-com jobs and unreal 

stock valuations. The demographics of the U.S. epidemic were shifting, and 

transmission rates and new cases were increasing among women, poorer and black 

and Hispanic/Latino populations (Altman 1989; Fee and Fox 1992; Allgood, Hunt, and 
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Rucker 2016). The 1990s was a historical pivot point for the hospital and the broader 

epidemic, one marked by the “normalization of AIDS” as well as fatigue and continued 

anger among HIV advocates. 

San Francisco Chronicle reporter Carol Pogash sought to capture the first 

decade of the epidemic in her history of AIDS at San Francisco General Hospital. Her 

book, released in 1992, gave its name to the new hospital employee T-shirts: “As Real 

as It Gets”. The slogan had recently replaced the “We Beat the Grim Reaper” t-shirts 

made up by the emergency room staff in mid-eighties, which, as Pogash reflected, “in 

the era of AIDS, it no longer seemed accurate” (Pogash 1992:xv). Beating death, she 

argued, now seemed an arrogant goal. “As Real as it Gets” still adorns t-shirts and 

mugs with the SFGH name, accompanied by an image of the austere concrete 

buildings. The 1990s also brought demographic shifts in the patient population of the 

HIV inpatient unit at Ward 5A. Many of the nurses and staff knew their patients socially 

and had felt that it “could have been any of us” in a bed at 5A (Torassa 1999). Pogash 

and other reporters painted care givers as exhausted by the work of treating “Tenderloin 

junkies and homeless” people who they didn’t see as sufficiently appreciative or 

“invested in their health” (Pogash 1992; Torassa 1999). Pogash wrote:  

Despite the loving dispositions of the AIDS nurses, with some of the IV drug 
using population, they found that they could no longer be unconditionally caring 
(Pogash 1992:110). 

Pogash described a nurse who had become accustomed to seeing “the appreciative, 

well informed gay patients,” was now faced with treating “extreme” IV drug using ones. 

Angry patients sometimes nastily challenged staff, “Fuck you, I’m not going to do 

anything you tell me to do, bitch”. According to Pogash, staff found themselves caring 
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for fewer and fewer “middle-class gay patients”, and more and more people they saw as 

difficult and disruptive. As Real as it Gets is full of characters, like colorful “tweaking” 

sex-workers who talked at “hyper-speed” and lived in dingy single-occupancy hotels or 

survived on the streets. The final chapters of her narrative depicted doctors alternately 

worn out by lying patients, amused by colorful stories about life ‘on the streets’, or 

horrified by their patients’ ‘bad choices’.  

Long-time SFGH staff rejected these stigmatizing images that lamented the loss 

of depictions of more “respectable” AIDS patients. Alex, the nurse who had surpassed a 

decade of service at inpatient unit at 5A by the time of Pogash’s reporting, told me she 

and many other staff had been horrified by the insensitive tone of the press at that time. 

She recalled an especially startling headline: “Addicts take over AIDS Ward”. Alex and 

others had advocated for changing policies that categorically excluded people with 

substance abuse disorders from many of the services that funded by the first rounds of 

Ryan White grants. Nurses, social workers and other health workers at the clinic had 

been actively fighting for the rights of people who inject drugs and against the War on 

Drugs for years.  

By the early 1990s the “normalization of AIDS” was already coalescing and 

pushing the epidemic out of public view (Fee and Fox 1992). Though disadvantaged 

and minority communities had always been disproportionately affected, the epidemic’s 

public image was bleeding into the familiar media images of urban poverty. Writing in 

1992, Fox and Fee argued that “AIDS normalization” had come not as result of de-

stigmatization or public education, but rather in the shifting image of the epidemic and 

the AIDS response. The epidemic became a “part of the normal fragmentation and 
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frustration created by our [U.S.] health policy and disproportionately shared by the forty 

to fifty million Americans who lacked minimal health insurance coverage” (Fee and Fox 

1992:128).  

Members of the National Commission on AIDS wrote their succinct final report in 

1993 from a place of anger and fatigue, explaining their brevity in the introduction:  

This [final report] is a short, sometimes angry report tinged with sadness and 
foreboding. It is short because all of what we say here has been said many times 
before. It is sometimes angry because the carefully considered, widely heralded 
recommendations heralded in our previous reports have been so consistently 
underfunded or ignored…(Brandt 1995:85). 
 

Writing to historian Allan Brandt about the social impacts of AIDS, one letter to the 

commission didn’t hold back (Brandt 1995). The author, John Gagnon, dissected the 

political apathy and budget cuts that impeded action on the Commission’s 

recommendations:  

My sense was… that the United States would be a somewhat different kind of 
place as a result of the epidemic…I know longer believe that to be so… it is my 
view that AIDS will be treated as an “affordable epidemic” which involves 
“tolerable levels of wastage”….the persons who have been primarily impacted by 
the epidemic have come from socially marginalized groups whose “loss” to 
society can be easily tolerated… our society tolerates drug use, infant mortality, 
tuberculosis, imprisonment, unemployment as the normal conditions of many 
poor people and ethnic minorities – there is no reason why we, as a society, 
should not tolerate illness and death in these populations from other sources… 
(Brandt 1995:130) 
 

Gagnon’s chilling analysis cut to straight to the bone. HIV had come to be seen as a 

politically “affordable epidemic” because tremendous loss of life among poor people, in 

particular poor people of color, had already become the “normal conditions” of American 

society (Brandt 1995).  
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By 1995 AIDS activists were already struggling to bring the epidemic back to 

national attention: “Seen less as a raging plague than a chronic plight, AIDS, like 

homelessness and drug use, had merged into the background landscape of late-

twentieth century social life” writes Steve Epstein of this seeming fade of a particular 

stream of AIDS treatment activism (Epstein 1996:325). Briefly optimistic that a 

Democratic administration might create new openings, it was difficult to galvanize or 

maintain the sustained attention of the White House or Congress, and even the 1996 re-

authorization of the Ryan White CARE Act was embattled by debate (Donovan 2001). 

The Evolution of HIV Treatment and the Re-making AIDS as a Cost Crisis (1983-
2001)   

 

If HIV/AIDS was beginning to seem politically “affordable” by the 1990s, the 

economic costs and the price of treatment had been politically problematic from the 

beginning. Who was going to pay? How much would it cost? The questions of who 

would pay the costs of hospitalizations and treatment – much less how to calculate 

these costs or how to determine a “fair” price – were anything but clear.  

Here I briefly review how controversies surrounding the costs of HIV and AIDS 

evolved - from preliminary estimates of healthcare expenditures to the infamous waiting 

lists for HIV treatment, and then to the formation of the ADAP Crisis Taskforce in 2003 

(Cross 2014; National Alliance of State and Territorial AIDS Directors 2016). The 

naming of the “Crisis” Task Force also retained the discourse of ‘crisis’ in national HIV 

policy. This time, the “man-made” economic crisis of treatment costs and medical 

inflation slid alongside the “natural disaster” of the epochal epidemic of the 1980s within 
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federal policy-making. I particularly detail how the FDA’s “Orphan Drug” designation, 

born in the 1980s, came to shape HIV treatment costs as well as broader imperatives 

for segmenting patient populations into markets for “personalized” treatment (Brewer 

2009; Yin 2009). While the role of early HIV activists in changing FDA policies around 

clinical trials and pharmaceutical drug development has been well documented (Epstein 

1996), HIV activism and professional advocacy after the second decade of the U.S. 

epidemic was also implicated in the coalescing 1990s healthscape of pharmaceutical 

pricing in the era of managed care and public health austerity. 

Writing in 1987, healthcare economists Fox and Thomas wrote that debates 

about how much it cost to treat people with AIDS raised fundamental social policy 

questions: “Who has what obligations to provide what services to whom, under what 

conditions and at whose expense?” (Fox and Thomas 1990:197). But how much did it 

cost to treat AIDS? This question of costs turned out not to be particularly easy to 

answer. Hospital and health insurance executives claimed the costs were so enormous 

and unprecedented that it threatened their organizations’ solvency (Fox and Thomas 

1990:198). Hospital industry leaders started to lobby for increased reimbursement from 

Medicaid and Medicare, though the federal government was aiming to reduce 

expenditures and the Healthcare Financing Administration wasn’t interested: “We will 

not consider special payments for cases of AIDS; we don’t want another ESRD [End-

Stage Renal Disease Program]” (Fox and Thomas 1990:203). Medicare was already 

funding dialysis treatments for people disabled by kidney failure, and HCFA leadership 

did not want to establish another ‘special’ program.  
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The numbers these executives presented however, bolstered average per diem 

reimbursements by as much 20-100% and adding additional staff time and materials 

such as nursing or housekeeping services (Fox and Thomas 1990:200). In 1985, 

epidemiologists at the CDC released a study showing that the cost of hospitalizations 

for AIDS patients from diagnosis to death was $147,000. That number became widely 

quoted (Fox and Thomas 1990:202), though depending on the location, such early 

estimates ranged from $21,000-$140,000 (Panem 1988:65). A group from the UCSF 

Institute of Health Policy Studies was commissioned to study the costs associated with 

AIDS and began to recruit research participants willing to share their hospital bills in 

1986. The numbers they presented at conferences and congressional hearings were 

about one-third of the CDC estimates. The San Francisco data suggested that AIDS 

was not “a truly exceptional health care cost that could be met only by federal action”, 

and soon after, studies in other local jurisdictions came up with similar numbers, ranging 

from about $27,000 to $59,000 (Fox and Thomas 1990:204). The adjustment to federal 

reimbursements didn’t materialized, however, several states, including California 

adopted supplementary rates based on HIV/AIDS diagnoses (Fox and Thomas 1990). 

Federally, the strategy of “democratizing” AIDS fear” cast AIDS as a threat to the entire 

health system (Donovan 2001). That rhetoric proved successful in the congressional 

debates leading up to the passage of the CARE Act.   

Treatments options for the opportunistic infections that defined AIDS were limited 

and expensive. San Francisco General offered infusions and chemotherapy, and the 

Treatment Room was often converted into a “make shift ICU” when scheduled or walk-

in patients fell drastically ill. Through the 1980s, patients were often hospitalized 
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repeatedly for recurrent bouts of pneumocystis pneumonia (PCP), one of the deadliest 

AIDS-defining infections at the time (Piette, Mor, and Fleishman 1991; Kolata 1991; 

Kelley et al. 2009). Today, prophylactic antibiotic treatment for PCP is the mainstay of 

care for anyone with fewer than two hundred T-cells, including people like Mr. Dennis, 

and a regimen of oral antibiotics staves off the infection (National Institutes of Health 

2015). Though there had previously been very few annual cases of PCP in the U.S., 

around 1981, the CDC began receiving requests for pentamidine, an “orphan drug” 

used so infrequently that it could only be obtained through a physician’s request to the 

Atlanta-based federal agency (Panem 1988:10). The requests were a harbinger of the 

PCP cases that eventually flooded hospital units like the inpatient AIDS unit at Ward 5A.  

Over the next several decades, so-called “orphan drugs” were blasted from the 

realm of public health obscurity to world of big business. In 1983, the Orphan Drug Act 

(ODA) went into effect and gave subsidies to the pharmaceutical industry in exchange 

for investing in research and development for the treatment of rare diseases. Early 

versions of the legislation had required companies to disclose projected costs and 

document sales, and even to pay back government subsidies after revenues hit an 

agreed mark, in exchange for the patent protections of the ‘orphan’ status (Arno and 

Feiden 1992:153). Instead of adopting this payback concept, “orphan drugs” were 

ultimately designated by a population-based metric, including a drug for any disease-

state affecting fewer than 200,000 people at the time of approval. Initially heralded as a 

policy success by patient advocacy groups like the National Organization of Rare 

Diseases, the impetus of the Orphan Drug Act had been to draw corporations into the 

research areas that were unlikely to be profitable (Arno and Feiden 1992). 
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Despite the intention to support the development of drugs that were not likely to 

become profitable, the ODA had exactly opposite effect. In short order, two early 

treatments for AIDS, AZT (manufactured by Burroughs Welcome) and injectable 

pentamidine (manufactured by a company called Lyphomed) were granted “Orphan 

Drug” status by the FDA (Arno and Feiden 1992:143). Injectable pentamidine soon 

became the mainstay of pneumonia treatment and AZT became an emblem of an era of 

HIV treatment. Burrough Wellcome, the manufacturer of AZT, released the drug in 1987 

with a price tag of $10,000 per year, spawning ACT UP protests on Wall St. in New 

York. A new aerosolized and inhaled version of pentamidine was approved by the FDA, 

in 1989, after HIV treatment activists shut down the Golden Gate Bridge to demand the 

FDA approval of the new formulation (Gould 2009). Lyphomed Inc. increased the price 

of pentamidine dramatically - 400 percent over a four-year period. The price tag for a 

one month supply jumped from $25 in 1987 to $99 in 1991 (Arno and Feiden 1992). 

AIDS activists and members of congress alike demanded justification from Brian Tambi, 

the corporation’s president. Amongst the boisterous charges of price gauging, 

pentamidine sales were keeping a floundering company afloat. While orphan drugs 

were not intended to be profitable, AZT had generated $100 million in sales by 1988, 

and pentamidine crossed that mark by 1991 (Arno and Feiden 1992:152). The two most 

commonly prescribed AIDS drugs thus became symbols of the abuses and profiteering 

enabled by the Orphan Drug Act. Prominent gay activist and San Francisco Health 

Commissioner, James Foster served as a paid consultant for Lyphomed Inc., defending 

the company in the public-image meetings Tambi hosted with key academics and HIV 

activists (Arno and Feiden 1992:146). When a Canadian company began placebo-
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controlled trials of a new formulation, the potential competition laid a question at the feet 

of the ODA’s supporters – Should a drug still be counted as “orphaned” if two 

companies were vying for control of the market?  

Congressman Henry Waxman (D- Los Angeles), who had also been an ongoing 

advocate for federal funding and government action on the AIDS crisis – including 

sponsoring the 1990 CARE Act (Donovan 2001:60), also sponsored the ODA 

legislation. In 1990, in light of the revenues generated from orphan drugs such as AZT 

and Pentamidine, he proposed amendments requiring companies to project the three-

year market size. The amendments would have effectively ended a company’s 

exclusive rights after the drug was needed by more than 200,000 patients (Arno and 

Feiden 1992:154). Tambi fired back at Waxman, “Tell us what the rules are and we will 

play by them… No rational person would make such an investment if there was no 

certainty as to the return…” (Arno and Feiden 1992). Despite the controversies at the 

company, some AIDS treatment activists, including the controversial conservative 

James Driscoll (1990) based in San Francisco, joined Tambi in opposing the 

amendments and echoed the charge of “changing the rules of the game midstream” 

(Arno and Feiden 1992:152). Tambi’s public relations effort proved at least partially 

successful. In the end, Tambi’s bold defense ultimately rang sour however, given 

Lyphomed’s sorted corporate history and unwillingness to release information on their 

revenue and expenses. [1] Waxman’s amendments to the ODA passed unanimously in 

Congress, but President Bush would use a pocket veto to quash that legislation (Arno 

and Feiden 1992:154). Bush had served on the board of Eli Lily, a pharmaceutical 
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company with exclusivity rights to another orphan, Human Growth Hormone, which had 

grossed $50 million at the time (Arno and Feiden 1992).   

While attempts at legislative controls on prices and profits languished in 

President Bush’s desk drawer, by 1990, HIV treatment activists seemed to be making 

headway by targeting the FDA and the “AIDS drug development bottleneck” seemed to 

be receding, pushing progress up to the front-end of the process, when promising 

molecular compounds are administered for the first time (Epstein 1996:282). Early on, 

medical scientists drew an iceberg to depict HIV infection, showing that only the tip was 

susceptible to treatment. But by late summer of 1989, the image morphed to show a 

timeline intersected by numerous and increasing opportunities for pharmacologic 

intervention (Haseltine 1989; Fee and Fox 1992). An increasing number of weaknesses 

in the life cycle of virus transmission and reproduction were being identified, opening 

more targets for pharmaceutical drugs. Broder and others at the NCI were conducting 

research on the virus’ TAT gene while Hoffman-LaRoche was investigating the Tat gene 

and its inhibitors. By 1995, several major pharmaceutical companies were conducting 

large Protease Inhibitor clinical trials. The protease trials brought the differences in 

strategy and tactics in the largely bi-coastal movements of HIV treatment activists to a 

contentious collision. While the New York-based TAG advocated longer-term studies, 

ACTG based in San Francisco wanted to see accelerated approval of trial protocols. 

TAG members accused ACTG of propagating “sponsor-disseminated hype” (Epstein 

1996:318). By 1996, Protease Inhibitors became more widely available under the FDA’s 

compassionate use provisions. Just two years later, in 1998, the Bay Area Reporter 



  

71 
 

celebrated a brief pause in their obituary coverage – marking the first week without an 

AIDS death to memorialize in San Francisco since 1982 (Laird and Gerharter 2011).  

When I began my research, my questions about how HIV became a chronic 

condition were often met with a single straight-ahead answer: In 1996, HIV became a 

chronic condition. One long-time survivor and advocate recounted the precise day and 

time, a few weeks after he had been enrolled in a protease inhibitor trial authorized by 

compassionate use. He told me he had been driving over the highway, winding up the 

mountains through the redwood trees between San Francisco and the California 

coastline, and suddenly realized he “felt normal” for the first time. “The world changed”, 

he said; it was a new day. I saw this rapid turn-around in people who started taking 

medications for the first time and had witnessed their bodies transformed as their viral 

load numbers dropped below undetectable in a matter of weeks.  

In 1997, when the components of Highly Active Antiretroviral Therapy (HAART) 

were approved by the FDA, ADAP funding tripled to $167 million, and by 2000 federal 

funding rose to $528 million (Brown 2000). The cost of HIV medications had been 

widely viewed as problematic for more than a decade, but in HAART-era, the 

accelerating approval of new treatments was creating what HIV treatment advocates 

identified a cost crisis that materialized in waiting lists at many AIDS Drug Assistance 

Programs (ADAP’s). For most states, AIDS Drug Assistance Programs (ADAP) had 

waiting lists or employed other “cost-containment” strategies like annual enrollment 

caps (Cross 2011) . 

Protestors organized by the ADAP Working Group marked the 20th anniversary 

of the 1981 sentinel case of HIV with a demand to eliminate waiting lists for HIV 
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treatment. However, the legal protection of profits proved resilient, activists and their 

congressional allies needed a new approach to containing costs: pharmaceutical drug 

rebates. In 1992, the Veterans Healthcare Act created the 340B Drug Pricing Program, 

mandating minimum discounts for “the Big Four” – the four largest federal 

pharmaceutical purchasers. The 340B Drug Pricing Program was subsequently 

amended in 1998 to extend statutory rebates to state-run AIDS Drug Assistance 

Programs (ADAP’s) using a pharmacy network purchasing system (Brown 2000). 

Despite the increased negotiating power, the ADAP waiting lists lingered until 2014 

(Penner and Courogen 2015).  

In 2003, the ADAP Crisis Task Force was formed by a coalition of public health 

leaders that had been organized through the National Alliance of State and Territorial 

AIDS Directors (NASTAD) (Cross 2011; McManus, Engelhard, and Dillingham 2013). In 

2002, the ADAP Crisis Taskforce began negotiating the bulk purchase of essential 

medications on the behalf of the NASTAD, a consortium of local AIDS offices across the 

U.S. responsible for distributing the life-sustaining medications. The Task Force allowed 

ADAP programs to confidentially negotiate directly with eight pharmaceutical 

manufacturers, and to obtain additional rebates on HIV medications as well as a 

growing formulary of other essential medications. Separating itself from the pooled 

purchasing of other federal payers, the ADAP Crisis Task Force (ACTF) does not share 

pricing information with other state or federal programs such as Medicaid and Medicare. 

ADAP’s now depend on these “rebate funds”, which must be used by states before 

other budget allocations, and in 2008 this nationwide total came to $318 million, more 
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than contributions from individual states or the federal government (Health Resources 

and Services Administration HIV/AIDS Bureau 2010:52). 

The ACTF, along with a group of treatment advocates organized by the Fair 

Pricing Coalition, have been incredibly successful. ACTF has negotiated additional 50% 

average rebate compared to the listed “Wholesale Acquisition Price” for antiretroviral 

drugs and waiting lists for treatment through ADAP were all but eliminated by 2014 

(National Alliance of State and Territorial AIDS Directors 2016). Advocates reported 

paying less for many ART’s than some countries with universal healthcare systems and 

many now states contract with Pharmacy Benefits Managers (PBM’s) to ensure that 

drugs are paid for and the rebates collected (Cross 2011).  

However, because these rebates are processed behind the scenes, the price 

listed on the pharmacy receipts that patients encounter appears much higher. For 

example, after he was discharged from the hospital without insurance, the Linkage 

Team signed Mr. Dennis up for ADAP through a Pharmacy Benefits Manager (PBM) 

that contracted with the state Office of AIDS to pay for his HIV medications and the PCP 

prophylaxis he needed. Because of some glitch, the pharmacy had told him that he 

wasn’t in the system. He paid about $3000 upfront, and his social worker made sure 

that he was later reimbursed, and the medications charged through the PBM.  

While rebate negotiations became routine pragmatic tools for ACTF and other 

“pooled purchasers” in making AIDS drugs more accessible, and ultimately ending the 

waiting lists, manufacturer rebates had significant flaws as a more general cost 

containment measure. In particular, by focusing on negotiated manufacturer rebates, 

rather than directly tackling either drug pricing or corporate profits, federal regulations 
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have allowed pharmaceutical companies to continue set drug prices at will, and gave 

rise to an entirely new market of pharmacy benefits managers that trade in “rebate 

guarantees”. The Orphan Drug Act established incentives for splicing prevalent 

diseases into finer and finer treatment groups, creating in the business case for the 

“individualized” treatments for population sub-groups that are sliced ever-finer (Yin 

2009; Hemphill 2010). Rare diseases like PCP were scaled up into promises of 

personalized medicine for “everyone”, and orphan drugs currently account for 40% of 

new FDA approvals (Brewer 2009; Daniel et al. 2016; Wellman-Labadie and Zhou 

2009)  

A Quiet Closure and a New Hospital (1999-2016) 
The “AIDS Ward” at the hospital closed at the turn of the millennium in 1999 

without fanfare or a formal announcement. Just one year earlier, the Bay Area Reporter, 

San Francisco’s gay weekly ran the headline “No Obits” marking the first week in the 

city with no AIDS deaths to memorialize (Laird and Gerharter 2011). Yet, as Alex, the 

Linkage RN who had worked at the hospital for decades put it, no one wanted to 

acknowledge that “We were no longer an AIDS Ward”. Often visiting officials requested 

to visit the historic site long after the ward had been officially disbanded. Toward the 

end of my fieldwork, the Priscilla Chan and Mark Zuckerberg Hospital and Trauma 

Center building opened in Spring 2016. The gleaming new building had capacity for 221 

patients, downsizing the hospital yet again. Constructed with funds generated by a $850 

million tax bond passed by SF voters in 2008, the new cylindrical hospital building was 

named after the Facebook founder and his wife, a physician trained at the hospital, after 

they committed a $75 million gift to the hospital’s foundation (Colliver 2015).  
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How did hospitalization and life at the hospital change during this period between 

the quiet closure of the dedicated AIDS inpatient unit and the celebratory opening of the 

new building? Tracing the experiences of three women whose careers began on 5A – 

Diane, Alex and Samantha - I describe several key changes at the hospital, including 

new HIV testing platform, trends toward shorter hospital stays and more scrutiny of 

“utilization” and the “acuity” of hospitalized patients. During this time, the emergency 

department and the hospital became the epicenter of HIV disparities, absorbing people 

for whom existing health systems had failed.  

Leading up to the quiet closure, the personality and philosophy of 5A changed, 

private rooms disappeared, the “specialness” was wearing off, and the hospital was 

eliminated specialized nursing units and reducing the patient occupancy. For Diane, 

who led 5A in the 1990s, the new challenges and constraints expanded her own 

commitment to working with HIV and AIDS patients. The “special and isolated nature” of 

the ward was being eroded, and donations of ice cream, cookies, birthday cakes, 

massages, robes and shaving supplies, and brunch buffets all but evaporated. In 

addition to fighting the conglomeration of homophobia and AIDS fear, she now found 

herself and her team fighting to save the holistic model of care they had built:  

[working on 5A means fighting] the insanity of what’s happening to our health 
care system, fighting to be able to hold on to what has been a center of 
excellence, fighting to prevent the erosion of the quality of care, because the 
AIDS unit is an important symbol in healthcare about what quality care should be, 
could be. So part of the motivation now is the political fight, to save something 
(Smith Hughes 1999) 

Alex recalled that she too saw the writing on the wall, eventually feeling like the “oasis” 

that had built in the face of community tragedy was disintegrating. People said that they 
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didn’t need a unit dedicated for AIDS because of treatment advances, but Alex saw the 

hospital downsizing across the board: 

[5A’s closure] was really driven by managed care pressures and the hospital 
downsizing and the need to be able to move patients being admitted into any 
available bed...  Many of the inpatient units had specialty like neurology or the 
soft tissue infection ward, the HIV ward… went away and it just became these 
generic [medicine and surgery] wards so that they could admit patients into any 
bed and [because] a nurse is a nurse is a nurse (Alex, Ward 86 Nurse).  

The specialty units were disappearing, or like at 5A, they were consolidated and 

combined. When Alex started at General in the early 80s, the hospital had 550 beds, 

and when she left it had 300. She eventually left the Department of Public Health shortly 

before the AIDS unit was generalized.  

Samantha, a social worker at 5A, held on, though she and her patients noticed 

the change in the feel and “philosophy” around the ward. She had witnessed so many 

changes at the hospital. Samantha moved from the Midwest to start work at 5A in 1995, 

around the time the ward started admitting “straight-oncology patients” as well as HIV 

and AIDS patients. It remained mostly HIV patients though, and she and the other 

dedicated HIV social workers “felt very privileged” in their own little world isolated from 

the rest of the hospital. During this time, the census of HIV patients fluctuated between 

16 and 20, and then expanded to 28 in 1992 when additional patients were added to the 

previously private rooms. In 1997, her case definition expanded so Samantha would 

work with anyone with HIV. Back then, she explained, there were more “special 

services” and community donations, and “the patients, the families, the staff and 

everybody felt special and also very separate”. Then the patient care funds dried up, or 

were cannibalized for more general purposes. "This ain't 5A anymore", it doesn't even 

say AIDS anymore,” she recalled her patients saying disapprovingly. 
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With the hospital’s “AIDS Ward” long shuttered, the HIV inpatient team had 

dwindled over the years; with HIV patients spread across all the hospital units, the task 

of creating a weekly census had become more difficult. The inpatient rounds were cut 

from three times a week to just one hour once a week. Each Monday, Alex huddled with 

Samantha in a small padlocked-office to meet with a clinical pharmacist knowledgeable 

about HIV medications and review the cases. Save for a few mementos – artwork done 

by patients, posters and piano that lingered in the Rita Rocket lounge, a plaque 

acknowledging the historical site of 5A -- their meetings in the alcove on the hospital’s 

5th floor were the last remnants of the original inpatient unit at Ward 5A.  

Just a few years after 5A’s closure, a Nurse Practitioner, another member of the 

clinic’s original crew, and the clinic’s director had started the Linkage Team in 2001 after 

observing too many patients lost to follow-up after hospitalization. Still using the older 

HIV testing platform in the public health laboratory, the Emergency Department (ED) 

and most of the hospital usually had to wait too long for test results to return. It was 

nearly impossible to do an HIV test in the context of an ED visit because the test results 

would come back after the patient had already been discharged: 

People were diagnosing Pneumocystis, and by inference, HIV, without an HIV 
test. They would recognize Pneumocystis on the x-ray… they would see 
Pneumocystis on x-ray [and they would tell the patient] "You have AIDS, but we 
don't have your test results back. When you leave, go to your primary care clinic 
and whatever (Alex, Nurse at Ward 86). 

Alex told me the ED had become the epicenter of HIV/AIDS disparities in the city and 

across the county (Zetola et al. 2008; Christopoulos et al. 2013). She described an ED 

case they often presented to demonstrate the need for a faster testing platform, and for 

a Linkage Team to meet with patients in the hospital:  
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 [There] was the case of this African-American [patient], homeless, injection drug 
user, who was admitted to the hospital with a bacterial pneumonia, I think. They 
sent an HIV test. She was discharged with a follow-up appointment that she 
never showed up for. Her test results came back after discharge. She's gone. 
Nobody's taking responsibility for it and she had a relatively high CD4 [T-Cell] 
count….   

At the time, nobody took responsibility for her:  

She comes back three years later with Pneumocystis pneumonia, with no T-cells, 
gets admitted to the ICU and dies. She didn't know she was HIV positive.  

Now, a case like hers would be referred to the Linkage Team. The Linkage Team 

started tracking very sick patients who “pop up” in the hospital, the emergency 

department, or at one of several clinics on the hospital campus. Their advocacy secured 

the funds for the laboratory to purchase the equipment for the new testing platform in 

2007 (Christopoulos et al. 2011, 2013). Now, the lab paged the Linkage Team with 

every positive result.  

Alex called their linkage patients as “the new and the known” – the former group 

did not know their HIV status while the latter know their status and are “known” to the 

public health system but remain “out of care” and off ART’s. Until he turned 65, Mr. 

Dennis was well known by his primary care provider. He had lived successfully with HIV 

for decades and his virus had once been undetectable. Each day during the week, a 

different member of the team held the pager, carrying it on his or her hip throughout the 

day. The laboratory, the Emergency Department, the clinics, and the county jail, and 

even private hospitals in the area could use the pager to notify the team of a patient that 

needs support to “navigate” and “link” to a clinic or healthcare provider. Often these 

patients seemingly bubbled up from nowhere, or showed up from a nomad’s land – a 

prison or jail in a rural state, an encampment in Golden Gate Park, or under a freeway 
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overpass in Los Angeles, Las Vegas, or Oakland. Perhaps like the guys Alex called the 

“recession-istas,” they had lost their jobs and insurance following the 2008 housing 

crisis and recession, and then stopped taking medications; or maybe they experienced 

a relapse or mental health crisis that made it impossible to take daily medications. 

Sometimes shame and stigma kept them from facing their diagnosis or getting care. Or 

like Mr. Dennis, they had been humming along - virally undetectable - and then 

suddenly disappeared from the public health system for months or years at a time. Mr. 

Dennis was well known at the time he was hospitalized with just a “few T-cells to rub 

together”. Patients like him are said to have fallen “out of care”.  

I interviewed Samantha about her work as a Social Worker at 5A on her last day 

of work at the hospital. A few months earlier, I attended the ribbon cutting at the new 

hospital building. The ceremony featured generations of city leaders, including Nancy 

Pelosi, the city’s Congresswoman who had played an instrumental role in the 

compromises that led up to the passage of the Affordable Care Act in 2010 (Pelosi 

2016), and Gavin Newsom, former mayor and current California Lieutenant Governor. 

Alongside these politicians was a small crowd of hospital employees, including my 

partner. Though advertised widely as a “community celebration,” few people from the 

neighborhood seemed present for the free water bottles and flu shots on offer. For a 

late-fall day, the sun glared over the multi-cultural celebration featuring the conspicuous 

display of the city’s diversity. The city’s commitment to “universal” healthcare, and Mark 

Zuckerberg and Priscilla Chan’s promises to support a hospital for the whole city – 

“whether you live in a high rise off Montgomery or on [the sidewalk] on Market Street” 

were the lauded ideals at the public announcement. One-part Contemporary Art 
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Museum, and one-part space-aged Temple to Biomedical Technologies, the building 

promised to materialize “San Francisco values at their best”, including democratic 

aspirations for universal healthcare, and signifying the city as a “leader in innovation 

and compassion” (Lee 2015). Big screens and patient care “pods” were meant to 

communicate care in every architectural feature, the $850-million building gleamed with 

art installations, skylights and stained-glass windows that shine bright light into the 

hallways. An indoor bamboo forest climbs through central foray up to the roof garden on 

top floor. The terrace offers a panorama of the city’s iconic vistas, including Twin Peaks 

and Sutro Tower. From the moment patients enter, architects envisioned the art, 

technology and beauty of the edifice would communicate the city’s commitment to ‘care 

for all’. We cheered, as leaders took the stage and made promises about the building’s 

commitment to health for all, regardless of income or immigration status.  

Samantha was more circumspect about the promises of the new building. She 

was opting to transfer to a clinic serving poor and homeless patients living in the city’s 

center rather than move into the new building. By 2016, Samantha was the only HIV-

specific social worker and was assigned to care for every HIV positive patient in the 

entire hospital. Each morning she looked up all of the new admissions and checked 

their lab results to see who had a positive HIV test. When she started running out of 

time, she would work by memory, checking each unit for names she recognized, “Oh 

he’s here, she’s here”. Casually, and sometimes belatedly, nurses or doctors would tell 

her “oh, he’s yours”. Once she connected with a patient, she immediately started 

working on their discharge plan. Where would they go after they left the hospital? 

Samantha explained that with even fewer beds in the new hospital, all of the “lower 
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level” patients would not be moved into the new building, meaning that many would 

need to be discharged before the move in late Spring. The inpatient rounds would finally 

be discontinued, but Samantha suspected that it would be quite difficult to maintain this 

new higher threshold of acuity. In her decades-long career as social worker, she had 

already struggled so much in finding appropriate “placements” for her most complex 

patients. For some, HIV was “the least” of a litany of problems on their list.  

During her tenure as a hospital social worker, Samantha heard estimates of the 

expense associated with a day in the hospital – twelve-thousand dollars - over and over.  

She had warned about the expense of so-called “social admissions”, the prolonged 

hospitalizations of people for no other reason than they didn’t have anywhere else to go. 

She had seen the nurse-led “Utilization Review” team move out the basement, where 

they seemed to quietly sign off on things, and transform into a crew of “Utilization 

Management” nurses running around the hospital with their criteria for “acuity”. 

Utilization Review and Social Medicine Departments were heralded in the mid-nineties 

as the key to managed care. Utilization Management nurses constantly monitor the 

units looking for teams holding on to patients who do not meet the acuity criteria for the 

hospital. Per the standards of InterQual’s acuity criteria for dictating the “right care in the 

right place” (McKesson 2016), the hospital wasn’t the optimal placement for these 

lower-level patients. Samantha described for me how this increasing workload kept the 

Utilization Management (UM) nurses running around:  

[The UM nurses] have this book called InterQual that they look through … so for 
example the doctor will be like, "Oh he's acute, he is getting IV meds twice a 
day", "Oh doctor that's not acute that's SNIF (Skilled Nursing Inpatient Facility) 
level", you cannot just randomly switch it to make him acute… 
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Protracted hospital stays and hospital admissions for patients with lower acuity levels 

were expensive. While the attending physicians had the final authority over discharges, 

and could reject on UM’s recommendations on medical or ethical grounds, the 

increased scrutiny and documentation of whether a “patient needs to be here or not” set 

the rhythm of hospitalization.  

Since around 2009, Samantha saw the hospital move away from the “ideal 

discharge” toward the “most appropriate discharge for the circumstances”. Discharge 

planners like Samantha needed to beware of so-called “social admissions” – people 

hospitalized without a documented acute medical need. On her rounds, she came face 

to face with these patients each day. Many had nowhere else to go:  

Where are they supposed to go? Because if we had a place we would've sent 
them already. … let's say they're wheelchair bound and incontinent and they're 
homeless and they're mentally ill. Where, actually, is that person supposed to 
go? Because if we had that place we would've sent them yesterday (Samantha, 
HIV inpatient social worker).  

At homeless shelters, and even at the Medical Respite Housing, people needed to be 

independent – able to transfer themselves out of a bed and into a restroom without 

falling, for example. For a skilled nursing facility, she would need to document a “skilled 

need” such as physical therapy. But, if the person couldn’t retain information, she would 

be told that they were just at “baseline”: “He's never going to get better, that's not skilled 

anymore.” But, where were they supposed to go?  

Conclusion: Where are we now?  
 

Drawing on historical accounts and oral histories, and following the lives and 

careers of Mr. Dennis and his care team, this chapter traced the enduring history of the 
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AIDS crisis as the manifested U.S. health policy and in daily life at San Francisco 

General. In policy and media discourses, mobilizing the AIDS crisis and the promises of 

biomedical research and drug development to control the virus did significant ideological 

work. Making HIV a pharmaceutically survivable condition is only part of the history. 

Alongside the emergence of combination pharmaceutical therapies known as HAART, 

U.S. federal policy created new financial technologies –  including prospective payment, 

pharmaceutical rebates and “payers of last resort”. These financial technologies were 

integral to making HIV a potentially chronic condition. These financial technologies of 

rebates and reimbursement can’t be excised from the biotechnologies - the protease 

inhibitors and HIV testing platforms – that transformed HIV and AIDS.  

The financial and biomedical infrastructures that made HIV potentially chronic 

transected the lives of Diane, Alex, Samantha, Melissa and Mr. Dennis, and percolated 

into the daily routines and rhythms of the hospital and clinic. I conclude this chapter by 

reviewing the political and infrastructural effects of these historical loops that re-

organized the spaces, pacing and technologies of HIV interventions between 1982 and 

2016. By braiding the loops of these historical accounts into my ethnographic interviews 

and observations of life at the clinic and hospital in this way, I offer different 

infrastructural inversions (Star 1999). These inversions reveal the infrastructures of 

hospital reimbursement based on the categorization of diagnosis-related groups 

(DRG’s), federal HIV funding, pharmaceutical rebates, InterQual’s acuity categories, 

and HIV testing platforms and the interstices of the Linkage Team.  

I described how the appearance of the initially unknown disease appearing to 

devastate the bodies of previously heathy young men activated and homophobia and 
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anxieties about infection galvanized heroic responses by health workers and 

communities across the city. Initially a controversial decision, the designation of the 

inpatient unit as a AIDS Ward created a special and specialized space. Patients stayed 

a long time, had few treatment options, and received extraordinary nursing care and the 

support of multiple community groups. As Alex pointed out, the eventual closure of the 

inpatient HIV/AIDS unit at Ward 5A in 1999 was situated in within the managed care 

pressures that limited hospital stays to short periods of “clinical crisis”. With 

hospitalization abbreviated by managed care and reimbursement based on diagnostic 

related groups, the documentation of patient “acuity” became a daily routine. By the 

time the Chan and Zuckerberg building opened in 2016, Samantha’s work on patients’ 

discharge plans began as soon as they were hospitalized. Documenting “acuity” formed 

the daily rhythm of the work of doctors, nurses and utilization managers. While 

InterQual metrics of acuity set the pace of hospitalization, the people living with HIV 

seen at the outpatient clinic at Ward 86 became more and more “acute” based the 

definitions of patient needs used by the Department of Public Health.  

The economic costs associated with HIV and AIDS had always been seen as a 

problem for patients, cities, and states affected, cost containment strategies became 

inextricably central to the biomedical management of HIV, and to the operation of health 

systems at large. Pharmaceutical rebates, rather than regulations of prices or profits, 

became the ‘industry standard’ for cost containment, and a key advocacy strategy of the 

ADAP Crisis Taskforce. The taskforce has succeeded in negotiating special rebates and 

extending access, and ADAP generates several hundred million dollars in “rebate 

funds” each year. Fractured rebate negotiations avoided more comprehensive controls 
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on prices and profits, and today, pharmaceutical companies continue to set high prices 

based on market projections which assume that the patient group will be small or that 

only a small fraction of the target population will be able to access care (Conti, Gee, and 

Sharfstein 2016). However, bracketing out the ADAP negotiations from the industry 

norms of drug pricing has left significant variation in private sector coverage and drug 

prices, and created a sharp divide between people who are qualify for ADAP based on 

income and people with employer-sponsored or exchange insurance plans (Conti et al. 

2016). In the meantime, developing drugs for rare diseases was “scaled up” in the 

business plan of standard biomedicine. The once rare “orphan drug” was folded into a 

vision of the future of pharmaceutical treatment in which all patients are diagnostic 

zebras and even prevalent disease can be subdivided into orphans (Yin 2009).  

Shifts in the state and federal policies governing Medicare and Medi-Cal were 

part of the broader restructuring of “entitlements”, including managed care and welfare 

reforms. Over the same thirty-five period, average wages remained flat, and healthcare 

costs continued to increase, outpacing other measures of cost-of-living and economic 

growth (Appleby 2012; Baicker and Goldman 2011). As medical inflation, and total 

healthcare spending grew, more and more of these costs were sloughed off to individual 

patients, either through employee contributions, increased deductibles, co-pays or a 

Medicaid/Medicare “share of cost”. Grasping to his retirement account and rent 

controlled apartment, Mr. Dennis survived a plague, only to live to see San Francisco 

become a city that he could barely afford to live in.  

The places, spaces and pacing of HIV interventions were re-organized through 

these political and infrastructural transformations. Behind the protease inhibitors and 
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pharmacy benefits managers that made it possible for Mr. Dennis and others to live into 

their distinguished sixties, anxieties about cost containment re-organized the day-to-day 

operations of Ward 86 at SF General, and at other clinics and hospitals around the US.  

A new configuration of emergencies, crises, acuity and chronicity organized the rhythms 

of their everyday lives, he work-flow at the clinic and the hospital and work of “linking” 

people to care. The next chapter takes a closer look at how “frontline providers” handled 

this daily flow of patients and information, and describes the many “triaging” strategies 

they employed to grapple with overwhelming patient needs and scarce resources.  

Chapter Two: Triage Work and Patient Flows 
 

“The lists. The waiting lists started when people stopped dying.” 

 

Victoria’s words chilled me: “The waiting lists started when people stopped 

dying”. This was Victoria’s response to my question about the biggest change she’d 

seen over the last decade in the clinic. Victoria was a seasoned social worker at Ward 

86, and in a rare quiet moment in the afternoon, she told me that it was difficult to talk 

about those days. As difficult as it was to imagine feeling nostalgic about the intensity 

and urgency of that era, the everyday pace of clinic workflow had changed so drastically 

for her and her colleagues. Working contacts at service agencies, finding a bed or a 

room for patients, a slot in a treatment program or getting them on a list for legal aid, 

managing these waiting lists often filled Victoria’s day. At the clinic and elsewhere – 

especially at mental health or substance abuse treatment and housing programs – the 

lists started growing when people stopped dying.  
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When you get off the elevator at Ward 86, there is a little orange sign to the right 

indicating “the line begins here”. In the afternoons when the clinic re-opens after lunch, 

a line of people waiting often grew, stretching from the elevator to the small “laboratory” 

and “pharmacy” at the end of the hall, where the HIV clinic bled into the old 

Hematology/Oncology clinic at the other end of the hallway. [2] At the opposite side of 

the building, guarding access to the respite and rejuvenation offered by the curtained 

hospital beds and IV’s of the sunny “Treatment room”, a simple laminated sign, “Triage”, 

converted a small exam room into a triage station.  

The Triage Room was the point of entry for many new or “re-surfacing” patients – 

people who had “fallen out of care” and returned again. It was also point of filtering and 

prioritizing for staff: Who should be seen right away? Who would have to wait? Who 

should be called on their behalf? Which waiting list could they be placed on? Where 

were their open beds? Everyone hated working the triage room. It was a difficult but 

necessary job, which involved accessing the needs of the patients who “drop in” without 

notice, or if scheduled patients suddenly fall ill. The triage room and drop-in clinic also 

contained a window into the clinic’s past, into a time when the death of each patient 

they met was a near certainty. The collective sense of urgency and constant death of 

the early epidemic loomed like the fog of war. In an earlier epoch, the treatment room 

had been described as a “sunny death camp with a view of palm trees” (Lybarger 2014).   

With ethnographic “situated scenes” like this one above from my observations at 

the clinic, in this chapter I detail the day-to-day flow of the clinic and one center of 

activity: The Triage Room. Triage work - a practical and political strategy for managing 

the day-to-day flow of people and information - extended far beyond the boundaries of 
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the small south facing “Triage Room.” The organization of the clinic had been re-worked 

and transformed alongside the city’s HIV response, as new policies seek to address HIV 

and a shifting mosaic of patient needs. Nurses, social workers and para-professional 

healthcare workers like patient navigators and case managers crafted collective 

understandings of themselves as “frontline workers”. For example, the “HIV Frontline 

Organizing Group” or HIV FOG emerged out of the Healthcare Reform Taskforce that 

had been initially created to prepare for ACA implementation. HIV FOG began hosting 

ongoing trainings and networking events to bring together navigators and other health 

workers from across the city’s clinics and HIV services organizations. This frontline 

forms many patients’ first point of contact with the healthcare system. Nurses were 

responsible for the Triage room, but the diverse group of frontline workers also 

explained their jobs to me in terms of triage. At the clinic and elsewhere, they all 

grappled with “chronic understaffing” as they sought to care for their approximately 

3,000 patients and interface with the city’s approximately 15,000 people living with HIV, 

including approximately 200 newly positive patients annually (SFDPH Population Health 

Division 2016).  

I found that “frontline” health workers – including nurses, social workers and 

navigators – used the language of triage to describe their strategies for managing the 

deluge of emails and information, and for managing the overflow of patients and the 

flow of work in the clinic. For example, nurses, social workers, and other clinic workers 

“triaged e-mails”, “triaged insurance”, and created “triage algorithms” for patient 

navigation programs. Triage was born on the battlefield. The contemporary “triage tag” 

is designed for use at the site of a mass causality incident to classify and mark the 
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bodies of patients – the walking wounded, an immediate need, deceased. Most closely 

associated with trauma care during times of war, crisis and disaster response or the 

modern Emergency Department, practices of triage require the rapid assessment of 

injuries, and the prioritization of wounded patients, especially when resources 

(personnel, financial support, and possibly most importantly, time) are scarce or needs 

are overwhelming. So, why did triage spill over into so many different practices? Why, 

did the metaphor of triage resonate so loudly and ubiquitously among frontline workers? 

Because the literal and conceptual waiting rooms and battlefields that require triage and 

the “frontline” workers who confront them became responsible for prioritizing the needs 

of people who had already been “socially triaged” when the elevator doors open 

(Sjoberg et al. 1984). I argue that frontline providers’ accounts of everyday triage work 

astutely captured the clinic flow, and also indicted the patterned scarcity of biomedical 

care, attention, and resources.  

In this chapter, I describe these forms of triage work in relation to “social triage” 

(Sjoberg et al. 1984; Simmons and Casper 2012) to demonstrate the ways clinic staff 

and “frontline workers” stretch triage conceptually and practically. Sjoberg, Vaughan 

and Williams (1984) describe “social triage” as the perpetuation of social marginalization 

“in the name of efficiency” that is exacted through modern bureaucracies. They describe 

the process as the bureaucratic “sacrifice of the disadvantaged” (Sjoberg et al. 1984). 

Triage is sacrificial, a process through which the “socially weakest” are abandoned - left 

behind, unattended or left for dead – in the name of efficiency and productivity. In what 

follows, I first ethnographically describe a day in the life of the Triage Room, then turn to 

a conceptual discussion of triage, and finally, I move back into the clinic to show the 
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frontline practices of “triaging insurance” and creating “triage algorithms” formed 

strategies for coming face to face with the downstream effects and embodied 

consequences of social triage.  

I observed frontline workers grapple with the moral and practical impossibility of 

the job of facing slow violence at the pace of an individual clinical encounter (Nixon 

2011). In increasingly biomedicalized bureaucracies, I found practices of social triage 

driven by “cost-benefit analysis” and demands for efficiency in strapped safety-net 

healthcare systems. Social triage forced the hands of caregivers constrained by scarce 

resources and strained attention – frontline workers became responsible for the care of 

people who had been socially triaged well before the waiting lists and waiting rooms 

filled up. Triage metaphors called out this meeting of social triage and biomedical care 

practices. In this sense, frontline workers’ triage metaphors link to Thompson’s 

conceptualization of ‘triage’ as a practice and analytic for feminist STS. She elaborates 

‘triage’ as an empirical mode of attention and an explicit prioritization, conceptualizing 

triage as a way of asking “Who do we care with and for?” In concert with Michelle 

Murphy (2015)Thompson (2013) sees these questions as practical and political 

decisions about how to value life and who is available for rescue (and repair) when not 

everyone is cared for. The triage room, and triage work, exist on the moral and political 

frontlines of stratified biomedicalization and slow violence (Shim 2010; Nixon 2011).  

The Triage Room: The Line Forms Here 
 

The triage nurse – on this day it was George – sat facing a computer and we 

both watched the green rows of patients appear in a table on the screen. When a 



  

91 
 

patient “checks in” at the front desk, their name, and an electronic link to their medical 

record appeared in green in a small window on his computer screen. We both watched 

the boxes flash open and I listened as he clicked through the different windows. The 

layered info boxes contained the patients’ “visit history”, including their last appointment. 

George checked if they’d been recently hospitalized, and read any relevant notes from 

their primary care provider. “A million clicks later,” he editorialized as he looked over his 

shoulder to tell me that he tried to get the clicking out of the way before he collects the 

patient from the waiting room. George said the cumbersome interface had been 

designed to be more of a billing system than a medical record.  

Historically, the HIV Urgent Care Clinic at Ward 86 handled patients from across 

the city, as the nursing staff and physicians were especially able to diagnose and treat 

opportunistic infections and other “acute” AIDS-related issues less familiar to other 

clinics. However, today the triage room and adjacent treatment room serves multiple 

purposes, often treating many problems that are not “HIV-specific” and serving as an 

important point of contact for patients who are “out of care”. While he got his “clicks” out 

of the way, George explained that their “Urgent Care” hours really functioned more as a 

drop-in clinic, offering same day appointments to new patients or patients already 

assigned to the clinic for primary care. Over the course of the years the capacity of the 

Treatment Room – the number of beds and nurse’s – had shrunk and they sometimes 

had to close down if there were more than a few really sick patients who might get 

admitted directly to hospital. The day I shadowed him in the triage room seemed pretty 

quiet. Two people in a row came in with infected injection sites, and by lunch George 

told me that almost nothing we had seen over the course of the morning was really 



  

92 
 

“HIV-specific.” After George triaged a few people and saw nothing particularly urgent, 

he remarked, “We’re doing abscess clinic today.”  

Like most days in Triage, George, a nurse and social worker, usually worked with 

a team, including a nurse practitioner or medical doctor and a healthcare assistant. 

Today, while exotic opportunistic infections and toxic chemotherapy treatments no 

longer took up the treatment room, the drop-in clinic served multiple – if more mundane 

– purposes. The flexibility of the “drop-in hours” was often inviting for patients who are 

“out of care”. They could be well-known to the clinic but didn’t make it primary care 

appointments. One of his patients had recently been discharged from the hospital, and 

was in Urgent Care for a post-discharge appointment. He was a slim young African 

American guy, dangling on by a thread of just a few T-cells and he had been “out-of-

care” for about six months. George asked him how had been feeling since the last time 

they had seen each other, and he shrugged hesitantly. He was just blessed to be alive. 

“I’m sorry I’m not my cheery-self”, he said. The headaches had knocked him out. 

George told me later that he could tell that he wasn’t up for talking about his months-

long absence from the clinic, mentioning that he knew the guy experienced a lot of 

shame around drug use. Several hours later, I noticed his patient had spent most of the 

day at on the hospital campus, probably bounding between diagnostic tests to work up 

the headache.  

At one point, clinic leadership suggested that it was time to close the HIV Urgent 

Care hours. They felt it was likely no longer necessary and caused more scheduling and 

staffing trouble than it was worth. The re-fills, pain medication requests, wounds and 

abscesses at infected injection sites and syphilis treatments that often consumed the 
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drop-in hours could probably be handled in a primary care context, and more serious or 

acute problems could be sent to the general Adult Urgent Care clinic downstairs or the 

Emergency Department. This is what happened when Triage and HIV Urgent Care had 

to be temporarily closed. If they were overwhelmed, George had to send patients 

elsewhere. This diversion posed some difficulty for the front desk staff as well as the 

triaging nurse, who were the people who had to do the negotiating if they need to 

convince patients to go to the ED. It was sometimes tough to convince people to go to 

the ED because patients expected they would be waiting for a long time. Patients 

sometimes ended up back at Ward 86 the next day, looking worse for wear, which was 

tough. George said:  

The one thing is that it’s difficult to see people come back sicker the next day, or 
end up in the ED anyway. The ED is an excellent place to be if you are shot or 
stabbed, if you’re bleeding from a shooting or a stabbing or car accident, but if 
you’re ‘just sick’ you can end up waiting a long time, as long as a day, you’ll just 
wait and wait.  

No one wanted to end up in the ED. Clinic staff had successfully contested the idea of 

closing Urgent Care for good, however. They argued that the flexibility of “drop in” hours 

created important opportunities to connect with patients who were really sick or “out of 

care”. Their colleagues in the ED had “backed them up”, another nurse told me. The ED 

wanted to keep the medically and “psycho-socially” complex Ward 86 patients – who 

had the highest “acuity” by the DPH measures – out of their triage room. These 

measures included indicators for homelessness, mental health diagnoses and 

substance use. The Urgent Care hours were being ‘triaged’ too. Triage remained open 

though, buttressed by the advocacy of staff who fought to keep the doors open in light 

of efforts to close it down for the sake of redundancy and perceived inefficiency.  



  

94 
 

George assured me that it wasn’t a particularly heavy or hectic day, despite the 

steady stream of patients. After lunch, a white trans woman and her husband came in 

after many months away from the clinic. She has been feeling like shit. Meth was the 

only thing making her feel “quote unquote better”. She told George it was the first day 

that she’d felt well enough to leave home. She was barely eating or drinking. George set 

her and her husband up in the treatment room, and George came back wishing out loud 

that they had come a little bit earlier in the day. He would like to get people a bit 

bolstered up – with a hydrating IV and some rest in a bed- before the end of the day, 

especially if they are teetering on the edge of getting admitted to the main hospital. He 

looked up her latest labs, surprised to see that she didn’t have low T-Cell count. It could 

be a lot of things, but maybe not an opportunistic infection, as he had earlier guessed. A 

bit later, the woman and her husband left, walking out as a doctor called her name down 

the hallway. As her name rang out, I wondered if there had been consensus among 

clinic providers around the hope that they would stay. It sounded like the IV treatment 

was too uncomfortable and their patience was exhausted.  

As the day ended, we heard a very diminutive and very distressed Latino man 

cry out from down the hall, “Help me, help me please.” He was distraught, apologizing 

through tears and moaning, and staggering as he moved across the room. He was hit 

by a car about five days earlier, a week or so ago, prompting the George to wonder why 

he wasn’t here a week ago. The two big gashes on his leg and head looked gruesomely 

blackened by the intervening days without medical attention. He had been robbed, and 

was sleeping on the street. George did his “medical things” explained that the social 

could work on the “social stuff”, like getting him an emergency shelter bed for one night, 
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so he didn’t have to sleep on the street. They went into an exam room to talk, and a bit 

later, the patient was limping past in the opposite direction, saying “Thank you, thank 

you, thank you” to Julian, the clinic’s bilingual social worker. He would get an 

appointment for the next day to get the gashes looked out. In the meantime, Julian had 

found him a bed so he wouldn’t be back on the street with the wounds of car accident, 

at least for the night.  

Patients were triaging too, balancing the pro’s and cons of a hospital stay or a 

day spent waiting in the Emergency Department. I had witnessed several of these 

negotiations in front of the clinic hallway and near the elevator. At the same time, the 

HIV Urgent Care clinic offered a site for accessing biomedical treatment or temporary 

housing that potentially involved less waiting than elsewhere. I occasionally saw the 

closure signs and lines downstairs in the regular Adult Urgent Care clinic. Downstairs 

they seemed overwhelmed by a crowd. Patients had to weigh their options too – what 

were the consequences of waiting or being admitted to the hospital? They had their own 

ideas about what was most pressing and most urgent, and sometimes these differing 

urgent needs came into tension at the clinic. The threat of waiting cut both ways though 

too. On another afternoon in Triage room I was told someone had collapsed earlier in 

the Treatment Room and had to be rushed to the main hospital in an ambulance. A 

nurse who worked on the patient reflected that the patient probably hadn’t known that 

he would have been rushed to a treatment room at the ED, they wouldn’t have made 

him wait with such dire symptoms. How would he had known? I wondered. 

In some ways, the Triage room and the Treatment Room felt like a hold-over 

from an earlier era of clinic history. The concerns and patients that filled up the waiting 
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room during drop-in hours didn’t always seem urgent, but Triage and Urgent Care kept 

open precious opportunities to connect with patients who had “fallen out of care”. Many 

of patients’ most pressing concerns were endemic of poverty, homelessness, trauma, 

mental illness, stigma and other forms of social marginalization. Unmet basic needs – in 

particular, stable clean and safe housing, adequate mental health care, access to 

economic resources – materialized in the symptoms of patients who show up below the 

sign that reads: “The line forms here”. Yet maintaining the “drop-in” structure of the 

clinic offered limited sanctuary, creating a place that could absorb them. During Urgent 

Care hours, frontline workers like George were charged with the impossible task of 

addressing structural violence at an individual level (Farmer 2003), of countering slow 

violence in an “urgent” and abbreviated biomedical encounter (Nixon 2011). Frontline 

workers could only offer compassionate stop-gap solutions – a friendly face to greet 

them, a clean bed or fresh bandage, hydrating fluids, emergency housing. Housing 

deprivation, addiction, poverty and the other effects systemic inequalities that 

materialized in the bodies of George’s patients, and in the line of patients waiting behind 

them. In short, they became responsible for meeting the needs of people who have 

been “socially triaged” long before the elevator doors at Building 80 ever open (Sjoberg 

et al. 1984). In the next section, I draw on feminist STS scholars to unpack this meeting 

of social triage with biomedical care.  

Bureaucratic Triage meets Biomedical Care 
 

In the Triage room and elsewhere, frontline workers came face to face with the 

effects of social triage. The bureaucratization of their daily work also reflects how they 

were implicated in the biomedicalized bureaucratic management of the basic needs of 



  

97 
 

socially disadvantaged people and populations. Their everyday practices for handling 

the deluge of unmet needs, bodies and information indict of the refusal to commit to 

universal care as a matter of health policy. Triage reified the assumption of scarce 

resources; the fact is that there is never enough time or money to see, treat, house, or 

cure everyone.  

Here, I use bureaucratic triage interchangeably with social triage, drawing on 

Sjoberg and colleagues (1984) conceptualization. Watching the end of the Cold War, 

Sjoberg and colleagues warned that social triage captured the way that people at the 

bottom of capitalist and socialist societies were forced to pay for the price for advancing 

bureaucratic rationalization and management grounded in cost-benefit analyses. In 

analyzing the aftermath of hurricane Katrina in “The City that Care Forgot”, Casper and 

Simmons describe social triage as the prioritizing some spaces and people for repair 

through means that “value fiscal and institutional needs” over human ones. Through 

social triage, suffering and wounding collide “head-on [with] the limitations of biopolitical 

governance” designed for social sorting (Simmons and Casper 2012:679). Social triage 

indicts – and describes – the cost-benefit analyses and neoliberal rationalities that 

“cauterize the marginalized” (Simmons and Casper 2012:679). Wounding and harm are 

stratified, as are the reparative imperatives of city re-development and biomedical 

treatment.  

In this way, social triage conceptually foreshadows the transformations that 

Murphy has recently termed the “economization of life” (Murphy 2013, 2017). For 

example, Willse argues that policies targeting chronic homelessness as a budgetary 

threat effected “the biopolitization of housing insecurity” by developing and deploying 
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technologies of governance based on “economic analyses of population dynamics” 

rather than relying on disciplining or coercing individual subjects (2010:158). He argues:  

The invention of chronic homelessness emerges in a context of neo-liberal 
economic restructuring of relationships between life, health, illness and death 
that move past Foucault’s formulation of a zero-sum game in which those 
marked as ill or unproductive would be treated only as a negation or loss (Willse 
2010:179). 

The calculative and distributive logics of neo-liberal public health and housing policies 

re-absorb people deemed unproductive in the name of overall efficiency. Population-

level decisions, like the decision not to replace public housing after Hurricane Katrina, or 

housing policies that seek to manage economically unproductive populations efficiently 

(Simmons and Casper 2012; Willse 2015), and eligibility criteria for public programs that 

rest on the logic of “last resort” are each indicative of bureaucratic triage and 

economization. Triage work and social triage “cauterize the marginalized” (Casper and 

Williams 2012) through bureaucratic protocols and data portals that shuffle a daily 

onslaught of patients and information.  

I argue that triage work absorbs the over-determined and uneven distribution of 

care that is (re)produced through moral, practical and political decisions. These 

practices encode questions about “how to value life and who is available for rescue and 

treatment when not everyone is being cared for” (Murphy 2015:724). As Thompson 

came to see triage become less and less metaphorical in her field, she points us to the 

political stakes – the life and death politics - of the starkness of the scarcity, the 

bloodiness and cold calculus of the ways the slow violence and social triage materialize 

with urgency – in places like Ward 86. Thompson extends triage as a political ethic and 

medical practice and develops triage as a method for Feminist STS. In her effort to 
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develop an account of the “thick present” (2013:10), Thompson adopts triage as a 

method, a strategy for empirically and normatively asking, “Who do we care about?” 

“Who do we care for and with?”  

Where she approaches these questions from a methods perspective – grappling 

with the materials, voices, and accounts we should care about in assembling and 

accounting for our research, I am interested here in the ways that the experiences of 

triage I heard from frontline HIV providers echo and re-iterate her careful questions. 

With triage as a method, Thompson sought to prioritize “some actors, sites and 

transcripts over others according to inquiries about different kinds of lives and values” 

(Thompson 2013:12). She writes:  

During my research, triage (especially with its U.S. connotations of the medically 
underserved) came to seem a less and less metaphorical, and more and more 
empirical, description of the processes by which some issues (lives) came to the 
fore as stem cell research was normalized and other issues were left in the 
waiting room (i.e. to be dealt with later), or on the battlefield to be counted 
amongst the dead (i.e. forming the necropolitical side of the biopolitics of stem 
cell research) (Thompson 2013:12). 

She describes triage as a strategy for managing the overload associated with amassing 

multiple kinds of data, including “regulatory archive” and “ethnographic archive”. Triage 

is a strategy for dealing with the over-defined ethics and pre-politicized arena of stem 

cell science. Triage is an apt theoretical and methodological concept, because it is 

softly, slowly, and violently everywhere. It is as a mode of attention, concern and care, 

as well an explicit assessment and prioritization. For Charis, triage holds potential as a 

method as well as a mode of political critique. For frontline workers, it triage is as a 

strategy to deal with the sheer overwhelm of information and bodies in the face of 

severe structural inequalities. 
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Triage was not a metaphor at Ward 86; it was politics and practice. I understand 

the extension and proliferation of ‘triage’ metaphors and practices though Charis’ 

reading of triage as a feminist mode of care and attention. When frontline workers 

conceptually stretched triage to describe their everyday work, triage became a non-

innocent, bloodstained critique of the unsettling limits of care work in the confines of 

biomedicalized bureaucracies. Frontline triage work was a way of asking, “What is most 

urgent?” through means that potentially counter the imperative to ‘get drugs into bodies’ 

as rapidly as possible and instead seek to grapple with social triage in a make-shift or 

stop-gap way. In contrast to the wounds of war, the pace of the social triage and 

wounding of the people encountered on the “frontline” was exacted through very 

different temporal and political forms. Triage was a practice for re-working stratified care 

as a response to structural and slow violence. Perhaps, then, triage work voices a way 

of asking “Who do we care for?” by asking after a person’s urgent needs in new ways, 

even if only toward a recognition that the “upstream” forms of trauma and structural 

violence are at the top of a cascade that feels insurmountable in any given moment or in 

the space of a brief patient encounter in the Urgent Care Clinic, the Hospital or on 

street. Could triage work make visible the sacrificial wounding perpetuated by social 

triage? 

Analytically, triage work captures the sometimes subtle and sometimes 

spectacular ways that some people’s lives and urgent needs are prioritized over others. 

Triage absorbs the multi-valent politics of managing the flow of information and bodies 

through the clinic, and offers a biting political critique of the ways in which frontline work 

felt like responding to a scene of mass devastation. Triage work reinforces the brutal 
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fact-ness of our refusal to create healthcare systems capable of caring for all – despite 

official promises of “universal coverage”. Triage metaphors gave words to the everyday 

realities of working in biomedical bureaucracies strained by assumptions that take 

scarcity as a starting point: you can’t care for everyone, and certainly you can’t save 

everyone. Some people must wait.  

Moving back into the clinic for the last two ethnographic sections of this chapter, I 

explore how triage practices and metaphors are both indicative of bureaucratized social 

triage, and indict the political and moral insufficiency of handling slow violence within the 

time and space of a biomedical encounter. In the everyday flows of information and 

bodies that transit through the clinic and across the city, triage was a political practice 

for working with the limits and possibilities for care work in the confines of 

stratifying/stratified biomedical bureaucracies. Triage work included face to face 

encounters with patients, and practices of data management, including working with the 

digital interfaces and ‘portals’ of population health databases such as public health 

surveillance data. In the scenes below, triage work managed scarcity as much as 

urgency. However, defining an urgent need was not uncontested at the clinic. Frontline 

workers and primary care providers (MD’s or NP’s) in particular had differing ideas 

about what needed to happen first or should happen quickly. While defining ‘urgent 

needs’ were contested in the triage room and beyond, the reality of scarce resources 

was taken for granted as pre-existing condition of triage work, endemic to the realities of 

the very leaky “healthcare safety-net”. Within these pervasive triage practices, I found 

that frontline workers were disciplined into assumptions of scarcity by “algorithms”, 
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protocols, eligibility criteria and electronic medical records. They felt limited by the 

overwhelming demands on their attention and by imperatives for the efficiency.  

Triage work and triage metaphors helped frontline workers voice and manage the 

overwhelming demands on their scarce time and attention in the context of an onslaught 

of patient needs. These demands and constraints further re-inscribed the reality of 

scarce resources in the healthcare safety-net. In the process, triage work spilled beyond 

the four walls of the Triage Room and many front-line providers used “triage” to 

describe a variety of tasks, including the work of “patient navigation” and “triaging 

insurance”. As I show in the next sections, these dynamics played out in navigating 

patients back “into care” and dealing with problems associated with health insurance 

eligibility.  

Triage Algorithms: Navigating Patients 
 

As in the HIV Urgent Care clinic, many forms of triage work included handling 

patients who were “out of care”. Meant to neutralize outdated descriptions like “non-

compliant”. “Out of care” described a wide swath of circumstances in which patients 

were not attending medical appointments, not prescribed medications or otherwise not 

retained in care (Centers for Disease Control and Prevention 2011; Grimes et al. 2016) 

While the city has seen unprecedented success in reducing the number of new HIV 

infections, and is on track to minimize new infections by 2020, many of the most 

vulnerable residents are left behind. These patients were challenged by “structural 

barriers” and structural violence, including poverty homelessness, stigma, 

criminalization, racism, domestic or sexual violence. Based on the city’s annual 
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epidemiological statistics, some of the most comprehensive in the U.S., people of color 

and homeless or marginally housed people are much less likely to be “undetectable” 

and “in care” (SFDPH Population Health Division 2016). They are also more likely to be 

“late testers”, people who develop AIDS within less than three months after their initial 

HIV diagnosis. In a regime of biomedical treatment-as-prevention (Bärnighausen, 

Bloom, and Humair 2016), reaching these people is a public health priority, and 

between 2010 and 2016, the number of “patient navigators” in the city exploded from a 

small pilot project to a city-wide team. Twenty-five intrepid patient navigators from 

agencies across the city met bi-weekly to discuss their cases. Here, I follow triage work 

as it stretched and extended out of the Triage Room and into practices of patient 

navigation, the work of moving patients through different biomedicalized spaces – the 

hospital, Jail Health, Medical Respite shelters, the Medi-Cal Office, Single Room 

Occupancy Hotels, and even the city streets and parks, where tent encampments had 

become increasingly common. Patient navigators at Ward 86 and across SF described 

“healthcare navigation” in terms of triage. The work called “healthcare navigation” or 

“patient navigation” was done by many different kinds of people, including clinical social 

workers, social work associates, RN’s and lay “Navigators”.  

These frontline health workers have become responsible for handling 

impenetrable biomedical bureaucracies and unknowable requirements for enrolling in 

health insurance and accessing care. The biomedicalized bureaucracies built up toward 

the goal of distributing healthcare and enforcing eligibility exacerbated the demands on 

navigators’ time and attention and spawned even more triage work. The social triage 

looped into the triage work of navigators on the frontlines. For example, Scott was a 
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social worker based at a drop-in clinic downtown offering testing and treatment for 

Sexually Transmitted Infections (STI’s) and HIV. Active in the city’s efforts to prepare for 

healthcare reform, he had witnessed many changes at his clinic and throughout the 

public health network of clinics. When I asked him about how these changes had 

impacted day-to-day work of the clinic, he detailed the “triage work” that consumed his 

day: 

A lot of what we're doing here now with our clinic is that we're a triage center. So, 
for people who are out of care for their HIV, either because they're just “out of 
care” for ... Because of a mental health co-morbidity or drug and alcohol [issues], 
most of the time we're finding that it's just systems navigation issues that become 
very frustrating for people [for patients]. So, a lot of what we're doing is a lot of 
that triage work. 

He explained that this triage process involved “finding people who are out of care and 

bringing them back into care”, and figuring out where to start with addressing their 

multiple needs. Getting people “into care” required triage work and as Scott described, 

frontline workers needed to assess and prioritize the multiple urgent needs of the 

people the encountered during intake appointments. The STI clinic, Scott observed, was 

transitioning “from being a clinic that mainly served uninsured folks to doing this work of 

working eligibility stuff”. The STI clinic still saw “residually uninsured” patients, many of 

whom were undocumented, but was also being transformed into a “Triage Center” 

where insurance and eligibility questions could be assessed and triaged when a patient 

walked into the waiting room for a “drop-in STI or HIV test”.  

So, [it’s] five days a week of that. We have about somewhere around a hundred 
people are seen a day for that kind of care. When the clinicians see them [for an 
STI test] we're asking, "What's your HIV status? Are you in care?" We might have 
people who are “out of care”, uninsured and looking to get into care…. And there 
are many of them who qualify to [start medications immediately] - or are 
interested in starting right away - that are uninsured. 
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As Scott and other navigators observed, even their questions required careful 

prioritization, and questions about income and insurance history had been shuffled to 

the top of the list. With little prior information about lives patients’ lives or histories, even 

their intake questions required triage.  

Sara was a patient navigator responsible for managing a team of navigators 

dispersed across several clinics and she often crisscrossed the city to work with “out-of-

care” patients. She moved be different databases for tracking her clients’ recent 

appointments and managing calls and text messages with her clients or cases. Sara 

worked with a growing team of navigators who assisted patients who were “out-of-care” 

link up to healthcare systems. Scott warned that this growth reflected the “rise of a 

navigator class” that came along with the increasing bureaucratized and complex work 

of insurance enrollment and eligibility re-certification after healthcare reform. However, 

Sara’s perspective on the work of navigation was also informed by her past training in 

harm reduction and street-level outreach. She held what she called a “radical faith” in 

the healing power of human connection, the belief that one-on-one contact and 

relationship-building worked through small affirmations of care and concern could be 

transformative. 

Her work days varied, but when I interviewed her, Sara was planning for a day 

out in “the field”. She walked me through her plans. She had a running list of people she 

was “worried about” and she started the morning looking them up in the electronic 

health record shared across the city and responding to voices messages from patients 

who reached out to her over the weekend. She planned to “escort” two patients to 
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medical appointments, and then she had an appointment with a homeless man she had 

never met, someone who had recently arrived from the Southern U.S.  

I have never met him before, but he’s been out of care…. I talked to him on the 
phone [last week] and that’s when this appointment to meet [today] was set up 
and then a woman at the [emergency housing unit] has like an emergency bed 
for him … She said to call her after 10:30 so I can see if he can get that bed.  
 

In addition to scouting emergency housing, and delivering paperwork and filling out 

referrals for substance abuse treatment programs for her cases, Sara sent appointment 

reminders to people and offered them bus tokens to help with transportation. She also 

made “house calls” to apartments, shelters and SRO’s. In these outreach visits, she 

tried to show people that she cared about them, that their doctor was worried about 

them, and asked about their priorities and needs in open ended ways: What’s your 

biggest challenge right now? Like many other navigators, Sara acknowledged that 

treating their HIV was just one challenge on an already very full plate of issues and 

needs. In the “chaos” and on the street, patients were triaging too.  

 
When not in the field, Sara blocked off time for computer work to figure out who 

among her caseload was “coming and going”. She looked up patients in their tracking 

database so she could run through her active cases and make sure she’d contacted 

each of them. The navigation program wasn’t meant to provide ongoing case 

management, so they enrolled people for a few months at a time. She also regularly 

blocked off a few hours of her week to track and triage the people on her list:  

“I spend 3 hours running through my list of 30 people and making sure they’re all 
contacted. Then there’s the time that I meet with [my teammate, Amanda] and 
we run her list together and look and triage the people”.  



  

107 
 

Sara told me that at the outset of their navigation program, it wasn’t clear what the 

“triage system for navigation” should be: How should they decide whether a person was 

truly “out of care” and eligible for navigation services? There wasn’t “handbook” and 

they hadn’t yet drafted “Standards of Practice”. She initially drew on her past 

experiences as a harm reduction educator doing street outreach to meet people as 

openly as possible: “Trust and relationship building are key”.  Her colleague Amanda 

later explained to me that in the absence of an established rubric, they had developed 

ways to “triage patients” when planning for in-person outreach visits:  

The ones who are most medically acute so really low CD4 [T-Cell count], high 
viral load, any opportunistic infections. Just overall general severity of illness 
automatically gets bumped to the top and especially people with important follow 
up appointments too. … especially if they have a viable address and I haven’t 
been able to get a hold of them otherwise. I definitely go for them first to try to get 
them back in [to care]. Anybody who's been hospitalized recently was also 
towards the top of the list … If I know they've been into [the STI Clinic or the ED] 
recently and just triaging from there … 
 

Together with their teammates and supervisors, they would talk through this triage 

process. Rather than the patient-facing or face-to-face triage work described by Scott 

and George, this process involved face-to-interface work, looking up patients in the 

various databases shared across the Department of Public Health.  

 
Over the course of my time at Ward 86, these “triage systems” or “algorithms” 

became more formalized and specific, elaborated with added intake questions or 

criteria. For example, after my interview with Amanda, she wrapped up her workday. As 

we both packed up to go, she pulled a research article into her bag to read on the 

commuter train. Explaining her “homework” for her commute, she told me that the team 

of case managers and outreach workers was trying to effectively prioritize and triage 
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their outreach efforts to patients who are “out of care”. Toward that goal, they were 

looking into the published biomedical literature on how to assess or measure a patient’s 

“readiness to engage in care”. They were hoping to find one or two questions or a 

validated scale that they could use to evaluate medical and social “acuity” and 

“readiness” of these patients to come to clinic or take medications. The triage algorithm 

they were developing would thus simultaneously manage the team’s time and effort and 

assess patients’ needs and “readiness” for care.  

Sara explained that she and the other navigators like Melissa and Amanda had 

started work with physicians with a “very clear public health MD approach”. They were 

challenged to take a ‘smarter’ data-based strategy to organizing their navigation efforts. 

Up to that point, there wasn’t a clinician to help “do this really strict triage” of their 

caseload Sara told me. Medical providers and lay navigators had different perspectives 

on how to assess and prioritize patients: Should anyone with a detectable viral load be 

eligible? How about someone who misses one primary care appointment? Missing six 

months of appointments? Someone who can’t be reached by phone or e-mail but 

occasionally shows up in drop-in clinic or the ED? A recent hospitalization? A low T-cell 

count? If most new HIV infections in the city were driven by MSM and male injection 

drug users, where should women fall on the algorithm? How about a potentially 

pregnant woman? Given the high demand for patient navigation, these questions had to 

be worked out. 

For navigators, “triage work” involved prioritizing medical and social acuity, public 

health, readiness and eligibility. In the next section, I detail the work of handling the 

complex issues involved in navigating health insurance.  
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Triaging Insurance: Doing Eligibilizing Work 
 

Frontline workers also spoke of eligibility issues as the work of “triaging 

insurance”. The Linkage Team told me that they were “triaging insurance” when they 

met patients for the first time during intake appointments or visited them for the first time 

in the hospital. They did this by asking about their work history, where patients live, and 

previous attempts to sign up for insurance or other benefits, as well as substance use 

and incarceration history – issues that could make them eligible for housing programs. 

As described in the introduction, Alex’s account of the work of dealing with insurance 

brought thirty-plus years of clinical insight to current the laboriousness of eligibility. She 

explained that it was often the Linkage Team’s responsibility to “eligibilize” new patients. 

She likened this form of triage to the classic “Who’s on first?” comedy routine in which 

Abbott and Costello ask a cyclic round of questions to figure out the people who will 

play each position on the baseball field. In the Ward 86 version of this juggle, the 

confusion centers around what a patient needs and how that squares with what they are 

eligible for. Here I ethnographically detail the intensity of “eligibilizing” work and opacity 

of biomedicalized bureaucracies and computer interfaces it required. “Triaging 

insurance” required sustained, often forceful, pressure. It takes significant work to make 

health insurance work. The urgency of the imperative to get drugs into bodies and to 

prescribe antiretroviral medications shortly after an HIV diagnosis conflicted with the 

sluggishness, convolution, and administrative burden of guiding people through an 

obstacle course of eligibility criteria and enrollment forms and portals.  

Frontline workers emphasized to me that insurance eligibility is always 

precarious and patients are often “in transition”. Amanda, the patient navigator and 
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social worker based at the STI clinic, explained that dealing with patients’ insurance 

transitions had become a key niche for their clinic. “It's [about handling] people ‘out of 

care’ that need to get back into care,” she said of her job. The triage algorithms 

distributed to navigators and frontline workers and directed the flow of patients across 

the city and through the hospital and clinic based on their income and insurance status. 

She called the STI clinic a “Transitional Clinic” within the algorithm:  

A lot of undocumented immigrants …. who can't get other benefits come here.… 
[the STI clinic] now is serving as also a transitional clinic for people who were 
between insurance or waiting for it to kick in (Amanda, Navigator). 

People directed to her clinic were experiencing these kinds of insurance “transitions”. 

For example, they had recently lost a job, been released from prison or moved from out 

of state. These so-called transitions marked gaps and by holes in the fragmented 

systems that people are shuffled between when they “fall out of care”. Amanda mapped 

a patchwork of eligibility in our interview, quickly rattling off several different programs 

people moved in and out of when their circumstances changed:   

…maybe [they] just moved here from a different city and they haven't purchased 
their Covered California policy yet or maybe they just lost their job and they didn't 
know about [The California Office of AIDS Premium Payment Program] to have 
COBRA get paid for … so then they dropped their insurance and they're not 
eligible for getting back on or that kind of thing (Amanda, Navigator) 

In her work as a navigator, Amanda had obviously learned so much about the intricate 

in’s and out’s of the eligibility requirements and enrollment processes of many different 

programs. Her patients didn’t always know about these programs, or understand the 

rationales for their organization. For example, while Medi-Cal is a state-wide program, it 

operates through a distributed “managed care” model that demands an often lengthy 
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“Inter-County Transfer” process that involves administrative offices in both jurisdictions. 

She continued:  

Or they're people who haven't signed up for Medi-Cal yet or maybe they're 
having some sort of problem with their Medi-Cal. A lot of times... They're coming 
from a different county. They don't understand the whole concept of managed 
care. [Medi-Cal is administered] county by county. "Well, how do I get to use my 
Medi-Cal in this county?" [patients ask]. 

The biomedicalized bureaucracies of these systems thus elaborated the need for 

navigators with immense expertise, and created “transitional” places like the STI Clinic 

that served as way stations for moving people in and out of holes in the systems. All of 

the work created by “insurance transitions” and “triaging insurance” is itself necessitated 

by our political unwillingness to pay for healthcare or create a uniform safety-net. No 

one can take their eligibility for granted, and “getting people into care” requires a jumble 

of “eligibilizing work” for patients, and for Amanda, and the increasing number of 

navigators and eligibility workers. People must ‘earn’ their way into systems of care and 

“eligibilize” themselves into insurance, documenting their status and proving their 

eligibility. Amanda’s job description, and the public health-basis for her position reveals 

the complete irony of a system for “triaging insurance” that results from the brute fact 

that no one wants to pay for care.  

Following a social worker at Ward 86 named Julian in the clinic one afternoon, 

the immense effort and molasses-pace of “eligibilizing” came into view. Even in a city 

that had committed to “universal coverage” as a matter of public health policy, 

bureaucracy had a way of getting in the way of care. Julian spent the entire morning 

dealing with an insurance problem facing a new patient. He relayed the ongoing saga to 

me: his patient was on traveling on visa and he was doing an internship. His hours (and 
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pay) were totally variable. Whether he eventually got a permanent job and a work-

sponsored visa or not, he would have to return to Latin America in three months. 

Julian’s patient arrived in San Francisco a month prior, and he signed up for Healthy 

San Francisco but was assigned to a clinic that wasn’t taking new patients. He couldn’t 

make an appointment. So, that morning, the patient found his way to the HIV Urgent 

Care clinic. He had come to clinic in the morning with some suspicious swelling. He and 

Julian spent more than three hours of phone calls and paperwork trying to change his 

“medical home”. Julian described sitting with the patient, trying to make a tough call: 

Does he need to be seen today? Julian was looking at the swelling, the guy was trying 

to decide, was it really worth being seen by a doctor and risking a bill? Could he just 

sleep it off and see if went goes away? Meanwhile, Julian was still on the phone, trying 

to get confirmation that they could see him at Urgent Care or assign him a primary care 

provider.  

On top of the swelling, Julian’s patient was running out of medications and he 

was facing a treatment interruption, so the coverage issue needed to get straightened 

out quickly. Julian’s time for the social work visit was “quote-unquote free”, but he 

usually ordered about $2000 worth of lab tests for new patients. Near the end of the 

day, after I observed Julian meet with several more patients, he received a phone call: 

they could change the “medical home” with the clinic manager’s signed approval. “She 

will sign”, he replied confidently. Putting down the phone, and getting up to chase after 

the clinic manager, he directed an exasperated sigh toward me, “See, it works! It’s 

exhausting, but it works”. For now, Julian’s eligibilizing work was done, but he was 

already anticipating what might happen to the patient in a few months – if he was lucky 
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he would get a job where his employer offered insurance, or he could sign up for a 

Covered California plan that could leave him on the hook for 20% of medication costs. 

Or what if he had to go back to Latin America, never to return? Even with eligibilizing 

work settled for now, Julian was caught trying to figure out his patients’ “hypothetical 

eligibility” could change as their income went up and down. It was never a 

straightforward calculation. The circuitous and slippery job of making insurance work 

exceeded the logical clarity of the triage algorithms’ flow. 

Frontline workers and social workers like Julian felt swallowed by all this 

eligibilizing work. Many frontline workers I followed and interviewed were feeling pulled 

into a ‘black hole’ of bureaucratic tasks. The eligibilizing work of initiating and 

maintaining a person’s enrollment public or private insurance and other various 

treatment or premium assistance programs was enormous. Social workers with a panel 

or caseload of several hundred patients had to learn the many triggers for eligibility so 

they could make assessments quickly. Frontline workers became attuned to looking for 

these program eligibility triggers – HIV diagnosis, incarceration history, substance 

abuse, homelessness – in their intake questions. In magnitude and complexity, many 

had seen eligibility become more and more work-intensive. For example, Scott, the 

social worker based downtown, told me how much time was being “sucked up” by 

insurance issues:  

That is definitely a universal sentiment among everybody that's in my type of 
position [as a front-line health worker] ... We have been shifted greatly away from 
.... A lot of the other work that we do so a lot of the mental health work that we 
were originally trained for and that we've always focused on. And a lot of the 
linkage and referral work that we do; that time has been sucked up with 
navigating insurance, explaining insurance, getting on the phone to six million 
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different sources to resolve some sort of insurance issue. Yeah. Being educated 
about insurance. That has sucked up a lot of time. 

For social workers like Scott, who had clinical counseling training, eligibilizing 

work felt like a waste of their time and skills. Moreover, the time spent wasted on 

insurance didn’t align with their patients’ needs for mental health counseling. Triaging 

bureaucratic tasks, and the “time suck” of explaining impenetrable insurance 

bureaucracies to patients and educating themselves about insurance displaced the time 

these frontline workers needed to listen to patients or do “mental health work”. Pushing 

enrollment papers and working with notoriously glitchy online portals, attending trainings 

about Medi-Cal procedures or listening in to webinars about program updates, the work 

of eligibilizing seized every moment that could be otherwise free for counseling and 

support. Not only was bureaucratic work displacing the more gratifying and more difficult 

work of counseling and relationship-building, but this displacement seemed to further 

justify the devaluation of frontline work compared to other forms of biomedical expertise.  

Biomedical providers were eager to start patients on HIV medications very soon 

after their diagnosis – ideally within a day after they received their test results (Getting 

to Zero San Francisco Consortium 2016). The clinic, along with the city’s Department of 

Public Health, implemented initiatives to use HIV treatment as an HIV prevention 

strategy, and to start newly diagnosed patients on anti-retroviral treatment as soon as 

possible (Cohen et al. 2011). These strategies emphasized early detection and viral 

suppression as means for preventing new HIV infections. But, biomedical doctors —

Alex observed—weren’t always interested in the work it takes to make insurance work. 

The sluggishness, convolution, and administrative burden of eligibilizing bodies and 

patients could not keep pace urgency of the imperative to prescribe and treat, to “get 
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drugs into bodies” in the words of early HIV activists and current public health experts 

(Epstein 1996). On the one hand, new clinical guidelines and public health imperatives 

compelled treating people with HIV medications very soon after their diagnosis, 

regardless of T-cell counts or other mental health, substance use, or housing issues 

that might impact their adherence to a daily medication regime or the necessary follow-

up provider visits and blood tests. On the other hand, social workers, eligibility workers, 

navigators and frontline workers were experiencing an onslaught of increasingly 

complicated and time-sucking bureaucratic work—the eligibilizing work of initiating and 

maintaining a person’s enrollment in public or private insurance and various drug or 

premium assistance programs.  

Cultures of Triage: Reflections on Urgency and Scarcity 
 

Defining an “urgent need” was not clear-cut or uncontested. Frontline workers 

and medical providers often had vastly different perspectives on what needed to happen 

first, what should be done rapidly, and what kinds of treatment or services would align 

with patients’ priorities or needs. In particular, medical providers were impatient with 

how time consuming and protracted the process of “eligibilizing” patients could be. 

“Psycho-social” concerns and insurance problems fell to frontline workers. They had to 

balance the imperative to treat HIV rapidly with the demands of circuitous 

bureaucracies. The triage room and the clinic seemed able to absorb it all, no matter 

how ‘real’ or chaotic or devastating the situations of their patients. Cultures of triage at 

the clinic were re-working the prioritizations of biomedical urgency and forging an ethic 

of attention that valued “meeting people where they are at”, compassionately witnessing 
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and hearing people’s stories, and making the clinic a place where could get what they 

needed, when they needed it.  

In her classic work on amniocentesis, Rapp (1999) calls women accessing the 

new technology “moral pioneers”. On the moral and political frontlines of stratified 

biomedicalization, frontline workers – nurses, social workers and navigators – must 

grapple with the inadequacies and futility of biomedicalized care work an everyday 

basis. It could be devastating to see people caught in cycles of criminalization, 

homelessness and incarceration. As one navigator speaking at a community meeting 

put it, “I can’t fix everything in 90 days”. Triage proliferated as a metaphor and practice, 

describing almost any situation in which something needed to be assessed, determined 

or decided in the process of eligibilizing patients. Almost any aspect of getting people 

onto pathway toward an institution was considered triage. In the midst of constant 

triage, the work of trying to get patients what they need was unglamorous. Filling out 

paper work, entering patient data into eligibility portals, and making phone calls or 

listening to the “hold” music - eligibilizing felt overwhelming. On the other hand, 

proliferating triage metaphors also re-inscribed the scarcity of the time, attention, 

resources and care available for their patients. Triage assumes some people will be left 

for dead.  

In the next chapter, I detail the experiences of four men of color who were 

diagnosed with HIV in the era of rapid treatment. The protracted and circuitous process 

of “triaging insurance” often further aggravated the already complex situation of a new 

HIV diagnosis. Their diagnosis stories reveal how the lurch of eligibilizing work and the 
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precariousness and flux of Bay Area labor markets troubled biomedical demands for 

rapidly initiated and continuously sustained HIV treatment. 

Chapter Three: Making Health Insurance Work  
 

People living with HIV in the U.S. are generally living longer and healthier lives. 

Yet, the development of effective and powerful pharmaceutical treatments that have 

transformed HIV into a potentially chronic illness have not universally or uniformly been 

translated into better life chances for many people, especially people living on the 

margins of the U.S. economy. In this chapter, I leverage data from ongoing 

ethnographic field work in an early epicenter of the HIV epidemic and current ‘hub” of 

the “Tech Economy – San Francisco – to ask questions about how emerging labor and 

insurance markets are shaping the lived experience of HIV diagnosis.  

“What’s your income?” 

In the wake of the Affordable Care Act implementation, I found that how to 

emphasize “care” over “insurance” during processes of HIV disclosure and diagnosis, 

was a key question for providers. In light of convoluted insurance systems and 

imperatives for rapid treatment, access to care was more dependent on the potential 

answers to questions like “What’s your insurance?” Yet, I found that while income 

questions launch the cascade down a decision-tree of healthcare options, “What’s your 

income?” rarely yielded a straightforward answer. In the face of seemingly simple 

questions, especially about income and employment, the patients I followed were asked 

to anticipate future earnings and job prospects as well as health care needs that were 

anything but predictable or stable. 
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I argue that ‘being eligible’ for insurance, is a hypothetical qualification that is not 

self-evident, commonsensical, or straightforwardly determined, but rather constructed 

through a work-intensive process that involves patients, healthcare providers, and 

numerous bureaucracies. Eligibility has to be actively produced individually and 

collaboratively – by people living with HIV as well professional navigators and eligibility 

workers. This “eligibilizing work” is convoluted and frustrating for patients and clinic 

staff. Naming it as a process and as a kind of work highlights its uncertainty, patterned 

invisibility, lurching pace and cyclic temporality. The opacity and fragmented nature of 

different health insurance systems create and distribute eligibilizing work onto patients 

and social work staff. Conceptually and ethnographically, eligibilizing work also brings 

into view another key dimension of producing insurance eligibility: its precariousness. 

Converting the mandate — “you’re eligible” —to a gerund — “first, we have to eligibilize 

you”, — stresses the always provisionally in process, often hard won, and ultimately 

precarious nature of eligibility. It is labor that falls to patients and social workers rather 

than insurers.  

This chapter relates the stories of four men of color who were uninsured or 

under-insured at the time of their HIV diagnosis, and follows them as they scramble 

through the gauntlet of insurance eligibility. Their accounts show how eligibilizing 

requires them to negotiate their diagnosis and their experiences as workers, in 

relationship to their past and future jobs and anticipated income, and to the labor 

markets of the Bay Area tech boom. The convoluted and time-consuming articulation 

work of eligibilizing is born of precarious and speculative labor markets as much as 

byzantine biomedical bureaucracy (Strauss et al. 1997). In the vignettes below, I call 
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attention to the shifting insurance “marketplace,” conflicts between the assumptions of 

insurance bureaucracies (especially about income) and the different kinds of work 

necessary to become and stay eligible for insurance and to afford biomedical treatment 

and pharmaceuticals. These stories highlight the precarious relationships among labor, 

employment, and insurance coverage that shape the social organization of medical 

care, HIV diagnosis experiences and the embodied work of patienthood.  

Torque, Speculation and Articulating value 
 

After the ACA, income and employment were even more tightly wound up with 

insurability than before. I develop co-articulation as a metaphor for capturing how 

precarious care and labor are enmeshed, but must be constantly re-articulated with 

each other. In the context of contingent benefits and unstable income, patients must 

make themselves legible as insurable workers. In the vignettes and analysis below, I 

detail how people newly diagnosed with HIV must constantly re-articulate themselves as 

legible and insurable workers, and I describe the anxiety, stress and strain they 

experience in the process. Increasing dependence on contingent or contract labor, as 

well as the shifting kinds of labor and employment available to people means that 

access to healthcare and pharmaceutical treatment hinges on speculation about the 

value of their work, their income. Understanding the ways that care and labor are 

precariously and relentlessly articulated allows us to see and more fully interrogate the 

structural violence that labor relations, and the structure of benefits we have built upon 

these relations, enact in the lives of people. 



  

120 
 

For some people living with HIV in the Bay Area, the work of aligning themselves 

within, and articulating their eligibility through the categories and protocols of insurance 

bureaucracies is often in tension with the work of putting their lives together. The stress 

and strain people experience in navigating bureaucratic categories – including HIV 

status, income eligibility brackets and categorizations of work and workers, among 

others – created torque that strained patient-workers. Star and Bowker (1999) describe 

torque as the force, and the strain, created by conflicts and tensions between 

biographies and categorization and classification practices. For the people introduced in 

this chapter, “making it work” and the work of becoming a patient (especially the intense 

work necessary to maintain access to ART’s on a daily basis) were often in conflict. I 

use the concepts of torque and articulation work to capture how they grapple with 

eligibilizing in situations when the categories that organized labor and care had to be 

precariously aligned (Strauss et al. 1997; Bowker and Star 1999). These tensions and 

forces created rigid demands for patient-workers whose bodies and labor was assumed 

to be flexible. 

I particularly highlight the connections between speculative forms of capital, 

clinical labor, and new “flexible” forms of work (i.e. contract work, temporary or ‘temp’ 

work, freelancing, ‘sharing’ or gigging). For example, as one of my participants – Marc - 

told me, “it’s all about different revenue streams” rather than fixed hourly wages or a 

monthly salary. He told me he was “displacing himself” a few weekends a month to 

make rent. Marc was dealing with multiple chronic illnesses, and was “sharing” his 

studio apartment on popular home-sharing website. The $1500 he funneled through the 

company he incorporated to pay rent exceeded Medi-Cal’s $1300 eligibility limit. Would 
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it “count” as income? Marc’s “corporations-are-people” level of ingenuity was perhaps 

the most creative I heard in my interviews. The disparate work experiences of people 

living with HIV I followed included the stories of workers in international technology 

start-ups, Silicon Valley temp agencies, disabled home-owners, college educated and 

out of work Chefs, sex workers and home-sharing hosts. Across this spectrum of 

economic positions, several participants described income as a speculative practice, 

one through which people articulated and made legible their value and financial 

standing. Class and income were not the simple categorizations of either patients or 

workers that health insurance bureaucracies assumed them to be.  

What counts as labor, work and income in the tech and biotech dominated 

economy of the Bay Area? Who are Bay Area workers? Venture capital and angel 

investors, free lancers, start-up teams, bartenders and part-timers. “Partners” and not 

employees drive people across the city with apps like Uber and Lyft, “Hosts” rent out 

their spaces with room-sharing services such as Airbnb. Through the following 

ethnographic vignettes and discussion, I contribute to ongoing debates about clinical 

labor by describing how the work of eligibilizing had to be constantly re-articulated with 

the other forms of contingent and precarious (often non-employee and part-time 

employee) labor that made life possible in “the Silicon City” of San Francisco. I highlight 

the integral role of flexible and unstable access to labor markets, employment, and 

income in shaping the kinds of work patienthood demanded, offering vignettes about 

how the biographies of people were torqued through their contact with economic, 

bureaucratic and diagnostic categories.  
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Ethnographic Vignettes and Analysis 
 

I now turn to four brief ethnographic vignettes that capture the articulation and 

torque required by eligibilizing work. Each of these vignettes offers a prism that refracts 

a different aspect of the challenges of articulating precarious labor and access to 

healthcare. The precariousness - urgency of episodic insurance fiascos and shock of 

unexpected bills, the lurching uncertainty of enrollment - becomes part and parcel of the 

unrelenting difficulty and capriciousness of eligibilizing work. The centrality of precarious 

labor in these participants’ lives shows how labor and work shape the contours and 

practices of biomedical citizenship.  

Ray’s Story 
 

Ray immigrated to the U.S. from East Asia with his family and moved to SF after 

college. He was a contract worker employed at a large tech company in Silicon Valley. 

At the time of his diagnosis he had been working there for about six months, and his 

contract had just been extended again. While most of his team worked directly for the 

company, he has a short-term contract through a temporary employment agency (or 

“temp” agency). His contract was coming up for another extension in a couple of 

months.  

We met for the first time in front of the Medi-Cal Office and chatted briefly. He 

had recently got out of the hospital. It was a pretty scary experience for him because he 

was alone, in the ED of a private non-profit hospital, when the staff informed him that his 

visit to the hospital was not covered by his insurance. Two days and $30,000 later, he 

realized his insurance was essentially useless: a “prevention-only” plan or so-called 
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“Skinny Plan” offered by the temp agency (Hancock 2014a, 2014b). He had assumed 

that it was “regular insurance” because he was paying $120 month out of his pay check 

into the premium. He knew he should have read the fine print when he signed up, but 

he felt the temp agency’s offer of insurance was disingenuous:  

I don't know if this is the right word, but I feel like it’s kind of a scam. I don't know 
if I’m able to go that far, but I really felt like I was taken advantage of. Again, the 
amount of money that I was paying towards this insurance plan, I was expecting 
a decent coverage for things like accidents, like illnesses, injuries, that's why 
people get insurance.  

A few weeks after his hospitalization, he tested positive for HIV, and the testing 

site referred him to the Linkage Team at the hospital. The clinic staff enrolled him in 

“presumptive Medi-Cal” based on a few questions about his recent income, which has 

been lowered by lost work due to his hospitalization and recent holiday office closures. 

“Presumptive Medi-Cal” only provided temporary coverage while his eligibility was 

determined. Dealing with the hospital bill, the fact that he didn’t have “real insurance” 

was a problem heightened by his recent test results and what he knows will be 

expensive medications and laboratory tests. Reflecting on his experience picking up the 

meds for the first time at the pharmacy he told me: 

The first round of medication that I had for a [one] month’s supply, I looked at it 
and it’s a 3500-dollar bill. I had [presumptive and temporary] Medi-Cal so it paid 
[completely] for that. [But] even if [I had] just 50% copay or whatever, 30% copay, 
that's still a lot of money. 10% copay is still a lot, $350. On a monthly basis. I 
don't think I … I can’t do that. That's my predicament. I feel like the system is 
working for really low-income people, which is great, and obviously, the ones that 
are at the top, they can afford to pay for their insurance and they wouldn't have 
any problem paying for it out of pocket.  

People like Ray, however, seem to slide between the gaps in this system. His income 

may be too high for permanent Medi-Cal coverage, the insurance plan offered by the 

temp agency proved catastrophically insufficient, and yet, his income is not high enough 
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to cover the costs of his care, even if he were able to afford his own plan from Covered 

California. Because the clinic was able to set up 30 days of medications, he picked up 

his first prescription shortly after his diagnosis, and the social worker was able to call the 

private hospital where he was admitted and give them his temporary number. It seemed 

to go through, but he was not really getting his hopes up about the presumptive Medi-

Cal paying the hospital bill either. He said: “I’m just so scared that it’s not going to be 

that way. I’m still kind of … [anxious pause] I’m not getting my hopes up too much.” I 

was left holding my breath with him.  

Returning to the day we first met, Ray and I were at the Medi-Cal Office in 

person to sign him up more permanently; his presumptive coverage expired after 30 

days. As it turned out, they couldn’t help him. They ran his social security number and 

the system showed that he had applied for a Covered California plan. The income that 

he reported online exceeded the $1300 cut off for Medi-Cal. Ray didn’t realize this 

would be relevant, since he was currently uninsured, at least until the coverage started 

in the new year. He told me the hospitalization and bill had triggered his enrollment: 

After my hospital visit, I said okay, this is scary. My insurance is useless. If I get 
hit by a bus tomorrow, I’m going to be in debt for the rest of my life, so I signed 
up for Covered California and this is before I found out about my results. That's 
the whole reasoning behind [insurance]. I understand Medi-Cal is what it’s for, it’s 
for low-income people, but I would not have been able to pay for all of that 
without Medi-Cal. 

At Medi-Cal though, they informed him that they might be able to help if his income has 

changed since signing up for the “most basic” exchange plan he could find. But first, he 

would have to leave, use a computer to go cancel the application online, then wait a few 

days for the cancellation to show up in their system. Momentarily defeated, we walked 

out to the picnic tables to re-group and call his social worker. She didn’t know about his 
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previous Covered California application, and told him to come to the office so they can 

trouble shoot. Ray hadn’t mentioned the Covered California application to his social 

worker because he didn’t think it was relevant given that it wouldn’t kick in for a few 

months, and he was currently uninsured. We parted ways. I showed him where to grab 

the city bus to the clinic, and headed to the train to go to my own part-time job.  

When I was at the clinic a week or so later to attend a case conference, the 

social workers and eligibility workers were still trouble-shooting his insurance. He had 

just met with them, and the team was trying to figure out what his next step should be. 

They are engaged in a dizzying flurry of questions: why we had gone to Medi-Cal? Did 

his income make him eligible? When he had applied for Covered California? Did he 

need to apply for ADAP now or should the social worker hold off? Ray explained to me 

later in our interview that it was difficult to plainly state his income, especially because 

things changed month-to-month. The forms in the application system were unable to 

handle the realities of anything but a steady, consistent, salaried job. Yet many people 

slide between the Covered California and Medi-Cal eligibility requirements.  

Ray said that documenting his income for these systems meant relying on “old 

information” to predict future financial situations:  

…you may be working a lot for a month or two, but then that's not going to be 
reflective of [the next] month. It’s hard to provide an average, it’s hard to say 
what's you're going to be ending up with in terms of money, like two or three 
months from now. With the system, these public programs, they’re interested in 
your recent history. … What is your recent paystub? … It doesn't paint the whole 
picture. I guess by looking at tax returns, you can do it that way, but then tax 
returns are kind of [old] information at this point. It’s not, again, reflective of your 
current situation, your current financial situation. It’s hard.   
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As a temporary contract worker, Ray was in limbo, waiting on the contract 

extension and hoping for an offer of a permanent position at the company. In the 

meantime, he was caught in the middle of systems that seemed to work for people at 

the highest and lowest ends of income range, but that, in his words, left “people like 

myself, who’s kind of the in-between” contingently and precariously and only temporarily 

covered. In his experience with the “Skinny Plan” offered by the temp agency, he had 

fallen through the gap between what Ray assumed to be “real insurance” and what the 

ACA termed the “Minimum Value” of plans that large employers offer employees (IRS 

2014, 2016).  

When I conducted a follow-up interview with him, it was open enrollment time at 

his agency, and he was looking more closely at the offered benefits:  

They don't have to provide anything more than a very basic [preventative only] 
insurance plan … As a commentary, I think, it’s very misleading to [people] 
because you're paying the same amount of money [into the premium every 
month] and yet you're not getting the same insurance coverage that you would 
expect for that. I think it’s definitely something to note. 

So-called “Skinny Plans” covered preventative healthcare services, but didn’t include 

coverage for emergency department visits or hospitalizations. As I told him during our 

interview, we all should read the details of any document we sign (even if the booklet 

was several hundred pages long), but I hadn’t even heard of such plans until a recent 

news story on the radio had highlighted the ways these plans pulled the rug out from 

under workers facing an emergency. Ray and I had both assumed that the widely 

publicized “minimum essential benefits” reflected a basic “floor” workers could expect 

from employer-sponsored insurance. The U.S. Department of Health and Human 

Services recently clarified the kinds of coverage structures that amount to “minimum 
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value coverage” and employers were carefully warned to clarify the limited benefits of 

Skinny Plans in their offers (IRS 2014).  

 Where did this situation leave Ray? He wasn’t sure. He was very aware that with 

his new diagnosis, significant healthcare costs lay ahead. He was also figuring out that 

different programs, such as ADAP and Medi-Cal, had strict income requirements. He 

wanted to move up at work and was also trying to piece together his career and his 

care. Increasingly cognizant of the potential tradeoffs he must make between work and 

health, between economic resources and medical resources, he reflected: 

I think any person should want to make more money, have a career, and be able 
to provide for themselves, but then when you're in this kind of situation where the 
cost of the labs, the medication, the [insurance premiums]. It kind of works 
against you I think. I feel like it’s overwhelming for me to pay for these things 
basically for the rest of my life. I think these meds and these [ongoing laboratory] 
tests are going to be hard. Obviously, I’m not going to be a temp forever. The 
goal, the whole reason is I’m temping for this company so that I could … To get 
my foot in the door and that they will consider me for a permanent role. In the 
meantime, I’m in this weird situation. I don't know. I don't have a real insurance 
plan, and because of my income while I’m a temp, it’s too high [to qualify for 
Medi-Cal]. 

Ray might not be a temp forever, but the limbo he felt may not be short-lived either. He 

was among many professionals left out of attractive Silicon Valley benefits packages 

and caught between keeping up with his rent and maintaining his eligibility for 

assistance with his expensive HIV treatment. While many Bay Area tech and biotech 

companies are lauded for their plush and comprehensive office amenities and benefits 

packages, at some of the largest firms, many workers are contract workers or temps like 

Ray (Carey 2010; Brenner and Neering 2016; Wong 2016; Avalos 2016). 

 A lens on contingent labor and precarious coverage 
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Ray’s story gives a dramatic lens on the contingency of healthcare access. His 

emergency room visit and hospitalization made the gaps of his coverage 

catastrophically visible. The financial infrastructures of health insurance were 

spectacularly visible upon break down. Ray, like the men we’ll meet in the next 

vignettes, was caught between the obligations of employers and “minimums” 

established by the ACA, and the maximum income cut-off for Medi-Cal. For Ray, 

imagining upward mobility required significant strategy – he fell into the in-between 

space of not being income-eligible for public insurance benefits, and yet also illegible as 

a real employee eligible for private insurance benefits. Meanwhile, he was stuck with his 

very not-real insurance and $30,000 in medical debt. The public-private between-ness 

and limbo of who was responsible for covering his care left it uncertain who would be 

paying. The expenses were very real though: $30,000 for the hospitalization and the 

expected additional $20,000 of medical treatment he would need in the coming year, as 

in the years to come (Gebo et al. 2010). Healthcare policy experts call this constant 

pinball between different health plans “churn” (Milligan 2015). For a sterile policy 

concept, “churn” aptly captures the stormy and unpredictable waters of precarious labor 

and care.  

 Who was responsible for Ray’s healthcare? The $30,000 hospital bill he got 

stuck with as a result of the “Skinny Plan” offered dramatic proof that the temp agency 

wasn’t particularly interested in taking on more than the minimum financial risk required 

by law. Their “prevention only plan” focused on keeping workers well during the 

presumably short time of their contract and avoiding expensive costs that might come 

with covering medical conditions and circumstances that extended beyond the contract 
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period or rendered workers suddenly unable to perform flexibly. Within the structure of 

temporary contract work, the contingency and precariousness of flexible temp work 

stemmed from the ever elongated (potentially renewed, or terminated) short-term 

contracts. This contingency also allowed tech firms to maintain minimal obligations to 

the not-even-employees who have short-term contracts and not-real-insurance like Ray. 

The contract workers on which the tech boom depend were always already teetering on 

the verge being deemed necessary in the short term and weren’t worth a long-term 

investment represented by health insurance benefits. The terms and demarcations of 

obligations and entitlements of labor’s social contract were also teetering such that the 

tipping point between being owed benefits such as health insurance were likewise 

unpredictable and opaque. Ray encountered an added layer of precariousness that 

comes not even knowing, or being able to see (until too late), the limitations and 

provisional nature of labor’s social and moral contract hidden deep within the fine print 

of a benefits booklet.  

Jaime’s Story 
 

Jaime had a job doing technical support at large big box store. But after his 

managers asked him to shuffle hours on his timesheets to avoid overtime and harassed 

him, he quit. Unemployed and looking into how to legally deal with this conflict with his 

managers by searching for information online, he told me that he had found the phone 

number for an HIV hotline. The woman on the other end of the phone was shocked that 

he hadn’t sought treatment during the two years since his diagnosis. She was really 

nice after that initial moment of judgment, and ultimately referred him to the clinic. He 

got connected to the Linkage Team and met with a social worker specializing in patients 
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who are “out of care” – people who weren’t taking medications or didn’t have a regular 

primary care provider. Public health initiatives have made early treatment the goal; 

providers are able to offer patients medications as soon as the day after their diagnosis 

(Getting to Zero San Francisco Consortium 2016). However, as discussed in the 

previous chapter, the lurching pace of opaque insurance bureaucracies and the cyclic 

temporality of precarious short-term employment often came into tension with the 

imperative to get ‘drugs into bodies’ as soon as possible.  

I met Jaime for the first time in front of the Medi-Cal office downtown, where his 

social worker had sent him to sign up for insurance. Jaime had started this process at 

the eligibility office located at the hospital. He arrived there with a lot of questions for the 

“eligibility worker”:  

I was like, “Well what's the differences [between public and private insurance]?”, 
this and that, and she's [the eligibility worker’s] telling me 'Oh, if you make under 
$1300... something like that ... then you can only go for Medi-Cal. You have zero 
income, you can only qualify for Medi-Cal.'  

Jaime was well aware he didn’t have any money coming in, but he was applying for jobs 

and doing work with some tech support clients under the table. Unlike Ray, Jaime 

hadn’t finished college, so he was having trouble piecing together jobs to pay the rent 

on his downtown studio apartment. It’s about $1000 a month. 

  What was going to happen when he did start working full-time again, as he 

hoped? He told me what was going through his mind at the time:  

And I was like, well, but I'm in the process of looking for a new job, and this and 
that, what if I make more than $1300? What's the process? I'm sure it's a big 
process having to switch over ... And this and that ... How much does it cost? 
And she's like, 'Darling, you have zero income, Medi-Cal only. Medi-Cal only!' 
And she's just typing away and I had no idea what she was doing! She didn't ask 
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me any questions she just had my ID and she just started typing and I tried to 
ask her questions and she just shut me off, kind of. 

At our visit to the Medi-Cal Office later, he filled out the form, editorializing when he 

encountered to the race question – he identified as “mixed”, and with parents from the 

Middle East and Latin America, he never knew which boxes to check. An enrollment 

worker showed him the monthly income limits for maintaining his eligibility for insurance 

and food stamps, which he was also eligible for, and explained what he needed to do if 

his income went over the limit. He would have a few weeks to notify the office. She 

advised him to sign up for General Assistance in the meantime—so he wasn’t not stuck 

with nothing.  

A few weeks later in an interview I conducted at his studio apartment he shared 

in the Tenderloin, Jaime was cognizant of these income caps, and worried he couldn’t 

afford his medical bills. He was shocked by the cost of his first prescription:  

Jaime: I went [to the pharmacy], I waited like twenty minutes, the pharmacist 
explained, you know, how to take it, basically just went over what the doctor went 
over with me, and yeah, it was covered! So, I didn't have to pay anything- 

Kate: You didn't have to pay anything? 

Jaime: ... it was amazing…. This medication was like, a bit expensive. This stuff 
is like; almost $3000 I think. So, it’s like, almost $100 a pill. I don't know how 
people can afford that, it's crazy. So, Medi-Cal is a life-saver, literally. 

The shock of the sticker price was intimidating: “Maybe I should hold off on this for a 

minute” he remembered thinking, questioning whether he was really completely 

“covered”. He had already got a bill for several thousand dollars from the clinic. While 

not as exorbitant as Ray’s hospital stay, the price tag on the lab tests and the 

prescription came as a shock. After puzzling through the fine print on the back of the bill 
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at his kitchen table prior to our interview, it seemed like he should have been covered 

by Medi-Cal at the time of the lab tests. He would need to bring the bill to his social 

worker and the eligibility worker at the clinic. I told him I thought his social worker would 

be able to help him fix it, I offered optimistically.  

Jaime was piecing together under-the-table tech support jobs, often working for 

other freelancers, and he was applying for new jobs. It was super competitive out there. 

Though he had always taken computers apart and built stuff, he hadn’t finished college 

so he couldn’t go the “tech route”. Like Ray, he faced the question, how was he going to 

keep his taxable income in line with the eligibility requirements and still afford the rent 

on his apartment? Unlike Ray, he wasn’t eligible for coverage at work, and was barely 

covering his rent. Jaime previously had insurance through his family, but got dropped 

from their plan when he turned twenty-six. At the big box store, management never 

scheduled him for more than 25 hours per week so he wasn’t benefits-eligible. 

However, he was constantly called in to work overtime, or asked to shuffle the hours on 

his timesheets. He noticed that a lot of things didn’t seem to be going by the book, but 

when he went to human resources, the situation only took a turn for the worse. He was 

told to wait for a call from HR that never came: 

…No call. Three, four, five times I called. Nothing. Nothing in return. So, I went 
into my work and they were like, 'You're not allowed to be here' and [HR] you 
know, agrees with it, and my boss wouldn't answer his phone….so I'd never 
know if I was on the schedule, if I was not, and basically, they were trying to 
weed me away little by little, thinking I'm not going to do anything about it ...  

Ironically, he told me that they even sent him a COBRA application when he stopped 

working, despite having never been eligible for benefits through work “on paper”. But 

Jaime had seen the same sh*t happen to others, to co-workers with families who just 
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had to keep quiet, and those people couldn’t afford to quit. He said that usually he too 

would just find another job, but he was “caught in an interesting situation”: 

…I worked pretty hard for that company and there was a lot of promises that 
were not kept and there were a lot of rules that were broken and there was a lot 
of hours that I was not getting paid for too. I was totally getting taken advantage 
of…. 

He eventually found some information about labor violations, worker’s rights and 

employment standards on a “[California] state website”. Jaime looked into it:  

…I called the number – it was just like the insurance! I was very confused! I didn't 
know who to talk to. What do I say? I don't want this to be on my record for future 
employers, say 'oh this kid's a troublemaker', because that's not the issue. So, 
they were very helpful, they asked me a lot of questions. A lot of questions about 
everything that happened, details, dates, everything. So, that's still in the 
process, they're investigating everything and in the meantime, I'm looking for 
work but it's a tough city. There's a lot of people in a small city, and it's hard to 
find good work, permanent work, work with benefits ... Most places don't. You 
know, they try to minimize the cost to the employers. 

Jaime was still waiting on the investigation when I interviewed him. He readily made the 

link between his experience navigating insurance and the process of reporting the labor 

practice violations. The resulting investigation had taught him “it's best to have 

everything written”. He knew he probably should have documented things more, he told 

me, because the company basically held all the proof, especially about the hours he 

had worked: 

Jaime: I should have documented a little more things, but as regards to trying to 
get into contact with them and them not contacting me back, and harassment 
from one of the managers and stuff- 

Kate: Oh, man. 

Jaime: I have all the text messages and evidence of that so that's why they're 
making an investigation out of it and I still don't know what the outcome will be 
but I just feel that they will definitely do this to the next person and it's not fair! It's 
not cool. You know?... And there are some people with families who just suck it 
up and don't do anything about it because they need the job, and they have to 
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pay for this and that, and I mean I have bills too but I need to step up. This isn't 
the first time this has happened at a big corporation like that, to try to do these 
things to you. But yeah, no, you know, maybe I should just do it [pursue legal 
action against the company]. 

When Jaime told me this story, he was getting ready to go back to the clinic for a check-

up after starting his HAART medications. He took his pill every day at 1:00 PM, 

sometimes he even wanted to take it early, but he waited until the exact right time. He 

seems excited to see what his results were, wanting to know whether his virus numbers 

had gone down. However, I heard a few weeks later from the Linkage Team that he 

never really made it back to the clinic after his initial 30-day prescription ran out. He was 

“lost to follow-up” and eventually stopped answering their calls or texts. Eventually, he 

got back in touch with the team told them he had got a new job and his insurance 

switched to an HMO.  

 A lens on income as speculation  
 

Jamie’s story shows that, especially in the context of precarious labor, income is 

a speculative practice rather than the concrete category or value. While insurance 

enrollment systems rigidly categorize income, Jaime explained that his income was a 

matter of speculation. As Ray similarly reflected, such systems consistently ask for 

“proof of income” and thus rely on “old information”. In reality, as evident in Jaime and 

Ray’s experiences, income instability was the norm for many of the people trying to 

keep their heads above water and navigate the “churning” of unpredictable employment 

and healthcare access.  

For eligibility workers like the impatient one Jaime encountered, income 

questions are necessarily straightforward and clear because it was their job to plug 
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people into the categories, pre-supposed to be exhaustive, mutually exclusive and pre-

defined by the system interface on the computer screen directly in front of them. “Medi-

Cal only!” she told him when he reported that he didn’t currently have an income. 

However, patients’ embodied experiences of “churn” and the experiences of clinic staff 

revealed the bureaucratic backside of patienthood in which present and future income 

were speculative estimates. The men I spoke to fell in and out of different forms of 

eligibility based on uncertain shifts in their income. They were forced to constantly 

speculate when asked to articulate their income as a discretely documented category.   

The tensions and torque created by handling income as a categorization practice 

and income as a speculative practice, had to articulated somehow – as each of these 

men imagined assembling their careers and their care. This meant that it was often very 

difficult for workers on the margins of multiple labor markets to make themselves legible 

through the requirements for documented income reported as a stable value. 

Enrollment systems codified particular assumptions about which workers qualified for 

insurance, how “affordable” it should be, and importantly, calcified presumptions about 

categories of labor, workers and employment. These categorizations of value and work 

didn’t readily align with the kinds of work Ray and Jaime were actually doing to get by in 

the Silicon City. Their struggles to articulate themselves as eligible and insurable 

patient-workers laid bare the presumptions and categories that undergird the patchwork 

of county, state, exchange and employer-based insurance.  

Like Ray, Jaime’s employers sought to provide the absolute minimum level of 

benefits, and his managers at the Big Box Store did everything they could to keep him 

ineligible for healthcare benefits. Though Ray was reluctant to call experience with the 
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“not real insurance” of his Skinny Plan a “scam”, Jaime decided to report the wage theft 

and labor violations. In each of their stories, as in the account I introduce in the next 

vignette, there was considerable fluidity between the illegal and legal labor practices 

that disrupted access to health insurance. 

Paz’s Story 
 

Paz, a Black man originally from the South, was signed up for Medi-Cal 

“presumptively” at the clinic shortly after his diagnosis, like Ray and Jaime. When we 

went to the Medi-Cal Office, it was the last day before the end of “Open Enrollment” and 

already late in the afternoon. While we waited, we started to get to know each other. He 

was a community college student and bartender. He worked in the hospitality sector for 

several years, and intended to pursue a PhD in Psychology and start his own business. 

He used to have insurance coverage through his employer at a local Healthcare 

Maintenance Organization (HMO) but after a change in management, his situation at 

work deteriorated. He lost the insurance coverage sponsored by his employer when he 

was demoted to a part-time employee. Eventually he quit and initiated the process to 

start an official investigation of the company’s discriminatory actions. Like Jaime, Paz 

was embroiled in the process of fighting his previous employer through a formal legal 

process. Paz told me felt like he was limbo, in the dark about the ongoing investigation 

and potential legal battle.  

I watched as he filled out the paper work and we sat in a bank of grey plastic 

chairs arranged to face a large flat screen, installed high above the counter in front of 

us. Numbers cycled through on the screen every few minutes and eventually his 

number flashed to beckon us back to a cubicle. The enrollment worker examined the 
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two pay stubs he had brought in. She flatly told him his bartending job put him well over 

the income limit for Medi-Cal. In addition, someone had previously set up a profile for 

him on the Covered California website, but he had ended up never signing up, because 

he just knew “it was out of my budget”.  It was “a little bit not affordable”. Moreover, he 

couldn’t access the online account. While the social worker from the hospital had 

checked that the Medi-Cal Office could help him re-set it, they were now telling him that 

they could not do anything to help him get access to the online profile. He had already 

tried calling the 800-number and was disconnected several times. Ironically, he noted 

that the paper they gave him with the number to call provided the Medi-Cal Office 

address as the place to get “in person help”. He was rushing to get signed up before the 

end of open enrollment and had been struggling for several weeks to get in touch with 

anyone over the phone. His frustration at the whole situation was concentrated onto his 

social worker, who was in turn losing patience with his demanding attitude.  

At this point, his first 30-day supply of meds had already run out and both he and 

his social worker were mad –each of them frustrated by getting stuck in a loop, like a 

ping pong ball bounced between systems. They were getting fed up with each other’s 

apparent inability to “just get it together”. His relationship with the clinic staff was quickly 

deteriorating, and he was extremely frustrated with his experience at the hospital 

overall. After we left the Medi-Cal Office, he eventually wound his way through meetings 

with a lawyer specializing in healthcare access at local AIDS Service Organization and 

then a social worker at the HIV program at a Healthcare Maintenance Organization or 

HMO. Throughout this maze, we sent each other many detailed e-mails to troubleshoot 

getting him back on HAART medications. He finally enrolled in the HMO through the 
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insurance exchange, but then got stuck again. He wrote to tell me he couldn’t pay the 

first premium bill of about $230, which he needed to activate his membership in the plan 

so that he could then apply for the assistance program run through California’s Office of 

AIDS:  

So, I'm not necessarily sure how I can get enrolled in [the Office of HIV/AIDS 
Insurance Premium Payment Program], if I haven't made that first payment …So 
I still don't know how long this is going to take before I can finally begin taking my 
meds again…without my strain possibly becoming resistant to the meds, since 
I've taken them for a month in the past and now have been off of them for a 
month now.  I mentioned all of this in an email to [my social worker at the public 
hospital], when I sent her a screenshot of the website confirmation, showing that 
I am enrolled in [the insurance marketplace] …as she said that ADAP requested 
for them to cover my prescription again, so that I can pick it up at the [Pharmacy] 
near my house. 

I caught the social worker for quick hallway conversation after my e-mail exchange with 

Paz, and she explained the problem. At this point, the clinic couldn’t re-fill his 

prescription without an office visit and the labs tests which he was no longer eligible for 

because he presumptive Medi-Cal lapsed after 30 days. He didn’t realize that his ADAP 

eligibility would expire after 30 days, or that the clinic would no longer be able to see 

him after he signed up with the HMO. After a lot of back and forth over several months, 

he connected with a new primary care provider and care team at the HMO, he was told 

his ADAP was re-activated, and his income is updated by the HMO’s social worker. Yet, 

when he tried the pharmacy they couldn’t process payment for the prescription. I 

suggested bringing them the paper copy of the “Group Number and ID (identification 

number)” he got from his new social worker and he quickly e-mailed me back:  

“OMG!!! I finally have medication again!!!”  
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We were both relieved, at least momentarily. A month later, we got together again for a 

follow-up interview. We rescheduled a few times because he needed to go deal with 

getting his power turned back on. He told me while the prescription eventually went 

through, he was still working to get the premium paid and he was hoping the HMO 

wouldn’t drop him in the meantime. It wasn’t resolved. The systems didn’t talk to each 

other smoothly, and the State Office only used paper checks to pay the premiums. 

People enrolled in the Premium Payment Program needed to pay the first premiums 

out-of-pocket, so that they didn’t get cut off from their plan before the checks from the 

OA had a chance to kick in. 

When I interviewed him, it had been four months since the day he was rapidly 

offered the medication on the day of his test results. Reflecting on the whole 

experience, he said:  

…it basically felt like I was being bounced around like a pinball machine honestly 
and especially when it comes to medications that you pretty much need. It's not 
necessarily sort of a voluntary medication… 

I asked him what stopping the medication had been like for him, and he described it as 

a “really big stressor”: 

… I was really, really worried about it because I knew that I needed to take the 
medication …Yeah and then I was surprised because I had just signed up for the 
ADAP which was supposed to take care and pay for the medication and then 
when I went to get it refilled that's when they told me that I guess my ADAP had 
expired which I didn't know that it expired a month after signing up. ….Yeah, I 
was really worried about not having the medication to help for a couple of days 
and a couple of days turned into a couple of weeks and then a couple of weeks 
turned into a couple of months.  

Medication was a big priority for Paz. When we were at the Medi-Cal Office and the 

worker examined his pay stubs, he wasn’t ready to accept no for an answer. He leaned 

in. Elbows on the table, resting on his documents, and looking her straight in the eye, he 
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said: “You mean to get my medications, I need to sign up for a plan that I can’t even 

afford? That doesn’t make sense.” He knew to be careful about stopping and starting 

the pills because he had gone through counseling around the pre-exposure prophylaxis 

or PrEP medication. His experience on PrEP was short-lived though – he lost his 

benefits at work about a month after starting the HIV prevention medications:  

[The company] changed it because I went to I guess part-time so yeah then they 
cut off the benefits when my hours were more part-time than full-time. I don't 
know but I remember thinking about it [when I was first diagnosed], that I could 
have avoided this if I had still been on PrEP but that was no longer an option 
[after I lost my insurance]. 

Paz initially received ART medication the day after his diagnosis. After two visits to ED 

with strange fever symptoms, he was diagnosed with HIV and received a call from the 

clinic. Based on a few questions about his income, they were able to sign him up 

“presumptively” for Medi-Cal, register him with ADAP, write him a prescription, and get 

him a “starter pack” of five days of medication almost immediately. He just remembered 

being really shut down at this time, crying so much that he couldn’t really talk to the 

staff, and thinking that his life was over. The Linkage Team had been really worried 

about his initial reactions to his diagnosis. The test results had landed pretty hard; so 

did the bill he received for his visit to the ED.   

Paz had a lot of ambitious plans to continue his education and start his own 

business. However, a lot of things were on hold for him because he was dealing with 

“the lawsuit”. During our interview, I asked Paz if he was willing to tell me more about 

the conflict with his employer. He worked at the company for a few years, even though 

the situation had been going badly for a long time. It hadn’t started out like that, he had 

specifically chased after the company because it had a reputation. The CEO’s guiding 
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principles of management prioritized their employees’ basic psychological needs. He 

told me:  

Yeah, they were an example of what I wanted to try and build in my company 
when I started it. Yeah, I got hired. I even accepted a job way below what my skill 
level should allow …. I was like okay well all right I'll bow to humility and just take 
what I can just so I can get in the door …Things were going really nice for like the 
first year. I remember I was homeless when I got the job and I got hired and I 
remember … I actually didn't even have any shoestrings in my dress shoes 
because I borrowed them from a friend. 

However, the company culture Paz had fought to join fell apart after a change in 

company leadership. There was eventually a stern e-mail exchange about his schedule 

and then he was written up, and put on probation. He was inadvertently cc’ed on an 

internal e-mail from the new management complaining about “his drama”. From there, it 

only got worse, he went from getting good performance reviews to harsh disciplinary 

actions, warnings no one else seemed to receive and threats of termination. He 

recounted: 

Eventually what it's come down to is I have to sue the company because it's just 
a very unequal treatment, especially in the part of stunting my growth, giving me 
no opportunity for advancement, no opportunity for transfer. Then it got to the 
point where they tried to schedule me during my college classes and that's when 
I was like I'm not dealing with this anymore. Yeah, that was just a huge, huge, 
huge disappointment honestly. I went into this company wanting to learn how to 
treat my employees when I open mine but I definitely learned how not to treat 
them. 

He hired someone to help him file the complaint online, and they “chopped down” pages 

and pages to ‘just the facts’. As in Jaime’s case, Paz was asked detailed questions 

about when and how things had happened, and had to provide documents to back up 

his claims. It was painful for him to see his experience reduced to a plain list of key 

dates and events:  
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That was actually kind of unbelievable. It was like okay well that's kind of great. 
That just cuts out all the human distress that it causes on the person but yeah, 
actually so it's been investigated for over a year now and I still haven't gotten that 
right to sue. 

By the time of our interview, he felt completely in the dark about whether he would 

eventually be granted the “right to sue” as a result of the investigation. Paz had received 

few updates except when he was informed of the company’s counter arguments. He 

was only further disappointed by the excuses and defense they mounted:  

Their counter argument - which was a really interesting counter argument. ... 
They were like “oh yeah he took these classes and then we offered him the 
server position even though he had no restaurant experience.” I was like wow, 
unbelievable. I have had 7 years of restaurant experience. …. It's being made out 
to look like “oh we did this for him and we did that for him. No, there's no way we 
discriminated, we actually treated him better than the other employees.” 

He told me that he was floored and disappointed by his treatment, and even more 

incredulous of the company’s response:  

[It] was really, really, really unbelievable and I guess it's more unbelievable how 
hard it is to actually take someone to court and claim racism because a lot of 
people try to give the benefit of the doubt. 

Feeling cut out of the process, Paz told me that he was frustrated with all the waiting, 

and he was putting his plans on hold while the investigation lurched forward: 

 
It just gets more nerve wracking to know that I don't know, I'm possibly going to 
be denied the chance to seek justice when I know that I've been passed up for a 
lot of opportunities that I deserve to have done. 

I don’t know what happened in the legal fights Paz or Jaime were waging. Our brief 

encounters left me in the dark as well. I tried to be encouraging of their efforts to fight, 

and I also remained very conscious of how protracted and difficult such processes can 

be, especially when, as Jaime put it, “they hold all the proof”.  
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 A lens on the circuitous fight for work and care 
 

As Paz’s story shows, both eligibility and employment can involve conflict, and 

significant fights. Fighting discrimination at work, he ultimately lost access to health 

insurance and HIV prevention medications. With his income oscillating right around the 

Medi-Cal threshold, and his employment moving between full-time and part-time, he 

was caught in the “churn”. He trekked to various programs and clinics spread across the 

city, and his path from diagnosis to insurance to medications was extremely circuitous – 

despite getting meds almost immediately after his diagnosis. His journey reflected the 

bodily and material “churn” of insurance and the pinball machine of eligibilizing work. 

His relationship with the clinic staff broke down completely – his social worker couldn’t 

help him fix the problem with Covered California and she was frustrated by what she felt 

was an expectation that she would just “do it for him”. They were each convinced that 

the other party could be doing more and working harder. In the end, I exchanged close 

to a hundred e-mails with Paz, and my partial perspective didn’t even register his own 

attempts to call and e-mail the social workers and lawyer it took to ultimately get drugs 

back into his body. The glitches and technical issues, the systems that didn’t talk to 

each other, compounded the challenges he faced in becoming legibly insurable.   

Paz’s experience ties together, in dramatic fashion, some of the themes across 

the stories of the three men we have met so far. Each of these men shared with me the 

expectations that their employers would comply with the legal minimums about the 

treatment of workers and the responsibilities, benefits and entitlements they were owed 

as workers. In Jaime’s case, he wasn’t getting paid for the hours of overtime he was 
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actually working. The social contract between employer and employee fractured along 

different lines for each of these men. Like Ray and Jaime, Paz felt wronged and 

cheated, and he shared with me his profound feelings of loss and disappointment, 

especially about the discrimination he experienced. He was betrayed. It was outrageous 

to receive such ridiculous treatment from a company whose mission and philosophy he 

had once valorized so intensely. He just knew he had to fight them. However, while 

Paz’s experience with his employer was the most directly discriminatory, each of these 

stories reveal cracks in the social, legal and moral labor contract. Feeling cheated, 

either directly or indirectly by the gutting of these contracts, they each fought. Ray 

worked even harder, hoping to finally get hired permanently; Jaime and Paz quit and 

launched investigations of their employers.   

Sam’s Story 
When I interviewed Sam, I drove up to his hilly neighborhood and parked a few 

blocks away from his house, a boxy home nestled into the hill. Sam was an Asian 

American man who lived in SF part-time. He estimated that he spent about two-thirds of 

the last year in Asia. Sam had been doing free-lance work for several years and he had 

recently been approached by an old friend he described as a “tech guru” to collaborate 

on a start-up company. He was slightly older than Ray, Jaime and Paz. When he was 

diagnosed, he had been foregoing a salary and living on his savings for the time being. 

He expected to have some money coming in later in the year:  

My situation might be a unique thing because I'm working at a startup where 
money is limited, so I've chosen not to take a paycheck for the past year, and 
through now, right? But later in the year, I am expecting that we will be able to 
get financing for the company, then I would expect to get paid. …There is 
certainly some uncertainty associated with that, right? So, I'm just estimating as 
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to… [what I will earn], if things were to go according to plan, what would my 
income be. 

As we’ve seen in the stories above, however, uncertainty and expectations around 

future income and jobs were the common thread across the economic spectrum and the 

stories of Jaime, Ray and Paz. I mentioned to Sam that in my research I had started to 

notice that questions about income were hardly ever straightforward. He agreed that it 

was not a clear calculation for him: 

No, not at all, because everybody's situation is different and everybody is facing 
different levels of uncertainty. So, if you're going forward, how can you be sure 
that you would be coming into this amount of money, when, right? So, [the 
income calculations are] sort of guesses as opposed to a certainty. 

When Sam was diagnosed with HIV at a testing site, he was uninsured. Based on the 

referral algorithm that has become the protocol that triages patients to different clinics 

across the city, he was referred to the Linkage Team and visited the eligibility office at 

the public hospital because he didn’t have an income or insurance. At this point, though, 

he was a bit confused and feeling at a crossroads:  

So, what was a little confusing in that process was they asked me whether I had 
an income, which I did not, although I think, as far as Covered California is 
concerned, they are more concerned about, perhaps, my sort of expected 
income for the year, which are two different things, right? So, basically I, I guess I 
could have applied for Medi-Cal but at the same time, I could have gone the 
Covered California route as well. Right? 

Based on his tax return from the prior year, he fell under the Medi-Cal cut off and his 

social worker initially introduced me to him because he might eventually need to go to 

the Medi-Cal Office. When we e-mailed, he told me that he opted to sign-up for Covered 

California instead. By the end of the year, he was expecting his income to come in over 

the eligibility cap. He said that to be honest, having to go all the way to the office in 

person was not an insignificant factor in his decision. 
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When he was next at the hospital, I observed his appointment. Because he was 

not enrolling in Medi-Cal, they couldn’t see him in the clinic. However, the staff found a 

work around. Sam knew his testing history, and believed that he sero-converted (or 

became HIV-antibody positive) very recently. This made him eligible for one of the 

research studies based out of the offices downstairs from the clinic. I met him in the 

comfort garden adjacent to the old brick building, and we took the elevator upstairs with 

his paper bag of research specimens. He felt fortunate that the clinic providers are 

associated with the research project, grateful the team was able to put him into the 

research program so he could get his initial lab tests right away, instead of having to 

wait for him to figure out the insurance.  

When he was done, we went upstairs to see a social worker about signing up for 

ADAP. He was in something of a rush to get his labs and prescription before he needed 

to leave the country again for work. Having counted off his pills, he knows he has a gap 

between the time when his starter-pack ran out and the start of the next month, when 

his insurance kicked in. He was hoping that ADAP would tide him over until then. He 

had brought the required documents for ADAP, including his tax returns from the 

previous year. As the social worker examined them, she paused, wondering out loud 

whether his enrollment could go through, the income reported on the tax returns might 

trigger ADAP to demand that he enroll in Medi-Cal instead. He said, “I’m just trying to be 

honest”. He was confident that by the end of the next year the money expected to come 

in from the start-up would launch him over Medi-Cal’s income cap.  

Sam had been getting his care at a concierge medical practice. Because he 

didn't have insurance, he paid their membership fee, and then paid for visits and lab 
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tests when he needed them. When he signed up for insurance, he followed the 

practice’s guidelines to find a Covered California plan that contracted with them. He 

then spent a few hours researching their formulary, checking that the medications he 

was taking for another complex neurological disease and the HIV medications he would 

be most likely be taking were on the plan's formulary. He had been ordering his regular 

medications from Canada, but now he would be going through his new insurance.  

Before his diagnosis, he had been getting ready to dive into another long 

bureaucratic process - the project of getting a work visa in the country where the start-

up company was setting up. He had been putting it off because it was a bureaucratic 

nightmare. However, with his new diagnosis, that plan was put on hold. They wouldn’t 

grant a work visa to someone who is HIV positive. Instead, he was working on getting a 

company set up here in the U.S. so that he could eventually get paid through other 

means. He explained:  

…in order for me to be able to get a salary in [when I’m working oversees], I 
would have to get a work permit or a work Visa and that is out of the window now 
because in order to get a work Visa, they require you to get a physical 
examination and they would deny your Visa if you are HIV positive.  

Even before his diagnosis, he had decided to forgo a salary. Now he would have to 

create his own workaround. He shared his new plans:  

So now, basically, I have to have a separate company here so the [start-up] 
company I'm in charge of over there will have to sign a contract with my company 
here so they can do a company-to-company sort of a money transfer versus pay 
me a salary because they can't pay me a salary [without a work visa]. 

He would technically be an employee of his company in the U.S., and the start-up 

based overseas could pay that company. This way, he would be eligible to apply for a 

business visa, rather than a work visa, a process that was not only less arduous but 



  

148 
 

also would not require an HIV test. He confided that before his diagnosis, he had been 

preparing to go through the “gauntlet of things” demanded by the process of obtaining a 

work visa oversees, but things changed:  

… but now ... well, the thing is, people I work with sort of expect that, right? So, 
now things have changed [with my diagnosis] and so I'm thinking, "so, what do I 
do so I can get a business Visa, which would allow me to work, but not take a 
salary" but then how do I explain that to my coworkers, right?  

So, was Sam a worker or a business? Did he have an income or not? What exactly will 

his health needs be for the coming year? How would he arrange his travel to fit his 

scheduled lab tests and checkups? How could he avoid needing medical attention in 

Asia or revealing his HIV status while working oversees? All these questions and 

contingencies fell out of the (seemingly) simple request for proof of income.  

 A lens on the torque of diagnosis and labor classifications 
 

Sam’s estimations and calculations were not only speculative, but also didn’t 

easily fit into the stable income categories assumed by the new system of subsidized 

premiums and insurance plans. Like Jaime, when Sam arrived at the clinic, he didn’t 

have an immediate income. But while his tax returns from the previous year showed his 

income to be under 138% percent of the federal poverty guidelines for Medi-Cal, he 

speculated the start-up would be able to pay him significantly more in the coming 

months. That is, if he could bureaucratically classify himself in a way that allowed him to 

transfer the money and travel overseas for work.  

Sam was torqued, his life twisted by the categories he encountered, not only in 

his new HIV diagnosis, but also by the income categories that delimited public and 

private insurance eligibility, as well as the different legal categorizations he needed as 
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transnationally mobile patient and worker or as a potential corporation. Meeting the 

demands of a daily medication regimen for Sam, as for each of these men, required him 

to speculate about their income, anticipate the potential structure and value of their 

future employment, and articulate their position in shifting labor markets and speculative 

economies. In Sam’s experience, as in the stories above, his life and work were torqued 

– bent out of shape – by the tensions he encountered as he navigated the questions 

and rigid classifications necessary to transform himself into an insurable patient-worker. 

How has your income changed? Are you still eligible? When does your eligibility expire? 

Are you newly eligible? How will your income change next month? How will your 

healthcare regime change? Will you need new drugs? 

The categories and questions of the application process asked for clear-cut proof 

of income. These rigid categorizations could cement estimates based on ‘old’ 

information, as Ray and Paz pointed out when their Covered California applications 

blocked them from enrolling in Medi-Cal. Yet, in each of their stories, becoming ‘eligible’ 

was not a static state to achieve, but an ongoing process that must be continually re-

articulated and made legible within specific assumptions about income and affordability 

as well as the nature of available employment. Eligibilizing demands work.   

Revisiting the Flexibilities of Patient-Workers 
 

Even these relatively lengthy vignettes give Ray, Jaime, Paz and Sam’s stories 

short shrift. However, even following them briefly, we get a glimpse into the morass of 

eligibilizing work that patients do - both in collaboration with clinic staff (and an 

interloping sociologist) and on their own. Eligibility was hard won and always contingent. 
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For Paz, getting stuck in the system and getting unstuck, took several months, and 

ultimately required the help of lawyers. He had access to PrEP only briefly before losing 

his insurance because his hours were cut to part-time. Ray assumed he was paying for 

“regular insurance” until his hospitalization. Jaime was eligible for Medi-Cal while he 

was unemployed; Sam was eligible while he able to forgo a salary at his start-up. These 

patients’ stories emphasize the tenuous and circuitous nature of the kinds of tasks, 

negotiations, calculations and speculations involved in making insurance work.  

Eligibilizing work is not just about filling out forms and navigating bureaucracies 

through specific procedures. At no point in patients’ trajectories were their options or 

eligibility clear, stable or seamlessly continuous. Neither were their trajectories through 

these bureaucracies straightforward. The scope of this work was huge, from 

researching a plan’s formulary, piecing together under the table jobs, establishing a 

limited liability corporation, to reporting labor violations and discrimination. The 

circuitous chains of causality – just how the chips and paychecks will fall - were difficult 

to follow and felt impossible to predict. In the context of income and employment-based 

access to health insurance, these men’s positions as workers and patients were 

mutually contingent and precarious. These are just some of the struggles it takes to 

make insurance work. This is the bureaucratic backside of patienthood.  

Across these four stories, ‘normal’ and illegal labor practices – hiring contract 

workers, wage theft, and discriminating on the basis of race – created embodied 

struggles, and threatened their health. These men, along with many other patients I 

spoke to, readily problematized and politicized the landscape of employment 

opportunities and possible jobs in relation to their diagnosis and ongoing treatment. In 
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‘normal’ and pervasive context of a work at a temp agency or a start-up company, 

where Sam and Ray were situated, and in the context of labor violations and racist 

treatment that Jaime and Paz re-counted – their positions as workers and patients were 

hopelessly entangled. Precarious labor and eligibilizing work had to be constantly re-

articulated within the work lives of patients, one problem lead to another, one website 

lead them to an office, and then a different phone number. In the wake of impossibly 

high drug prices, skyrocketing rent and precarious, temporary and contingent jobs, 

patienthood and biomedical citizenship were anything but straightforward. The 

diagnosis experiences of these four men of color bring detail to how patients must 

articulate the jobs that will keep them afloat with their eligibility for expensive life-

sustaining medications on a daily basis. For patient-workers, eligibility and insurability 

were intertwined with -and simultaneously in conflict with - the work of creating a career, 

and more generally creating a life. Their eligibilizing work must be continually re-

articulated with precarious labor relations. In order to make themselves insurable, these 

men had to legibly articulate both the value and structure of their work. They had to 

become legible, and calculably valuable, patient-workers.  

These stories have shown how the work of grappling with bureaucracies and 

labor markets is entwined within the lived experiences and illness narratives of men of 

color living with HIV in San Francisco. So, what? What do these stories have to tell us 

about medical sociology’s traditional questions about understanding the work of 

patients? What new questions should we now have about labor, the clinic and 

patienthood?  
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The precarious relations of labor and coverage I described above must be 

considered are constitutive of biomedical citizenship and inclusive of the range of ways 

that people experience and narrate their relationship to their bodies and their economic 

standing. I use the term patient-worker to emphasize the specifically integral role of 

labor, class, employment and income in shaping the kinds of work patienthood 

demands and constitutes for people who are living with HIV and struggling to make a 

living. While concepts of biomedical and biological citizenship have been most readily 

conceived as practices in which people recognize themselves, and mobilize with others 

around biological or diagnostic categories to make political demands (Novas and Rose 

2000; Petryna 2002), these analyses also tend to flatten the always stratified ways 

people experience diagnosis, life-long illness, and contingent employment and 

insurability.  

In the U.S., a fragmented patchwork of income, age, and disability status-based, 

and employer-sponsored insurance coverage, cost-sharing arrangements and subsidies 

stand in for a healthcare “system”. There are yawning gaps in coverage, and people like 

Paz, Ray, Jaime and Sam easily fell through the chasms. Their embodied struggles to 

meet speculative capitalism’s demands for certain patient-workers necessitated 

constant speculation about income and future employment. Patient-workers were 

caught in the churning waters of precarious eligibility and employment. Through the lens 

of Ray, Jaime, Paz and Sam’s experiences, we saw the tense and hard won 

articulation, disarticulation and re-articulation of biomedicine’s bureaucratic backside - 

where high pharmaceutical drug prices meet sky-rocketing rents, low-wage 

unpredictable work, and speculative income in the Silicon City. The articulation of 
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precarious labor and eligibilizing work – and the forces of torque they create - captures 

a small slice of complex interactions that socially organize and stratify access to health 

insurance for patient-workers. 

Chapter Four: Administered Abandonment and Biopolitical Denizens at 
Biomedicine’s Margins 
 

The California Welfare and Institutions Code, Section 14124.795.  
 

It is the intent of the Legislature to comply with federal law requiring that when a 
beneficiary has other available health coverage or insurance, the Medi-Cal 

program shall be the payer of last resort…. 
 

Living with a complex chronic illness such as HIV is costly. Daily life-sustaining 

medications are, simply put, expensive. So are the consequences of going off treatment 

or “falling out of care.” Yet, a major hospitalization, an emergency room visit or a HIV   

regimen is nearly impossible to afford individually. The mundane act of picking up a 

prescription can be shocking. Repeated hospitalizations and specialty drugs are 

identified as significant cost drivers in healthcare systems, particularly U.S. safety-net 

systems (e.g. Medicare, Medicaid and the state and county-level public health 

departments that administer these programs). As such, the economic cost of HIV is 

widely defined as a matter of public concern, and people living with HIV become a 

social problem along the way.  

But, how does it feel to be expensive? What does it mean to have your life and 

body become an expensive social problem? What does it mean to feel how the world 

sees you? How does it feel to be a problem? This DuBoisian analytic poses this 

question from the position of the person who is being problematized. Du Bois, a 

canonical sociologist, crafted this question as way to produce sociological knowledge 
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through reflection on the embodied experience of becoming a social problem (Du Bois 

1903). Du Bois describes the question - “How does it feel to be a problem?” - as both a 

tacit accusation that is levied at him as a scholarly black man, and a sociological 

provocation. He argued that contesting the terms of one’s problematization offered him 

a “second sight” as a black man (Du Bois 1903). I argue that the experience of being 

made to feel problematic and expensive is central to understanding the lived 

experiences of marginalized people living with chronic in the U.S. The social production 

of particular patients’ bodies as expensive is a key mechanism of marginalization within 

U.S. healthcare systems.  

This chapter embarks with this classically DuBoisian question in mind to explore 

the marginal positions created in the neoliberal healthscapes of San Francisco (Clarke 

2010). A perfect storm of inequality and rapid economic growth has made the Bay Area 

an important place to study the experiences of people living at the margins of a “hub” of 

U.S. Biomedicalization. Since roughly 2011, San Francisco has become the hub of a 

“Tech Boom” that is re-shaping the region’s economy and demographics, sharply 

exacerbating income inequalities and creating new and arguably deeper pockets of 

poverty and marginality untouched by the “boom” of economic prosperity. San 

Francisco also is a “Sanctuary City” for undocumented immigrants and is well known for 

its concentration of social services, including a ‘universal’ healthcare access program 

launched in 2008 (Jacobs 2008; Katz 2008). At the same time that many communities 

are being displaced, San Francisco continues to absorbs residents from surrounding 

California counties and neighboring states, and from places around the world.  
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As described the previous chapters, the people living with HIV I followed are 

called upon do all manner of eligibilizing to “work their way into” programs that could 

address their health. People living in the liminal space between hypothetical eligibility 

and biomedical care face demands to “self-care” and “self-pay”. They must anticipate 

how and why their bodies and lives are deemed necessary sites of intervention and 

attention in the first place. Among many pressing concerns, patients and navigators 

must figure out what resources they are eligible for and why. Biomedicalized 

bureaucracies and demands for self-care and self-management work simultaneously to 

force people to locate themselves within the terms of their own problematization. I argue 

that such conditions create “biopolitical denizens” and I present excerpts from five 

patient stories that exemplify the lived experiences of being made to ‘feel like a problem’ 

in these ways. This chapter thus contributes to our theoretical and empirical 

understanding of the margins of patienthood and citizenship in the booming “Tech” 

economy by showing how these experiences are often de-politicized, silenced and 

pushed to the background of everyday healthcare. 

Below, I develop a conceptual and ethnographic account of the lives of people 

who experience healthcare as biopolitical denizens and show how people politically and 

materially grappled with biomedicalized bureaucracies. I first develop “biopolitical 

denizen” conceptually and briefly position the concept within current discussions of 

marginal patienthood and citizenship in situations of stratified biomedicalization (Shim 

2010). In the subsequent discussion, I present excerpts from five patients’ stories that 

exemplify the lived experience of being made to ‘feel like an expensive problem’ and 

show what it means to be a biopolitical denizen.  
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Living in Limbo: Biopolitical Denizens 
 

In recognizing the ways that sites of inequality and constructions of difference 

dwell within the transformations and institutions of biomedicine Clarke and colleagues 

(2010) argued that biomedicalization is always already stratified and uneven. In showing 

us how medicine was changed “from the inside out”, they pointed us to the ways that 

biomedicine’s margins, insides and outsides are also being re-made through stratified 

biomedicalization. The new identities, subjectivities generated through biomedicalization 

are not only selective (for some people and not others), but also stratifying (creating and 

differentiating some kinds of patients from others). Some people are patients in waiting 

– from birth onward (Timmermans and Buchbinder 2010). Others are made to wait, like 

the 900,000 Californians caught up in Medi-Cal’s backlog of applications (Gorman 

2014), or Esmin Green, whose death was captured on surveillance cameras in the 

waiting room of an Emergency Department in New York City (Pitts-Taylor 2011). Her 

body and behavior were monitored digitally and intensively but not included, left waiting-

to-death (Pitts-Taylor 2011). In California, too, waiting was deadly. Follow California’s 

Medicaid expansion, a back-log of unprocessed applications ballooned. The mother of 

Robert Rivera received a letter of approval from Medi-Cal two months after he had died 

from a pulmonary embolism. A lawsuit filed on behalf of the waiting “not-quite-

beneficiaries” demanded that the Department of Health Care Services limit the time for 

processing applications and verifying the income of applicants to 45 days (Gorman 

2014).  

In my research, I observed that lines, waiting rooms, waiting lists, diagnostic 

delays and treatment interruptions, and other forms of medical neglect were the norm 
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for many vulnerable patients. Experiences of bureaucratic limbo and tense encounters 

with protocol and procedure punctuated the lives of several of the people living with HIV 

I followed. Being labeled a social problem and simultaneously been seen as someone 

else’s problem demanded time, energy and action: biopolitical denizens had to search 

for place for themselves - a ‘home’ address, a territory, a county office and a “medical 

home”. They needed a location from which they could ground a claim to health and a 

means through which their health insurance claims can be covered. Their grounding 

often tenuous and put to question, they faced significant resistance along the way, and 

they were constantly made to feel responsible for their own biomedical neglect and 

social abandonment (Biehl 2013). To highlight the contradictions that these experiences 

of marginal patienthood reveal, I offer the concept of “biopolitical denizens”.  

“Denizen” bureaucratically classifies people living in a political territory they have 

no political claim to. Denizens are always already problematic. They are in, in the words 

of Pitts-Taylor (2011), biomedical asylum seekers whose “job it is to wait”. A biopolitical 

denizen is a person whose life is characterized by the administrative management and 

policing of their body as a “public” problem. Their claims to healthcare and other 

resources needed to meet their basic needs such as food and housing are seemingly 

impolitic, unintelligible or otherwise conditioned, and often neglected. To say the least, 

their healthcare experiences and lives don’t fit the normative mold of empowered, self-

paying and risk-anticipating patients and citizen-consumers (Rose 2006).  

Whereas biological citizenship analytically focuses on how people mobilize 

biology to make political claims, and in particular to assert their claims of state or 

consumer protection, I argue that the subjectivities of biopolitical denizens are created 
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in and through administered abandonment. These people wait and too often whither in 

the biomedicalized bureaucracies that claim to manage population health. Often 

voiceless and homeless, denizens are disjunctively incorporated into biopolitical 

projects taken up in the name of the health of the polis – the city and county of San 

Francisco specifically - and with public health in mind. Living in this kind of limbo 

demands a lot of work. They are not banished to ‘bare life’ (Agamben 1998), but rather 

caught up in the layering of biomedicalized bureaucratic assemblages of populations’ 

management, ensnared in the administrative violence (Spade 2011) created in the 

name of population health and generated in its implementation. Administered 

abandonment is absorptive – unfolding in the layers of ‘efficient’ administration of 

unproductive surplus populations (Gilmore 2007; Willse 2015). 

Their biopolitical folding in is absorptive, not inclusive (Abrego and Lakhani 

2015). As Pitts-Taylor (2011) argues, the public hospital is a “place of vitality” and 

retains hospitals’ historical functioning as an asylum. It is a place where noncitizens 

seek protection by a state to which they do not (quite) rightly belong. “Whole 

populations of people who must wait for inclusion” are continually distinguished from 

those who properly enact biomedical citizenship or become recognized as citizens 

through their recognition as “biomedical citizens” (Pitts-Taylor 2011:347). In its extreme 

manifestations, the city hospital becomes a ‘refuge’ and a ‘dump’ for those who cannot 

be “good consumers of health care” (Pitts-Taylor 2011:347). Shim discusses these 

manifestations of stratified biomedicalization as “stratifying/stratified inclusions” (Shim 

2010). Pitts-Taylor theorizes these dynamics as a “disjunctive inclusion” (Pitts-Taylor 

2011:346) that ruptures the life enhancing logics of the hospital and lays bare their 
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internal contradictions. Tracking the mutations of asylums (Goffman 1961), Pitts-Taylor 

describes the city hospital as becoming ‘neoliberal’ through a move from 

institutionalization to only treating mental health on a short-term and emergency basis. 

This transformation comes along with erosion of the public financing and management 

of hospitals. As a result, temporary ED or hospital beds and long-term housing for 

people with physical or mental disabilities are always already scare. In the aftermath of 

Esmin Green’s death, hospital officials and medical professionals were forced to 

confront and account for how she died on camera. Pitts-Taylor highlights their recourse 

to the language of “coping” with a traumatic onslaught, described by the American 

Psychological Association president as a “constant flood of terribly ill and terribly 

deprived people” (Pitts-Taylor 2011:348). Their accounts point to the ways in which the 

“neoliberal city hospital” now constitutes a largely unfunded mandate to care for people 

in an emergency. The “inhumanity” of such a system becomes “naturalized as a part of 

the scene of devastation” in which an ‘emergency’ is repetitive and pervasive, and 

ongoing (Pitts-Taylor 2011:348). The experiences of biopolitical denizens like Esmin 

Green are disjunctive. Their healthcare experiences and life chances are organized not 

only through exclusion, but also through also selective inclusions and calculative 

absorption of administered abandonment.  

In her genealogical analysis of citizenship, Somers uses the social and 

environmental disaster of Hurricane Katrina a “parable of U.S. citizenship” in the new 

millennium. In considering the neglect and embodied dispossession that biopolitical 

denizens experience, I lean on her concept of “internal borders” (Somers 2008). 

Drawing on Arendt (1958), Somers argues that the belonging, protections and moral 
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status of people – a status she calls a fundamental ‘right to have rights’ are neither 

naturally inborn or nor merely attributable to the institutions and laws of states, but 

rather result from the continued “collective human action toward the goal of justice” 

(Somers 2008:132). Absent shared struggles toward justice, people experience 

statelessness through a cruel “biologization” that makes them “no longer subjects for 

human empathy or human recognition” (Somers 2008:131). In the wake of the 2005 

storm, New Orleans was devastated, and thousands of people, disproportionately low-

income African Americans, were displaced from the city, robbed of their homes as well 

as their social and political identity as citizens. In example, the Federal Emergency 

Management Administration (FEMA) was starved politically and fiscally in the years 

leading up to the hurricane under the rationale that any form of social insurance created 

a potential “moral hazard”. This meant that in the face of a disaster – be it a category 

five storm or a life-threatening illness – people were on their own. This loss moral 

recognition and “right to have rights” reveals for Somers the transformation of 

‘citizenship’ into an exchange of market value – a contract. Rampant marketization 

provoked what Somers (2008) calls the “contractualization of citizenship” – these 

contracts materialize through obligations to work and demands for economic 

productivity and self-sufficiency. Somers argues that all other grounds for moral 

recognition and basic resources are undermined and displaced. Market-driven 

governance in a situation of dissolving social insurance was re-positioning “rights-

bearing citizens” as “socially excluded and internally stateless persons”. Such “internal 

borders” are not the lines that draw the “territorial container” of a nation, but rather the 

“boundaries deep within the heartland of the nation, where those who are well-served 
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by the market are protected from those who aren’t” (Somers 2008:102). Between 

borders, people are left to fall into conditions of “abject freedom”, a form of stateless 

being and a condition of complete exposure to the market. Where citizens may have a 

footing, biopolitical denizens are in a market free-fall, either potential sources of 

biovalue or unproductive populations to be managed cost-effectively.  

Below I draw on the perspectives of five people I followed to ethnographically 

flesh out the liminal and marginal patienthood experienced by biopolitical denizens. In 

search of biomedical treatment, they move between positioning as biopolitical citizens 

and denizens, and between their positioning as biomedical consumers productively 

generating new biomedical markets, and “high utilizers” draining public health 

resources. 

How does it feel to be expensive?  
 

Through my ethnographic data, I relate excerpts from the stories of five people 

whose experiences reflect what it feels like to be a biopolitical denizen. Each person 

was not working in a formal economy and depended on various forms state assistance 

when I met them: Jordan, a legally disabled Latino man and San Francisco native: Jim, 

a middle-aged black man on parole; Tim, a white middle-aged homeless man living on 

Social Security Disability Insurance (SSDI) payments and General Assistance (GA), 

Ben, a homeless and very ill white man who arrived from out-of-state, and Marjorie, an 

undocumented young trans Latina woman working on her naturalization. Through each 

of their experiences of bureaucratic limbo and “between-ness”, of having to negotiate 

and “navigate” through multiple biomedicalized bureaucracies, I elaborate a different 

aspect of how it feels to be expensive and access healthcare as a biopolitical denizen.  
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Jordan: “I’m here to negotiate with Medi-Cal” 
  

Healthcare payers’ logic of “last resort” conditions life-sustaining HIV treatment 

on who is willing to pay. Only with nowhere else to go, are people eligible to access life-

saving care. This legally codified unwillingness to pay proliferates multiple forms of 

desperation, and operates as a contemporary form of dispossession.  

 “I’m here to negotiate with Medi-Cal,” Jordan announced his intentions to the 

worker posted at the hallway that opened into the benefits office. We had arrived at the 

office a bit circuitously that day. Before leaving the clinic, we checked in with his social 

worker. Jordan sat in the chair adjacent her desk, quickly flipping through the large 

stack of papers on the clip board he calls “his lifesaver”. His check was nowhere to be 

found. The social worker and I shared a brief moment of panic, our eyebrows silently 

communicating our concern. She advised him that it was probably not worth going down 

to Medi-Cal without the check. It was going to be hard enough to explain the situation. 

Jordan did eventually locate the check in a pile of papers at his house. As I had been 

warned by the social worker’s e-mail, the check was made out to “Jordan / Medi-Cal / 

Medicare”: 

He has been issued a check by the insurance company but it is made out to 
medi/medi [Medi-Cal / Medicare] as well as him and so he can’t deposit it and we 
don’t know whether he will be able to get any of the money or whether [Medi-Cal 
/ Medicare] are allowed to take it all. 

“I’m here to negotiate a settlement with Medi-Cal due to an accident.” Jordan repeated 

himself as a second worker approached him in the hallway. He explained again that he 

has a check that has been made out to him and to Medi-Cal and Medicare. The man 

quickly interjected to explain that they “don’t do” Medicare, that’s “federal”. They 

eventually offered to find him a “worker”. Seasoned by his fifteen years as an HIV 
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positive disabled Latino gay man and LGBT and HIV community advocate, he was not 

impressed and asked for a supervisor. “A worker is not going to know what to do with 

this”, he shook his head toward me with sass. He was no beginner.   

The supervisor initially assumed that Jordan was looking for a check from Medi-

Cal, but Jordan presented the paper copy of the check and the letter from the insurance 

company. The evidence clarified the situation and she mentioned that there is an office 

up in Sacramento. After a few moments at her computer screen, she brought us a print 

out from the program’s website and advised Jordan to call them. It’s called the Personal 

Injury Program. With that, we were dismissed.  

The stated mission of the Personal Injury Program “is to recover funds to 

replenish the Medi-Cal program so it can continue to provide health coverage for 

members while serving its clients with integrity and efficiency” (California Department of 

Health Care Services 2016b). The program provides links to the California laws 

governing the process and the state’s “right to recovery”, and my further research 

turned up several sections of the Welfare and Institutions Code. Section 14124.795 of 

this code established Medi-Cal as a “payer of last resort” and read in part:  

14124.795. It is the intent of the Legislature to comply with federal law requiring 
that when a beneficiary has other available health coverage or insurance, the 
Medi-Cal program shall be the payer of last resort… 

Over the course of my research about Jordan’s case, it became clear that healthcare 

financing seemed always subject to the rule of “last resort” we found buried in the 

Welfare and Institutions Code.  

Outside, we re-grouped to try to puzzle out the next step. Did Medi-Cal already 

have a lien? I had so many questions, and Jordan’s memory and focus had been 

significantly affected by his accident so we took it slowly. His social worker had 
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mentioned a resource center that could be of help. He called the center and related the 

situation, and then while he was on hold, he adjusted the phone to tell me how 

confusing this has been for him. Jordan didn’t understand why everyone he 

encountered seemed to be telling him that they couldn’t help. He knew that SF had the 

highest number of AIDS cases in the U.S., and huge number of organizations, the 

strongest AIDS response ever. But even his lawyer had said, “Maybe you should just go 

to Medi-Cal by yourself”. He shook his head incredulously. It was if he had broken the 

machine of the HIV enterprise. No one seemed to know how to help with the check.  

I didn’t know exactly what he should do, but I told him we could learn together 

and work on finding him a lawyer. It was mid-summer, and Jordan was extremely busy 

with organizing LGBT Pride events, so his story unfolded in intermitted calls, texts and 

e-mails. Jordan grew up in San Francisco. His grandfather had been given two days to 

leave his home country in Latin American after a political coup. After he sero-converted, 

Jordan had gone straight back to school, getting his Associates and Bachelor’s right in a 

row. He was active in several community organizations, as well as the patient advisory 

committee at the clinic. He had been pursuing a master’s degree when he was suddenly 

hit by a car and landed in a coma.  

His story landed in my inbox in dribs and drabs. For example, I got an e-mail 

from him, “RE: General Info on Liens”, in which he forwarded me a fifty-page document 

tracing the history of Medicare’s legal right to recovery and legal counsel’s responsibility 

to notify them in the event of a settlement like Jordan’s. Skimming through the long 

description of legal history and protocol, I found myself increasingly frustrated that it had 
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seemed helpful for anyone to send a man with a traumatic brain injury a huge document 

of unintelligible health policy jargon. Subrogation? It just sounds like sublimation to me.  

Jordan had learned over the years that Medi-Cal has a “protocol” for everything. 

In dealing with them, “there’s always a protocol, a step by step to do”. It did seem like 

they had thought of everything, up to and including what happens if a Medi-Cal 

beneficiary is injured in an accident, as we had recently found out. The Personal Injury 

Program offered a Frequently Asked Questions page of their website (California 

Department of Health Care Services 2016a), including the following question and 

answer: 

Question: What happens if the insurance company sends me a check made out 
to me and Medi-Cal? 
 
Answer: We prefer that the insurance company issue separate checks – one 
check to Medi-Cal and another to you. If the insurance company only issues a 
joint check, you have three options…  
(Medi-Cal Personal Injury Program Website) 
 

One option was to endorse the check and mail it to Medi-Cal. Jordan and I would later 

share a little chuckle that we found this information under the FAQ’s heading. Several 

people had told him that they had never heard of a situation like his.   

Jordan cycled through several different scenarios about what should happen to 

the check. He had a lot of debts, and the settlement would ultimately just go to his 

creditors. Maybe he could just show Medi-Cal the amount of his debts, and they could 

take the rest. Maybe he should just try to cash the check and see what happens. Would 

they even notice? He wished he could just give the money back. My notes from our 

meeting summarized his words: 

Medi-Cal saved my life. If I could, I would just give the all money to them, to the 
program so that everyone can have access to it forever. It’s that important, and 
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I’m amazed by the services here, this country that has let me thrive, and be. 
Because it’s really just going to go to my debtors, my Visa [credit card bill]  
 

“That’s part of me just trying to let go”, he acquiesced, as he flicked his hand gently over 

the check and the stack of papers on his clipboard. It was as he was waving a brush of 

detoxifying sage over the jumble of paperwork and protocols. I momentarily let go of my 

persona as a supportive observer and listener. It wouldn’t be the last time. I was struck 

by silent heartbreak, and took a deep breath. I found it difficult to simultaneously hold 

his gratitude, his amazement at America’s care and kindness and the extreme violence 

and loss he shared with me. Jordan had lost several of his former partners. Shortly after 

his accident, an ex-boyfriend “snapped” when Jordan had told him that he wanted to 

end their relationship, and they guy beat him unconscious on the deck of his home. As 

we had taken the elevator on campus, he told me that his partner had died at the 

hospital and it was awful:  

…they would leave his food outside the door. And this was after we knew what 
we knew about HIV. Can you imagine? And him just dying?  
 

His voice, on this last word, grew hoarse. Vocal cord damage as well as issues with 

memory, focus and critical thinking lingered as aftershocks of the accident.  

After I collected myself, I blurted out:   

Look, Jordan, Medi-Cal has paid a lot, and the hospital and healthcare was 
expensive. That’s true, but you were eligible for those services regardless of the 
accident. You’re entitled to the settlement too, you’re living with the effects of 
accident, not them.  
 

What Jordan was – or should be – entitled to - had become strangely ambiguous. 

Nonetheless, when I shared his story, I heard several different reactions to Jordan’s 

case. Everyone had an opinion. Some of my colleagues conceded that it made sense. 

His HIV care and hospital bills easily exceeded the amount of his settlement check, they 
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speculated. His HIV medications alone would have “cost the state” at least as much, 

depending on how you calculate it. Others said, no way. Someone else told me that 

they would have imagined that he would have felt more “ownership” of the settlement 

check, that he should have felt like he deserved the money. His social worker felt ready 

to “take it to the newspapers”, incensed that the federal government would even think of 

taking the only compensation Jordan would ever receive for the aftermath of the 

accident. In each of these reactions, including my own, empathy and concern for 

Jordan’s well-being meshed uneasily with ethical-legal debates about the obligations 

that tax payers and private citizens have to people living with HIV and to pedestrians 

involved in serious car accidents.  

I remain unsure about how to make sense of the twists and turns of Jordan’s life 

that added up to the check. I can’t adequately capture the deep gratitude and pain I 

heard in his words. At the time, I wrote:   

… [sitting there] we were both trying to make sense of the meaninglessness of 
the huge check in front of him, and the huge challenges ahead of him. I agreed 
with his social worker, it just felt cruel, the whole thing. 

He eventually found a lawyer willing to work with him. Because he was an HIV-positive 

resident of San Francisco, he was eligible to access legal assistance through a patient 

resource center. He just had to wait until a new fiscal year started and they had new 

slots open up in the grant-funded program. Their lawyer agreed to take his case. Jordan 

called me several months later to share he called “some interesting news”. He had 

heard from the driver’s insurance company that Medi-Cal had released the lien. He was 

told he could expect to receive a new check from the insurance company in a few 

weeks. “Three years and $28,000 in debt later” he added:  



  

168 
 

“I’ll finally be out of this prison. I had never been in debt before the accident. I 
worked for a bank, I would rather starve than go into debt.”  
 

Less than a month later, Jordan was told that the insurance company didn’t in fact have 

all the necessary documents. He called me frantically. He couldn’t remember if he had 

already dealt with Medi-Cal or Medicare. I ended up writing him an e-mail summarizing 

the research we had done together and clarifying that we hadn’t submitted any forms to 

Medi-Cal or Medicare. He continued to thank me, and I just had to keep apologizing for 

the fact that he was still waiting. 

Jim: “This is the kind of line I can handle” 
 

Poverty, illness, disability, incarceration and HIV-status tether people to county, 

state and federal agencies, and into so-called “Sanctuary Cities” such as San 

Francisco. Such cities offer sanctuary not just as a matter of policy, but also in the form 

of available services and protections, more “open” social attitudes, and a seeming ability 

to absorb huddled masses; they become a holding ground. These jurisdictions thus 

marked not only internal boundaries (Somers 2008), but also (officially and unofficially) 

tethered people to political jurisdictions. Yet their belonging was always deferred as they 

are bounced between different agencies and institutions. They were continually told 

they have come to the wrong place. Seen as expensive, economically unproductive, 

lawless, disposable, scary, threatening, smelly or unsightly, biopolitical denizens are 

‘public’ problems. They encountered ‘state power’ not only through the diffuse and 

opaque rationalities of neoliberal health policy discourses that demand “self-caring” and 

“self-paying” patients, but also through confinement, policing and direct and regular 

confrontations with people who are the agents of these policing institutions. 
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For Jim, a middle-aged black man who had been recently released from prison 

after a long sentence, the cost of medications was what he had been most worried 

about when it came to his release. He had heard the medications he had been 

prescribed in prison were very expensive, and he was worried that he would “keep 

putting burdens on his family, “financial burdens”. He was relieved and shocked to find 

out his meds were covered. Jim had been given contact information for the HIV clinic in 

his parole plan. In our interview, he pulled out the document from his briefcase, showing 

me the list of appointments and resources. He said: 

[My parole officer] got me started on this whole process ... because we had 
conditions of what you need to do soon as you leave prison. And I followed every 
last single ... If they would've said, "You got to go to the Golden Gate Bridge and 
do jumping jacks for one hour," I would've did it. 
 

Jim’s Parole plan directed him to spend his first 90 days at a halfway house in the San 

Francisco rather than moving in with family outside the city. As a part of his release, 

they were supposed to sign him up for Medi-Cal, but three days before he was paroled, 

they called him and plainly told him that the “paperwork was lost”: 

"Good luck." (Laughs) Basically, they were saying, "Good luck." I think they said, 
"Talk to your parole agent," and talking to him was like talking to myself. They 
just worried about people who is absconding or doing bad. I was lucky when I 
went to the clinic…. They started hooking me up with everything.  
 

On the phone, I had told Jim that we could more or less go to Medi-Cal any time that 

worked for him; they didn’t take appointments, we would just have to wait. However, 

because of his placement at the halfway house, he needed to have an appointment; he 

couldn’t leave except for a specifically scheduled activity or appointment and had to 

provide a specific time and explanation of his whereabouts to corroborate the excursion. 
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As we had sat in the waiting area of the office where he needed to sign-up for 

Medi-Cal, Jim was relieved to encounter a very different kind of waiting than what he 

had experienced in prison. “This is the kind of line I can handle” he joked. He was jovial, 

positive and chatty. During our conversation in the waiting area he told me:  

[I’m] used to everything and everyone being so negative [in prison], all the energy 
is negative. …Everyone was just shut down and negative, compared with how 
positive and caring the people are at the HIV clinic.  

 

This line wasn’t like in prison, where one could be beaten for stepping out of their place, 

he explained as he mimed the quick sideswipe of a guard’s baton. Looking around the 

office, he told me “Technology has really smoothed things over”. This building used to 

be where he picked up his General Assistance checks, though now it had been 

transformed and re-arranged – they only dealt with health insurance and food 

assistance. There used to be such a rush, people would come for the cash and never 

“do the steps” necessary to be bureaucratically verified.  

The only form of identification Jim had to offer the eligibility worker was a prison 

identification card. He was working on getting a new identification. “You can’t do much 

without a DMV ID”, he told me. The eligibility worker politely questioned him, peering 

over the top of her large computer screen, ticking through check-boxes. She asked him 

about his arrest, and explained delicately that the reason that they have to ask was 

because people with drug-related convictions weren’t legally eligible for food assistance. 

She continued the questions: Do you want to register to vote? Do you plan to file taxes 

this year? Jim remained gently – if nervously - jovial and joked that he would probably 

end up back in jail if did file taxes. “How are you filling taxes?” he mocked the authorities 

questioning his suspiciously illicit fictional income. Jim meant the question to be 
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cheerfully disarming, but the eligibility worker didn’t really react, and instead put a paper 

in front of him. She asked him to make a declaration on a sheet of paper with blank 

lines for that purpose: He’s homeless, he won’t file taxes, and no one will claim him as a 

dependent on their taxes.  

When I interviewed Jim a couple weeks later, he had just had his first primary 

care appointment. Jim told me that he had been amazed by the care he received at 

Ward 86. For the first time, after many years of living with HIV in prison, he finally had a 

chance to ask questions about his disease.  

They [the clinic staff are] just good and professional and they make you feel 
comfortable. They say, "We're going to take care of you." "Oh, yeah? [they ask] 
Okay, we're going to get on that right now." It's not like from what I experienced 
in prison. "Are you bleeding? You've been shot? [They would say] Okay, we'll get 
to that [eventually]."  
 

His nurse practitioner had taken so much care in answering Jim’s questions, and it had 

been the best medical appointment he had ever experienced. When he told me how 

good he had felt at the appointment, I asked him if this was a new experience for him. 

Had he ever felt at ease like that with a doctor? He said:  

No. No, not since I ... Well, at the time I was in prison they just want to do blood 
tests. You ask them about it, are you all right? "Go back to your cell." You can’t 
ask them a question, "Ah, ain't nothing wrong with you. Just go on back." [They 
would say] I didn't interact with them.  
 

Jim immediately noticed the contrast between how he was treated at the clinic and his 

past experiences with surviving on state assistance programs or getting medical 

treatment in prison. Those systems were punishing and had made him feel like a “bum”. 

Recalling these past experiences in our interview, he described picking up his general 

assistance checks: 
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They used to send you through the runaround with the paper chases and the ... I 
just felt like they were mad that you ... Some of the workers were mad that you 
were actually coming down there to get some assistance when you should be out 
there working or doing something. And you're being a bum or riding on the 
taxpayer dollars. if you missed the appointment or something they just cut your 
assistance off and you just go through leaps and bounds. They just send you 
through the ringer. I don't know if they was doing it on purpose or ... But back 
then I don't think I was getting any healthcare, probably. 
 

Jim told me that he had occasionally ended up at the Emergency Department back in 

those days. When I asked him what it was like, he replied bluntly, “Hours of waiting”. He 

explained:  

If you [were] going to go to [the Emergency Department] it's best to go 6:00 in the 
morning and hopefully you'll be out at 9:00 at night. I mean I've seen people up 
there stabbed and holding their wounds together before they got some service. 
Because I was living a life that was unproductive so I was getting into some 
violent situations where I got stabbed a few times and some pretty bad wounds 
where I had to sit there for hours to get some medical service  
 

Jim then compared for me these past experiences in the early 90s with what happened 

when we had gone to Medi-Cal together. “It was calm and collected. It was orderly, 

professional and straightforward. It wasn't upsetting. … It's a whole different thing, from 

what I experienced so far,” he told me. I was so gratified to hear about Jim’s positive 

experiences, perhaps especially because I knew so many people were experiencing 

routine and significant problems with healthcare workers and biomedicalized 

bureaucracies.  

I had also noticed how carefully he had prepared for the appointment at Medi-

Cal. He arrived dressed for business, and carried a leather briefcase with all manner of 

supporting evidence and documents. Jim was routinely forced to go above and beyond 

to be agreeable, grateful, and optimistic and to appear respectable. His frustration and 

disappointment about being confined to the halfway house in San Francisco instead of 
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living with his elderly father was clear, but his tone remained optimistic and positive. I 

was sure he was very used to appearing suspect and scary. Directly and more 

wordlessly, the message had been communicated loudly: he was a threat and problem, 

as he put it, he had been “living an unproductive life”. For Jim, navigating state benefits 

meant countering the accusation that he was problematic and could create problems. 

Jim’s parole officer was worried about him “absconding and doing bad”, and was 

unconcerned about the lost Medi-Cal paperwork:  

Good bye and good luck.   

My presence as an observer was more directly implicated too. I knew my 

embodied presence, sitting next to him as a slight young white woman, had smoothed 

the way. I look like a social worker, and I was asked two different times whether I would 

be serving as his “conservator”. In their gentle and polite questions, I felt intensely the 

impact of the subtle ways my smile was communicating to eligibility workers that I didn’t 

view him as a threat. I figured that if I hadn’t been around, one of the social work 

associates would have gone with him, but I do wonder what would have happened if no 

one had been able corroborate for the halfway house the fact that going down to wait at 

the Medi-Cal Office was a necessary appointment. County lines confined his body and 

healthcare; his parole confined him to San Francisco, and he would have to transfer his 

Medi-Cal to a different county and find a new doctor when he did eventually move. The 

thorough, informative and “professional” care he experienced at the clinic fell far outside 

the norm of his interactions with prison medicine.  

Jim seemed to have to account for his every move. He even sent me a beautiful 

thank you note, thanking me for my accompaniment and the gift cards. At the same time 
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that I was grateful for his kind words and the beautiful note, I also felt pathetic. I hadn’t 

done anything except corroborate his needs with my slim, quiet, white presence. I was 

grateful he experienced kindness in the sanctuary of the clinic. Reading his thank you 

note, my gratitude was singed with anger too. Did a life-threatening virus or my 

presence white woman really have to pre-condition his positive experiences of care?  

Tim: “I feel like a ping pong ball” 
 

Challenged by severe depression and addiction to methamphetamines, Alex had 

been living with untreated HIV for the last decade. “Out of care” and teetering on the 

edge of a mental health crisis, he was what public health professionals would call a 

“High Utilizer of Multiple Services”, someone who routinely transits through Emergency 

Departments, homeless shelters and jails (Tangherlini et al. 2016). Getting him set up 

with health insurance and on treatment was a big priority for the Linkage Team. But 

figuring out who would pay and how was the challenge. For Tim, the process of learning 

how to be a problem made him feel like a “ping pong ball” bounced between 

biomedicalized bureaucracies. Tim had been homeless in San Francisco, but was now 

tenuously housed in the East Bay.  

When his social worker referred him to me as a potential research participant, 

she said that he needed to do an Inter-County Transfer or ICT. He was enrolled in Medi-

Cal, but had been assigned to a neighboring county based on his address. However, to 

get care at the clinic, he needed to be re-assigned to the City and County of San 

Francisco. The process seemed straight forward enough, if superfluous – wasn’t Medi-

Cal a state program? On the phone, Tim immediately asked me if I was a psychiatrist, 

he really needed a psychiatrist. He was feeling really down, and he wasn’t really sure if 
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he should be doing the county transfer, explaining that in the status quo he knew he can 

get emergency care, but didn’t want to jeopardize that. He had situations before when 

he changed something and then he got bills, or bill collectors came, and he just didn’t 

know if he should be making any changes to his Medi-Cal status.  

The counties and cities in which he was trying to get care each considered him 

someone else’s problem. To become legible and treatable patients in the first place, in 

this case, Tim had to find place within the logics and rationales of county public health 

departments. My notes from our conversation related his past problems with county and 

city lines: 

I’ve lost everything like that before [and ended up homeless in SF], had to build 
up from nothing. I’d rather not go back there. … I went to a [mental health crisis 
center], and they were very excited to work with me…then they found out that my 
address was in [the wrong zip code] and told me that they could not help me… 
What is that? How is that? In the same county even? How can they turn people 
away just on one side of the line? 
 

 While we were in the waiting room, he told me this process, and all the rejection, 

being turned away over and over, it was hard for him not to take the rejections 

personally or get down about hearing “No” again and again. I feebly suggested that it 

may have to do with whether city or county taxes support the crisis center, guessing that 

they were contracted to provide a defined number of “units of service” to city residents, 

and knowing that was an utterly inadequate explanation. I wrote: 

Feeling down and falling into deep depression had been haunting Tim for a long 
time. …It seems so impossible to get through all the steps or understand the 
forms or bureaucracy. …He describes his ups and downs, how they have always 
been really intense, sometimes he feels barely able to get up and take care of 
the dogs. He knows that if he had a nine-to-five job, it would be different, and he 
would probably have a whole different kind of problems and issues. He worked 
for seven years, until his mental problems go so bad that he couldn’t keep a job.  
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The succinct “he needs to transfer counties” message I had received dissolved into a 

much messier picture of basic needs and complicated moving parts. I hedged and 

asked if it would be all right to meet and talk about what was going on. Perhaps and we 

could check with Medi-Cal to find out more about the best next step. When we 

eventually met up in front of the Medi-Cal Office, and I was barely through ‘How are you 

doing?’ when my brain was dizzied by the questions and problems that Alex shared with 

me. Here’s what I wrote: 

“I feel like a ping pong ball”, he begins as his story spills out. He doesn’t know 
what to do, and his [disability payments] has recently been cut off, and he’s 
working on getting the General Assistance re-instated while he can re-apply for 
[disability]. Now there’s a lien on his boat in the east bay marina where he lives 
with his dogs. “It seems like you need an expert or a lawyer to get through all this 
stuff.” He says.  

 
Grasping for a moment of calm, I asked him to let me think for a second. I paused 

quietly for a moment, trying to sort out the fuzzier and fuzzier circumstances. I really 

didn’t want to say the wrong thing. I regurgitated what I thought I had heard:  

So, your housing is in flux? If you lose the boat, you’ll be homeless in San 
Francisco? And you want to get your healthcare in SF?  

 
I didn’t have a clear answer for him, I told Tim, but I suggested we could take a stab at 

his problems. We could go into the office and ask where he was enrolled currently. It 

would be good to verify his status, and then see if the ICT was really necessary.  

At the counter, an eligibility worker looked him up in the system, and verified that 

he was enrolled in a neighboring county. He would have to call their other office to 

initiate the county transfer, the worker quickly wrote a phone number and “ICT to SF” on 

a sticky note and handed it over to Tim. I wrote:  

We walk out of the hallway, I tell him that now that I’ve heard more of his story, I 
feel like we might be putting the cart before the horse, though I can’t quite figure 
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out what is the cart and what is the horse. He doesn’t know either. It sounds like 
you are actually working on keeping the boat, on setting up the GA to pay the 
rent and keep the boat, so I’m wondering if we’re jumping the gun on the 
‘homeless in SF’ scenario. He nods. 
 

I would text him later to give him the information about an appointment his social worker 

had made for him at a clinic in his “home county”. He had seemed up it, psyched even. 

He texted me back with a couple of smiling emoji’s, but he seemed to dissolve back into 

the ether after that. I lost touch with him, and his phone stopped working. Stymied by 

the lack of mental healthcare services available to people living in poverty in California, 

and unable to access the limited existing services because he lived on the wrong side of 

county lines, Tim was left feeling like a “ping pong ball”. He was stuck in the 

bureaucratic back and forth between counties that are only responsible for the 

healthcare of residents in their own jurisdiction. Tim was labeled a problem because of 

his ED visit, but being a problem – and being simultaneously treated like he was 

someone else’s problem – seemed to seal his fate as a biopolitical denizen. Unable to 

solve that problem on his own, or with the assistance of the Linkage Team, the maze 

got the best of him.  

Ben: “I was a normal personal until a couple months ago” 
 

Ben was incredibly sick when we met. Originally he had landed in the South Bay, 

arriving from a neighboring state. Since his arrival in SF, though, Ben had been 

bouncing between hospitals and the homeless shelters in the area. Sitting slumped in a 

wheel chair, thinned skin and frail, his greyed hair swooshed straight up and his voice 

was faint. The HIV medications acted so fast though, that a few weeks later, I barely 

recognized him when I talked with him at the homeless shelter where he stayed.  
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“I was a normal person until a couple months ago.”  

It was the first thing Ben had told me as we pulled the folding chairs to face each 

other. “Just let that sink in, young lady”, he had seemed to silently direct me as his 

bushy eye brows furrowed. His look of befuddled and impatient incredulity became 

familiar as our chat continued. Though he had family in the area, he couldn’t stay with 

them. They had been economically wiped out by the recession and were still recovering. 

At the shelter, he had collapsed, and because he couldn’t get up on his own, an 

ambulance had been called and he was taken to the hospital in San Francisco, where 

he was diagnosed with HIV.  

Ben was absorbed into the limited sanctuary offered by San Francisco’s 

homeless shelters and healthcare navigation programs, but he bounced against the 

bureaucratic force of county lines anyway. In bouncing between the shelter and the 

hospital, many systems seemed to abdicate responsibility. He was bounced between 

the hospital and shelters as he edged over the cliff of being unable to perform “self-

care”. Shelter staff were often directed to call an ambulance in the event that their 

residents appeared unable to care for themselves. Per these “self-care” policies, shelter 

residents must be able take care of their basic needs, sit or stand on their own. Ben told 

me that he understood that he would need to handle the basics like getting himself to 

the bathroom, but found the fact that the staff had left him lying on the ground, saying 

“we can’t help you”, to be a pretty cold move. He was fortunate to be admitted to the 

hospital, as homeless folks who fall between the lines of “self-care” and hospital 

admission can often end up out of the street when they are sent to the Emergency 

Department– with no care and no place to find shelter (Sabatini 2015).  
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Ben had a job at a grocery store out of state, and struggled to live on $8 an hour. 

A few months prior to his hospitalization, his life had unraveled. The grocery store stole 

wages from him, he got mysteriously ill, having even coughed up the $100 co-pay to 

see a doctor with his “Obama insurance” without getting a clear answer. His car broke 

down in the middle of the road and was impounded. When he had applied for monetary 

assistance in California though, the title for the car had showed up when they ran his 

social security number. They determined him ineligible for monetary assistance based 

on the blue book value. “For a car I didn’t have!? How desperate do you have to be to 

get help?” he had implored me in disbelief, brow furrowing once again. Because he 

didn’t have the money to retrieve the car and had left the state, there was now a warrant 

out for his arrest. He added, as if swirling some icing onto the sh*t storm: “At least I they 

arrest me, I’ll have a place to stay”. It was nearly a joke. Staying in SF made the most 

sense “benefits-wise” for Ben though. There had been almost no such protections 

where he had come from.  

He had initially signed up for Medi-Cal and food stamps in a neighboring county 

and I had gone with him to Medi-Cal to see if the Inter-Country Transfer could be 

somehow expedited. He couldn’t understand why a state program would be different 

across two neighboring counties. Because funds were allocated to counties based on 

enrollment numbers each month, and patients could only be enrolled in one county at a 

time, the transfer process could take a month. The ICT could be easily derailed or lost in 

the shuffle of paper or data bits. When he was discharged from the hospital, he would 

need SF County Medi-Cal to been seen at the clinic, and they wanted to see him right 

away because he had been so weak and frail, barely reaching for the shelter’s self-care 
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threshold. Whatever we did, it didn’t take in time for his first primary care appointment. 

Our efforts to get him seen at the clinic as soon as possible were nullified by the end of 

the week. He was rushed to the hospital again.  

Despite the many people enlisted in helping him navigate these bureaucratic 

borders (including myself), we seemed unable to force these systems to work for 

several weeks. When I spoke to him at his shelter, he said one of the outreach teams 

had been trying to reach him. “A lot of people know about you” they had tried to 

reassure him. I told him that I was glad so many people were looking out for him, and 

silently wished them luck in shifting any of the slippery moving parts that would be 

needed to get Ben’s life back to any kind of ‘normal’.  

Marjorie: “It’s like dealing with the police, you need proof” 
  

While cost panic drives health policy decisions, drug prices are flexible and 

relative and then suddenly firmly real, especially when they materialized in an unpaid bill 

and landed in the hands of a patient. That was what happened to Marjorie. Marjorie 

received a bill for an estrogen shot she received at the clinic and struggled to deal with 

the billing office. We met when her social worker pulled us to the edge of the clinic 

hallway. She was holding a stack of papers. The collection of documents recapitulated 

her recent trajectory through trying to get the bill paid, and in the hallway, she and the 

social worker relayed the next step: The Patient Advocate Office. We made plans to go 

the next day, and the social worker thanked me: “This is going to go into collection, and 

the hospital will ruin her credit. Well, she doesn’t have credit (she’s undocumented), but 

they’ll go after her for the money”.  
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Marjorie and I met in the “comfort garden” adjacent the clinic the next morning 

after her errand at City Hall dealing with the application necessary to obtain an ID card 

from the city. We walked over to the Patient Advocate Office and Marjorie drafted her 

“Statement of Concern” in the make-shift waiting area set up the hallway. I held onto the 

archive of forms and documents she has amassed, pointing out information the form 

demanded. Within the photo-copied lines of the form, she explained the ordeal: She 

arrived for an appointment, but when she checked in the woman who works at the 

eligibility front desk informed her that her enrollment in the county’s universal healthcare 

program had expired. They cancelled the appointment “on the spot” and she went the 

eligibility office to update the insurance. But, she had already received an estrogen shot. 

Later, she got a bill for about $900, almost double the $466 she received each month in 

“General Assistance” or GA. When she took the bill to hospitals Charity Care program, 

they questioned the amount, and demanded documentation that it was “just for a shot” 

from the clinic. She needed the clinic to print a “visit summary”, a request that initially 

seemed to stymy the clinic staff. She handed over the statement to the woman working 

behind the window, and she was soothing and attentive as she told Marjorie that she 

would do what she could to stall the collection process while they do their investigation. 

I piped up to ask when she should expect to hear back from them: “30 days.” Marjorie 

later compared her experiences to presenting evidence to the police:  

It’s like you have to have proof of everything. If you’re going to accuse someone 
of assaulting you, you have to have evidence. No one will just take your word for 
it. You have to have a case. Instead of just believing you or giving you the things 
you deserve, you have to argue your case, and collect the documents and 
evidence to show things like your status, income and immigration. 
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Marjorie’s comparison captured the feeling of constantly being questioned, always being 

held suspect and getting let down. She stood poised and powerful. The bill landed on an 

already steaming pile of bureaucratic BS.  

It felt like an obnoxious fly that I dreadfully want to just swat away from her. 

Instead, I ended up feeling powerless to do anything except listen, absorb and hold the 

pain, frustration and determination I heard in her story. In our interview, she narrated the 

journey that led her to San Francisco. Marjorie was raped at gun-point and mugged in 

Latin America. She moved to California and lived with her mother for several years, 

overstaying her tourist visa. 

I came as a visitor. I didn't fight for my [papers], or fill out a police report because 
I had got mugged and …because these people told me …they're going to get 
back to me and kill me because they want to make money out of my Social 
Security number.  
 

Once she arrived in California, Marjorie got sick and was reluctantly rushed the 

Emergency Department. She recalled the doctors telling her: 

… we don't know if you're going to wake up...Your lungs are completely infected. 
One is already completely infected and it's infecting the other one and your full-
on AIDS so we don't know what's going to happen after we try to disinfect you. 
The medication for HIV takes time to start taking over. You might not respond 
well… Then I woke up and looked at my body and I wouldn't see my body… I 
was so weak that I couldn't even cry but I was asking “Where's my body?” ….  
I got out of the hospital weighing 90 pounds with 10 T cells.  

 
After her hospitalization, Marjorie was referred to an HIV clinic in her “home county” in 

Silicon Valley, where started taking HIV medications. Just as Marjorie started to get her 

physical strength back though, her relationship with her family became more and more 

difficult:  

…I was taking already therapy and I was seeing a psychologist and a psychiatrist 
too and we all came up with the idea that it will be healthier for me to get out of 
my house. There were no places for single persons in [the Valley] and I had 
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mentioned that I wanted to come over here to San Francisco to live my life and 
they told me we want to help you to do that. They wrote a letter saying that I 
needed to get out of my house and that San Francisco fits better for me, for my 
lifestyle and that I was needing help. … 

 
Her needs supported and corroborated by her psychologist’s letter, Marjorie came to a 

homeless shelter in San Francisco. She was still very sick and she was bounced 

between the shelter, the street and the hospital until she eventually got a room of her 

own:  

I was dying. I was getting again pneumonia and I was in the shelter and they will 
ask us to get out from the shelter by 8 o'clock in the morning and come back at 8 
o'clock in the afternoon so all that time I couldn't be in there and I remembered 
those rainy days that I was being out there not knowing where to go …  
I was navigating myself all wet some of those days and I was starting getting the 
symptoms of the pneumonia and I went over to General Hospital. They told me 
you are getting your pneumonia back and we are going to do something so that 
you don't go through it again because it might be so harmful for your lungs 
already… 
 

To address her pneumonia, the HIV clinic helped her get into a room at a Single Room 

Occupancy (SRO) Hotel through an emergency housing program. Ever since she got 

her own room, she hadn’t gotten sick and she was becoming stronger.  

Marjorie had lots of ideas for future careers and planned to pursue her education 

when she got stronger. Since arriving in San Francisco, she had set incremental goals 

for herself – getting out of the shelter, getting a permanent room, dealing with her health 

and gender transition, working on her naturalization and identification documents. She 

had met all of these goals so far: 

Right now, I'm going through all my paperwork [for my name] change and all that 
… I'm willing to just say the truth. I got mugged, I didn't report it because I was 
told I was going to be killed … Here I am going through all this, and just trying to 
figure out what's going to happen or how's it going to be? … I'm not afraid to fix 
everything or put things in order for me to keep on moving with my life. 
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Marjorie was moving on with her life. Mostly, she said, her days were consumed by 

tramites - bureaucratic errands and medical appointments. However, she made time to 

participate in the events and activities at a local Queer/Trans Anti-Violence organization: 

Sometimes I do participate on protests but most of the time I don't. I just feel like 
I'm not ready to be an outspoken shouting person yet but I do like to speak my 
mind and speak about myself. … Eventually I know that I'm going to do it like in a 
collective manner. … Like right now we're trying to have the police not to get too 
personal with the fact that we are transgenders because apparently, they don't 
want to help us due to being transgender. … I don't know why it's been so tough 
for them to understand that we need to be treated as human beings, too…  
 

 “I feel happy when I go through those days where people just are doing their lives… I 

deserve a good life, too” she had concluded. This realization, and the determination and 

focus with which Marjorie had pursued making a good life for herself in San Francisco 

was incredibly hard won. She said: 

I grew up being told that I was going to be mugged, assault, rape, and 
everything because I was feminine. I grew up thinking then that's going to be 
normal. For a few times, I took it as normal but eventually I was like “no, this 
shouldn't be normal. I'm a human being”. … now I'm working on just being an 
assertive person. … I don't want to do things victimizing myself, neither I want to 
get away with things being aggressive.  
 

Reflecting on how this transformation impacted her dealings with the hospital, including 

the whole drama with the bill I had just witnessed, Marjorie said:  

[Now] I just want to negotiate. Like you saw me today, I'm going through the 
process. I'm not arguing I'm just doing it. I'm going to get tired I know but I'm 
doing it because it's how I've been taught. After this request we made about 
summarizing what exactly they're charging me for…if they still give me a hard 
time then I'm going to probably pull out the ‘advocate of myself’ and say hey, 
“Why are you doing this to me?” …. For now, I'm doing what they say, what 
they're telling me I should do and just go like that because I'm not trying to 
victimize myself and crying there and telling them “please don't charge me” or 
being an aggressor and being like, “Fuck this! I'm not going to pay this.” 
 

In the solitude of her well-kept room at the SRO hotel at the end our interview, Marjorie 

told me that she knew it had made a difference that I had accompanied her to the 
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Patient Advocate Office. I had seen it in the ways that the patient advocate moved her 

eyes between the two of us as she explained the paperwork. At the end of our interview 

I thanked Marjorie for her time and told her that I was really amazed by all the work she 

was doing, and by how focused she was. I could tell that she’d spent so much time and 

energy working through the violence she has experienced, and had thought very 

critically and consciously about violence in her political work and in therapy. As we got 

ready to say good-bye, her eyes focused on me so intently I was momentarily 

intimidated, as if her vision was ready to take hold of my shoulders, and she said:   

I really think that went so well [back at the hospital] because [the woman at the 
Patient Advocate Office] knew you were watching. She was so nice and direct, 
didn’t try to confuse me or re-direct me. I think because of you.  
 

I sighed too, adding with my exhale that I’d learned that it pays to be a white girl, maybe 

it paid to bring one with you. I asked her to tell me what happened with the bill. Not that I 

had any power to do anything about it, besides apparently show up with my own slender 

white body. 

 Emergency housing, assistance with paying for her HIV medications, estrogen, 

therapists and hospitalizations made her life possible in San Francisco in ways that 

were impossible and threatening in her country and family of origin. Marjorie’s journey to 

San Francisco, however, was punctuated by violent assaults and waiting in bureaucratic 

limbo while trying to live on $466 each month. She had learned to be an assertive 

negotiator (rather than “too aggressive”) and to be cautious about when and how to ‘pull 

out the advocate of herself’ in such situations. The experience had made her see the 

hospital as a policing institution that required valid “proof of everything”. The “proof” 

materialized in the stack of papers she held in the Patient Advocate Office, or the list of 
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needed identification documents she had inventoried as we walked to her SRO hotel, 

the incremental steps in her naturalization process, as well as the circuitous steps of 

dealing with the bill. The complete breakdown of her body, the pneumonia in her lungs, 

had created a crisis that became a conduit to care and housing.  

Problems or People? Citizens and Denizens? 
 

Biopolitical denizens may be de jure citizens with papers, but the status of their 

bodies and health bely the protection promised by inclusion in an imagined/policed 

American community and body politic. Or like Marjorie, for whom a health crisis 

conditioned care, they were undocumented, but absorbed into the limited sanctuary of 

San Francisco. Perhaps like Jim, they were supposed to be put in the system, but their 

enrollment was never documented. These are not biological citizens making clear 

political demands, but rather people who find themselves half stateless and stuck 

waiting in biomedicalized bureaucracies. I conclude by reflecting on the limits and the 

potentials for mobilizing such experiences to address health inequalities and the social 

conditions that produce them. 

Who is a threat? A drain? A good biomedical consumer, but not an expensive 

“high utilizer”? The clinical and policy responses to these biopolitical questions 

organized how they can access care. Some people deploy biology to make political 

claims, others basic survival depends on how these biopolitical questions are resolved – 

with or without them. They are at the mercy of biopolitical calculations about who 

constitutes enough of a potential health threat or a drain on the city budget to warrant 

public attention or resources. They survive and subsist based on particular kinds of 

public investments – material and financial investments in their bodies, healthcare, and 
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their livelihood. The public attention, surveillance and resources they experience are 

governed, organized and animated by imperatives for the efficient and “cost-effective” 

management of potentially expensive or “unproductive” populations. Their lives are at 

stake in budget decisions that justify services for ‘at risk’ populations, and they come up 

against county lines and sections of Welfare and Institutions Codes that produce a litany 

of opaque protocols, eligibility criteria and require piles of supporting documents – all in 

the name of ‘public’ austerity and fiscal responsibility. To survive and access care, they 

must also anticipate how and why their bodies and lives are deemed necessary sites of 

public health intervention. 

Absorbing the words of Jordan, Jim, Tim, Ben, Marjorie, I struggled with being 

pissed off and sad. They were forced to wait, found at the mercy of decisions and 

distinctions that didn’t make sense, automatically deemed suspect. In various ways, 

their lives depended on bureaucracies that seemed impossibly impenetrable and only 

willing to pay as a last resort. It often left them feeling alone, displaced, silenced, 

confused, disposed of, and abandoned. More than one person expressed to me, as Ben 

had questioned, “How poor do I have to be? How sick? How desperate do I need to 

get?”  

That was what it feels like to be expensive: it was a pervasive feeling – and 

recurrent reality - that where ever they seek help, they are told that they’ve come to the 

wrong place. Living in limbo, these biopolitical denizens encountered demands for polite 

patience in the face of opaque, bizarre and contradictory calculations that directed 

investments in ‘population health’. County lines directly and indirectly confined people’s 

care, and their jurisdictional borders were forced on people like Jim, Tim and Ben. No 
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one was responsible for denizens’ care – except as a “last resort”. “Payers of last resort” 

are both a legal construct and the tacit philosophy underlying the policies and attitudes 

that constantly pushed expensive patients onto ‘other systems’. The legal and social 

construction of “payers of last resort” and their bureaucratic administration thus 

fundamentally structures embodied health inequalities. At internal borders dividing 

biomedical consumers from draining high utilizers, people were made “half stateless”, 

voiceless and homeless, precisely in and through biomedicalized bureaucracies that 

embody a political unwillingness to pay, compounded by an impenetrable legal-ease.  

The many challenges and contradictions of “healthcare navigation” thus 

highlighted a central cruelty of the neoliberal healthscapes encountered by many poor, 

homeless, undocumented, formerly incarcerated and/or legally disabled people living 

with HIV: neoliberal demands for ‘self-government’ and self-care entailed not only 

practices of chronic disease self-management, but also demands market-

embeddedness (Somers 2008) and embodying a vision that enables them to “see like a 

state” (Scott 1998).  

Elaborating more and different modes of stratified biomedicalization (Shim 2010) 

generates more and different identities and subjectivities by defining the lives and 

bodies of different people and populations as social problems. Analytically, I use 

denizen provocatively, highlighting the contradictions and tense co-mingling of 

citizenships’ debts and obligations with the administered abandonment embodied in 

lived experiences of people like Jordan, Jim, Tim, Ben and Marjorie. In stratifying ways, 

they were disjunctively incorporated into neoliberal biopolitical projects taken up in the 

name of the public health. They were not banished to ‘bare life’ (Agamben 1998), but 
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rather caught up in the layers of bureaucracy produced for populations’ management, 

ensnared in and absorbed by the administrative violence (Spade 2011) created in the 

name of population health and generated in its implementation. Like biomedical asylum 

seekers (Pitts-Taylor 2011), they were interred in biomedicine’s citadels and waiting 

rooms, rather than completely banished from them. Such tense incorporations and 

incomplete inclusions (Abrego and Lakhani 2015) are enacted such that the people who 

are defined as problems often end up caught in the tentacles of their own management.  

Conclusion 
 

To conclude, I return once again to the experiences of Mr. Dennis, the long-time 

survivor and hospital patient who had lived through almost every significant 

transformation in AIDS care and policy since his diagnosis in 1985. I reflect on what I 

learned from him and his care team, and then move to reviewing the key findings of my 

dissertation. I briefly situate the empirical and theoretical contributions of each of my 

chapters within ongoing questions about the politics of HIV/AIDS in the U.S. Finally, I 

point to the contributions this dissertation makes to the fields of medical sociology and 

STMS. 

A political autopsy: Living with Biomedicalized Bureaucracies 
 

What happened to Mr. Dennis? I met Mr. Dennis with Melissa on a visit to the 

inpatient unit of the hospital. His hospitalization and insurance fiasco easily landed him 

on her caseload of navigation patients. Mr. Dennis was a medically frail and socially 

isolated single man living alone with no telephone. He ran out of medications after being 

turned away from the pharmacy, and landed in the hospital uninsured. He had 
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technically become eligible for Medicare when he turned 65, but became overwhelmed 

by the complicated paperwork involved in signing up for healthcare coverage and 

prescription drug benefits. Hospitalized with AIDS and a failing heart, he seemed so 

tired but still tough. He had lived through almost every permutation of AIDS 

classifications and several generations of HIV treatment regimens, and had worked in 

several steady jobs - enough contribute to a modest retirement account. 

I followed Mr. Dennis as he struggled to find his way back from this near “death 

by bureaucracy”, as my colleague had put it. Dennis’ skin was thin and bruised, and he 

visibly wobbled with his broken cane when we spoke on his doorstep. His eyebrows 

bristled over the wire rims of his glasses. No one knew how long his phone had been 

broken or what the inside of his house looked like. His refusal to allow any of us inside 

made us suspect the worst. Melissa and another navigator had gone to visit him after he 

didn’t show up for a post-discharge appointment. He had been referred to their team 

during his first hospitalization. He had once been “undetectable”, but he was turned 

away from the pharmacy for lack of insurance, his immune system had crashed and his 

heart was failing. After her first home visit, Melissa told the team that he had looked 

horrible, that he had barely opened the door a crack, and that he did not want to go 

anywhere, much less the clinic, regardless of their concerned pleas and offers to get his 

doctor on the phone. Eventually, as a last-ditch effort to show their level of worry, his 

primary care provider came to his door too.  

Eventually he opened up to me and to Melissa and the rest of the team, often 

waiting on his stoop for us when we arrived. He clenched $40,000 in a retirement 

account, and carefully withdrew his living expenses, including the $1500 per month he 
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was paying in rent. During one eventful day “navigating” Medi-Cal, we traversed the 

whole city by taxi - we had gone to the bank together to gather some of the documents 

requested by Medi-Cal’s financial review. He needed a taxi voucher from the clinic, my 

assistance and several long pauses to make it to the other side of the wide diagonal 

thoroughfare of Market street. Outside the bank, as we waited for a cab to the clinic, he 

told me the young woman who approached to ask us for spare change probably didn’t 

realize how close he was hovering to homelessness himself. Mellissa, Alex and I 

guessed that he was dangling over the edge of being able to keep his apartment. His 

neighbors likely paid upwards of $3500 per month and while Dennis extoled his 

landlord’s generosity and responsibility, I suspected he was like many other seniors in 

the city who did everything they could to avoid the possibility of eviction, including 

delaying requests for needed repairs of their aging buildings. When Mr. Dennis turned 

65, the “asset test” for Medi-Cal kicked in, and any savings over $2000 disqualified him. 

Indeed, he was denied Medi-Cal after the “financial analysts” reviewed his bank 

statement and IRA statement and determined these to be assets over $2000. He called 

to give me the news, and I promised that we would figure it out. “They have to 

understand, sometimes we just get too old to fight”, he had said. I continued to check on 

Mr. Dennis during one of his many prolonged hospital stays. He was getting frustrated 

and depressed. He was still hypothetically eligible for Medicare, but it would take 

Melissa, the inpatient eligibility workers and the inpatient social worker several months 

of work to get him enrolled. Melissa eventually worked with his sister in-law out of state 

to track down his birth certificate.  
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One day when I came by to visit, he was again lying in his hospital bed opening 

mail, including his brand-new Medicare card. His skin clung to his cheekbones, and 

when he ripped the envelope open, his head fell back into the bed with exhaustion and 

relief. After several months of work and weeks of hospitalization, during which he was 

asked for a “deposit” by the skilled nursing facility, and ended paying for more than 

$3000 in medications up-front, Mr. Dennis was eventually safely “placed”. I shared my 

relief with him, holding back the urge to burst into a little victory dance by his hospital 

bed. I wrote an elated e-mail to the team when I got home. He was finally going to be 

transferred to a dedicated HIV unit of a long-term care facility. The Linkage Team’s full 

court press of countless e-mail chains, phone calls and home visits, escorts to 

appointments had worked. With the Medicare card in hand, his hospital discharge could 

finally go through. 

It wasn’t until several weeks after I met Mr. Dennis that I finally took in the 

circumstances that disconnected him from his medications after his 65th birthday. I was 

attending a Medi-Cal training hosted by the HIV Frontline Organizing Group held in the 

Audre Lorde room of San Francisco’s Women’s Building. Even the colorfully muralled 

building could not make Medi-Cal bureaucracy vibrant. Stacks of paper about two 

inches thick with charts and graphs and gridded sample application forms sketched the 

bleak reality of cut-offs and eligibility cliffs that could be deadly, exhausting and 

defeating. A few hours into the training, we learned about the many limits to Medi-Cal 

eligibility. I began to feel anger fill my lungs and attempted to breathe deeper. At one 

point, Melissa and I leapt up, jumping with our questioning hands raised impatiently. 

How could this be?  
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AIDS classifications and reimbursement rates had all shifted since Dennis’ initial 

diagnosis in 1985. In 1986, there were more than 100 medical, residency and financial 

requirements to the Medi-Cal application, and a one-page form known as the DHCS 

“7035 Medical Verification – AIDS” (Ward 86 Archives 1987). Absent these AIDS-

defining conditions, physicians could establish that the patient was unable to work for 

more than one year for patients with so-called ARC, and had a secondary AIDS-defining 

diagnosis. By 1989, forty states had special provisions for people with HIV in their 

Medicaid programs. Form 7053 stuck around until 2010, when the Affordable Care Act 

allowed states to expand Medi-Cal to low-income individuals who didn’t have a 

documented disability. Before the Affordable Care Act, patients had to be “linked” to 

Medi-Cal through one of several categories – including disabilities like HIV and AIDS. 

For all these changes however, California has not updated their medically needy 

income level since 1989. The “monthly maintenance need level” is $600 for one person, 

and $1100 for a family of four – these have not been adjusted for inflation since 1989. 

As a consequence of this divergence between the maintenance need level and the 

federal poverty level, poor seniors and people with disabilities face a “share of cost” cliff: 

small increases in their income could spit out huge leaps in their calculated monthly 

share of cost.  

Listening to splatter of eligibility categories and program acronyms, I recalled 

suddenly talking to Mr. Dennis on the phone from his hospital bed, as he related his 

story of being rushed to hospital yet again, and having received a Medi-Cal denial letter. 

“They have to remember, sometimes we just get too old to fight”. And I had swallowed 

hard processing his exhaustion. The fight took its toll, clearly. His social worker and I 
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had marveled at the strapping young leather vest dawning dude in his photo ID. He 

wasn’t not even that old, she had noted. Perhaps the photo was years out of date, but 

he was unrecognizable to us, the leather bar frame now withered into a wobbling thin 

man with a ragged beard.  

The last time we spoke on the phone, he had told me that he couldn’t talk long, 

someone was there helping with Medicare, there was still some problem with his case. 

It wasn’t over. I called him about once a week for a while, but eventually assumed he 

didn’t want to talk to me. Perhaps he was too tired. Dennis was part of the cohort of the 

“last men standing” (Allday 2016), now elderly long term survivors facing a cliff created 

by eroding benefits and rising costs of living, caught in the widening gap between the 

potential of biomedical life extension and the costs of living, and exhausted by the 

dealing with the biomedicalized bureaucracies it took to reconcile the divide. That 

chasm had been created through the changing policy strategies for managing poverty, 

illness and healthcare costs.  

Mr. Dennis died about a month after the FOG training. It had been just a few 

months since his placement in the nursing facility. When Melissa called me to tell me, 

we had just been chatting in her cubicle, sharing our anger at his Medi-Cal denial. It still 

gnawed at us. She and I debriefed in the Comfort Garden, sharing our regrets about not 

saying good-bye. Watching people pass was the hardest part of her job. That afternoon 

she was going to go visit another one of her navigation clients. He was really sick and 

had turfed from a private hospital in dire condition, only to be re-admitted to another 

hospital and intubated in an ICU of different hospital a few days later. She did not want 

to repeat the experience of losing someone without the closure of visiting them. Even 
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though she knew there would be nothing for her to do in the ICU, she felt like she 

should go. She was incredibly incensed he had been discharged when he was 

obviously so sick. It seemed to her like no one wanted to take responsibility for his care. 

It was not an uncommon story, another one of her clients had been discharged to her 

‘care’ in the middle of the night. “I was his discharge plan”, she said in disbelief. With 

failing kidneys and nowhere to sleep, the guy miraculously made it to the AIDS 

Emergency Fund offices the next morning after spending the night on the street, and 

Melissa proudly told me that she had gotten him to into the clinic to see a doctor after 

more than four years “out of care”.  

I was regularly in awe of Melissa’s ingenuity and optimistic resolve. What 

seemed most puzzling and troubling to me was that I still felt uncertain that I fully 

understood how Dennis had been pushed “out of care”. MJ, the team’s Nurse 

Practitioner, later told me in our interview that insurance shifts and gaps like the ones 

Mr. Dennis experienced were very dangerous for her most vulnerable patients. Without 

knowing how to “negotiate the system”, they would simply walk into the pharmacy one 

day, as Mr. Dennis had done, and it was the kiss of death:  

That happens a lot. People go to the pharmacy and the pharmacy will say, "I'm 
sorry, you can't get your medicines. You have no insurance." But they don't give 
them any direction [or explanation] … It's just "We can't give it to you, you have 
to pay $2000." … Who has $2000? (MJ, Nurse Practitioner, Ward 86) 
 

Dennis, who lived on his savings, did have access to the cash, but for many of MJ’s 

patients, facing a $2000 - or $3000- pharmacy bill was untenable. Bouncing between 

jobs and insurance systems, MJ told me that she had watched a monolingual Spanish-

speaking patient similarly drown in the churn: 
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He had AIDS and he got pneumocystis and he was ...[going] back and forth 
[between an HMO and the public system]. At one point, he just lost his insurance 
and he didn't know where to go. He ended up dying (MJ, Nurse Practitioner at 
Ward 86). 

Melissa, MJ, Alex and their colleagues worked tirelessly against the systems that 

seemed to just cycle people through, and only took care of their clients’ needs as a last 

resort – when systems’ relentlessly refusal to pay could be worn down. The enactment 

of ‘killing people with red tap’ had shifted, but for many people living with HIV, the 

outcomes remained deadly. Thirty-five years later, the reality that had galvanized Diane 

and other AIDS responders was still letting people die: No one wanted to take care of 

them.  

Dennis held on through the AIDS crisis, and died exhausted by the 

biomedicalized bureaucracies animated by a “crisis of costs” that re-defined him as 

neither sick nor poor enough for care – all despite his ‘hypothetical’ Medicare eligibility. 

The forces of biomedical life extension and life-saving pharmaceuticals are incredibly 

powerful. However, despite their promise, as we have seen, one of most deadly 

consequences of cost containment was the creation of labyrinthine biomedicalized 

bureaucracies that solidified a political unwillingness to pay and legally codified key 

state and federal government programs as “payers of last resort”. In this situation, 

forging a politics of survival (Krieger and Margo 1994) must reach far beyond the goals 

of pharmaceutical control or “cost-effective” chronic disease management.  

 Findings: What’s the politics of AIDS?    
What is the politics of AIDS? A 1986 pamphlet posed this question when most 

AIDS activists were focused on homophobia and the impact of the epidemic on US-

based gay and lesbian communities. The authors, Nancy Krieger and Rose Appleman, 
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argued that the fight against AIDS would not ultimately succeed if activists continued to 

approach the disease as simply a “gay issue” or a plain “health issue”. By 1986, the 

limping US federal response had proven lethal.  

Among the demands of their platform Krieger and Appleman put forward call for 

a centralized federal agency to coordinate the AIDS response as well as a national 

health plan “guaranteeing health care for all” and demanded an end to the War on 

Drugs. The “Frontline Pamphlet” was first published by the Institute for Social and 

Economic Studies with input from Diane Jones, the feminist and lesbian nurse who had 

helped start the AIDS inpatient unit at Ward 5A and member of the Alliance Against 

Women’s Oppression, and several other feminist organizations in the city. It was re-

printed in 1992 in a collection on HIV and ‘politics of survival’. The authors opened with 

three answers to the questions “What is AIDS? What is the politics of AIDS?” – a white 

man in southern California turned away from a hospital because of AIDS-related 

pneumonia, an orphaned black baby born in New York City experiencing heroin 

withdrawal and AIDS, the government prediction that the costs of healthcare associated 

with AIDS would top $8 billion by 1991.  

Embodied in the neglect and discrimination experienced by patients and the 

economic toll of the epidemic, AIDS politics was written on patient bodies and into city 

and state budgets. For the authors of this early AIDS manifesto, it was clear HIV/AIDS 

had become a human tragedy, a public health emergency and a political crisis. They 

argued:  

AIDS is even more than just another disease to add to the chronic illnesses 
which burden our society in general and which disproportionately affect minority 
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and working class communities… AIDS has a special character in the U.S. 
because it is a communicable disease which literally burst into the body politic…   
(Krieger and Appleman 1994:6) 

The ravages of HIV were activating existing prejudice and stigma, as well as widening 

structural inequalities and casting light on systemic failures of U.S. healthcare systems. 

Krieger and Appleman’s (1994) call to action demanded contextualizing the epidemic 

with in “rising racism, militarism and right-wing reaction” of American political life in the 

1980s.  

Despite the world-changing biomedical advances in the treatment and prevention 

of HIV/AIDS since 1986, there is still so much continuity in the treatment of people most 

at risk for HIV/AIDS in the U.S. The differential and stratified exposures to viral and 

social risks that endanger people living with HIV are pathologies of power (Farmer 

2003). The politics of HIV is a mirror – like many other diseases -- that refracts the deep 

divisions and contradictions in how we treat people who are sick, disabled, poor, black 

and brown in the U.S. These prescient HIV activists recognized that drug development 

and the potential to biomedically ‘manage’ HIV would continue to fail the most 

vulnerable HIV-positive people without a broader commitment to social justice and 

societal transformation: as we fight AIDs, we must end the “deadening effects” of 

poverty, racism, ableism, sexism, homophobia, transphobia and other structural 

inequalities (Krieger and Appleman 1994:41).   

I began this project interested in what it means for HIV to be defined, managed 

and experienced as a chronic illness in U.S. healthcare and policy. What is at stake in 

this biomedical and bureaucratic re-classification? What are the politics of crisis, acuity 

and chronicity embodied in the HIV epidemic today? In the context of simultaneously 
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managing costs and chronic conditions, who has access to experiencing HIV as a 

chronic condition? How, why, and through what processes is chronicity achievable for 

some people? What kinds of needs and conditions are deemed ‘acute’, urgent and 

critical, rather than chronic and ongoing? As The Politics of AIDS pamphlet demanded, 

and this dissertation underscores, debates about how to politicize HIV and AIDS are 

debates about the moral and political fabric of American social life and questions about 

the very constitution of the American body politic: Whose life needed protecting? Who 

was a threat? What forms of individual and community survival are possible? What 

obligations do we have to care for one another?  

I conclude here with a brief summary of my key findings. In this dissertation, I 

have shown how and why HIV became a chronic condition in the U.S. and sketched out 

the social, biomedical and institutional consequences of HIV becoming a “life-long” and 

expensive illness. Through an historical and ethnographic account of recent U.S. health 

care reform and its on-the-ground implementation at San Francisco General Hospital’s 

outpatient HIV clinic at Ward 86, I examined the production of chronicity as a state of 

ongoing illness or managed life.  

In Chapter one, I traced the shifting relationships between the definitions and 

spaces of chronicity and acuity at the clinic and the hospital. Through several 

infrastructural inversions, I described the looping effects biomedical and financial 

technologies, and key epidemiological and policy shifts. I showed how they were each 

instantiated in the daily lives of the hospital and in the experiences a long-term survivor 

named Dennis.  
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Chapter two showed the proliferation of triage work and triage metaphors at the 

clinic today. I argued that the triaging work politically indicted the felt sense of 

overwhelm experienced by frontline workers, and re-inscribed the brutal refusal to 

provide care for all. Even ‘eligibilizing work’ – the mundane work of turning hypothetical 

insurance eligibility into material care – felt like triage.  

Chapter three focused on the laboriousness of eligibility, and described 

eligibilizing work through the diagnosis experiences of four men of color. I followed how 

they each negotiated their work lives and their financial and economic standing in 

conjunction with the work of becoming an insurable patient. The question that launched 

a cascade of intake and eligibility interviews – “What is your income?” rarely yielded 

straightforward answers. Rather, to become legibly insurable, people had to speculate 

about their income and articulate their economic value and position. In the situation of 

increasingly flexible and stratified labor markets, people had to fight for work and care, 

and were torqued (Bowker and Star 1999) by the categorizations of eligibility, diagnosis 

and labor.  

Finally, in Chapter four, I more directly interrogated the division between workers 

and non-workers and the internal borders (Somers 2008) that divide the lives of people 

who serve markets and people whose lives are defined as an economic drain. In 

describing experiences of people living with HIV whose survival was tied to public 

assistance programs, I argued that to access healthcare and basic resources, people 

had to locate themselves in the forces of their own problematization. Ensnared and 

absorbed by administered abandonment and often left waiting in biomedicalized 

bureaucracies, these biopolitical denizens often felt like they no place to go.   
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In a timely examination of healthcare policy change in practice, I sutured together 

theory and methods to examine the lives and biographies of people caught up in 

biomedicalized bureaucracies at the margins of a city transformed by biomedical and 

technoscientific innovation and speculation. I have offered a lively ethnographic account 

of healthcare policy “in the making” at a safety-net hospital and showed what happens 

when people living with HIV and their healthcare providers come up against the 

deadening technicality of biomedicalized bureaucracies. Life at what has become the 

Zuckerberg San Francisco General offers a unique lens on how policy change hits the 

ground. Healthcare reform legislation, and health policy continue to be hashed out 

through political debates and through on the ground clinical practices. In and through 

these negotiations, the shifting norms, obligations and meanings of employment, labor, 

work, citizenship are re-articulating the work it takes to become a patient. The 

possibilities for making and sustaining political claims around health, illness, violence 

and stigma are shifting with the emerging ways that state, market and biomedical 

institutions differentially deem bodies and populations valuable and treatable.  

My findings make key theoretical and empirical contributions to conversations 

about the stratified and stratifying dimensions of biomedical institutions and practices 

(Shim 2010). I documented how peoples’ biographies are entangled with biomedical 

and biopolitical practices that administer populations in the name of population health, 

profit, efficiency, and cost-effectiveness. Even amongst anxieties about skyrocketing 

healthcare costs, the healthcare and biotech sectors have become more integrated into 

economic growth and re-development in American cities like San Francisco. 

Biomedicalized bureaucracies become embodied in these zones and healthscapes, and 
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are materialized and felt in the lives of people living with chronic health conditions and 

disabilities such as HIV. Even in an era of evolving healthcare access, the reach and 

diffusion of biomedicalized bureaucracies is intimately linked with the mundane stuff of 

life - how people work and live, and how they seek to create careers and homes.  

Written into federal policy and built into the infrastructures of AIDS Service 

Organizations, HIV exceptionalism reveals the many contingencies and pre-conditions 

that structure access to pharmaceutical treatment and biomedical care. ‘Exceptions’ to 

FDA policies created for “orphan drugs” during the 1980s were “scaled up” on an 

industrial level, and have become the “new normal” of personalized treatment in the 

Technoscience Biomedical Service Complex Inc. (Clarke et al. 2010). The individual 

and collective obligations, debts, responsibilities, compulsions, and entitlements of 

citizenship and work, labor have been fundamental re-organized by neoliberal 

exceptions (Ong 2006). Below, I briefly situate the politics of HIV/AIDS within these 

emergent norms and exceptions.  

Reflections: Grappling with Exceptions  
 

There is no ‘right’ to health that provides a clear conduit to care in the fragmented 

and deeply stratified US healthcare infrastructures. Despite recent healthcare reforms, 

multiple ‘exceptional’ statuses must be maintained to ground even a hypothetical 

eligibility for healthcare and health insurance (e.g. poverty, work history, stable 

employment, HIV-status, disability or age). Establishing eligibility for healthcare and 

health insurance in the U.S. has historically required establishing an exception or 

aligning normatively with systems of employer-sponsored insurance. This normative 
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social location – a flexibly-abled body and a stable job - expected by biomedical 

bureaucracy is not only a status far beyond the statistical norm, but also an embodiment 

of the normative demands of compulsory-able-bodiedness (McRuer 2006).  

As we saw in the laboriousness of eligibilizing work, the exceptionalism path is 

fraught with difficulty. People ‘fall’ between the cracks and out of these systems. There 

is a wide middle ground, and many gaps, between the exception and the ‘norm’ of 

stable middle-class employment and regular biomedical consumption. The chasm is a 

space where one is out of alignment with both, neither poor enough to qualify for 

assistance nor wealthy enough to afford the full cost of treatment. In biomedicalized 

bureaucracies, different status categories, obligations, rights, transgressions, crimes, 

exceptions, and conditions of “last resort” put different people in contact with health care 

providers, medical diagnoses, and pharmaceutical treatments and health services – or 

leave them “out of care”.  

Initially constructed as plague and a temporary public health crisis in media and 

policy discourses, the “AIDS crisis” gained a rhetorical and political force of its own.  

Through the actions of early activists and policy makers, policy responses to HIV, 

homophobia and HIV stigma, and disastrous inaction on the part of the federal 

government, HIV became an exceptional case in U.S. health policy and biomedical 

research. HIV exceptionalism today describes the attention to HIV over other chronic 

illnesses and mental health conditions that disproportionately affect marginalized 

communities in the U.S. However, ‘the problem’ is not that people living with HIV in the 

US are receiving “too many” resources compared to similarly situated patients with 

other complex health conditions. Today, many of the challenges faced by many people 
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living with HIV in the U.S. have become part of a new American ‘normal’ that is 

increasingly difficult to politically counter on the basis of disease-status alone. The 

problems – high pharmaceutical drug costs, bureaucratic glitches, administrative 

burdens, housing instability – are faced by too many patients, too many Medicaid 

beneficiaries, too many people of color, and by too many people living with disabilities. 

Debates about whether and how HIV should be “special” or “exceptional” often miss the 

ways the interplay of norms and exceptions is shaping the politics of health, illness and 

disability more fundamentally. As I have shown, the emergence of HIV exceptionalism – 

in its current manifestations and living legacies at San Francisco General Hospital – 

reveal the deadly web of contingencies, qualifications and pre-conditions that are 

ingrained within stratified biomedicalization. The lived experiences of people living with 

HIV and the work lives of frontline providers at Ward 86 disrobe the banal violence of 

stratified/stratifying biomedicalized bureaucracies.  

In U.S. healthcare systems best characterized by unequal and fragmented 

bureaucracies that are increasingly biomedicalized, the history of HIV healthcare has as 

much to teach us about the ordinary ‘rules’ of U.S. biomedicine as it does about the 

extraordinary responses of HIV activists, healthcare providers and policy advocates. As 

it was in 1986, the politics of AIDS remains a visceral window into the injustices 

contained in the ‘normal’ state of affairs in neoliberal healthscapes. The biomedical and 

political treatment of HIV must be understood through the ways that HIV status and the 

HIV epidemic embody pathologies of power and signify the mundane violence of 

biomedicalized bureaucracies that protect profit and refuse to pay for care. As it has 
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since the beginning, the politics of HIV and AIDS reveals status quo that is 

unacceptable. 

Notes 
 

1. The company had recently sold a 1/3 stake to a Japanese firm, and the chairman of 
the board, John Kapoor, ensured that board members received a significant cut. He 
eventually walked away with $133 million and was charged with breaching his 
fiduciary duties to Lyphomed shareholders over the dealings (Arno and Feiden 
1992). 

 
2. The “Pharmacy” is not a technically a dispensing pharmacy, but rather a small 

windowless room where a clinical pharmacist can meet with patients to discuss their 
medications, any drug interactions or side-effects, or any challenges they are facing 
with adherence. 

Appendix 1: Methodological Strategies and Analysis 
 

In my research, I sutured together theories and methods across several traditions 

to address a set of contemporary problems around how to understand connections 

between finance, technoscience and health within neoliberal HIV policies in the U.S. In 

this appendix, I provide more detailed descriptions of my methodological strategies and 

analytic approaches.  

Methodological Strategies 
 

I deploy two central ethnographic strategies to address my research questions: 

ethnography of infrastructure, and ethnographic approaches of health policy and health 

care finance (Shore and Wright 1997; Star 1999; Shore, Wright, and Pero 2011). These 

approaches allowed me to take seriously the cultural politics of health care finance, 
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information technologies and chronic illness, and to attend to the heterogeneous work of 

health care finance and administration as socio-cultural practices. 

I used strategies from the ethnography of infrastructure to examine the mutual 

constitution of experiences, subjectivities and spaces of health within bureaucratic 

classifications and infrastructures of HIV-related health care finance and administration 

(Bowker and Star 1999; Star 1999; Lampland and Star 2009). Ethnographic approaches 

to infrastructure, information technology, finance and policy provided me strategies for 

giving analytic attention to the categories, classifications and visible and invisible work, 

including articulation work, that constitute these bureaucratic and administrative 

processes. Star and colleagues provide several methodological insights for studying 

infrastructures, standards and classifications. Infrastructures includes several different 

elements: embeddedness, transparency, reach and scope beyond a specific event or 

onsite practice, learned as a part of membership, links to conventions of practice, 

embodiment of standards (Star 1999). Infrastructure describes a system of substrates, 

part of the background that enables the flow of other work. Infrastructures are the 

substrates or platforms that events, interactions and movements “run on” (Lampland 

and Star 2009). Just as information systems are infrastructures of communication, 

insurance systems generate flows of patients, information/data, services and funding. In 

this project, I used infrastructure as a theory-methods package that provides a 

repertoire of conceptual lenses and methodological “tricks of the trade” (Bowker and 

Star 1999). 

I used situational analysis to trace policy objects and policy implementation 

processes through social worlds analysis (Clarke 2005). To further understand the 
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space(s) of Ward 86 and HIV-financing I used situational analysis and multi-sited 

ethnography. These approaches target the virtual, office, clinical, hospital, and domestic 

spaces that together and episodically form these arenas. Historical research, document 

analysis and interviews with policy experts thickened my ethnographic understanding 

for my field sites. For example, in grappling with the multiple data materials that 

informed the analysis of Chapter one, I mapped key historical milestones onto moments 

from my ethnographic observations and interviews onto a large blank piece of paper. I 

identified several historical trajectories that looped through the findings of my in-depth 

ethnography. Preforming “infrastructural inversions” (Star 1999) through my narration of 

the living legacies of each historical shift, I detailed a few key ways infrastructures, 

policies and bureaucracies defined the current situation of life at the hospital and clinic.  

Drawing approaches from anthropology of policy, I use the approach of “studying 

through” (Shore and Wright 1997; Wedel et al. 2005). This strategy follows the sources 

of a policy’s discourses and programs through to those affected by the policy. This 

strategy of tracking policy through multiple sites, publics and social worlds analyzes how 

policy discourses construct spaces and sustain connections even if specific actors are 

not in direct contact (Wedel et al. 2005). Wedel and colleagues (2005) describe using 

ethnography to ‘study through’ the connections among people implementing, affected 

by and implicated within policy discourses and prescriptions. While these actors may or 

may not interact face-to-face, they are all situated in arenas that are intertwined by and 

through the work of policy making and implementation. In conjunction with STS 

strategies of studying up (Chen 2011), “studying through” policies can chart these 

connections, showing how their relationships to each other and to larger systems. In 
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turn such methods elucidate how specific connections produce particular temporalities, 

spaces, actors and interactions (Wedel et al. 2005). For example, I sought to trace 

when and how policy rationales materialized in particular services, models of care, and 

modes of data collection and circulation, and in the work of healthcare providers.  

In the example of Taiwanese harm reduction policies, Chen (2011) uses such an 

approach to study how various actors made harm reduction policies in Taiwan possible. 

His conceptualization complicates an often over-simplified understanding of policy-

making and implementation by describing the office as a “collective yet heterogeneous” 

set of action and interactions (Chen 2011). Chen describes “the office” as an 

assemblage: a “web of social ties that connected people, knowledge and technology” 

(Chen 2011:476). Together, these heterogeneous elements form “a problem space that 

shapes the backdrop of intravenous drug users’ street life” (Chen 2011).  

In my research, I moved from the office as a site of program administration and 

enrollment, to the clinic as site of biomedical treatment and data management to the 

‘patient’ as loci in which spaces, temporalities and experiences were materialized 

through these policies. Using the approach of “studying through”, I analyzed how lives 

of people with chronic illness are problematized in particular ways, and how definitions 

of these problems influenced how, why and where they came to be the objects of 

publicly-funded care, services, and surveillance. 

Approaches to finance as culture reverberate with my use of ethnography of 

infrastructure as a theory-methods package guiding entrée to policy, finance and 

information systems. Such tools allowed me to see these practices as an amalgam of 

information collection/circulation, administration and financing, not as discrete practices 
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or distinctively emplaced infrastructures. Much work in health insurance policy has 

focused on their institutional or legislative histories (Quadagno 2005). Within HIV policy, 

Panem’s (1988) work on the early history of federal responses to HIV described the 

federal budget as a cultural artifact through which national priorities materialize - or fail 

to materialize - within particular budgetary line items.  

In examining cultures of health care finance, however, rather than strictly 

‘following the money’, I analyzed techniques and practices of valuation within health 

care finance as a cultural field. Sociological and anthropological approaches financial 

products such as life insurance (Zelizer 1979) as sets of cultural objects and practices 

guided my attention to practices of healthcare finance. For example, I examined the 

policies and practices undergirding Medicaid/ Medicare reimbursement and 

pharmaceutical manufacturers rebates, and traced how these financial technologies 

were deployed, practiced and interpreted. I analyzed private and public practices of 

health care finance as inextricable from questions of citizenship and belonging, and 

considered how the financialization and economization of life (Cooper 2008; Murphy 

2013, 2017) are becoming central to the contemporary politics of work, citizenship 

health, illness and disability in the U.S. I attended to how financial practices are 

productive of particular social relations and constitutive of particular ways of becoming 

subjects.  

Data Analysis: Building Situated Scenes 
 

My analytic approach was necessarily iterative and often circuitous. I learned 

from and with the people I followed – What was a minimum value plan? Why did the 

Medi-Cal application have a question asking “Are you currently experiencing a medical 
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emergency?” If Medi-Cal is a “state program”, why is administered differently and 

separately county-by-county? What happens if you receive an insurance settlement 

check and it’s made out to “you / Medi-Cal / Medicare”? Are you required to sign up for 

a Medi-Cal managed care plan, or can you opt for Fee-for-Service? How do you 

calculate “share of cost”? I encountered all of these questions during my research, and 

often attempted to untangle the answers and follow the threads in policy documents or 

historical accounts. Sometimes I did this “in real time” while I was waiting with research 

participants, and sometimes the process of analytic disentanglement lasted for weeks 

and months afterwards.  

The questions were initially confusing, presenting both analytic and ethical 

challenges. How could I make sense of the bureaucratic and policy circuitry of the 

answers? If I could untangle the mess, how could I adequately capture the confusion 

and consternation? Could I describe the rationales or the consequences for research 

participants in clear or straightforward way? Biomedicalized bureaucracies made 

patients and healthcare navigators do a lot of running in circles. As a both a participant 

and observer pulled into the work of “navigation”, what was my role and what were my 

responsibilities in puzzling out the next logical step or following up when we failed to get 

them what they needed? For most of the people I encountered, the questions and 

puzzles were a way of life, either part of the routine of their work as HIV healthcare 

providers, or a necessary cost of living with HIV.  

As I discussed at length in this dissertation, these questions, the confusions, their 

‘answers’ and consequences were deadening and technical – both boring and 

potentially life threatening. In building the analyses I presented in this dissertation, I 
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relied on developing a situated and ethnographic approach to narration. I “built out” my 

analysis from the narratives of people living with HIV, also narrating my own 

experiences and feelings as a participant observer, and often looping historical 

accounts and policy analysis into my narration. In this sense, the ethnographic writing 

process was analytic, creating vignettes that attempted to capture what I had observed 

and felt, what people told me about their experiences and feelings, and pulling in what I 

eventually found out about the conditions, laws, policies, bureaucratic procedures that 

created the confusing, circuitous situations we were “navigating” together. I therefore 

approached my institutional and policy analysis situationally, rather than in a 

systematically historical way. Bridging approaches to situational analysis and 

ethnography, I describe this analytic strategy as a process of assembling situated 

scenes. Tables 1-3 describe my research participants.  
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Appendix 2: Summary of Research Participants 
 

People Living with HIV (N = 15) 

Pseudonym Participant Description 

 Homeless middle-aged white man, out of care, see in the 
emergency room apparently suicidal, AMA from ADU 

 Young white gay man diagnosed in the ED after injuring his ankle 

Jaime Young ‘mixed race’ man, currently unemployed, doing tech support 
work at Big Box store 

Jim Middle-aged African American man recently released from prison 

Ray Young Asian man working as a temp in Tech 

 Homeless young white man, new to SF, living in the park 

 Middle-aged white homeless man, In the ED and then a Crisis 
Center 

Sam Middle-aged Asian man working in an international start-up 

Paz Young African American man; college student and bartender 

Ben Middle-aged homeless white man recently arrived from out of state 

Tim Middle-aged white formerly homeless man dealing with mental 
health/addiction 

Marjorie Young trans Latina, undocumented and formerly homeless 

Jordan Middle-aged Latino long-term survivor, activist injured in car 
accident 

 Middle-aged black man released from prison; HIV and Hep C 
positive 

Marc Young white man working in sex industry and “sharing economy” 

Mr. Dennis Elder long-term survivor fell out of care after ‘fiasco’ with Medicare 
enrollment 

 25-year old white gay male, recently diagnosed, domestic violence 
survivor 

 40-year old college-educated and “middle-class kid”, out of work 
Chef, recently diagnosed 
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HIV Healthcare Providers (N = 12) 

Pseudonym Description 

Alex Linkage Team Nurse 

 Social Work Associate 

 Social Work Associate 

Maria Jose / 
MJ 

Linkage Nurse Practitioner 

 Panel NP 

Victoria  Long-time SW 

Julian Panel Social Worker 

George Panel RN 

 Social Work Associate - Clinic 

 Panel RN 

Melissa Patient Navigator 

Chris Medical Doctor 
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Pseudonym Expert Interviews (N=12) 

Sara Navigator / Navigation Manager 

 HIV Activist and Professional Advocate 

Amanda Patient Navigator 

 Nurse Practitioner and clinic manager  

 MD and Retention/Engagement Researcher 

 SW / MD HIV Healthcare Expert 

 Public Health Expert 

Scott Social Worker and HIV advocate 

 HIV Healthcare Policy Expert and Advocate 

 California HIV Policy Expert 

 California ADAP Policy Expert 

Samantha HIV Inpatient Hospital Social Worker 
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